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DEVELOPMENTALLY DISABLED ASSISTANCE AND
BILL OF RIGHTS ACT, 1974

WEDNESDAY, MAY 1, 1974

U.S. SENATE,
SUBCOMMITTEE ON THE HANDICAPPED,

OF THE COMMITTEE ON LABOR AND PUBLIC WELFARE,.
Washington, D.C.

The subcommittee met, pursuant to notice, at 2:35 p.m., in room
4232, Dirksen Office Building, the Honorable Jennings Randolph
(subcommittee chairman) presiding.

Present: Senators Randolph, Kennedy, and Stafford.
Committee staff members present: Patria Forsythe, professional

staff member; Larry Horowitz, M.D., professional staff member; and
Jay Cutler, minority counsel.
Senator RANDOLPH. The members of the Subcommittee on the

Handicapped of the full Committee on Labor and Public Welfare are
in session this afternoon on Senate bill S. 3378, the "Developmentally
Disabled Assistance and Bill of Rights Act".
Other members of the subcommittee, of course, are intensely

interested in this legislation, and I am delighted to have sitting during
this hearing Senator Stafford, who is the ranking minority member
on the subcommittee, and Senator Kennedy, who ably chairs our
Subcommittee on Health and cooperates closely with the Subcom-
mittee on the Handicapped in its deliberations.
You will remember that last year on February 8, this subcommittee

held hearings and we had, I believe, Senators Stafford and Kennedy,
approximately 30 witnesses; is that your memory?
Senator STAFFORD. That is my recollection, Mr. Chairman.
Senator RA.NDOLPH. At that time we invited the representatives

of the Department of Health, Education, and Welfare to present
their views on this pending legislation.
They were unable to appear at that time, so we have decided that

we wanted the input of administration; that is the reason for our
being together today.
One year ago I requested, on behalf of the subcommittee, that the

General Accounting Office conduct a full review of the Developmental
Disabilities Program.
In January of this year we received a two volume report from GAO

which dealt with Public Law 91-517, the "Developmental Dis-
abilities Service and Facilities Construction Amendments of 1970."
The members of the staff of our subcommittee have been meeting

with the GAO staff members and there has been careful study of
that report.

(1)
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It discusses in detail the administration of the legislation at the
Federal and State levels and the impact and effect on the develop-
mentally disabled.
Our staff members have reviewed the testimony and statements of

the more than 30 witnesses that I have mentioned that came before
us last year.
S. 3378 is the result; and Senator Stafford and Senator Kennedy

know from their association with the drafting of this bill, that we
consumed long months of effort in attempting to properly focus the
program and assist the States in developing a comprehensive plan
which will bring together all the resources available in a coordinated
manner so that the developmentally disabled are served and served
in the very best way.
[The texts of the bills under consideration follow:] e

•
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93D CONGRESS
2D SESSION S. 3378

IN THE SENATE OF THE UNITED STATES

APRIL 24, 1974

Mr. RANDOLPH (for himself, Mr. JAms, Mr. KENNEDY, Mr. STAFFORD, Mr.
WILLIAMS, Mr. CRANSTON, Mr. MONDALE, Mr. PELL, Mr. SCHWEIRER, and
Mr. TArr) introduced the following bill; which was read twice and referred

• to the Committee on Labor and Public Welfare

•

A BILL
To provide assistance for the developmentally disabled, establish

a bill of rights for the developmentally disabled, and for other

purposes.

1 Be it enacted by the Senate and House of Representa-

2 tives of the United States of America in Congress assembled,

3 That this Act may be cited as the "Developmentally Dis-

4 abled Assistance and Bill of Rights Act".

5 DEFINITIONS

6 SEC. 2. For purposes of this Act-

7 (1) The term "State" includes Puerto Rico, Guam,

8 American Samoa, the Virgin Islands, the Trust Territory of

9 the Pacific Islands, and the District of Columbia.
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2

1 (2) The term "facility for persons with developmental

2 disabilities" means a facility, or a specified portion of a facil-

3 ity, designed primarily for the delivery of one or more serv-

4 ices to persons with one or more developmental disabilities.

5 (3) The terms "nonprofit facility for persons with de-

6 velopmental disabilities", "nonprofit connnunity mental

7 health center", or "nonprofit private institution of higher

8 learning" mean a facility for persons with developmental dis-

9 abilities, and an institution of higher learning which is owned

10 and operated by one or more nonprofit corporations or asso-

11 ciations no part of the net earnings of which inures, or may

12 .lawfully inure, to the benefit of any private shareholder or

13 individual.

14 (4) The term "nonprofit private agency or organiza-

15 tion" means an agency or organization which is such a cor-

16 poration or association or which is owned and operated by

17 one or more of such corporations or associations.

18 (5) The term "construction" includes acquisition, ex-

19 pansion, remodeling, and alteration of existing buildings,

20 and initial equipment of any such buildings (including medi-

21 cal transportation facilities) ; including architect's fees, but

22 excluding the cost of offsite improvements and the cost of

23 the acquisition of land.

24 (6) The term "cost of construction" means the amount

•

•
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1 found by the Secretary to be necessary for the construction

of a project.

3 (7) The term "title", when used with reference to a

4 site for a project, means a fee simple, or such other estate

5 or interest (including a leasehold on which the rental does

6 not exceed 4 per centum of the value of the land) as the

7 Secretary finds sufficient to assure for a period of not less

8 than fifty years undisturbed use and possession for the pur-

poses of construction and operation of the project.

10 (8) (A) The term "Federal share" with respect to any

11 project means the portion of the cost of construction of such

12 project to be paid by the Federal Government.

13 (B) The Federal share with respect to any project in

14 the State shall be the amount determined by the appropriate

15 State agency designated in the State plan, but, except as

16 provided in paragraph (C) the Federal share for any project

17 under part B of title I may not exceed 66-3- per centum of

18 the costs of construction of such project. Prior to the ap-

19 proval of the first such project in the State during any fiscal

20 year, such State agency shall give the Secretary written

21 notification of the maximum Federal share established par-

22 suant to this paragraph for such projects in such State to

23 be approved by the Secretary during such fiscal year and

24 the method for determining the actual Federal share to be
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4

1 paid with respect to such projects; and such maximum Fed-

2 eral share and such method of determination for such projects

3 in such State approved during such fiscal year shall not be

4 changed after the approval of the first such project in the

5 State during such fiscal year.

6 (C) In the case of any facility or center which provides

7 or will, upon completion of the project for which application

8 has been made under part B of title I, provide services for

9 persons in an area designated by the Secretary as an urban

10 or rural poverty area, the maximum Federal share deter-

ii under paragraph (B) may not exceed 90 per centum

12 of the costs of construction of the project.

13 (9) The Federal percentage for any State shall be

14 100 per centum less that percentage which bears the same

15. ratio to 50 per centum as the per capita income of such

16 State bears to the per capita income of the United States,

17 except that the Federal percentage for Puerto Rico, Guam,

18 American Samoa, and the Virgin Islands shall be 661 per

19 centum.

20 (10) (A) The Federal percentages shall be promul-

21 gated by the Secretary between July 1 and September 30

22 of each even-numbered year, on the basis of the average of

23 the per capita incomes of the States and of the United States

24 for the three most recent consecutive years for which satis-

factory data are available from the Department of Corn- 1
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merce. Such promulgation shall be conclusive for each of the

two fiscal years in the period beginning July 1 next succeed-

ing such promulgation; except that the Secretary shall pro-

mulgate such percentages as soon as possible after the enact-

ment of this Act, which promulgation shall be conclusive for

the fiscal year ending June 30, 1965.

(B) The term "United States" means (but only for

purposes of this subsection and subsection (10) the fifty

States and the District of Columbia.

(11) The term "Secretary" means the Secretary of

Health, Education, and Welfare.

(12) The term "developmental disability" means a

disability—

(A) attributable to mental retardation, or cerebral

palsy, or epilepsy, or autism, or learning disability; or

(B) attributable to any other condition of an in-

dividual found to be closely related to mental retarda-

tion as it refers to general intellectual functioning or im-

pairment in adaptive behavior or to require treatment

similar to that required for mentally retarded individuals,

which disability (i) originates before such individual attains

age eighteen, (ii) which has continued or can be expected

to continue indefinitely, and (iii) which constitutes a

severe handicap to such individual's ability to function

normally in society.
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6

1 (13) The term "services for persons with develop-

2 mental disabilities" means specialized services or special

3 adaptations of generic services directed toward the alleviation

4 of a developmental disability or toward the social, personal,

5 physical, or economic habilitation or rehabilitation of an in-

6 dividual with such a disability, and such term includes diag-

7 nosis, evaluation, treatment, personal care, day care, domi-

8 ciliary care, special living arrangements, training, education,

9 sheltered employment, recreation, counseling of the individ-

10 ual with such disability and of his family, protective and

11 other social and sociolegal services, information and referral

12 services, follow-along services, and transportation services

13 necessary to assure delivery of services to persons with de-

14 velopmental disabilities.

15 (14) The term "regulations" means (unless the text

16 otherwise indicates) regulations promulgated by the Secre-

17 tary.

18 (15) The term "poverty area" means any—

(A) such area contains one or more subareas which

20 are characterized as subareas of poverty;

21 (B) the population of such subarea or subareas

22 constitutes a significant portion of the population of such

23 rural or urban area; and

24 (C) the project, facility, or activity, in connection

25 with which such determination is made, does, or ( when

•
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1 completed or put into operation) will, serve the needs of

2 the residents of such subarea or subareas.

3 (13) The term "design for implementation" means a

4 document prepared by the appropriate State agency or

5 agencies outlining the implementation of the State plan as

6 developed by the State planning 'council. The design for im-

7 plementation shall include details on the methodology of

8 implementation, priorities for spending, specific objectives

9 to be achieved, and a listing of those programs and resources

10 to be utilized, and a method for periodic evaluation of its

11 effectiveness in meeting State plan objectives.

12 AUDIT

13 SEC. 3. Each recipient of a grant or contract under this

14 Act shall keep such records as the Secretary may prescribe,

15 including records which fully disclose the amount and dis-

16 position by such recipient of the proceeds of such grant or

17 contract, the total cost of the project or undertaking in con-

18 neetion with which such grant or contract is made or funds

19 thereunder used, the amount of that portion of the cost of

20 the project or undertaking supplied by other sources, and

21 such records as will facilitate an effective audit. The Secre-

22 tary and the Comptroller General of the United States, or

23 any of their duly authorized representatives, shall have access

24 for the purpose of audit and examination to any books,

25 documents, papers, and records of the recipient of any grant
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1 or contract under this Act which are pertinent to such grant

2 or contract.

3 OFFICE OF DEVELOPMENTAL DISABILITIES

4 SEC. 4. There is established in the Office of the Assist-

5 ant Secretary for Human Development in the Department

6 of Health, Education, and Welfare, an Office of Develop-

7 mental Disabilities headed by a Director to administer this

8 Act.

9 TITLE I—ASSISTANCE FOR THE DEVELOP-

10 MENTALLY DISABLED

11 PART A—DEMONSTRATION AND TRAINING GRANTS FOR

12 UNIVERSITY AFFILIATED FACILITIES AND RENOVA-

13 TION AND MODERNIZATION OF FACILITIES

14 DECLARATION OF PURPOSE

15 'SEC. 100. The purpose of this title is to improve the

16 provision of services to persons with developmental disabili-

17 ties through (A) grants to assist the several States in de-

18 veloping and implementing a comprehensive and continuing

19 plan for meeting the current and future needs of persons

20 with developmental disabilities; (B) the renovation and

21 modernization of university-affiliated facilities which aid in

22 demonstrating the provision of specialized services for per-

23 sons with developmental disabilities, through support of

24 demonstration and training programs at institutions of higher

25 education; (C) the development of regional community

•

•
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9

1 programs for services to persons with developmental dis-

2 abilities; (D) the support of activities which will contribute

3 to improving the condition of persons with developmental

4 disabilities, including but not limited to grants for demon-

5 strafing exemplary services to persons with developmental

6 disabilities who are especially disadvantaged; (E) technical

7 assistance in the establishment of services and facilities for

8 persons with developmental disabilities, including assistance

9 in 'State and local planning or administration; (F) training

10 of specialized personnel needed for the provision of services

11 for persons with developmental disabilities; (G) developing

12 or demonstrating new or improved techniques for the pro-

13 vision of services to persons with developmental disabilities;

14 and (H) gathering or disseminating information relating to

15 development disabilities.

16 AUTHORIZATION OF APPROPRIATIONS

17 SEC. 101. For the purpose of assisting in the moderniza-

18 tion and renovation (to comply with the provisions of Public

19 Law 90 480, relating to architectural barriers) of facilities

20 which will aid in demonstrating provision of specialized serv-

21 ices for the diagnosis and treatment, education, training, or

22 care of persons with developmental disabilities or in the

23 interdisciplinary training of physicians and other specialized

24 personnel needed for research, diagnosis and treatment, edu-

25 cation, training, or care of persons with developmental dis-



2

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

12

10

abilities, including research incidental or related to any of

the foregoing activities, there are authorized to be appro-

priated $5,000,000 for the fiscal year ending June 30, 1975,

and a like amount for each of the next four succeeding fiscal

years. The sums so appropriated shall be used for project

grants for renovation or modernization of public and other

nonprofit facilities which are associated with a college or

university.

DEMONSTRATION AND TRAINING GRANTS

SEC. 102. (a) For the purposes of contributing more

effectively to the solution of complex health, education, and

social problems of children and adults suffering from devel-

opmental disabilities, the Secretary may, in accordance with

the provisions of this part, make grants to cover costs of

administering and operating demonstration facilities and in-

terdisciplinary training programs for personnel needed to

render specialized services to persons with developmental

disabilities, including training in established disciplines as

well as new kinds of training to meet critical shortages in the

services to persons with developmental disabilities with

emphasis upon such programs ability and commitment to

provide services not otherwise available under other laws to

persons with developmental disabilities in alternative pro-

grams of community care as contrasted with such services

being provided in institutionalized settings.

ft.
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1 (b) For the purpose of making grants under this section,

2 there are authorized to be appropriated $20,000,000 for the

3 fiscal year ending June 30, 1975, and a like amount for each

4 of the four succeeding fiscal years.

5 APPLICATIONS

6 SEC. 103. (a) Applications for grants under this part

7 with respect to the renovation or modernization of any fa-

8 cility may be approved by the Secretary only if the applica-

9 tion contains or is supported by reasonable assurances that-

10 (1) the proposal is consistent with the State plans

11 established pursuant to section 114;

12 (2) the facility will be associated, to the extent pre-

13 scribed in regulations of the Secretary, with a college or

14 
university medical centers (including affiliated health

15 
or education facilities) , or with such other part of a

16
college or university as the Secretary may find appro-

17 
priate in the light of the purposes of this part;

(3) the plans and specifications are in accord with18

19 
regulations prescribed by the Secretary under section

118;
20

21 
(4) title to the site for the project is or will be

22 
vested in one or more of the agencies or institutions filing

23 
the application or in a public or other nonprofit agency

24 
or institution which is to operate the facility; and

25 
(5) adequate financial support will be available

33-979 0 - 74 - 2
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13 arrangements, in accordance with regulations of the Secre-

14

15

16
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18

19

20

21

22

23

24

14

12

for renovation or modernization of the project and for its

maintenance and operation when completed.

(b) Applications for demonstration and training grants

under this part may be approved by the Secretary only if

the applicant is a college or university operating a facility of

the type described in section 101 or is a public or nonprofit

private agency or organization operating such a facility. In

considering applications for such grants, the Secretary shall

require such applications to demonstrate that the grant appli-

cation has been reviewed and approved by the State councils

established under section 114 (d) , and give priority to any

application which shows that the applicant has made

tary for a junior college or community based entity to

participate in the programs for which the application is made.

(c) Applications for assistance under this part shall

demonstrate the ability of the applicant for such assistance

to provide to the developmentally disabled population

the services and training for manpower in conformity with

the State plan established under section 114.

(d) Applications for assistance under this part shall

establish as priority goals—

(1) deinstitutionalization, including prevention of

institutionalization, normalization outside of institutions,

I
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development of community based programs including

placement, and follow-up services;

(2) early screening diagnosis and evaluation, on

behalf of developmentally disabled infants and preschool

children (including maternal care, developmental

screening, home care, infant and preschool stimulation

programs, and parent counseling and training) ; and

(3) normalization of institutional life.

AMOUNT OF GRANTS; PAYMENTS

SEC. 104. (a) The total of the grants with respect to any

project under this part may not exceed 75 per centwn of the

necessary cost thereof as determined by the Secretary.

(b) Payments of grants under this part shall be made in

14 advance or by way of reimbursement, and on such condi-

15 tions as the Secretary may determine.

16 RECOVERY

17 SEC. 105. If any facility with respect to which funds

18 have been paid under this part shall, at any time within

19 twenty years after the completion of construction-

20 (1) be sold or transferred to any person, agency,

21 or organization which is not qualified to file an applica-

22 tion under this part, or

23 (2) cease to be a public or other nonprofit facility

24 for persons with developmental disabilities, unless the
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14

Secretary determines, in accordance with regulations,

2 that there is good cause for releasing the applicant or

3 other owner from the obligation to continue such facility

4 as a public or other nonprofit facility for persons with

5 developmental disabilities,

6 the United States shall be entitled to recover from either

7 the transferor or the transferee (or, in the case of a facility

8 which has ceased to be a public or other nonprofit facility

9 for persons with developmental disabilities, from the owners

10 thereof) an amount bearing the same ratio to the then value

11 (as determined by the agreement of the parties or by action

12 brought in the district court of the United States for the

13 district in which the facility is situated) of so much of the

14 facility as constituted an approved project or projects, as

15 the amount of the Federal participation bore to the cost of

16 the construction of such project or projects.

17 MAINTENANCE OF EFFORT

18 SEC. 106. Applications for grants under this part may

19 be approved by the Secretary only if the application contains

20 or is supported by reasonable assurances that the grants will

21 not result in any decrease in the level of State, local, and

22 other non-Federal funds for services for persons with devel-

23 opmental disabilities and training of persons to provide such

24 services which would (except for such grant) be available
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1 to the applicant, but that such grants will be used to supple-

2 ment, and, to the extent practicable, to increase the level of

3 such funds.

4 PART B—GRANTS FOR PLANNING, PROVISION OF SERV-

5 ICES, AND CONSTRUCTION AND OPERATION OF

6 FACILITIES FOR PERSONS WITH DEVELOPMENTAL

7 DISABILITIES

8 AUTHORIZATION OF APPROPRIATION

9 SEC. 111. In order to make the grants to carry out the

10 purposes of this part there are authorized to be appro-

11 priated $40,000,000 for the fiscal year ending June 30,

12 1975, $55,000,000 for the fiscal year ending June 30, 1976,

13 $70,000,000 for the fiscal year ending June 30, 1977,

14 $85,000,000 for the fiscal year ending June 30, 1978, and

15 $100,000,000 for the fiscal year ending June 30, 1979;

16 and there is further authorized to be appropriated for such

17 purposes for each subsequent fiscal year such sums as may

18 be necessary.

19 STATE ALLOTMENTS

20 SEC. 112. (a) (1) From the sums appropriated pur-

21 suant to section 111 for each fiscal year, other than amounts

22 reserved by the Secretary for projects under subsection (e)

23 of this section, the several States shall be entitled to allot-

24 ments determined, in accordance with regulations, on the

25 basis of (A) the population, (B) the extent of need for
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1 services and facilities for persons with developmental disa-

2 bilities, and (C) the financial need, of the respective States;

3 except that the allotment of any State (other than the

4 Virgin Islands, American Samoa, Guam, and the Trust

5 Territory of the Pacific Islands) for any such fiscal year

6 shall not be less than $100,000 plus, if such fiscal year is

7 later than the fiscal year ending June 30, 1975, and if

8 the sums so appropriated for such fiscal year exceed the

9 amount authorized to be appropriated to carry out such pur-

10 poses for the fiscal year ending June 30, 1975, an amount

11 which bears the same ratio to $100,000 as the difference

12 between the amount so appropriated and the amount author-

13 ized to be appropriated for the fiscal year ending June 30,

14 1975, bears to the amount authorized to be appropriated for

15 the fiscal year ending June 30, 1975.

16 (2) In determining, for purposes of paragraph (1) ,

17 the extent of need in any State for services and facilities for

18 persons with developmental disabilities, the Secretary shall

19 take into account the scope and extent of the services speci-

20 fled, pursuant to section 115 (b) (5) , in the State plan of

21 such State approved under this part.

22 (3) Sums allotted to a State for a fiscal year and desig-

23 nated by it for construction, renovation, or modernization

24 and remaining unobligated at the end of such year shall re-

25 main available to such State for such purpose for the next
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1 fiscal year and for such year only, in addition to the sums

2 allotted to such State for such fiscal year: Provided, That if

3 the maximum amount which may be specified pursuant to

4 section 115 (b) (13) for a year plus any part of the amount

5 so specified pursuant thereto for the preceding fiscal year and

6 remaining unobligated at the end thereof is not sufficient to

7 pay the Federal share of the cost of construction of a specific

8 facility included in the construction, renovation, or moderni-

9 zation program of the State developed pursuant to section

10 115 (b) (13) , the amount specified pursuant to such section

11 for such preceding year shall remain available for a second

12 additional year for the purpose of paying the Federal share of

13 the cost of construction, renovation, or modernization of

14 such facility.

15 (b) Whenever the State plan approved in accordance

16 with section 115 pr.ovides for participation of more than one

17 State agency in administering or supervising the administra-

18 tion of designated portions of the State plan, the State may

19 apportion its allotment among such agencies in a manner

20 which, to the satisfaction of the Secretary, is reasonably

21 related to the responsibilities assigned to such agencies in

22 carrying out the purposes of this part. Funds so apportioned

23 to State agencies may be combined with other State or

24 Federal funds authorized to be spent for other purposes,
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Provided the purposes of this part will receive proportionate

0 benefit from the combination.

(c) Whenever the State plan approved in accordance

4 with section 115 provides for cooperative or joint effort

5 between States or between or among agencies, public or

6 private, in more than one State, portions of funds allotted

7 to one or more such cooperating States may be combined

8 in accordance with the agreements between the agencies

9 and States involved.

10 (d) The amount of an allotment to a State for a fiscal

11 year which the Secretary determines will not be required by

12 the State during the period for which it is available for the

13 purpose for which it is allotted shall be available for reallot-

14 ment by the Secretary on such date or dates as he may fix,

15 but not earlier than thirty days after he has published notice

16 of his intention to reallocate in the Federal Register, to other

17 States with respect to which such a determination has not

18 been made, in proportion to the original allotments of such

19 States for such fiscal year, but with such proportionate

20 amount for any of such other States being reduced to the

21 extent it exceeds the sum the Secretary estimates such State

22 needs and will be able to use during such period; and the total

22 of such reductions shall be similarly reallotted among the

21 States whose proportionate amounts were not so reduced.

25 Any amount so reallotted to a State for a fiscal year shall be
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1 deemed to be a part of its allotment under subsection (a) fox'

2. such fiscal year.

3 (e) Of the sums appropriated pursuant to section 111,

4 such amount as the Secretary may determine, but not more

5 than 10 per centum thereof, shall be available for grants by

6 the Secretary to public or nonprofit private agencies to pay

7 up to 90 per centum of the cost of projects which in his judg-

S ment are of special national significance because they will

9 assist in meeting the needs of persons with developmental

10 disabilities (especially the disadvantaged) , or will demon-

11 strate new or improved techniques for provision of services for

12 such persons, or are otherwise specifically significant for

13 carrying out the purposes of this part. Such projects shall

14 include (1) integrated service model projects for services to

15 the developmentally disabled population, (2) public aware-

16 ness and public education programs to assist in the elimina-

17 tion of attitudinal and environmental barriers confronted by

18 individuals with developmental disabilities, and (3) demon-

19 stration projects to coordinate and utilize all available

20 community resources.

21 
NATIONAL COUNCIL ON SERVICES AND FACILITIES FOR

22 THE DEVELOPMENTALLY DISABLED

23 SEc. 113. (a) (1) Effective July 1, 1975, there is

24 hereby established, in the office of the Secretary, a National

25 Council on Services and Facilities for the Developmentally
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1 Disabled (hereinafter referred to as the "Council") , which

2 shall consist of the Deputy Commissioner of the Bureau

3 of Education for the Handicapped, the Commissioner of

4 the Rehabilitation Services Administration, the Admin-

5 istrator of the Social and Rehabilitation Service, the Di-

6 rector of the Naitonal Institute of Child Health and Human

7 Development, the Director of the National Institute of Neu-

8 rological Disease and Stroke, and the Director of the Na-

9 tional Institute of Mental Health, and 15 members, not

10 otherwise in the regular full-time employ of the United

11 States, to be appointed by the Secretary without regard

12 to the provisions of title 5, United States Code, governing

13 appointments in the competitive civil service.

14 (2) The Secretary shall from time to time designate

15 one of the appointed members of the Council to serve as

16 Chairman thereof.

17 (3) The appointed members of the Council shall be

18 selected from leaders in the fields of service to persons with

19 developmental disabilities, including leaders in State or

20 local government, in institutions of higher education, and

21 in organizations which have demonstrated advocacy of con-

22 sumers of such services. At least five members shall be rep-

23 resentatives of State or local public or nonprofit private

24 agencies responsible for services to persons with develop-
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1 mental disabilities, and at least five shall be of consumers

2 of such services or their parents, or guardians.

3 (b) Each appointed member of the Council shall hold

4 office for a term of four years, except that any member ap-

pointed to fill a vacancy occurring prior to the expiration

6 of the term for which his predecessor was appointed shall

7 be appointed for the remainder of such term, and, of the

8 twenty members first appointed, five shall hold office for a

9 term of three years, five shall hold office for a term of two

10 years, and five shall hold office for a term of one year, as

11 designated by the Secretary at the time of appo'intment. A

12 former member may only be reappointed to the Council

13 after a period of one year has elapsed from the end of his

14 appointed term.

15 (c) The Council shall meet at least twice a year, and

16 shall hold its initial meeting within ninety days after the

17 date of enactment of this Act.

18 (d) It shall be the duty and function of the Council to

19 ( 1 ) advise the Secretary with respect to any regulations.

20 promulgated or proposed to be promulgated by him in the

21 implementation of this title, (2) study and evaluate pro-

22 grams authorized by this title to determine their effectiveness

23 in carrying out the purposes for which they were estab-

24 lished, (3) monitor the development and execution of this
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1 title and report directly to the Secretary on any delay in

2 the rapid execution of this title, and (4) submit directly to

3 the Congress annually an evaluation of the efficiency of the

4 administration of this title.

5 (e) The Council is authorized to engage such technical

6 assistance as may be required to carry out its functions, and

7 the Secretary shall, in addition, make available to the Council

8 such secretarial, clerical, and other assistance and such

9 statistical and other pertinent data prepared by or available

10 to the Department of Health, Education, and Welfare as it

11 may require to carry out such functions.

12 (f) Members of the Council, while attending meetings

13 or conferences thereof or otherwise serving on the business

14 of the Council, shall be entitled to receive compensation

15 at rates fixed by the Secretary, but at rates not exceeding

16 the daily equivalent of the rate provided for GS-18 of the

17 General Schedule for each day of such service (including

18 travel time) , and while so serving away from their homes or

19 regular places of business, they may be allowed travel ex-

20 penses, including per diem in lieu of subsistence, as authorized

21 by section 5703 of title 5, United States Code, for persons

22 in the Government service employed intermittently

23 STATE PLANS

24 SEC. 114. (a) Any State desiring to take advantage

25 of this part shall within 180 days after the date of enactment

A
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of this Act have a State plan which is a specific goal oriented

plan, submitted to, and approved by the Secretary under this

section designed to—

(1) reduce and eventually eliminate inappropriate

institutional placement of persons with developmental

disabilities;

(2) improve the quality of care and rehabilita-

tion of persons with developmental disabilities for whom

institutional care is appropriate;

(3) 'provide early screening, diagnosis and evalua-

tion on behalf of developmentally disabled infants and

preschool children (including maternal care, develop-

mental screening, home care, infant and preschool stimu-

lation programs, and parent counseling and training) ;

(4) support the establishment of community pro-

grams as alternatives to institutionalization, designed to

provide services for the care and habilitation of persons

with developmental disabilities, which programs utilize,

to the maximum extent feasible the resources and per-

sonnel in related community programs to assure full co-

ordination with such programs and to assure the provi-

sion of appropriate supplemental health, educational or

social services for persons with developmental disabilities;

(5) protect the human rights of all persons with
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1 developmental disabilities, especially those without

2 familial protection;

3 (6) provide for cross disciplinary intervention and

4 training programs for multihandicapped individuals;

5 and

6 (7) coordinate programs of public information

7 and public awareness of the problems faced by persons

8 with developmental disabilities through the use of funds

9 authorized under section 112 (e) .

10 (b) In order for a State plan to be' approved by the

11 Secretary under this section, its design for implementation

12 must be approved by the State planning council. A State

13 plan for the provision of services and facilities for persons

14 with developmental disabilities shall-

15 (1) designate (A) a State planning council, to

16 be responsible for submitting revisions, the develop--

17 ment of the State plan, and transmitting such reports

18 as may be required by the Secretary; (B) except

19

20

21

22

23

24

25 part except as otherwise provided; and, if there is

as provided in clause (C) , the State agency or agencies

which shall administer and supervise the administration

of the State plan, and which shall submit to the State

planning council the design to implement the priorities

specified by the State planning council in the State

plan, including the disbursement of all funds under this 1



27

25

1 more than one such agency, the portion of such plan

2 which each will administer (or the portion the admin-

3 istration of which each will supervise) ; and (C) a single

4 State agency as the sole agency for administering or

5 supervising the administration of grants for construction,

6 renovation, or modernization under the State plan;

7 (2) describe the quality, extent, and scope of serv-

8 ices being provided or to be provided to meet the

9 goals specified in subsection (a) of this section;

10 (3) describe (A) the quality, extent, and scope of

11 services being provided, or to be provided, to persons

12 with developmental disabilities under such other State

13 plans for federally assisted State programs as may be

14 specified by the Secretary, but in any case including

15 education for the handicapped, vocational rehabilitation,

16 public assistance, medical assistance, social services, ma-

17 ternal and child health, crippled children's servicds, and

18 comprehensive health and mental health plans, and (B)

19 how funds allotted to the State in accordance with sec-

20 tion 112 will be used to complement and augment rather

21 than duplicate or replace services and facilities for per-

22 sons with developmental disabilities which are eligible

23 for Federal assistance under such other State programs;

24 (4) provide for the maximum utilization of all avail-

25 able community resources including volunteers serving
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1 under the Domestic Volunteer Service Act of 1973

9 (87 Stat. 394) and other appropriate voluntary

3 organizations;

4 (5) set forth policies and procedures for the ex-

5 penditure of funds under the plan, which, in the judg-

6 ment of the Secretary, are designed to assure effective

7 continuing State planning, evaluation, and delivery of

8 services (both public and private) for persons with de-

9 velopmental disabilities;

10 (6) contain assurances satisfactory to the Secre-

11 tary and the State planning council that (A) the funds

12 paid to the State under this part will be used to make a

13 significant contribution toward strengthening services for

14 persons with developmental disabilities in the various

15 political subdivisions of the State in order to improve the

16 quality, scope, and extent of such services; (B) part of

17 such funds may be made available to other public or

18 nonprofit private agencies, institutions, and organiza-

19 tions; (C) such funds will be used to supplement and,

20 to the extent practicable, to increase the level of funds

21 that would otherwise be made available for the purposes

22 for which the Federal funds are provided aid not to

23 supplant such non-Federal funds; and (D) there will be

24 reasonable State financial participation in the cost of

25 carrying out the State plan;

•

A
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1 (7) (A) provide for the furnishing of services and

2 facilities for persons with developmental disabilities, and

3 (B) describe the quality, extent, and scope of such

4 services as will be provided to persons with develop-

5 mental disabilities;

6 (8) provide that services and facilities furnished

7 under the plan for persons with developmental disabili-

8 ties will be in accordance with standards prescribed by

9 regulations of the Secretary;

10 (9) provide such methods of administration, in-

11 eluding methods relating to the establishment and main-

12 tenance of personnel standards on a merit basis (except

13 that the Secretary shall exercise no authority with re-

14 spect to the selection, tenure of office, and compensation

15 of any individual employed in accordance with such

16 methods) , as are found by the Secretary to be neces-

17 sary for the proper and efficient operation of the plan;

18 (10) provide that the State planning council shall

19 be adequately staffed, and shall include representatives of

20 each of the principal State agencies and representatives

21 of local agencies and nongovernmental organizations

22 and groups concerned with services for persons with de-

23 velopmental disabilities: Provided, That at least one-

24 third of the membership of such council shall consist of

25 consumers of such services or their parents or guardians;

33-979 0 - 74 - 3
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1 (11) provide that the State planning council will

2 periodically, but not less often than annually, review and

3 evaluate its State plan approved under this section and

4 submit appropriate modifications to the Secretary;

5 (12) provide that the State agencies designated

6 pursuant to paragraph ( 1 ) will make such reports, in

7 such form and containing such information, as the Sec-
‘.
8 retary or the State planning council may from time to

9 time reasonably require, and will keep such records and

10 afford such access thereto as the Secretary finds neces-

11 sary to assure the correctness and verification of such

12 reports;

13 (13) provide that special financial and technical as-

14 sistance shall be given to areas of urban or rural poverty

15 in providing services and facilities for persons with de-

16 velopmental disabilities who are residents of such areas;

17 (14) describe the methods to be used to assess

18 the effectiveness and accomplishments of the State in

19 meeting the needs of persons with development disabili-

20 ties in the State;

21 (15) specify the per centum of the State's allot-

22 ment (under section 112) for any year which is to be

23 devoted to construction, renovation, or modernization of

24 facilities, which per centum shall be not more than 10

25 per centum of the State's allotment or such lesser per
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1 centum as the Secretary may from time to time pre-

2 scribe;

3 ( 16 ) if Federal funds are allocated for construe-

4 tion, renovation, or modernization as provided in sub-

5 paragraph (15) of this subsection, outline a program of

6 construction, renovation, or modernization of facilities

7 for the provisions of services for persons with develop-

8 mental disabilities which (A) is based on a statewide in-

9 ventory of existing facilities and survey of need; (B)

10 sets forth the relative need, determined in accordance

11 with the regulations prescribed by the Secretary for the

12 several projects included in the construction, renovation,

13 or modernization program; and (C) assigns priority to

14 the construction, renovation, or modernization ' of

15 projects, insofar as financial resources available therefor

16 and for maintenance and operation make possible, in the

17 order of relative need taking into account the need for

18 renovation to comply with Public Law 9 0-48 0 ;

19 (17) provide for affording to every applicant for

20 a construction, renovation, or modernization project an

21 opportunity for hearing before the State agency;

22 (18) provide for such fiscal control and fund ac-

• 23 counting procedures as may be necessary to assure the

24 proper disbursements of and accounting for funds paid

25 to the State under this part;
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1 (19) provide for the implementation of an evalua-

2 tion system compatible with the system developed under

3 section 122, within thirty months after the date of en-

4 actment of this Act;

5 ( 20) provide that all relevant information shall be

6 made available to the State planning council; and

7 (21) contain such additional information and as-

8 surances as the Secretary may find necessary to carry

9 out the provisions and purpose of this part.

10 (c) The Secretary shall approve any State plan and

11 any modification thereof which complies with the provi-

12 sions of subsection (b) of this section. The Secretary shall

13 not finally disapprove a State plan except after reasonable

14 notice and opportunity for a hearing to the State.

15 (d) The State Planning Council described pursuant to

16 clause (1) of subsection (b) of this section shall serve as

17 advocates for persons with developmental disabilities and

18 shall-

19 ( 1 ) be appointed by the Governor,

20 (2) plan, develop, and coordinate all programs

21 involving developmental disabilities,

22 (3) prepare the overall State plan,

23 (4) establish priorities for the distribution of funds

24 within the State,
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(5) approve implementation of the State plan re-

') quired by this section,

3 (6) monitor the, implementation of the State plan,

4 and

5 (7) evaluate the implementation of the State plan.

6 (e) The State planning council described in subsection

7 (b) (1) (A) of this section shall develop and transmit to the

S State agency or agencies designated under subsection (b)

9 (1) (C) the State plan described in subsection (a) . Such

10 State agency or agencies shall then prepare a design for

11 implementation which it shall transmit to the State plan-

12 fling council for approval in accordance with subsection

13 (d) (5).

14 APPROVAL OF PROJECTS FOR CONSTRUCTION, RENOVATION,

15 OR MODERNIZATION

16 SEC. 115. (a) For each project for construction, reno-

17 vation, or modernization pursuant to a State plan approved

18 under this part, there shall be submitted to the Secretary,

19 through the State agency designated pursuant to section

20 114 (b) (1) (C) (hereinafter referred to as the "State

21 Agency") , an application by the State or a political sub-

22 division thereof or by a public or nonprofit private

23 agency. If two or more agencies join in the construction,

24 renovation, or modernization (to comply with Public Law
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1 90-480, relating to architectural barriers) of the project, the

2 application may be filed by one or more of such agencies.

3 Such application shall set forth-

4 (1) a description of the site for such project;

5 (2) plans and specifications thereof, in accordance

6 with regulations prescribed by the Secretary;

7 (3) reasonable assurance that title to such site is

8 or will be vested in one or more of the agencies filing

9 the application or in a public or nonprofit private agency

10 which is to operate the facility;

11 (4) reasonable assurance that adequate financial

12 support will be available for the construction, renova-

13 tion, or modernization of the project and for its mainte-

14 nance and operation when completed;

15 (5) a certification by the State agency of the Fed-

16 eral share for the project; and

17 (6) a certification by the State agency that the

18 project will comply with the provisions of Public Law

19 90-480, relating to architectural barriers.

20 (b) The Secretary shall approve such application if

21 sufficient funds to pay the Federal share of the cost of

22 such project are available from the allotment to the State,

23 and if the Secretary finds (1) that the application contains

24 such reasonable assurances as to title, financial support, and

25 payment of prevailing rates of wages and overtime pay, (2)
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that the plans and specifications are in accord with regula-

tions prescribed by the Secretary, (3) that the application

is in conformity with the State plan approved under this

part, and (4) that the application has been approved and

recommended by the State agency and is entitled to priority

over other projects within the State in accordance with the

State's plan for persons with developmental disabilities and

in accordance with regulations prescribed by the Secretary.

(c) No application shall be disapproved until the Sec-

retary has afforded the State agency an opportunity for a

hearing.

(d) Amendment of any approved application shall be

subject to approval in the same manner as the original

application.

WITHHOLDING OF PAYMENTS

SEC. 116. (a) Whenever the Secretary, after reasonable

notice and opportunity for hearing to the State planning

council and those State agencies designated pursuant to

section 114(b) (1) finds—

(1) that any such State agency or agencies are not

complying with the provisions required by section 114

(b) to be included in the State plan, or with regula-

tions of the Secretary;

(2) that any assurance required to be given in an
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1 application filed under section 115 is not being or cannot

2 be carried out;

3 (3) that there is a substantial failure to carry out

4 plans and specifications related to construction, renova-

5 tion, or modernization approved by the Secretary under

6 section 116; or

7 (4) that adequate funds are not being provided an-

8 nually for the direct administration of the State plan,

9 the Secretary may forthwith notify such State council and

10 agencies that—

(A) no further payments will be made to the State

12 for construction, renovation, or modernization from al-

13 lotments under this part; or

14 (B) no further payments will be made from allot-

15 ments under this part for any project or projects desig-

16 nated by the Secretary as being affected by the action

17 or inaction referred to in paragraph (1)., (2 ) , (3 ) , or

18 (4) of this section; as the Secretary may determine to be

19 appropriate under the circumstances; and, except with

20 regard to any project for which the application has al-

21 ready been approved and which is not directly affected,

22 further payments for construction, renovation, or modern-

23 ization projects may be withheld, in whole or in part,

24 until there is no longer any failure to comply (or to carry

25 out the assurance or plans and specifications or to provide
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1 adequate funds, as the case may be) or, if such com-

pliance (or other action) is impossible, until the State

3 repays or arranges for the repayment of Federal moneys

4 to which the recipient was not entitled.

5 (b) Whenever the State planning council finds that

6 a State agency administering funds pursuant to the imple-

7 mentation design is failing to comply with such design, the

8 State planning council shall notify the Governor and the

9 Secretary of cause to begin proceedings under subsection

10 (a) of this section.

11 PAYMENTS TO THE STATES FOR PLANNING

12 ADMINISTRATION AND SERVICES

13 SEC. 117. (a) (1) From each State's allotments for a

14 fiscal year under section 112, the State shall be paid for

15 the Federal share of the expenditures, other than expendi-

16 tures for construction, renovation, or modernization incurred

17 during such year under its State plan approved under this

18 part. Such payments shall be made from time to time in

19 advance on the basis of estimates by the Secretary of the

20 sums the State will expend under the State plan, except

21 that such adjustments as may be necessary shall be made

22 on account of previously made underpayments or over-

23 payments under this section.

24 (2) For the purpose of determining the Federal share

25 with respect to any State, expenditures by a political sub-
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24 REGULATIONS

25 SEC. 118. (a) The Secretary of Health, Education,

26 and Welfare, not later than sixty days after the date of

36

division thereof or by nonprofit private agencies, organiza-

tions, and groups shall, subject to such limitations and con-

ditions as may be prescribed by regulations, be regarded

as expenditures by such State.

(b) (1) Except as provided in paragraph (2) , the

"Federal share" with respect to any State for purposes of

this section for any fiscal year shall be 70 per centum of

the expenditures, other than expenditures for construction,

renovation, or modernization incurred by the State during

such year under its State plan approved under this part

during each of the fiscal years ending June 30, 1975, and

for each fiscal year thereafter.

(2) In the case of any project located in an area within

a State determined by the Secretary to be an urban or rural

poverty area, the "Federal share" with respect to such

project for purposes of this section for any fiscal year may

be up to 90 per centum of the expenditures, other than ex-

penditures for construction, renovation, or modernization

incurred by the State during such year under its State plan

approved under this part with respect to such project for the

first twenty-four months of such project, and 80 per centum

of such nonconstruction expenditures for each fiscal year

thereafter.
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1 enactment of this Act, shall prescribe general regulations

2 applicable to all the States to carry out the purposes of this •

3 Act.

4

5

6

7

8

9

10

11 viewed annually by the Secretary and issued on an indi-

12

13

14

15

16

17

18

19

20

21

22

23

24

25

(b) Regulations promulgated by the Secretary may be

waived upon approval of an application by a State for

permission to establish a multilevel project to provide

services for individuals who are developmentally disabled by

combining funds received from other Federal, State, or local

programs where such local programs would impede the im-

plementation of such program. Such waivers shall be re-

vidual case-by-case basis and for a specified period of time,

but in no case longer than thirty-six months. Renewal of

such waivers shall only be given following a full evaluation

of the impact of such waiver and justification for renewal

by the Secretary in a report to the appropriate committees

of the Congress.

NONDUPLICATION

SEC. 119. (a) In determining the amount of any pay-

ment for the construction, renovation, or modernization of

any facility under a State plan approved under this part,

there shall be disregarded (1) any portion of the costs of

such construction, renovation, or modernization which are

financed by Federal funds provided under any provision of

law other than this part, (2) the amount of any non-Federal



40

38

funds provided under any provision of law other than this

2 part, and (3) the amount of any non-Federal funds required

3 to be expended as a condition of receipt of such Federal

4 funds.

5 (b) In determining the amount of any State's Federal

6 share of expenditures for planning, administration, and sei-v-

7 ices incurred by' it under a State plan approved under this

8 part, there shall be disregarded (1) any portion of such

9 expenditures which are financed by Federal funds provided

10 under any provision of law other than this part, and (2)

11 the amount of any non-Federal funds required to be expended

12 as a condition of receipt of such Federal funds.

13 EVALUATION OF DEVELOPMENTAL DISABILITIES SERVICES

14 SEC. 120. (a) The Secretary of Health, Education, and

15 Welfare shall develop an evaluation system and plan for

16 implementation of such system and report to the appropriate

17 committees of the Congress within eighteen months after

18 the date of enactment of this Act. Such system shall provide

19 a model for the development of State evaluation systems for

20 all services delivered within the States to persons with

21 developmental disabilities.

22 (b) The evaluation system required by subsection (a)

23 shall include an evaluation of an education and training,

24 habilitation, rehabilitation, early childhood, diagnostic and
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1 evaluation, or any other services and assistance under all

2 laws administered by the Secretary.

3 (c) In developing the evaluation system required under

4 subsection (a) the Secretary shall insure that such system

5 is consumer oriented and is designed to-

6 (1) evaluate the effects of services on the lives of

7 consumers,

8 (2) evaluate the overall impact of State programs

9 for the developmentally disabled,

10 (3) provide and evaluate the cost-benefit ratios of

11 particular service alternatives, and

12 (4) provide that evaluation of program quality

13 shall be performed by individuals not directly involved

14 in the delivery of such services.

15 (d) The Secretary is authorized to make grants and

16 enter into contracts to conduct feasibility studies with regard

17 to developing the evaluation system required under subsec-

18 tion (a) except that such grants or contracts shall not be

19 entered into with groups or individuals who are directly

20 related to this program.

21 (e) There are authorized to be appropriated to carry

22 out the purposes of this section $1,000,000 for the fiscal

23 year ending June 30, 1975, and for each succeeding fiscal

24 year thereafter.
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1 GRANTS FOR SPECIAL PROJECTS FOR SERVICES TO

2 PERSONS WITH DEVELOPMENTAL DISABILITIES

3 SEC. 121. (a) For the purpose of making grants under

4 this section for special projects and demonstrations (and re-

5 search and evaluation connected therewith) , there is au-

6

7

8

9

10

11

12

13

thorized to be appropriated $15,000,000 for the fiscal year

ending June 30, 1975, $17,500,000 for the fiscal year elid-

ing June 30, 1976, $20,000,000 for the fiscal year ending

June 30, 1977, $22,500,000 for the fiscal year ending June

30, 1978, and $25,000,000 for the year ending June 30,

1979.

(b) The Secretary after consultation with the National

Council established pursuant to section 113 of this Act

14 shall make grants to States and public or nonprofit agen-

15 cies and organization's for paying part or all of the cost

16 of special projects and demonstrations (and research and

17

18

19

20

21

22

23

24

25

evaluation in connection therewith) for establishing pro-

grams which hold promise of expanding or otherwise im-

proving community based services to persons with develop-

mental disabilities (especially those who are disadvantaged

or multihandicapped) . Such projects and demonstrations

shall include, but not be limited to, parent counseling And

training, early screening and intervention, infant and pre-

school programs, seizure control systems and community

based counseling, care, housing and other services necessary

A

1
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1 to maintain a person with developmental disabilities in the

2 community.

3 (c) No funds appropriated pursuant to section 304 (a)

4 of the Rehabilitation Act of 1973 (Public Law 93-112) may

• 5 be used for carrying out the purposes of this section unless

6 funds are not available under this section.

7 REPEAL OF PRIOR LAW

8 SEC. 122. Effective July 1, 1975, parts B and C of

9 the Developmental Disabilities Services and Facilities Con-

10 struction Act are repealed.

11 TITLE II—BILL OF RIGHTS FOR THE MENTALLY

12 RETARDED AND OTHER INDIVIDUALS WITH

13 DEVELOPMENTAL DISABILITIES

14 SEC. 201. (a) Title II of the Mental Retardation Facili-

15 ties and Community Mental Health Centers Construction

16 Act of 1963 (42 U.S.C. 2681) is redesignated as title III

17 and each section and cross references thereto are redesig-

18 nate,d as follows: Sections 200 through 207 as 310 through

19 317; sections 220 through 224 as 320 through 324; sections

20 240 through 247 as 340 through 347; sections 251 through

21 256 as 351 through 356; sections 261 through 266 as 361

22 through 366; sections 271 through 272 as 371 through 372.

23 (1)) Such Act is further amended by inserting after

24 title I the following new title:
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1 "TITLE II—BILL OF RIGHTS FOR THE MENTALLY

RETARDED AND OTHER INDIVIDUALS WITH

3 DEVELOPMENTAL DISABILITIES

4 "STATEMENT OF PURPOSE

5 "Sc. 201. The purpose of this title is to establish stand-P

6 ards which assure humane care, treatment, habilitation, and

7 protection of the mentally retarded and other individuals with

8 developmental disabilities (as defined in section 3 of the

9 Developmentally Disabled Assistance and Bill of Rights

10

11

12

13

14

15

16

17

18

19

Act) in residential facilities and minimize inappropriate

admissions to such residential facilities.

"PART A—STANDARDS FOR RESIDENTIAL FACILITIES FOR

THE MENTALLY RETARDED AND OTHER INDIVIDUALS

WITII DEVELOPMENTAL DISABILITIES

"Chapter 1.—ADMINISTRATIVE POLICIES AND

PRACTICES

"Subchapter I—Philosophy, Location, and Organization

"SEc. 210. (a) The ultimate aim of the facility shall

be to foster those behaviors that maximize the human qual-

20 ities of the resident, increase the complexity of his behavior,

21 and enhance his ability to cope with his environment.

22 "(1)) The facility shall accept and implement the prin-

23 ciple, of normalization, defined as the use of means that are

24 as culturally normative as possible to elicit and maintain



1

2

3

4

5

6

7

8

9

10

11

12

13

45

43

behavior that is as culturally normative as possible, takhig

into account local and subcultural differences.

"SEC. 211. (a) The names of facilities, the labels ap-

plied to their users, and the way these users are interpreted

to the public should be appropriate to their purposes and

programs and services should not emphasize 'mental retar-

dation' or 'deviancy'.

"(b) Residents should not be referred to as 'patient'

except in a hospital-medical context; as 'kids' or 'children'

if they are adults; or as 'inmates' ; or as clients.

"SEC. 212. (a) The facility should be located within,

and conveniently accessible to, the population served, so

as to have access to necessary generic community services.

14 "(b) The facility should not be isolated from society

15 or community by factors such as:

16 "(1) difficulty of access, due to distance or lack of

17 public transportation;

18 "(2).architectural features;

19 "(3) socio-cultural or psychological features; and

20 "(4) rules, regulations, customs, and habits.

21 "(c) Protection devices (such as fences and security

22 windows) , where necessary, should be inconspicuous, and

23 should preserve as normal an environmental appearance as

24 possible, so as to permit the pursuit of normal activities.

33-979 0 - 74 - 4
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1 "(d) The facility should be in scale with the commu-

2 nity in which it is located.

3 "(e) The facility and the surrounding community should

4 be encouraged to share their services and resources on a

5 reciprocal basis.

6 "(f) The community in which the facility is located

7 should be capable of meeting.the needs of the facility's res-

8 idents for generic and specialized services.

9 "(g) The community in which the facility is located

10 should be capable of absorbing, and encouraged to absorb,

11 into its cultural life those residents capable of participation

12 in that life.

13 "(h) The facility shall have available a current descrip-

14 tive directory of community resources.

15 "SEc. 213. (a) Residents should be integrated to the

16 greatest possible extent with the general population. To this

17 end, generic and specialized community services, rather than

18 facility services, should be used extensively or, if possible,

19 completely. The residents should, including but not limited

20 to-

21 "(1) attend (special) classes or programs in regu-

22 lar schools;

23 " ( 2 ) attend religious instruction and worship in

24 the community;
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1 " (3 ) utilize medical, dental, and all other profes-

2 sional services located in the community;

3 "(4) use community rather than facility recreation

4 resources, such as bowling alleys, swimming pools,

5 movies, and gymnasia;

6 "(5) shop in community stores, rather than in

7 facility stores and canteens; and

8 "(6) work in as integrated a fashion as possible:

9 sheltered employment should be in regular industry,

10 and among nonretarded workers; sheltered workshops

11 should be in the community; and work that must be on

12 the campus of the facility should afford maximal contact

13 with nonretarded persons.

14 There shall be evidence of professional and public education

15 to facilitate the integration of residents, as above set forth.

16 "(b) The facility should be divided into groupings of

17 program and residence units, based upon a rational plan to

18 meet the needs of the residents and fulfill the purposes of

19 the facility.

20 "SEc. 214. The facility shall to the maximum extent

21 feasible move residents from-

22 "(1) more to less structured living;

23 "(2) larger to smaller facilities;

24 " (3 ) larger living units to smaller living units;
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"(4) group to individual residence;

"(5) dependent to independent living; and

"(6) segregated to integrated living.

"Subchapter II—General Policies and Practices

"SEC. 215. (a) The facility shall have a written out-

line of the philosophy, objectives, and goals it is striving to

achieve, that is available for distribution to staff, consumer

representatives, and the interested public, and that shall

include but need not be limited to:

"(1) its role in the State comprehensive program

for the mentally retarded and other individuals with

developmental disabilities;

"(2) its concept of the rights of its residents;

"(3) its goals for its residents;

"(4) its concept of its relationship to the parents

of its residents, or to their surrogates;

"(5) its concept of its relationship to the com-

munity, zone, or region from which its residents come;

"(6) its concept of its responsibility (through re-

search, training, and education) for improving methods,

understanding, and support for the mental retardation

and developmentally disabled field.

" (b ) The facility shall have a plan for evaluation and

modification to maintain:

"(1) the consistency of its philosophy, objectives,
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and goals with advancements in knowledge and profes-

sional practices; and

"(2) the consistency of its practices with its phi-

losophy, objectives, and goals.

"(c) The facility shall have a manual on policies and

procedures, describing the current methods, forms, processes,

and sequence of events being followed to achieve its objec-

tives and goals.

" (d) The facility shall have a written statement of poli-

cies and procedures concerning the rights of residents that—

rights of the mentally retarded and other individuals with

developmental disabilities as defined by the Secretary in

accordance with section 201 of this title; and

"(3) define the means of making legal counsel

available to residents for the protection of their rights.

"SEc. 216. (a) The facility shall have a written state-

ment of policies and procedures that protect the financial

interests of residents and that provide for—

, " (1) determining the financial benefits for which

the resident is eligible;

" (2) assuring that the resident receives the funds

for incidentals and for special needs (such as specialized
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1 equipment) that are due him under public and private

2 financial support programs; and

3 "(3) when large sums accrue to the resident, pro-

viding for counseling of the resident concerning their

5 use, and for appropriate protection of such funds.

6 "(b) Procedures in the major operating units of the

7 facility shall be described in manuals that are current, rele-

8 vant, available, and followed.

9 "(c) The facility shall have a summary of the laws

10 and regulations relevant to mental retardation and other de-

ll velopmental disabilities and to the function of the facility.

12 "(d) The facility shall have a plan for a continuing

13 management audit to insure compliance with State laws

14 and regulations and the effective implementation of its stated

15 policies and procedures.

16 "SEc. 217. (a) A public facility shall have documents

17 that describe the statutory basis of its existence, and describe

18 the administrative framework of the governmental depart-

19 ment in which it operates.

20 "(b) A private facility shall have documents that in-

21 elude its charter, its constitution and bylaws, and its State

22 license.

23 "SEc. 218. (a) The governing body of the facility

24 shall exercise general direction and shall establish policies
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1 concerning the operation of the facility and the welfare of

2 the individuals served.

3 "(b) The governing body shall establish appropriate

4 qualifications of education, experience, personal factors, and

5 skills for the chief executive officer. The chief executive

6 officer shall have had training and experience in the admin-

7 istration of human services. The chief executive officer shall

8 have administrative ability, leadership ability, and an under-

9 standing of mental retardation and other developmental dis-

10 abilities. Where the chief executive officer is required also to

11 have had training in a professional service discipline, such

12 training shall be in a discipline appropriate to the facility's

13 program.

14 "(c) The governing body shall employ a chief execu-

15 tive officer so qualified, and shall delegate to him authority

16 and responsibility for the management of the affairs of the

17 facility in accordance with established policies.

18 "(d) The chief executive officer shall-

19 "(1) designate an individual to act for him in his

20 absence;

21 "(2) make arrangements so that some one individ-

22 ual is responsible for the administrative direction of the

23 facility at all times;

24 "(3) when an assistant chief executive officer is
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employed, the qualifications required for this position

shall be in compliance with those stated above for the

chief executive officer; and

"(4) there shall be on the premises of the facility

at all times a person designated by the chief executive

officer, or the person acting for him, to be responsible

for the supervision of the facility.

"SEC. 1219. (a) The facility shall be administered and

operated in accordance with sound management principles.

"(b) The type of administrative organization of the

facility shall be appropriate to the program needs of its

residents.

"(c) The facility shall have a table of organization that

shows the governance and administrative pattern of the

"(d) The table of organization shall show the major

operating programs of the facility, with staff divisions, the

administrative personnel in charge of the programs and di-

visions, and their lines of authority, responsibility, and

communication.

"(e) The organization shall provide for the judicious

delegation of administrative authority and responsibility

among qualified members of the staff, in order to distribute

the administrative load of the facility and to accelerate its

operating efficiency.
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" (f ) The organization shall be such that problems re-

2 quiring ongoing decisionmaking regarding the welfare of

3 the resident are handled primarily by personnel on the lowest

4 level competent to resolve the problem.

5 "(g) The organization shall provide for the utilization

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23
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25

of staff with different levels of training by using those with

more adequate training to supervise and train those with

lesser training.

"(h) The organization shall provide effective channels

of communication in all directions.

" (i) The facility shall have a plan for improving the

quality of staff and services that shows how the staff func-

tions by programmatic responsibilities in establishing and

maintaining standards of quality for services to residents.

The plan shall show how the facility's organizational struc-

ture enables the following functions:

"(1) determination of standards for quality of

services to the residents;

"(2) establishment of qualifications for personnel:

"(3) recruitment of qualified personnel;

"(4) initiation of preservice and inservice training

and staff development programs;

"(5) work with administrators, supervisors, and

staff of the administrative units of the facility to secure

and assign qualified personnel to such units;
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"(6) annual evaluation of staff performance;

2 "(7) continuous evaluation of program effective-

3 ness ; and

4 "(8) development and conduct of appropriate re-

5 search activities.

6 "SEc. 220. (a) The administration of the facility shall

7 provide for effective staff and resident participation and

8 communication. Staff meetings shall be regularly held. Stand-

9 ing committees appropriate to the facility, such as records,

10 safety, human rights, utilization review, research review,

11 and infection and sanitation, shall meet regularly. Commit-

12 tees shall include resident participation, whenever appro-

13 priate. Committees shall include the participation of direct-

14 care staff, whenever appropriate.

15 "(b) Minutes and reports of staff meetings, and of

16 standing and ad hoc committee meetings shall include records

17 of 'recommendations and their implementation, and shall be

18 kept and filed. Summaries of the minutes and reports of staff

19 and committee meetings shall be distributed to participants

20 and to appropriate staff members. Various forms of corn-

21 munication (such as meetings, minutes of meetings, direc-

22 tives, and bulletins) shall be utilized to foster understanding

23 among the staff, among the residents, between staff and resi-

24 dents, and between facility, community, and family.

25 "SEC. 221. (a) The facility shall designate a percentage
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1 of its operating budget for self-renewal purposes, including

2 but not limited to:

3 "(1) development of operational data records;

4 " (2 ) research on its own programs;

5 " (3 ) evaluation by qualified persons who are not

6 part of the facility;

7 "(4) elicitation of feedback from consumers of the

8 facility's services, or from their representatives; and

9 "(5) staff education.

10 "(b) The findings generated by the foregoing activities

ii shall be actively and broadly disseminated to:

12 " ( 1 ) all members of the facility's staff; and

13 " (2 ) consumer representatives, when appropriate.

14 "(c) The facility shall have a continuing system for

15 collecting and recording accurate data that describe its

16 population, in such form as to permit data retrieval and

17 usage for description, programing of services, and research.

18 Such data shall include, but need not be limited to:

19 " ( 1 ) number by age-groups, sex, and race;

20 " (2 ) number grouped by levels of retardation

21 (profound, severe, moderate, mild, and borderline) ,

22 according to the appropriate nationally recognized pro-

23 fessional association on mental deficiency's manual on

24 terminology and classification in mental retardation;

25 " (3 ) number grouped by levels of, ,aditptive be-
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1 havior, according to the appropriate nationally recog-

2 nized professional association on mental deficiency classi-

3 fication;

4 "(4) number with physical disabilities;

5 "(5) number ambulatory and nonambulatory (mo-

bile and nonmobile) ;

7 "(6) number with sensory defects;

8 "(7) number with oral and other communication

9 handicaps; and

10 "(8) number with convulsive disorders, grouped

11 by level of seizure control.

12 "Sic. 222. The facility shall have a description of

13

14

15

16

17

18

19

20

21

22

23

24

25

services for residents that is available to the public and that

includes information including but not limited to:

"(1) groups served;

"(2) limitations concerning age, length of residence,

or type or degree of handicap;

"(3) the plan for grouping residents into program

and living units;

"(4) preadmission and admission services;

"(5) diagnosis and evaluation services;

"(6) means for individual programing of residents

in accordance with need;

"(7) means for implementation of programs for

residents, through clearly designated responsibility;
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1 "(8) the therapeutic and developmental environ-

2 ment provided the residents; and

3 " (9 ) release and follow-up services and procedures.

4 "Sc. 223. (a) The facility shall provide for meaningful

5 and extensive consumer-representative and public partici-

pation, by the following means :

7 " (1 ) the policymaking or governing board (if any)

8 shall include consumers or their representatives (for

9 example, parents) , interested citizens, and relevantly

10 qualified professionals presumed to be free of conflicts

11 of interest;

12 "(2) when a facility does not have a governing

13 board, its policymaking authority shall actively seek

14 advice from an advisory body composed as described

15 above;

16 " (3 ) the facility shall actively elicit feedback from

17 those consumers of its services (and their representa-

18 tives) who are not members of the aforementioned gov-

19 erning or advisory bodies;

20 "(4) there shall be an active program of ready,

21 open, and honest communication with the public. In

22 structuring visits to the facility by persons not directly

23 concerned with a resident, however, steps shall be taken

24 both to encourage visiting and to consider the sensibilities

25 and privacy of the residents. Undignified displays or
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1 exhibitions of residents shall be avoided, and normal

sensibility shall be exercised in speaking about a resident;

3 "(5) personnel shall be permitted to communicate

4 their views about a resident and his needs and program

5 to his relatives. Personnel shall be trained to properly

6 and competently assume this responsibility;

7 "(6) the facility shall maintain active means of

8 keeping residents' families or surrogates informed of

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

activities related to the residents that may be of interest

to them;

"(7) communications to the facility from residents'

relatives shall be promptly and appropriately handled

and answered;

" (8) close relatives shall be permitted to visit at

any reasonable hour, and without prior_ notice. Steps

shall be taken, however, so that the privacy and rights

of the other residents are not infringed by this practice;

"(9) parents and other visitors shall be encour-

aged to visit the living units, with due regard for

privacy. There shall be facilities for visiting that pro-

vide privacy in the living unit (but not special rooms

used solely for visiting) ;

" (10) parents shall be permitted to visit all parts

of the facility that provide services to residents;

"(11) frequent and informal visits home shall be
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encouraged, and the regulations of the facility shall en-

2 courage rather than inhibit such visitations;

3 "(12) • there shall be an active citizens' volunteer

4 program; and

5 "(13) the facility shall acknowledge the need for,

6 and encourage the implementation of, advocacy for all

7 residents.

8 "(b) A public education and information program

9 should be established that utilizes all communication media,

10 and all service, religious, and civic groups, and so forth, to

11 develop attitudes of understanding and acceptance of the

12 mentally retarded and other individuals with developmental

13 disabilities in all aspects of community living.

14 "Subchapter III—Admission and Release

15 "SEC. 224. No individual whose needs cannot be met

16 by the facility shall be admitted to it. The number admitted

17 as residents to the facility shall not exceed-

18 " ( 1 ) its rated capacity; and

19 "(2) its provisions for adequate programing.

20 "SEc. 225. (a) The laws, regulations, and procedures

21 concerning admission, readmission, and release shall be sum-

22 marized and 'available for distribution. Admission and release

23 procedures shall-

24 "(1) encourage voluntary admission, upon appli-

25 cation of parent or guardian or self;
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"(2) give equal priority to persons of comparable

2 need, whether application is voluntary or by a court;

3 "(3) facilitate emergency, partial, and short-term

4 residential care, where feasible; and

5 "(4) utilize the maximum feasible amount of volun-

6 tallness in each individual case.

7 "(b) The determination of legal incompetence shall be

8 separate from the determination of the need for residential

9 services, and admission to the facility shall not automatically

10 imply legal incompetence.

11 "Sc. 226. (a) The residential facility shall admit only

12 residents who have had a comprehensive evaluation, cover-

13 ing physical, emotional, social, and cognitive factors, con-

14 ducted by an appropriately constituted interdisciplinary

15 team.

16 "(b) Initially, service need shall be defined without

17 regard to the actual availability of the desirable options.

18 All available and applicable programs of care, treatment,

19 and training shall be investigated and weighed, and the

20 deliberations and findings recorded. Admission to the resi-

21 dential facility shall occur only when it is determined to be

22 the optimal available plan. Where admission is not the

23 optimal measure, but must nevertheless be recommended or

24 implemented, its inappropriateness shall be clearly acknowl-
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edged and plans shall be initiated for the continued and

active exploration of alternatives.

"(c) The intended primary beneficiary of the admis-

sion shall be clearly specified as—

"(1) the resident;

"(2) his family;

"(3) his community;

"(4) society; and

"(5) any combination of the above.

"(d) All admissions to the residential facility shall be

considered temporary, and, when appropriate, admissions

shall be time limited. Parents or guardians shall be coun-

seled, prior to admission, on the relative advantages and

disadvantages and the temporary nature of residential serv-

ices in the facility. Prior to admission, parents or guardians

shall, and the prospective resident should, have visited the

facility and the living unit in which the prospective resident

is likely to be placed.

"SEC. 227. (a) A medical evaluation by a licensed

physician shall be made within one week of the resident's

admission. -Upon admission, residents should be placed in

their program groups, and they should be isolated only

upon medical orders issued for specific reasons.

"(b) Within the period of one month after admission

there shall be:

33-979 0 - 74 - 5
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1 "(1) a review and updating of the preadmission

2 evaluation;

3 " (2 ) a prognosis that can be used for program-

4 ing and placement;

5 " (3 ) a comprehensive evaluation and individual

6 program plan, made by an interdisciplinary team;

7 "(4) direct-care personnel shall participate in the

8 aforementioned activities;

9 "(5) the results of the evaluation shall be recorded

10 in the resident's unit record;

11 "(6) an interpretation of the evaluation, in action

12 terms, shall be made to:

13 "(A) the direct-care personnel responsible for

14 carrying out the resident's program;

15 "(B) the special services staff responsible for

16 carrying out the resident's program; and

17 "(C) the resident's parents or their surrogates.

18 "(c) There shall be a regular, at least annual, joint re-

19 view of the status of each resident by all relevant personnel,

20 including personnel in the living unit, with program recom-

21 mendations for implementation. This review shall include-

22 " ( 1 ) consideration of the advisability of continued

23 residence and alternative programs;

24 "(2) at the time of the resident's attaining major-

25 ity, or if he becomes emancipated prior thereto:
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1 "(A) the resident's need for remaining in the

2 facility;

3 "(B) the need for guardianship of the resident;

4 "(C) the exercise of the resident's civil and

5 legal rights;

6 "(3) The results of these reviews shall be:

7 "(A) recorded in the resident's unit record;

8 "(B) made available to relevant personnel;

9 "(C) interpreted to the resident's parents or

10 surrogates;

11 "(D) interpreted to the resident, when appro-

12 priate; and

13 "(4) parents or their surrogates shall be involved

14 in planning and decisionmaking.

15 "SEC. 228. A physical inspection for signs of injury or

16 disease should be made in accordance with procedures estab-

17 lished by the facility:

18 "(A) within twenty-four hours prior to a resident's

19 leaving the facility for vacation, placement, or other

20 temporary or permanent release; and

21 "(B) within tWenty-four hours following a resi-

22 dent's return to the facility from such absence.

23 "SEc. 229. (a) At the time of permanent release or

24 transfer, there shall be recorded a summary of findings,

25 progress, and plans.
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1 "(b) Planning for release shall include provision for

2 appropriate services, including protective supervision and

3 other followup services, in the resident's new environment.

4 Procedures shall be established so that-

5 "(1) parents or guardians who request the release

6 of a resident are counseled concerning the advantages

7 and disadvantages of such release; and

8 "(2) the court or other appropriate authorities are

9 notified when a resident's release might endanger either

10 the individual or society.

U. "(c) When a resident is transferred to another facility

12 there shall be-

13 "(1) written evidence that the reason for the

14 transfer is the welfare of the resident; and

15 "(2) a transfer process that shall insure that the

16 receiving facility will meet the needs of the resident.

17 "(d) Except in an emergency, transfer ,shall be made

18 only with the prior knowledge, and 'ordinarily the consent,

19 of the resident 'and his guardian.

20 "SEc. 230. (a) In the event of any unusual occur-

21 rence, including serious illness or accident, impending death,

22 or death, the resident's next of kin, or the person who func-

23 tions in that capacity (a guardian ,or citizen advocate) shall

24 be notified promptly and in a compassionate manner. When

25 appropriate, the wishes and needs of the resident, and of the
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1 next of kin, concerning religious matters shall be determined

2 and, insofar as possible, fulfilled.

3 "(b) When death occurs:

4 "(1) with the permission of the next of kin or legal

5 guardian, an autopsy shall be performed;

6 "(2) such autopsy shall be performed by a quali-

7 fled physician, so selected as to be free of any conflict

8 of interest or loyalty;

9 "(3) the family shall be told of the autopsy find-

10 ings, if they so desire; and.

11 "(4) the facility shall render as much assistance as

12 possible in making arrangements for dignified religious

13 services and burial, unless contraindicated by the wishes

14 of the family.

15 "(c) The coroner or medical examiner shall be notified

16 of deaths, in accordance with State law.

17 "Subchapter IV—Personnel Policies

18 "SEc. 231. (a) Adequate personnel services shall be

19 provided by means appropriate to the size of the facility.

20 If the size of the facility warrants a personnel director, he

21 shall have had several years of progressively more respon-

22 sible experience or training in personnel administration,

23 and demonstrated competence in this area.

24 "(b) The facility's current personnel policies and prac-

25 tices shall be described in writing:
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1 "(1) The hiring, assignment, and promotion of em-

2 ployees shall be based on their qualifications and abilities,

3 without regard to sex, race, color, treed, age, irrelevant

4 disability, marital status, ethnic or national origin, or

5 membership in an organization.

6 " (2 ) Written job descriptions shall be available for

7 all positions.

8 " (3 ) Licensure, certification, or standards such as

9 are required in community practice shall be required for

10 all comparable positions in the facility.

11 "(4) Ethical standards of professional conduct, as

12 developed by appropriate professional societies, shall be

13 recognized as applying in the facility.

14 "(5) There shall be a planned program for career

15 development and advancement for all categories of

16 personnel.

17 "(6) There shall be an authorized procedure, con-

18 sistent with due process, for suspension and/or dismissal

19 of an employee for cause.

20 "(7) Methods of improving the welfare and se-

21 curity of employees shall include:

22 "(A) a merit system or its equivalent;

23 "(B) a salary schedule covering all positions;

24 "(0) effective grievance procedures;
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1 "(D) provisions for vacations, holidays, and

2 sick leave;

3 "(E) provisions for health insurance and retire-

4 ment;

5 " (F ) provisions for employee organizations;

6 "(G) opportunities for continuing educational

7 experiences, including educational leave; and

8 "(H) provisions for recognizing outstanding

9 contributions to the facility.

10 "(c) A statement of the facility's personnel policies

and practices shall be available to all its employees.

12 (d) All personnel shall be initially screened to deter-

13 mine if they are capable of fulfilling the specific job re-

14 quirements. All personnel shall be medically determined

15 to be free of communicable and infectious diseases at the

16 time of employment and annually thereafter. All personnel

17 should have a medical examination at the time of employ-

18 ment and annually thereafter. Where indicated, psychologi-

19 cal assessment should be included at the time of employ-

20 ment and annually thereafter.

21 "(e) The performance of each employee shall be evalu-

22 ated regularly and periodically, and at least annually. Each

23 such evaluation shall be-

24 " ( 1 ) reviewed with the employee; and
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1 "(2) recorded in the employee's personnel record.

2 " (f) Written policy shall prohibit mistreatment, ne-

3 glect, or abuse of residents. Alleged violations shall be re-

4 ported immediately, and there shall be evidence that-

5 "(1) all alleged violations are thoroughly investi-

6 gated;

7 "(2) the results of such investigation are reported

8 to the chief executive officer, or his designated repre-

9 sentative, within twenty-four hours of the report of the

10 incident; and

11 "(3)'appropriate sanctions are invoked when the

12 allegation is substantiated.

13 "SEc. 232. (a) Staffing shall be sufficient so that the

14 facility is not dependent upon the use of residents or volun-

15 teers for productive services. There shall be a written policy

16 to protect residents from exploitation when they are engaged

17 in productive work. A current, written policy shall en-

18 courage that residents be trained for productive, paid em-

19 ployment. Residents shall not be involved in the care

20 (feeding, clothing, bathing) , training, or supervision of

21 other residents unless they-

22 "(1) have been specifically trained in the neces-

23 sary.skills;

24 "(2) have the humane judgment required by these

25 activities;
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1 "(3) are adequately supervised; and

2 "(4) are reimbursed.

3 "(b) Residents who function at the level of staff in

4 occupational or training activities shall-

5 " ( 1 ) have the right to enjoy the same privileges as

6 staff; and

7 "(2) be paid at the legally required wage level

8 when employed in other than training situations.

9 "(c) Appropriate to the size and nature of the facility,

10 there shall be a staff training program that includes:

11 "(1) orientation for all new employees, to acquaint

12 them with the philosophy, organization, program, prac-

13 tices, and goals of the facility;

14 "(2) induction training for each new employee, so

15 that his skills in working with the residents are increased;

16 " (3 ) inservice training for employees who have not

17 achieved the desired level of competence, and opportuni-

18 ties for continuous inservice training to update and im-

19 prove the skills and competencies of all employees;

20 "(4) supervisory and management training for all

21 employees in, or candidates for, supervisory positions;

22 " (5 ) provisions shall be made for all staff members

23 to improve their competencies, through means, includ-

24 ing but not limited to-

25 "(A) attending staff meetings;
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1 "(B) undertaking seminars, conferences, work-

2 shops, and institutes;

3 "(C) attending college and university courses;

4 "(D) visiting other facilities;

5 "(E) participation in professional organiza-

6 tions;

7 "(F) conducting research;

8 "(G) publishing studies;

9 "(II) access to consultants;

10 "(I) access to Current literature, including

11 books, monographs, and journals relevant to mental

12 retardation and developmental disabilities;

13 "(6) interdisciplinary training programs shall be

14 stressed;

15 "(7) the ongoing staff development program

16 should include provision for educating staff members

17 as research consumers;

18 "(8) where appropriate to the size and nature of

19 the facility, there shall be an individual designated to

20 be responsible for staff development and training, and

21 such individual should have-

22 "(A) at least a master's degree in one of the

23 major disciplines relevant to mental retardation or

24 other developmental disability;

25 "(B) a thorough knowledge of the nature of
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18 " (1 ) making credit courses, seminars, and work-

19 shops available to the facility's staff;

20 "(2) using facility resources for training and re-

21 search by colleges and universities; and

22 "(3) exchanging of staff between the facility and

23 the colleges and universities for teaching, research, and

24 consultation.
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mental retardation and other developmental dis-

abilities, and the current goals, programs, and prac-

tices in this field;

"(C) a knowledge of the educational process;

" (D) an appropriate combination of academic

training and relevant experience;

"(E) demonstrated competence in organizing

and directing staff training programs; and

"(9) appropriate to the size and nature of the facil-

ity, there should be adequate, modern educational media

equipment (including but not limited to: overhead,

filmstrip, motion picture, and slide projectors; screens;

models and charts; and video tape systems) for the con-

duct of an inservice training program.

"(d) Working relations should be established between

the facility and nearby colleges and universities for the fol-
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"Chapter 2.—RESIDENT LIVING

2 "Subchapter I—Staff-Resident Relationships and

3 Activities

4 "SEc. 240. (a) The primary responsibility of the liv-

5 ing unit staff shall be to devote their attention to the Care

6 and development of the residents as follows:

7 "(1) each resident shall receive appreciable and

8 appropriate attention each day from the staff in the

9 living unit;

10 "(2) living unit personnel shall train residents in

11 activities of daily living and in the development of self-

12 help and social skills;

13 "(3) living unit personnel shall be responsible for

14 the development and maintenance of a warm, family-

15 or home-like environment that is conducive to the

16 achievement of optimal development by the resident;

17 "(4) appropriate provision shall be made to en-

18 sure that the efforts of the staff are not diverted from

19 these responsibilities by excessive housekeeping and cler-

20 ical duties, or other non-resident-care activities; and

21 "(5) the objective in staffing each living unit

22 should be to maintain reasonable stability in the assign-

23 ment of staff, thereby permitting the development of

24 a consistent inter-personal relationship between each

25 resident and one or two staff members.
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17 "(1) such schedules shall not permit 'dead time'

18 of unscheduled activity of more than one hour continu-

19 ous duration; and

20 "(2) such schedules shall allow for individual or

21 group free activities, with appropriate materials, as spec-

22 ified by the program team.

23 "(e) The rhythm of life in the living unit shall resemble

24 the cultural norm for the residents' nonretarded or nondevel-

25 opmentally disabled age peers, unless a departure from this

73

71

"(b) Members of the living unit staff from all shifts

shall participate with an interdisciplinary team in appro-

priate referral, planning, initiation, coordination, imple-

mentation, followthrough, monitoring, and evaluation activ-

ities relative to the care and development of the resident.

"(c) There shall be specific evaluation and program

plans for each resident that are—

"(1) available to direct care staff in each living

unit; and

"(2) reviewed by a member or members of the

interdisciplinary program team at least monthly, with

documentation of such review entered in the resident's

record.

"(d) Activity schedules for each resident shall be avail-

able to direct care staff and shall be implemented daily as

follows:
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. 1 rhythm is justified on the basis of maximizing the residents'

2 human qualities. Residents shall be assigned responsibilities

3 in the living unit commensurate with their interests, abilities,

4 and developmental plans, in order to enhance feelings of

5 self-respect and to develop skills of independent living. Mul-

6 tiple-handicapped and nonambulatory residents shall-

7 "(1) spend a major portion of their waking day out

8 of bed;

9 "(2) spend a portion of their waking day out of

10 their bedroom areas;

11 " (3 ) have planned daily activity and exercise

12 periods; and

13 "(4) be rendered mobile by various methods and

14 devices.

15 "(f) All residents shall have planned periods out of

16 doors on a year-round basis. Residents should be instructed

17 in how to use, and, except as contraindicated for individual

18 residents by their program plan, should be given opportunity

19 for, freedom of movement-

20 " ( 1 ) within the facility's ground; and

21 "(2) without the facility's grounds.

22 Birthdays and special events should be individually

23 observed. Provisions shall be made for heterosexual inter-

24 action appropriate to the residents' developmental levels.

25 "(g) Residents' views and opinions on matters con-
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1 cerning them should be elicited and given consideration in

2 defining the processes and structures that affect them.

3 "(h) Residents should be instructed in the free and

4 unsupervised use of communication processes. Except as

5 denied individual residents by team action, for cause, this

6 should typically include—
,

7 "(1) having access to telephones for incoming and

8 local outgoing calls;

9 "(2) having free access to pay telephones, or the

10 equivalent, for outgoing long distance calls;

11 "(3) opening their own mail and packages, and

12 generally doing so without direct surveillance; and

13 "(4) not having their outgoing mail read by staff,

14 unless requested by the resident.

15 " (i) Residents shall be permitted personal possessions,

16 such as toys, books, pictures, games, radios, arts and crafts

17 materials, religious articles, toiletries, jewelry, and letters.

18 "(j) Regulations shall permit normalized and normaliz-

19 ing possession and use of money by residents for work pay-

,. 20 ment and property administration, as for example, in

21 performing cash and check transactions, and in buying

22 clothing and other items, as readily as other citizens. In

23 accordance with their developmental level-

24 " ( 1 ) allowances or opportunities to earn money

25 shall be available to residents; and
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1 "(2) residents shall be trained in the value and

2 use of money.

3 "(k) There shall be provision for prompt recognition

4 and appropriate management of behavioral problems in the

5 living unit. There shall be a written statement of policies

6 and procedures for the control and discipline of residents

7 that is-

8 "(1) directed to the goal of maximizing the

9 growth and development of the residents;

30 "(2) available in each living unit; and

11 "(3) available to parents or guardians.

12 "(1) Residents shall participate, as appropriate, in

13 the formulation of such policies and procedures. Corporal

14 punishment shall not be permitted. Residents shall not dis-

15 cipline other residents, except as part of an organized self-

16 government program that is conducted in accordance with

17 written policy.

18 "(m) Seclusion, defined as the placement of a resident

19 alone in a locked room, shall not be employed.

20 "(n) Except as provided in subsection (p) , physical

21 restraint shall be employed only when absolutely necessary

22 to protect the resident from injury to himself and to others,

23 •and restraint shall not be employed as punishment, for the

24 convenience of staff, or as a substitute for program. The
25 facility shall have a written policy that defines the uses of
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restraint, the staff members who may authorize its use, and

a mechanism for monitoring and controlling its use. Orders

for restraints shall not be in force for longer than twelve

hours. A resident placed in restraint shall be checked at

least every thirty minutes by staff trained in the use of

restraints, and a record of such checks shall be kept. Me-

chanical restraints shall be designed and used so as not to

cause physical injury to the resident, and so as to cause the

least possible discomfort. Opportunity for motion and exer-

cise shall be provided for a period of not less than ten min-

utes during each two hours in which restraint is employed.

Totally enclosed cribs and barred enclosures shall be con-

sidered restraints.

"(o) Mechanical supports used in normative situations

to achieve proper body position and balance shall not be

considered to be restraints, but shall •be designed and

applied—

"(1) under the supervision of a qualified profes-

sional person; and

"(2) so as to reflect concern for principles of good

body alinement, concern for circulation, and allowance

for change of position.

(p) Chemical restraint shall not be used excessively,

33-979 0 - 74 - 6
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1 for program, or in quantities that interfere with a resident's

2 habilitation program.

3 "(q) Behavior modification programs involving the

4 use of time-out devices or the use of noxious or aversive

5 stimuli shall be:

6 "(1) reviewed and approved by the facility's re-

7 search review and human rights committees;

8 "(2) conducted only with the consent of the affected

9 resident's parents or surrogates;

10 "(3) described in written plans that are kept on

11 file in the facility;

12 "(4) restraints employed as time-out devices shall

13 be applied for only very brief periods, only during con-

14 ditioning sessions, and only in the presence of the

15 trainer; and

16 "(5) removal from a situation for time-out purposes

17 shall not be for more than one hour, and this procedure

18 shall be used only during the conditioning program, and

19 only under the supervision of the trainer.

20 "Subchapter II—Food Services

21 "SEc. 241. (a) Food services shall recognize and

22 provide for the physiological, emotional, religious, and cul-

23 tural needs of each resident, through provision of a planned,

24 nutritionally adequate diet. There shall be a written state-

25 ment of goals, policies, and procedures that—
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1 "(1) governs all food service and nutrition activ-

2 ities;

3 "(2) is prepared by, or with the assistance of, a

4 nutritionist or dietitian;

5 "(3) is reviewed periodically, as necessary, by the

6 nutritionist or dietitian;

7 "(4) is in compliance with State and local

8 regulations;

9 "(5) is consistent with the facility's goals and

10 policies; and

11 "(6) is distributed to facility personnel.

12 "(b) When food services are not directed by a nu-

13 tritionist or dietitian, regular, planned, and frequent con-

14 sultation with a nutritionist or dietitian should be available.

15 Records of consultations and recommendations shall be main-

16 tamed by the facility and by the consultant. An evaluation

17 procedure shall be established to determine the extent of

18 implementation of the consultant's recommendations.

19 "(c) A nourishing, well-balanced diet, consistent with

20 local customs, shall be provided all residents. Modified diets

21 shall be-

22 "(1) prescribed by the resident's program team,

23 with a record of the prescription kept on file;

24 "(2) planned, prepared, and served by persons

25 who have received adequate instruction; and
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"(3) periodically reviewed and adjusted as needed.

"(d) Dietary practices in keeping with the religious

requirements of residents' faith groups should be observed

at the request of parents or guardians. Denial of a nutri-

tionally adequate diet shall not be used as a punishment. At

least three meals shall be served daily, at regular times,

with-

8 "(1) not more than a fourteen-hour span between

9 a substantial evening meal and breakfast of the follow-

10 ing day, and

11 "(2) not less than ten hours between breakfast

12 and the evening meal of the same day.

13 "(e) Resident's mealtimes shall be comparable to those

14 normally obtaining in the community. Provision should be

15 made for between meal and before bedtime snacks, in keep-

16 ing with the total daily needs of each resident. Food shall be

17 served-

18 "(1) as soon as possible after preparation, in order

19 to conserve nutritive value;

20 "(2) in an attractive manner;

21 "(3) in appropriate quantity;

22 "(4) at appropriate temperature;

23 "(5) in a form consistent with the developmental

24 level of the resident; and

25 "(6) with appropriate utensils.
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1 When food is transported, it shall be done in a manner that

2 maintains proper temperature, protects the food from contam-

3
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22 plan to meet the needs of the residents and the requirements

23 of their programs. Dining and serving arrangements should

24 provide for a• variety of eating experiences (for example,

25 cafeteria and family style) , and, when appropriate, for the

ination and spoilage, and insures the preservation of nutritive

value.

"(f) All residents, including the mobile nonambulatory,

shall eat or be fed in dining rooms, except where contraindi-

cated for health reasons, or by decision of the team respon-

sible for the resident's program. Table service shall be pro-

vided for all who can and will eat at a table, including

residents in wheelchairs. Dining areas shall—

"(1) be equipped with tables having smooth, im-

pervious tops or clean table coverings may be used;

"(2) be equipped with tables, chairs, eating uten-

sils, and dishes designed to meet the developmental needs

of each resident;

" (6 ) promote a pleasant and home-like environ-

ment that is attractively furnished and decorated, and is

of good acoustical quality; and

"(4) be designed to stimulate maximum self-devel-

opment, social interaction, comfort, and pleasure.

(g) Dining arrangements shall be based upon a rational
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23 "(c) Direct-care staff shall be trained in and shall utilize

24 proper feeding techniques. Residents shall eat in an upright

25 position. Residents shall eat in a manner consistent with their
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opportunity to make food selections with guidance. Unless

justified on the basis of meeting the program needs of the

particular residents being served, dining tables should seat

small groups of residents (typically four to six at a table) ,

preferably including both sexes.

"(h) Dining rooms shall be adequately supervised and

staffed for the direction of self-help eating procedures, and to

assure that each resident receives an adequate amount and

variety of food. Staff members should be encouraged to eat

with those residents who have semi-independent or inde-

pendent eating skills. For residents not able to get to dining

areas, food service practices shall permit and encourage maxi-

mum self-help, and shall promote social interaction and en-

joyable experiences.

"SEc. 242. (a) Residents shall be provided with sys-

tematic training to develop appropriate eating skills, utilizing

adaptive equipment where it serves the developmental

process.

"(b) Residents with special eating disabilities shall be

provided with an interdisciplinary approach to the diagnosis

and remediation of their problems, consistent with their de-

velopmental needs.
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1 developmental needs (for example, infants should be fed in

2 arms, as appropriate) . Residents shall be fed at a leisurely

3 rate, and the time allowed for eating shall be such as to per-

4 mit adequate nutrition, to promote the development of self-

5 feeding abilities, to encourage socialization, and to provide a

6 pleasant mealtime experience.

7 "(d) Effective procedures for cleaning all equipment

8 and all areas shall be followed consistently. Handwashing

9 facilities, including hot and cold water, soap, and paper

10 towels, shall be provided adjacent to work areas.

11 "Subchapter III—Clothing

12 "SEC. 245. (a) Each resident shall have an adequate

13 allowance of neat, clean, fashionable, and seasonable

14 clothing.

15 "(b) Each resident shall have his own clothing, which

16 is, when necessary, properly and inconspicuously marked

17 with his name, and he shall use this clothing. Such clothing

18 shall make it possible for residents to go out of doors in

19 inclement weather, to go for trips or visits appropriately

20 dressed, and to make a normal appearance in the community.

21 "(c) Nonambulatory residents shall be dressed daily in

22 their own clothing, including shoes, unless contraindicated

23 in written medical orders.

24 "(d) Washable clothing shall be designed for multi-
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1 handicapped residents being trained in self-help skills, in

2 accordance with individual needs.

3 "(e) Clothing for incontinent residents shall be de-

4 signed to foster comfortable sitting, crawling and/or walk-

5 ing, and toilet training.

6 "(f) A current inventory should be kept of each resi-

7 dent's personal and clothing items.

8 "(g) Residents shall be trained and encouraged to:

9 " (1 ) select and purchase their own clothing as

10 independently as possible, preferably utilizing comma-

11 nity stores;

12 "(2) select their daily clothing;

13 "(3) dress themselves;

14 "(4) change their clothes to suit the activities in

15 which they engage; and

16 "(5) maintain (launder, clean, mend) their cloth-

17 ing as independently as possible.

18 "SEc. 246. Storage space for clothing to which the

19 resident has access shall be provided. Ample closet and

20 drawer space shall be provided for each resident. Such space

21 shall be accessible to all, including those in wheelchairs.

22 "SEC. 247. The person responsible for the facility's

23 resident-clothing program shall be trained or experienced

24 in the selection, purchase, and maintenance of clothing, in-

25 eluding the design of clothing for the handicapped.
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1 "Subchapter IV—Health, Hygiene, and Grooming

2 "SEC. 250. (a) Residents shall be trained to exercise

3 maximum independence in health, hygiene, and grooming

4 practices, including bathing, brushing teeth, shampooing,

5 combing and brushing hair, shaving, and caring for toenails

6 and fingernails.

7 "(b) Each resident shall be assisted in learning normal

8 grooming practices with individual toilet articles that are

9 appropriately available to that resident.

10 "(c) Teeth shall be brushed daily, with an effective den-

11 tifrice. Individual brushes shall be properly marked, used,

12 and stored. Dental care practices should encourage the use of

13 newer dental equipment, such as electric toothbrushes and

14 water picks, as prescribed.

15 "(d) Residents shall be regularly scheduled for hair

16 cutting and styling, in an individualized, normalized manner,

17 by trained personnel.

18 "(e) For residents who require such assistance, cutting

19 of toenails and fingernails by trained personnel shall be sched-

20 uled at regular intervals.

21 "(f) Each resident shall have a shower or tub bath at

22 least daily, unless medically contraiDdicated. Resident's bath-

23 ing shall be conducted at the most independent level possible.

24 Residents' bathing shall be conducted with due regard for
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1 privacy. Individual washcloths and towels shall be used. A

2 bacteriostatic soap shall be used, unless otherwise prescribed.

3 "(g) Female residents shall be helped to attain maxi-

4 mum 'independence in caring for menstrual needs. Menstrual

5 supplies shall be of the same quality and diversity available

6 to all women.

7 "(h) Every resident who does not eliminate appropri-

8 ately and independently shall be engaged in a toilet train-

9 ing program. The facility's training program shall be applied

10 systematically and regularly. Appropriate dietary adapta-

11 tions shall be made to promote normal evacuation and

12 urination. The program shall comprise a hierarchy of pro-

13 cedures leading from incontinence to independent toileting.

14 Records shall be kept of the progress of each resident receiv-

15 ing toilet training. Appropriate equipment shall be provided

16 for toilet training, including equipment appropriate for the

17 multiply handicapped. Residents who are incontinent shall

18 be immediately bathed or cleansed, upon voiding or soiling,

19 unless specifically contraindicated by the training program

20 in which they are enrolled, and all soiled items shall be

21 changed. Persons shall wash their hands after handling an

22 incontinent resident.

23 " (i) Each living unit shall have a properly adapted

24 drinking unit. Residents shall be taught to use such units.

25 Those residents who cannot be so taught shall be given the
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proper daily amount of fluid at appropriate intervals adequate

to prevent dehydration. There shall be a drinking unit

accessible to, and usable by, residents in wheelchairs. Spe-

cial cups and noncollapsible straws shall be available when

needed by the multiply handicapped. If the drinking unit

6 employs cups, only single-use, disposable types shall be

7 used.

8 "(j) Proceduies shall be established for:

9 "(1) monthly weighing of residents, with greater

10 frequency for those with special needs;

11 "(2) quarterly measurement of height, until the

12 age of maximum growth;

13 "(3) maintenance of weight and height records;

14 and

15

16

17

18

19

20

21

22

23

24

"(4) every effort shall be 'made to assure that resi-

dents maintain normal weights.

"(k) Policies and procedures for the care of residents

with infections and contagious diseases shall conform to

State and local health department regulations.

"(1) Orders prescribing bed rest or prohibiting residents

from being taken out-of-doors shall be reviewed by a physi-

cian at least every three days.

"(m) Provisions shall be made to furnish and maintain

in good repair, and to encourage the use of, dentures, eye-
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1 glasses, hearing aids, braces, and so forth, prescribed by

2 appropriate specialists.
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"Subchapter V—Grouping and Organization bf Living

Units

"SEC. 255. (a) Living unit components or groupings

shall be small enough to insure the development of meaning-

ful interpersonal relationships among residents and between

residents and staff. The resident-living unit (self-contained

unit including sleeping, dining, and activity areas) should

provide for not more than sixteen residents. Any deviation

from this size should be justified on the basis of meeting

the program needs of the specific residents being served.

To maximize development, residents should be grouped

within the living unit into program groups of not more than

eight. Any deviation from this size should be justified on

the basis of meeting the program needs of the specific resi-

dents being served.

"(b) Residential units or complexes should house both

male and female residents to the extent that this conforms

to the prevailing cultural norms. Residents of grossly dif-

ferent ages, developmental levels, and social needs shall not

be housed in close physical or social proximity, unless such

housing is planned to promote the growth and development

of all those housed together. Residents who are mobile-non-

ambulatory, deaf, blind, or multihandicapped shall be inte-

4
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grated with peers of comparable social and intellectual de-

velopment, and shall not be segregated on the basis of their

handicaps.

"(c) The living unit shall not be a self-contained, pro-

gram unit, and living unit activities shall be coordinated with

recreation, educational, and habilitative activities in which

residents engage outside the living unit, unless contraindi-

cated by the specific program needs of the particular residents

being served. Each program group should be Assigned a

specific person, who has responsibility for providing an orga- ,

nized, developmental program of physical care, training, and

12 recreation.

13 "(d) Residents shall be allowed free use of all living

14 areas within the living unit, with due regard for privacy and

15 personal possessions. Each resident shall have access to a

16 quiet, private area where he can withdraw from the group

17 when not specifically engaged in structured activities.

18 "(e) Outdoor active play or recreation areas shall be

19 readily accessible. to all living units.

20 "Subchapter VI—Resident-Living Staff

21 "SEc. 256. (a) There shall be sufficient, appropriately

22 qualified, and adequately trained personnel to conduct the

23 resident-living program, in ,accordance with the standards

24 specified in this section. Resident-living personnel shall be

25 administratively responsible to a person whose training and
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1 experience is appropriate to the program. The title applied

2 to the individuals who directly interact with residents in the

3. living units should be appropriate to the kind of residents

4 with whom they work and the kind of interaction in which

5

6

7

8

9

10

11

12

13

14

15

16

17 mended in subchapter V, and designed as stipulated in sub-

chapter VII, the staff-resident ratios for twenty-four-hour,

19 seven-day coverage of such units by resident-living personnel,

20 or for equivalent coverage, should be as follows:

21 " ( 1 ) for medical and surgical units, and for units

22 including infants, children (to puberty) , adolescents

23 requiring considerable adult guidance and supervision,

24 severely and profoundly retarded or developmentally

25 disabled moderately and severly physically handi-

they engage. The personnel who staff the living units may be

referred to by a variety of terms, such as attendants, child

care workers, or cottage parents. The term 'psychiatric aid'

may be appropriate for a unit serving the emotionally dis-

turbed, but not for a cottage of well-adjusted children. The

title of "child care worker" may be appropriate for a nursery

school group, but not for an adult unit. Nurses' aides are

appropriate for units serving sick residents but not well ones.

"(:b) The attire of resident-living personnel should be

appropriate to the program of the unit in which they work,

and consistent with attire worn in the community.

"(c)'When resident-living units are organized as recom-



91

89

1 capped, and residents who are aggressive, assaultive, or

2 security risks, or who manifest severely hyperactive or

3 psychotic-like behavior-

4 "(A) first shift, 1 to 4;

5 "(B) second shift, 1 to 4;

6 "(C) third shift, 1 to 8; and

7 "(D) overall ratio (allowing for a five-day

• 8 workweek plus holiday, vacation, and sick time) ,

9 1 to 1;

10 "(2) for units serving moderately retarded or de-

ll velopmentally disabled adolescents and adults requiring

12 habit training-

13 "(A) first shift, 1 to 8;

14 "(B) second shift, 1 to 4;

15 "(0) third shift, 1 to 8; and

16 "(D) overall ratio, 1 to 1.25;

17 "(3) for units serving residents in vocational train-

18 ing programs and adults who work in sheltered employ-

19 ment situations-

20 • "(A) first shift, 1 to 16;

21 "(B) second shift, 1 to 8;

22 • "(C) third shift, 1 to 16; and

23 "(D) overall ratio, 1 to 2.5.

24 "(d) Regardless of the organization or design of resi-

25 dent-living units, the overall staff-resident ratios should be
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1 as stipulated above. Regardless of the organization or design

2 of resident-living units, the overall staff-resident ratios for

3 the categories defined above shall not be less than 1 to 2,

4 1 to 2.5, and 1 to 5, respectively.

5 "Subchapter VII—Design and Equipage of Living Units

6 "SEc. 257. (a) The design, construction, and furnish-

7 ing of resident-living units shall be-

8 "(1) appropriate for the fosteiing of personal and

9 social development;

10 "(2) appropriate to the program;

11 "(3) flexible enough to accommodate variations in

12 program to meet changing needs of residents; and

13 "(4)'such as to minimize noise and permit com-

14 munication at normal conversation levels.

15 "(b) The interior design of living units shall simulate

16 the functional arrangements of a home to encourage a per-

17 sonalized atmosphere for small groups of residents, unless it

18 has been demonstrated that another arrangement is more

19 effective in maximizing the human qualities of the specific

20 residents being served. There shall be a minimum of eighty

21 square feet of living, dining, or activity space for each

22 resident. This space shall be arranged to permit residents to

23 participate in different kinds of activities, both in groups

24 and singly. Furniture and furnishings shall be safe, appro-

25 priate, comfortable, and homelike.

A
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1 "(c) Bedrooms shall:

2 "(1) be on or above street grade level;

3 "(2) be outside rooms;

4 "(3) accommodate from one to four residents;

5 "(4) provide at least sixty square feet per resident

6 in multiple sleeping rooms, and not less than eighty

7 square feet in single rooms;

8 "(5) partitions defining each bedroom shall extend

9 from floor to ceiling;

10 "(6) doors to bedrooms--

11 "(A) should not have vision panels;

12 "(B) should not be lockable, except where

13

14

15

16

17

.18

19

20

21

22

23

residents may lock their own bedroom doors, as

consistent with their program;

"(7) there shall be provision for residents to mount

pictures on bedroom walls (for example, by means of

pegboard or cork strips) , and to have flowers, artwork,

and other decorations;

"(8) each resident shall be provided with—

"(A) a separate bed of proper size and height

for the convenience of the resident;

"(B) a clean, comfortable mattress;

"(C) bedding appropriate for weather and

24 climate;

25 "(9) each resident shall be provided with-

33-979 G 0 -74 - 7
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1 "(A) appropriate individual furniture, such as

2 a chest of drawers, a table or desk, and an individ-

3 ual closet with clothes racks and shelves accessible

4 to the resident;

3 " ( B ) a place of his own for personal play

6 equipment and individually prescribed prosthetic

7 equipment; and

8 "(10) space shall be provided for equipment for

9 daily out-of-bed activity for all residents not yet mobile,

10 except those who have a short-term illness, or those very

11 few for whom out-of-bed activity is a threat to life.

12 " ( d ) Suitable storage shall be provided for personal

13 possessions, such as toys, books, pictures, games, radios,

14 arts and crafts materials, toiletries, jewelry, letters, and

15 other articles and equipment, so that they are accessible to the

16 residents for their use. Storage areas shall be available for

17 off-season personal belongings, clothing, and luggage.

18 "(e) Toilet areas, clothes closets, and other facilities

19 shall be located and equipped so as to facilitate training to-

20 ward maximum self-help by residents, including the severely

21 and profoundly retarded or developmentally disabled and the

22 multiple handicapped as follows:

23 " (1) water closets, showers, bathtubs, and lava-

24 tories shall approximate normal patterns found in homes,

25 unless specifically contraindicated by program needs;
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1 "(2) toilets, bathtubs, and showers shall provide

2 for individual privacy (with partitions and doors) , un-

3 less specifically contraindicated by program needs;

4 " (3 ) water closets and bathing and toileting appli-

5 ances shall be equipped for use by the physically

6 handicapped;

7 "(4) there shall be at least one water closet of

8 appropriate size for each six residents;

9 "(A) at least one water closet in each living

10 unit shall be accessible to residents in wheelchairs;

11 "(B) each water closet shall be equipped with

12 a toilet seat;

13 "(C) toilet tissue shall be readily accessible at

14 each water closet;

15 "(5) there shall be at least one lavatory for each

16 six residents and one lavatory shall be accessible to and

17 usable by residents in wheelchairs;

18 "(6) there shall be at least one tub or shower for

19 each eight residents;

20 "(7) there shall be individual racks or other drying

21 space for washcloths and towels; and

22 "(8) larger, tilted mirrors shall be available to resi-

23 dents in wheelchairs.

24 "(f) Provisions for the safety, sanitation, and comfort

25 of the residents shall comply with the following requirements:
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1 " (1) each habitable room shall have direct outside

2 ventilation by means of windows, louvres, air-condition-

3 ing, or mechanical ventilation horizontally and vertically;

4 "(2) each habitable room shall have at least one

5 window, and the window space in each habitable room

6 should be at least one-eighth (12+ per centum) of the

7 floor space;

8 "(A) each resident unit of eight shall have at

9 least one glazed area low enough so that a child in

10 normal day activities has horizontal visual access to

11 the out of doors;

12 "(B) the type of glass or other glazing material

13 used shall be appropriate to the safety needs of the

14 residents of the unit;

15 "(3) floors shall provide a resilient, comfortable,

16; attractive, nonabrasive, and slip-resistant surface. Car-

17 peting used in units serving residents who crawl or

18 creep shall be nonabrasive;

19 "(4) temperature and humidity shall be main-

20 tamed within a normal comfort range by heating, air

21 conditioning, or other means. The heating apparatus

22 employed shall not constitute a burn hazard to the

23 residents;

24 "(5) the temperature of the hot water at all taps

25 to which residents have access shall be controlled, by
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1 the use of thermostatically controlled mixing valves or

2 by other means, so that it does not exceed 110 degrees

3 Fahrenheit. Mixing valves shall be equipped with safety

4 alarms that provide both auditory and visual signals of

5 valve failure;

6 "(6) emergency lighting of stairs and exits, with

7 automatic switches, shall be provided in units housing

8 more than fifteen residents;

9 "(7) there shall be adequate clean linen and dirty

10 linen storage areas for each living unit. Dirty linen and

11 laundry shall be removed from the living unit daily;

12 and

13 "(8) laundry and trash chutes are discouraged,

14 but if installed, such chutes shall comply with regula-

15 tions proscribed by the Secretary.

16 "Chapter 3.—PROFESSIONAL AND SPECIAL

17 PROGRAMS AND SERVICES

18 "Subchapter I—Introduction

19 "SEc. 258. (a) In addition to the resident-living serv-

al ices otherwise detailed in this title, residents shall be provided

21 with the professional and special programs and services de-

22 tailed in this section, in accordance with their needs for such

23 programs and services.

24 "(b) The professional and special programs and serv-

ices detailed herein may be provided by programs main-
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1 tamed or personnel employed by the residential facility, or

2 by formal arrangements between the facility and other agen-

3 cies or persons, whereby the latter will provide such pro-

4 grams and services to the facility's residents as needed.

5 "(c) In accordance with the normalized principle, all

6 professional services to the mentally retarded and other indi-

7 viduals with developmental disabilities should be rendered

8 in the community, whenever possible, rather than in a resi-

9 dential facility, and where rendered in a residential facility,

10 such services must be at least comparable to those provided

11 the nonreterded in the community.

12 "(d) Programs and services provided by the facility

13 or to the facility by agencies outside it, or by persons not

14 employed by it, shall meet the standards for quality of serv-

15 ice as stated in this section. The facility shall require that

16 services provided its residents meet the standards for quality

17 of services as stated in this section, and all contracts for the

18 provision of such services shall stipulate that these stand-

19 ards will be met.

20 "SEC. 259. (a) Individuals providing professional and
21 special programs and services to residents may be identified

22 with the following professions, disciplines, or areas of service:

23 "(1) audiology;

24 "(2) dentistry (including services rendered by li-
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1 censed dentists, licensed dental hygienists, and dental

2 assistants) ;

3 "(3) education;

4 "(4) food and nutrition (including services ren-

5 dered by dietitians and nutritionists) ;

6 "(5) library services;

7 "(6) medicine (including services rendered by II-

8 censed physicians, whether doctors of medicine or doe-

9 tors of osteopathy, licensed podiatrists, and licensed

10 optometrists) ;

11 "(7) music, art, dance, and other activity therapies;

12 "(8) nursing;

13 "(9) occupational therapy;

14 "(10) pharmacy;

15 "(11) physical therapy;

16 "(12) psychology;

17 "(13) recreation;

18 "(14) religion (including services rendered by

19 clergy and religious educators) ;

20 "(15) social work;

21 "(16) speech pathology;

22 "(17) vocational rehabilitation counseling; and

23 "(18) volunteer services.

24 "(b) Interdisciplinary teams for evaluating the resident's
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1 needs, planning an individualized habilitation program to

2 meet identified needs, and periodically reviewing the resi-

3 dent's response to his program and revising the program

4 accordingly, shall be constituted of persons drawn from, or

5 representing, such of the aforementioned professions, disci-

6 plines, or service areas as are relevant in each particular case.

7 "(c) Since many identical or similar services or func-

8 tions may competently be rendered by individuals of dif-

9 ferent professions, the standards in the following subsec-

10 tions shall be interpreted to mean that necessary services

11 are to be provided in efficient and competent fashion, with-

12 out regard to the professional identifications of the persons

13 providing them, unless only members of a single profes-

14 sion are qualified or legally authorized to perform the stated

15 service. Services listed under the duties of one profession

16 may, therefore, be rendered by members of other profes-

17 sions who are equipped by training and experience to do so.

18 "(d) Regardless of the means by which the facility

19 makes professional services available to its residents, there

20 shall be evidence that members •of professional disciplines

21 work together in cooperative, coordinated, interdisciplinary

22 fashion to 'achieve the objective of the facility.

23 "SEc. 260. Programs and services and the pattern of

24 staff organization and function within the facility shall be
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1 focused upon serving the individual needs of residents and

2 should provide for-

3 "(1) comprehensive diagnosis and evaluation of

4 each resident as a basis for planning programing and

5 management;

6 "(2) design and implementation of an individual-*

7 ized habilitation program to effectively meet the needs

8 of each resident;

9 "(3) regular review, evaluation, and revision, as

10 necessary, of each individual's habilitation program;

11 "(4) freedom of movement of individual residents

12 from one level of achievement to another, within the

13 facility and also out of the facility, through training,

14 habilitation, and placement; and

15 "(5) an array of those services that will enable

16 each resident to develop to his maximum potential.

17 "Subchapter 11—Dental Services

18 "SEc. 261. (a) Dental services shall be provided all

19 residents in order to maximize their general health by-

20 "(1) maintaining an optimal level of daily oral

21 health, through preventive measures; and

22 "(2) correcting existing oral diseases.

23 " (b ) Dental services shall be rendered-

24 "(1) directly, through personal contact with all
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1 residents by dentists, dental hygienists, dental assistants,

2 dental health educators, and oral hygiene aides, as ap-

3 propriate to the size of the facility; and

4 "(2) indirectly, through contact between dental

5 staff and other personnel caring for the residents, in

6 order to maintain their optimal oral health.

7 "(c) Dental services available to the facility should

8 include-

9 "(1) dental evaluation and diagnosis;

10 "(2) dental treatment;

11 "(3) comprehensive preventive dentistry programs;

12 "(4) education and training in the maintenance of

13 oral health;

14 "(5) participation, as appropriate, by dentists and

15 dental hygienists in the continuing evaluation of indi-

16 vidual residents by .interdisciplinary teams, to initiate,

17 monitor, and follow up individualized habilitation pro-

18 grams;

19 " ( 6) consultation with, or relating to-

20 "(A) residents;

21 "(B) families of residents;

22 "(0) other facility services and personnel;

23 "(7) participation on appropriate facility commit-

24 tees; and

25 "(8) planning and conducting dental research;
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cooperating in interdisciplinary research; and interpret-

2 ing, disseminating, and implementing applicable research

3 findings.

4 "(d) Comprehensive diagnostic services for all resi-

5 dents shall include-

6 "(1) a complete extra and intraoral examination,

7 utilizing all diagnostic aids necessary to properly eval-

8 uate the resident's oral condition, within a period of

9 one month following admission;

10 "(2) provision for adequate consultation in dentist-

11 ry and other fields, so as to properly evaluate the ability

12 of the patient to accept the treatment plan that results

13 from the diagnosis; and

14 "(3) a recall system that will assure that each resi-

15 dent is reexamined at specified intervals in accordance

16 with his needs, but at least annually.

17 "(e) Comprehensive treatment services for all residents

18 shall include-

19 "(1) provision for dental treatment, including the

20 dental specialties of pedodontics, orthodontics, periodon-

21 tics, prosthodontics, endodontics, oral surgery, and oral

22 medicine, as indicated; and

23 "(2) provision for emergency treatment on a

24 twenty-four-hour, seven-days-a-week basis, by a quail-

25 fled dentist.
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1 "(f) Comprehensive preventive dentistry programs

2 should include-

3

.4

5

6

7

8

9

"(1) fluoridation of the facility's water supply;

"(2) topical and systemic fluoride therapy, as pre-

scribed by the dentist;

"(3) periodic oral prophylaxis, by a dentist or

dental hygienist, for each resident;

"(4) provisions for daily oral care, as prescribed

by a dentist or dental hygienist, including:

10 "(A) Toothbrushing and toothbrushing aids,

11 such as disclosing wafers;

12 "(B) tooth flossing;

13 "(C) irrigation;

14 "(D) proper maintenance of oral hygiene

15 equipment;

16 "(E) monitoring the program to assure its

17 effectiveness; and

18 "(5) provision, wherever possible, of diets in a

19 form that stimulates chewing and improvement of oral

20 health.

21 "(g) Education and training in the maintenance of oral

22 health shall include:

23 " (1) continuing inservice training of living-unit

24 personnel in providing proper daily oral health care for

25 residents;
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1 "(2) providing dental health education to direct-

2 care personnel;

3 "(3) a dental hygiene program that includes:

4 "(A) discovery, development, and utilization

5 of specialized teaching techniques that are effective

6 for individual residents;

7 "(B) imparting information regarding nutri-

8 tion and diet control measures to residents and

9 staff;

10 "(C) instruction of classroom teachers and/or

11 students in proper oral hygiene methods;

12 "(D) motivation of teachers and students to

13 promote and maintain good oral hygiene;

14 "(E) instruction of residents in living units in

15 proper oral hygiene methods; and

16 "(4) instruction of parents or surrogates in the

17 maintenance of proper oral hygiene, where appropriate

18 (as in the case of facilities having day programs, or in

19 the ease of residents leaving the facility) .

20 "(h) A permanent dental record shall be maintained

21 for each resident. A summary dental progress report shall

22 be entered in the resident's unit record at stated intervals.

23 A copy of the permanent dental record shall be provided a

24 facility to which a resident is transferred.

25 " (i) When the facility has- its own dental staff, there
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1 should be a manual that states the philosophy of the dental

2 service and describes all dental procedures and policies.

3 There shall be a formal arrangement for providing qualified

4 and adequate dental services to the facility, including care

5 for dental emergencies on a twenty-four hour, seven-days-a-

6 week basis. A dentist, fully licensed to practice in the State

7 in which the facility is located, shall be designated to be

8 responsible for maintaining standards of professional and

9 ethical practice in •the rendering of dental services to the

10 facility. Where appropriate, the facility should, in addition,

11 have available to it, and should utilize, the program-develop-

12 ment consultation services of a qualified dentist who has ex-

13 perience in the field of dentistry for the retarded and other

14 individuals with developmental disabilities.

15 "(j) There shall be available sufficient, appropriately

16 qualified dental personnel, and necessary supporting staff, to

17 carry out the dental services program. All dentists providing

18 services to the facility shall be fully licensed to practice in

19 the State in which the facility is located. All dental hygienists

20 providing services to the facility shall be licensed to practice

21 in the State in which the facility is located. Dental assistants

22 should be certified by an appropriate nationally recognized

23 professional association or should be enrolled in a program

2A leading to certification. Dental health educators shall have

25 a thorough knowledge of-

4

41
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" (1 ) dental health; and

"(2) teaching methods.

"(k) Oral hygiene aides, who may supplement and

promote the proper' daily oral care of residents, through actual

participation and development of new methods in the tooth-

brushing program, or in the dissemination of oral hygiene

7 information, should be-

8 "(1) thoroughly trained in current concepts and

9 procedures of oral care; and

10 "(2) trained to recognize abnormal oral conditions.

11 "(1) Supporting staff should include, as appropriate to

12 the program-

13 "(1) receptionists;

14 " (2 ) clerical personnel to maintain current dental

15 records;

16 "(3) dental laboratory technicians certified by the

17 appropriate nationally recognized professional associa-

18 tion;

19 "(4) escort aides; and

20 "(5) janitorial or housekeeping personnel.

21 (m) All dentists providing service to the facility shall

22 adhere to the code of ethics published by the appropriate

23 nationally recognized professional association.

24 "SEc. 262. (a) Appropriate to the size of the facility, a

25 continuing education program shall be provided that is de-
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1 signed to maintain and improve the skills and knowledge of

2 its professional dental personnel, through means including but

3 not limited to :

4 " (1 ) preceptor or other orientation programs;

5 "(2) participation in seminars, workshops, confer-

6 ences, institutes, or college or university courses, to the

7 extent of at least sixty clock hours annually for each

8 dental professional, in accordance with the standards of

9 the nationally recognized professional dental association

10 and its component societies;

11 " (3 ) study leave ;

12 "(4) participation in the activities of professional

13 organizations that have as their goals the furtherance of

14 expertise in the treatment of the handicapped;

15 "(5) access to adequate library resources, including

16 current and relevant books and journals in dentistry,

17 dental hygiene, dental assisting, mental retardation, and

18 developmental disabilities;

19 "(6) encouragement of dentists to qualify them-

20 selves for staff privileges in hospitals; and

21 "(7) sharing of information concerning dentistry in

22 its relationship with mental retardation and develop-

23 mental disabilities as by publication.

24 "(b) To enriai and stimulate the facility's dental pro-

25 gram, and to facilitate its integration with community serv-

A.
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• 1 ices, the facility should affiliate with, and provide educational

2 experiences for the dental-career students of, dental schools,

3 universities, colleges, technical schools, and hospitals, when-

4 ever the best interests of the facility's residents are thereby

5 served.

6 "(c) There shall be adequate space, facilities, and equip-

7 ment to meet the professional, educational, and administra-

8 five needs of the dental service. General anesthesia facilities

9 for dental care shall be available. The services of a certified

10 dental laboratory shall be available. Appropriate dental con-

11 sultation shall be employed in the planning, design, and

12 equipage of new dental facilities, and in the modification

13 of existing facilities. All dental facilities shall be free of

14 architectural barriers for phsyically handicapped residents.

15 "Subchapter III—Educational Services

16 "SEC. 263. (a) Educational services, defined as de-

17 liberate attempts to facilitate the intellectual, sensorimotor,

18 and effective development of the individual, shall be avail-

19 able to all residents, regardless of chronological age, degree

20 of retardation, or accompanying disabilities or handicaps.

21D There shall be a written statement of educational objec-

22 tives that are consistent with the facility's philosophy and

23 goals. The principle that learning begins at birth shall be

24 recognized, and the expertise of early childhood educators

33-979 0 - 74 - 8
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1 shall be integrated into the interdisciplinary evaluation and

2 programing for residents.

3 "(b) Educational services available to the facility

4 shall include but not be limited to-

5 "(1) establishment and implementation of individ-

6 ual educational programs providing:

7 "(A) continuous evaluation and assessment of

8 the individual;

9 "(B) programing for the individual;

10 "(0) instruction of individuals and groups;

11 "(D) evaluation and improvement of instruc-

12 tional programs and procedures;

13 " ( 2 ) participation in program development serv-

14 ices, including those relating to:

15 "(A) resident habilitation;

16 "(B) staff training;

17 "(0) community activities;

18 "(3) consultation with, or relating to:

19 "(A) other programs for residents and staff;

20 "(B) parents of residents;

21 "(0) administration and operation of the

22 facility;

23 "(D) the community served by the facility;

24 and

25 "(4) research relating to educational programs,
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1 procedures, and techniques; and the interpretation, dis-

2 semination, and application of applicable research

findings.

4 "(c) Where appropriate, an educator shall be a mem-

5 ber of the interdisciplinary teams or groups concerned

6 with-

7 "(1) the total programing of each resident; and

8 "(2) the planning and development of the facility's

9 programs for residents.

10 "(d) Individual educational evaluations of residents

11 shall:

12

13

14

15

16

17

18

19

20

21

22

23

24

25 and

• "(1) commence with the admission of the resident;

"(2) be conducted at least annually;

"(3) be based upon the use of empirically reliable

and valid instruments, whenever such tools are avail-

able;

"(4) provide the basis for prescribing an appro-

priate program of learning experiences for the resident;

"(5) provide the basis for revising the individual

prescription as needed;

"(6) the reporting and dissemination of evalua-

tion results shall be done in such a manner as to—

"(A) render the content of the report mean-

ingful and useful to its intended recipient and user;
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1 "(B) promptly provide information useful to

2 staff working directly with the resident.

3 "(e) There shall be written educational objectives for

4 each resident that are—
.
5 "(1) based upon complete and relevant diagnostic

6 and prognostic data;

7 "(2) stated in specific behavioral terms that permit

8 the progress of the individual to be assessed; and

9 "(3) aaequate for the implementation, continuing

10 assessment, and revision, as necessary, of an individually

11 prescribed program.

12 "(f) There shall be evidence of educational activities

13 designed to meet the educational objectives set for every

14 resident. There shall be a functional educational record for

15 each resident, maintained by, and available to, the educator.

16 "(g) There shall be appropriate programs to implement

17 the facility's educational objectives. Wherever local resources

18 permit and the needs of the resident are served, residents

19 should attend educational programs in the community. Edu-

20 cable and trainable residents shall be provided an educational

21 program of a quality not less than that provided by public

22 school programs for comparable pupils, as regards:

23 " (1 ) physical facilities;

24 "(2) qualifications of personnel;

25 "(3) length of the school day;
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1 "(4) length of school year;

2 "(5) class size;

3 "(6) provision of instructional materials and sup-

4 plies ; and

5 "(7) availability of evaluative and other ancillary

6 services.

7 "(h) Educational programs shall be provided severely

8 and profoundly retarded or developmentally disabled resi-

9 dents, and all other residents for whom educational provisions

10 may not be required by State laws, irrespective of age or

11 ability.

12 " ( i) Appropriate educational programs shall be pro-

13 vided residents with hearing, vision, perceptual, or motor

14 impairments, in cooperation with appropriate staff.

15 "(j) Educational programs should include opportunities

16 for physical education, health education, music education,

17 and art education, in accordance with the needs of the

18 residents being served.

19 "(k) A full range of instructional materials and media

20 shall be readily accessible to the educational staff of the

21

22

23

24

25

facility.

"(1) Educational programs shall provide coeducational

experiences. Learning activities in the classroom shall be

coordinated with activities of daily living in the living units

and with other programs of the facility and the community.
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1 The facility shall seek reciprocal services to and from the

2 community, within the bounds of legality and propriety. An

3 educational program operated by a facility shall seek con-

4 sultation from educational agencies not directly associated

5. with the facility.

6 "SEC. 264. (a) There shall be available sufficient,

7 appropriately qualified educational personnel, and necessary

8 supporting staff, to carry out the educational programs.

9 Delivery of educational services shall be the responsibility of

10 a person who is eligible for-

11 "(1) certification as a special educator of the men-

12 tally retarded or other individuals with developmental

13 disabilities; and

14 "(2) the credential required for a comparable

15 supervisory or administrative position in the community.

16 "(b) Teachers shall be provided aides or assistants,

17 as needed. The facility's educators shall adhere to a code of

18 ethics prescribed by the Secretary. Appropriate to the nature

19 and size of the facility, there shall be an ongoing program

20 for staff development specifically designed for educators.

21 Staff members shall be encouraged to participate actively in

22 professional organizations related to their responsibilities.

23 "(c) To enrich and stimulate the facility's educational

24 program, and to facilitate its integration with community

25 services, opportunities for internships, student teaching, and
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1 practicum experiences should be made available, in coopera-

2 don with university teacher-training programs, whenever the

3 best interests of the residents are thereby served.

4 "Subchapter IV—Food and Nutrition Services

5 "Sac. 265. (a) Food and nutrition services shall be

6 provided in order to-

7 "(1) insure optimal nutritional status of each resi-

8 dent, thereby enhancing his physical, emotional, and

9 social well-being; and

10 "(2) provide a nutritionally adequate diet, in a form

11 consistent with developmental level, to meet the dietary

12 needs of each resident.

13 "(b) There shall be a written statement of policies and

14 procedures that-

15 "(1) describes the implementation of the stated ob-

16 jectives of the food and nutrition services;

17 "(2) governs the functions and programs of the

18 food and nutrition 'services;

19 "(3) is formulated and periodically reviewed by

20 professional nutrition personnel;

21 "(4) is prepared in consultation with other profes-

22 sional staff;

23 "(5) is consistent with the facility's goals and

24 policies;
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"(6) is distributed and interpreted to all facility

2 personnel; and

3 "(7) complies with State and local regulations.

4 "(c) Whenever appropriate, the following services

5 should be provided-

6 "(1) initial and periodic evaluation of the nutri-

7 tional status of each resident, including-

8 "(A) determination of dietary requirements

9 and assessment of intake and adequacy through-

10 " (i) dietary interview;

11 "(ii) clinical evaluation;

12 " biochemical assessment;

13 "(B) assessment of food service practices;

14 "(0) assessment of feeding practices, capabili-

15 ties, and potential;

16 "(2) maintenance of a continuing and periodically

17 reviewed nutrition record for each resident;

18 "(3) incorporation of recommendations drawn from

19 the nutrition evaluation into the total management plans

20 for the resident;

21 "(4) periodic review of implementation of recom-

22 mendations and of need for modification;

23, "(5) participation in the continuing interdiscipli-

24 nary evaluation of individual residents, for the purposes
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of initiation, monitoring, and followup of individualized

2 habilitation programs;

3 "(6) provision of-

4 "(A) counseling services to the individual resi-

5 dent;

6 "(B) reciprocal consultation services with fa-

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

cllity staff and students;

"(C) counseling service to residents' families

or their surrogates;

"(D) nutrition education, on a continuing basis,

for residents, families or surrogates, staff, and stu-

dents, and development of such programs in co-

ordination with various education programs within

the facility and the community;

"(7) coordination of nutrition programs between

the facility and the community, including—

"(A) development of awareness -of available

programs in nutrition;

"(B) development of needed nutrition pro-

grams;

"(C) encouragement of participation of profes-

22 sionals and students in nutrition programs for the

23 mentally retarded and developmentally disabled; and

24 "(8) development, coordination, and direction of
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1 nutrition research, as well as cooperation in interdisci-

2 plinary research.

3 "(d) Food services shall include-

4

5

"(1) menu planning;

"(2) initiating food orders or requisitions;

6 "(3) establishing specifications for food purchases,

7 and insuring that such specifications are met;

8 "(4) storing and handling of food;

9 "(5) food preparation;

10 "(6) food serving;

11 "(7) maintaining sanitary standards in compliance

12 with State and local regulations; and

13 "(8) orientation, training, and supervision of food

14 service personnel.

15 "(e) The food and nutrition needs of residents shall

16 be met in accordance with the recommended dietary allow-

17 ances of the food and nutrition board of the national research

18 council, adjusted for age, sex, activity, and disability, through

19 a nourishing, well-balanced diet. The total food intake of

20 the resident should be evaluated, including food consumed

21 outside of as well as within the facility.

22 "(f) Menus shall be planned to meet the needs of

23 the residents in accordance with subsection (e) . Menus shall

24 be written in advance. The daily menu shall be posted in

25 food preparation areas. When changes in the menu are
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8

9
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11 tested recipes adjusted to appropriate yield should be

12 maintained.

13 "(g) Foods shall be prepared by methods that-

14 " ( 1 ) conserve nutritive value;

15

16

17

18

19

20

21

22

23

24

25
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necessary, substitutions should be noted and should provide

equal nutritive values. Menus shall provide a sufficient va-

riety of foods served in adequate amounts at each meal,

and shall be: (1) Different for the same days of each week;

(2) Adjusted for seasonal changes. Records of menus as

served shall be filed and maintained for at least thirty days.

At least a one-week supply of staple foods and a two-day

supply of perishable foods shall be maintained on the

premises. Records of food purchased for preparation shall

be filed and maintained for at least thirty days. A file of

"(2) enhance flavor; and

"(3) enhance appearance.

"(h) Food shall be prepared, stored, and distributed in

a manner that assures a high quality of sanitation. Effective

procedures for cleaning all equipment and work areas shall

be followed consistently. Dishwashing and panwashing shall

be carried out in compliance with State and local health

codes. Handwashing facilities, including hot and cold water,

soap, and paper towels, shall be provided adjacent to work

area.

" (i) When food is transported, it shall be done in a
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1 manner that maintains proper temperature, protects the food

2 from contamination and spoilage, and insures the preserva-

3 tion of nutritive value. Food storage procedures shall meet

4 State and local regulations. Dry or staple food items shall be

5 stored at least twelve inches above the floor, in a ventilated

6 room not subject to sewage or waste water backflow, or

7 , contamination by condensation, leakage, rodents, or vermin.

8 Perishable foods shall be stored at the proper temperatures

9 to preserve nutritive values. Food served to residents and

10 not consumed shall be discarded.

11- "(j) There shall be a sufficient number of competent

12 personnel to fulfill the objectives of the food and nutrition

13 services, including-

14

15

16

17

18

19

20

21

22

23

24

25

nutritionists or dietitians;

other food service personnel;

clerical personnel;

depending upon the size and scope of the

facility, food and nutrition services shall be directed by

one of the following—

"(A) a dietitian who is eligible for member-

ship in the appropriate professional dietetic associa-

tion, and preferably eligible for registration by such

association, or a nutritionist who has a master's

degree in foods, nutrition, or public health nutrition,

who is eligible for membership in the appropriate
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1 professional dietetic association, and preferably

2 eligible for registration by the association, and who,

3 unless employed by a facility that also employs a

4 dietitian, has had experience in institutional food

5 management;

6 "(B) a food service manager who has a bache-

7 lor's degree in foods, nutrition, or a related field, and

8 who receives consultation from a dietary consultant;

9 "(0) a responsible person who has had training

10 and experience in meal management and service,

11 and who receives consultation from a dietary eon-

12 sultant ; and

13 "(D) the person responsible for food 'and nu-

14 trition services should have had training or experi-

15 ence in providing services to the mentally retarded,

16 and other individuals with developmental disabilities

17 and should be sensitive to their needs;

18 " ( 5 ) the dietary consultant shall-

19 "(A) be eligible for membership in the appro-

20 priate professional dietetic association, and prefer-

21 ably eligible for registration by such association;

22 "(B) serve on a regularly scheduled and fre-

23 quent basis when no full-time dietitian is available;

24 and

25 "(6) every person engaged in the preparation and
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1 serving of food in the facility shall have a valid food

2 handler's permit, as required by State or local regu-

3 lotions. No person who is afflicted with a disease in a

4 communicable stage, or who is a carrier of a corn-

5 municable disease, or who has an open wound, shall

6 work in any food service operation. Every person en-

7 gaged in the preparation and serving of food in the

8 facility shall annually be medically determined to be

9 free of any disease in a communicable stage. All dieti-

10 dans and nutritionists shall adhere to the code of ethics

11 of the appropriate professional dietetic association.

12 "(k) Appropriate to the size of the facility, an ongo-

13 ing inservice training program shall be conducted that is

14 designed to improve and maintain the skills of its food and

15 nutrition services staff, through means such as-

16 "(1) seminars, workshops, conferences, and insti-

17 tutes;

18 "(2) college and university courses;

19 "(3) participation in professional organizations;

20 "(4) participation in interdisciplinary groups;

21 "(5) visitations to other facilities; and

22 "(6) access to adequate library resources, including

23 current and relevant books and journals in nutrition and

24 mental retardation.

25 "(1) Opportunities should be provided, in cooperation



123

1

2

3

4

5

6

7

8

9

10

11

12

13

14

121

with university and other training programs, for students to

obtain practical experience, under appropriate supervision,

whenever the best interests of the residents are thereby

served.

"(m) There shall be adequate space, facilities, and

equipment to fulfill the professional, educational, administra-

tive, operational, and research needs of the food and nutri-

tion services. Dining areas and facilities for food storage,

preparation, and distribution shall be—

"(1) designed in cooperation with a dietitian and,

when appropriate, with assistance from a qualified food

service and equipment consultant;

"(2) adequate for the storage and preservation of

food;

15 "(3) in compliance with State and local sanitation

16 and other requirements;

17 "(4) adequate for the preparation and serving of

18 food; and

19 "(5) adequate for sanitary storage for all dishes

20

21

22

23

24

25

and equipment.

"Subchapter V—Library Services

"SEc. 266. (a) Library services, which include the

location, acquisition, organization, utilization, retrieval, and

delivery of materials in a variety of media, shall be available

to the facility, in order to support and strengthen its total
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1 habilitation program by providing complete and integrated

2 multimedia information services to both staff and residents.

3 Library services shall make available to the facility the

4 resources of local, regional, State, and National library

5 systems and networks. Library services shall be available to

6 all residents, regardless of chronological age, degree of

7 retardation, level of communication skills, or accompanying

8 disabilities or handicaps.

9 "(b) Library services to residents shall be rendered-

10 "(1) directly, through personal contact between

11 library staff and residents;

12 "(2) indirectly, through contact between librarians

13 and other persons working with the residents, designed

14 to-

15

16

17

18

19

20

21

22

23

24

"(A) maintain an atmosphere that recognizes

the rights of the resident to access to information

and to personal use of library materials appropriate

to his level of development in communication skills

or to his desire to conform to peer groups; and

"(B) enhance interpersonal relationships be-

tween direct-care wokers and residents, through the

mutual enjoyment of written, recorded, or oral

literature appropriate to the resident's level of

development and preference.
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1 "(c) Library services available to residents should

2 include-

3 " (1 ) assistance in team evaluation and assessment

4 of the individual's level of development in coramunica-

5 lion skills, such as listening, comprehension, reading,

6 and ability to respond to stimuli in a wide range and

7 variety of media;

8 " (2 ) provision of informational, recreational, and

9 educational materials appropriate to individual residents

10 at all stages of development in communication skills,

11 including media to stimulate sensory development, both

12 in the library and in the living unit. Such materials

13 should include, but need not be limited to-

14 "(A) books, including picture, juvenile, adult,

15 high interest-low vocabulary, large print, and talk-

16 ing books ;

17 "(B) niagazines, including juvenile, adult plc-

18 tonal, and magazines on talking books;

19 "(0) newspapers;

20 "(D) 'audiovisual media, including films, film-

21 strips, slides, video tapes, audio tapes, and records,

22 and appropriate equipment;

23 "(E) graphics;

33-979 0 - 74 - 9
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1 "(F).experiant materials, such as manipula-

2 tive materials, toys and games, realia, and onimals;

3 "(3) development of programs for individual or

4 group enjoyment, for development of communication

5 skills, for encouragement and satisfaction of natural hu-

6 man curiosity about anything, including sex and the facts

7 of life, and for general enhancement of self-image. These

8 programs should include, but need not be limited to-

9 "(A) storytelling, with listener participation

10 through games or other activities;

11. "(B) reading aloud, including 'reading' pie-

12 tures;

13 "(0) film or filmstrip programs;

14 "(D) listening to recorded media;

15 "(E) media discussion groups;

16 "(F) library clubs;

17 "(G) touching, browsing, exploring, or naming

18 sensory stimuli;

19 "(H) creative writing, including group compo-

20 sition through dictation, tape recording, etc.;

21 "(I) puppetry, including the making of pup-

22 pets;

23 "(J) creative dramatics;

24 "(4) opportunities to visit, and make use of, com-

munity library services and facilities in the same manner,

•
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1 and on the same terms, as any resident of the corn-

2 munity;

3 "(5) referral services to the community library

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

most convenient to place of residence or employment,

when the resident leaves the facility; and

"(6) active participation in, and encouragement

of, library programs related to the educational and habili-

tative services of the facility, including the supplementa-

tion, support, and reinforcement of school programs.

"(d) Librarians providing service to residents should

act as advocates on their behalf if facility policies or com-

munity library policies interfere with the retarded or develop-

mentally disabled person's freedom to read materials of his

own choosing or if they deny or abrogate his right to infor-

mation or access to library services of any kind, in accordance

with the standards adopted by the appropriate professional

library association.

"(e) Library services to staff should include—

"(1) selection, acquisition, organization, classifica-

tion, cataloging, procurement through interlibrary loan,

and dissemination of informational, educational, .and in-

structional library materials and audiovisual equipment;

"(2) provision of reference and bibliographic mate-

rials and services, literature searches, bibliography com-

pilation, indexing and abstracting services, and other
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guides to the literature relevant to mental retardation

2 and developmental disabilities;

3 " (3 ) acquisition of material for evaluation for pur-

4 chase;

5 "(4) provision of a current awareness program to

6 alert staff to new materials and developments in their

7 fields;

8 "(5) orientation to library services and functions,

9 including continuing instruction and assistance in the use

10 of informational sources, and participation in general

11 orientations to the facility;

12 "(6) provision of written and oral translation serv-

13 ices; and

14 "(7) cooperation in inservice training programs by

15 working with subject specialists and by recommending,

16 providing, or producing materials in various media.

17 "(f) Library services to the facility may include-

18 " (1 ) provision of informational materials about the

19 facility and mental retardation developmental disabilities

20 in general, through an organized collection of resources;

21 "(2) assistance with such public relation functions

22 as preparing brochures, program statements, annual re-

23 ports, writing news releases and feature stories, and of-

24 fering editorial and research assistance to staff preparing

25 professional books and papers; and



129

127

1 "(3) assistance in preparing grant applications and

2 report writing.

"(g) When library services are provided in the facility-

4 "(1) there shall be a written statement of objectives

5 that make possible a well-conceived, comprehensive,

6 long-range program of library development, consistent

7 with the overall goals of the facility, adapted to the needs

8 and aptitudes of the residents, and designed to be modi-

fied as the program of the facility changes;

10 "(2) there shall be a separate budget, adequate to

11 carry out the program in accordance with stated goals

12 and objectives;

13 "(3) library services shall be placed within the

14 organizational structure of the facility in such a way as

15 to be available to, and maximally 'utilized by, all relevant

16 services and programs;

17 "(4) there shall be written policies covering the

18 library's day-to-day activities, and the coordination of

19 these activities with those of other services of the facility

20 and with related activities in the community;

21 "(5) there shall be available sufficient, appropri-

22 ately qualified staff, and necessary supporting personnel,

23 to carry out the program in accordance with stated goals

24 and objectives;

25 "(6) a qualified librarian shall be responsible for all
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library services. Where the level of need for services

does not require the full-time employment of a pro-

fessional librarian, coverage may be through the use of

consultant service or supervisory personnel, through the

pooling of resources and the sharing of services by two

or more facilities in a geographic ,area, or through serv-

ice supplied through a regional library system;

"(7) the librarian shall participate, when appro-

priate, in the interdisciplinary planning, development,

and evaluation of facility programs;

"(8) the librarian should coordinate the purchasing

of all print and nonprint materials for the facility, and

act as the facility's informed agent in initiating the

purchase of print and nonprint materials, and the library

should serve as clearing house for such holdings;

"(9) librarians should participate in—

"(A) educating appropriate members of the

community, concerning the library needs of resi-

dents;

"(B) planning, with community librarians, the

utilization of library resources to optimize resident

adjustment;

"(0) developing appropriate expectancies and

attitudes within community libraries that residents

will use;
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1 "(10) appropriate relationships with other libraries

2 and community agencies shall be established to more

3 effectively accomplish the library's service functions;

4 "(11) appropriate to the size of the facility, there

5 should he a staff development program designed to main-

6 tain and improve the skills of library services staff

7 through means such as-

8 "(A) staff meetings and inservice training;

9 "(B) seminars, workshops, conferences, and

10 institutes;

11 "(C). college and university courses;

12 " (D ) professional organizations;

13 "(E) participation in interdisciplinary groups;

14 "(Fr visits to other facilities;

15 "(G) access to relevant professional literature;

16 "(12) whenever appropriate, the library should

17 provide training for beginning librarians, further the

18 orientation and training of library assistants, technicians,

19 or volunteers, and serve as a training center for library

20 institutes or workshops;

21 "(13) library services should be located so as to

22 be convenient and accessible to all users;

23 "(14) all library functions should be integrated

24 within a centralized location, whenever this does not act

25 as a barrier to accessibility for any group;
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"(15) space, physical facilities, and equipment shall

be adequate to carry out the program, and shall comply

with the standards for library services in health care

institutions published by the appropriate professional

library association of hospitals and institutions of the

appropriate professional library association;

"(16) the hours during which the library is open

should meet the requirements of the majority of the

library's users, and should be as generous as possible;

and

'"(17) users of library services shall participate in

the planning and evaluation of library programs, by

means such as advisory committees.

"(h) If library services are provided outside the facility,

there shall be a formal agreement that stipulates lines of com-

munication, areas of responsibility, and kinds of service.

" (i) The individual responsible for maintaining stand-

ards of professional and ethical practice in the 'rendering of

library services to the facility—

"(1) shall have a master's degree in library science

from a school accredited by the recognized national

professional library association; and

"(2) should have preparation in a field relevant to

work with the mentally retarded and other individuals

with developmental disabilities.
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" ild). vlikal renderiag iiry

2 librariaw,, media vecialists, and 3.114:di..3,

3 supportive staff, and volunteers, shall have qualifications

4 appropriate to their responsibilities ad duties.

5 "Subchapter 'VI—Medical ,',f;,:rvicr.

6 "SEc. 267. (a) Medical services shall be provided In

7 order to-

8 " (1) 6,chieve and maintain an optimal level'of

9 general health for each. resident;

10 "(2) maximize normal function and prevent dig-

11 • ability; and

12 "(3) facilitate the optimal development of each

13

14

15

16

17

18

19

20

211:

22

23

24

25

resident.

"(b) Medical services shall be rendered—

"(1) directly, through personal contact between

physicians and residents; and

"(2) indirectly, through contact between physi-

cians and other persons working with the residents,

which is designed to maintain an environment that rec-

ognizes and meets the health, hygiene, sanitary, and

nutritional needs of the residents.

"(c) Medical services available to the residential facil-

ity should include—

"(1) evaluation and diagnosis;

"(2) treatment;
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1 " (3) program development services, including

2 those relating to-

3 "(A) resident habilitation;

4 "(B) staff training;

5 " (C) community participation;

6 "(4) consultation with, or relating to-

7 "(A) residents;

8 "(B).families of residents;

9 "(C) the administration and operation of the

10 facility;

11 "(5) medical and ancillary staff training; and

12 " (6) preventive health services for residents and

13 staff.

14 "(d) The services of medical and surgical hospitals that

15 are accredited by the recognized national appropriate joint

16 commission on accreditation of hospitals shall be available

17 to residents. Only pathology, clinical laboratory, and radio-

18 logic services that meet the hospital accreditation standards

19 of such joint commission on accreditation of hospitals

20 shall be utilized. Electroencephalographic services shall be

21 available as necessary. There shall be evidence, such as may

22 be provided by a record of the deliberations of a utilization

23 review committee, that such hospital and laboratory services

24 are utilized in accordance with proper professional standards.

25 "(e) Physicians shall participate, when appropriate-

41.
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1 , "(1) in the continuing interdisciplinary evaluation

2 of individual residents, for the purposes of initiation,

3 monitoring, and followup of individualized habilitation

4 programs; and

5 "(2) in the development for each resident of a de-

6 tailed, written statement of-

7 "(A) case management goals, encompassing

8 the areas of physical and mental health, education,

9 and functional and social competence; and

10 "(B) a management plan detailing the various

11 habilitation or rehabilitation modalities that are to

12 be applied in order to achieve the specified goals,

13 with clear designation of responsibility for imple-

14 mentation.

15 "(f) The management plan shall ordinarily include, but

16 not necessarily be limited to-

17 "(:1) the resident's day-to-day aictivity program;

18 "(2) physical rehabilitation to prevent and correct

19 deformity, to enhance mobility, and to facilitate train-

20 ing in self-help skills;

21 "(3) provision for adaptive equipment necessary

22 to the rehabilitation plan;

23 " (4) an educational program;

24 "(5) a vocation and occupational program;
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"(6) stated intervals for review of the manage-

ment plan; and

"(7) short- and long-term goals, including criteria

for release.

(g) Statement of treatment goals and management

6 plans shall be reviewed and updated-

7 "(1) as needed, but at least annually; and

8 "(2) to insure continuing appropriateness of the

9

10

11

12

13

14 "(1) early diagnosis of disease;

15 "(2) prompt treatment in the early stages of

16 disease;

17 " (3) limitation of disability by arresting the dis-

18 ease process;

19 (4) prevention of complications• and sequelae;

20 and

21 "(5) rehabilitation services to raise the affected

22 individual to his greatest possible level of function, in

23 spite of his handicap, by maximizing the use of his

24 remaining capabilities.

goals, consistency of management methods with the

goals, and the achievement of progress toward the goals.

"(h) Special attention shall be given those residents

who, without active intervention, are at risk of further loss

of function, by means that include--
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1 " (i) Preventive health services to residents shall

2 include-

3 " (1) means for the prompt detection and referral

4 of health problems, through adequate medical surveil-

lance, periodic inspection, and regular medical examina-

,., 6 tion;

7• 
 

"(2) annual physical examinations, that inc1ude--

8 "(A) examination of vision and hearing;

9 • "(B) routine screening laboratory examina-

10 tions, as determined by the physician, and special

11 studies when the index of suspicion is high;

12 "(3) maintenance of a graphic record of height

13 and weight for each resident, in a form that permits

14 ready. reference to standardized norms;

15 "(4) immunizations, using as a guide the recom-

16 mendations of the United States Public Health Service

17 Advisory Committee on Immunization Practices and of

18 the appropriate committee on the control of infectious

19 diseases of the appropriate medical specialty association;

20 "(5) tuberculosis control, in accordance with the

21 recommendations of the appropriate medical specialty.

22 association as appropriate to the facility's population;

23 and
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1 "(6) reporting of communicable diseases and in-

2 fections in accordance with law.

3 "(j) Preventive health services to staff shall include-

4 "(1) preemployment physical examinations; and

5 "(2) surveys for the detection and prevention of

6 communicable diseases.

7 "(k) There shall be a formal arrangement for qualified

8 medical care for the facility, including care for medical

9 emergencies on a twenty-four-hour, seven-days-a-week basis.

10 A physician, fully licensed to practice medicine in the State

11 in which the facility is located, shall be designated to be

12 responsible for-

13 "(1) maintaining standards of professional and

14 ethical practice in the rendering of medical services in

15 the facility; and

16 "(2) maintaining the general health conditions

17 and practices of the facility and/or system of health

18 services.

19 Each resident shall have a personal (primary) physician,

20 who maintains familiarity with his state of health and with

21 conditions within the residential living unit that bear on his

22 health. Qualified medical specialists of recognized profes-

23 sional ability shall be-

24 "(1) available for a broad range of specialized

25 care and consultation; and



139

137

1 "(2) appropriately used.

2 "(1) Appropriate to the size of the facility, an ongoing

3 inservice training program shall be conducted that is de-

4 signed to maintain and improve the medical skills of its phy-

5 sicians and their knowledge of developmental disabilities,

6 through methods such as staff seminars, outside speakers,

7 attendance at professional medical meetings, and informa-

8 tional exchanges with universities and teaching hospitals.

9 "(m) There shall be adequate space, facilities, and

10 equipment to fulfill the professional, educational, and ad-

11 ministrative needs of the medical service.

12 "Subchapter VII—Nursing Services

13 "SEC. 268. (a) Residents shall be provided with nurs-

14 ing services, in accordance with their needs, in order to-

15 "(1) develop and maintain an environment that .

16 will meet their total health needs;

17 "(2) foster optimal health;

18 "(3) encourage maximum self-care and independ-

19 ence; and

20 (4) provide skilled nursing care as needed.

21 " (b) There shall be a written statement of nursing phi-

22 losophy and objectives that are consistent with the purpose

23 of the facility and that give direction to the nursing pro-

24 gram. Nursing personnel shall be responsible for the forma-
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1 id revis.):a of the philosophy .and objectives.

The philowpily and objectives shall be—

" (1,) distributed to all nursing personnel; and

4 • " (2) Jnadc available and interpreted to all other

Istm:10.

) Nursing servites should -1). provided through--

" (1) dire.::t -nursing interveroion;

`.` (2) instruction and supervision of facility staff

rendering nirsug care;

(3) supporting, counseling, and teaching the resi-

n dei.-4, his family, and lrs direct-.re staff, at the facility

32orin the home;

13 " (4) consultation and follwythrough in the interest

14 of the resident aq.d

i5 " (5) participation on approy'ate facility coin

16 mittees.

17 "(d) Nursing services to residents shall include, when

18 appropriate-

1,9 " (1) professional nurse participation in----

20 " (A ) the preadmission evaluation study and

21 plan;

22 "(B) the evaluation study, program design,

23 and placement of the resident at the time of admis-

24 sion to the facility;
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1 (0) the periodic reevaluation of the type, ex-

tent, and quality of services and programing;

3 "(D) the development of discharge plans;

4 "(E) the referral to appropriate community

5 resources;

6 "(2) services directed toward the promotion of

7 health, including-

8 "(A) observation and assessment of the devel-

9

10

11

12

13

14

15 infections, through-

16 " (i) identification and assessinent;

17 "(ii) reporting to medical authority;

18 "(iii) implementation of appropriate pro-

19 tective and preventive measures;

20 "(F) development of a written plan for nursing

21 action, in relation to the total habilitation program;

22 "(G) modification of the nursing plan, in terms

23 of the resident's daily needs, at least annually for

24 adults and more frequently for children, in accord

25 ance with developmental changes;

opmental function of the resident, within his

environment;

"(B) training in habits of personal hygiene;

"(C) family life and sex education;

" ( D ) sg fety education;

"(E) control of communicable diseases and

33-979 0 - 74 - 10
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1 "(3) participation in the prevention of disability for

2 all residents, with special attention to those residents who

3 exhibit the lowest level of functional development,

4 including-

5 "(A) nursing assessment of the functional level

6 of development;

7 "(B) development, implementation, and coor-

8 dination of a plan to maintain and encourage optimal

9 level of function, with written provision for direct

10 and indirect nursing intervention; and

11 "(4) planned, intensive nursing care for every resi-

12 dent who is medically determined to be acutely ill.

13 "(e) A professional nurse shall participate, as appropri-

14 ate, in the planning and implementation of training of facility'

15 personnel. Direct-care personnel shall be trained in-

16 "(1) detecting signs of illness or dysfunction that

17 warrant medical or nursing intervention;

18 "(2) basic §kills required to meet the health needs

19 and problems of the residents; and

20 "(3) first aid in the presence of accident or illness.

21 "(f) Qualified nurses shall be encouraged to become in-

22 volved in-

23 " ( 1 ) initiating, conducting, and evaluating nursing

24 research;
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1 "(2) evaluating and applying relevant research

2 findings for the benefit of residents;

3 "(3) formulating the policies governing research

4 in the facility; and

5 "(4) serving as resource persons to schools of nurs-

6 ing, and to public health nursing and related agencies.

7 "(g) There shall be available sufficient, appropriately

8 qualified nursing staff, which may include currently licensed

9 practical nurses and other supporting personnel, to carry out

10 the various nursing service activities. A registered profes-

11 •sional nurse shall be designated as being responsible for

12 maintaining standards of professional, legal, and ethical

13 practice in the delivery of nursing services according to the

14 needs of the residents. The individual responsible for the

15 delivery of nursing services-

16 "(1) should have at least a master's degree in

17

18

19

20

21

22

23

nursing; and

"(2) shall have knowledge and experience in the

field of developmental disabilities.

"(h) Nursing service personnel at all levels of experi-

ence and competence shall 'be—

"(1') assigned responsibilities in accordance with

their qualifications;
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1 "(2.) delegated authority commensal-ate with their

2 responsibility; and

3 "(3) provided appropriate professional nursing

4 supervision.

5 " (i) Organized nursing services and professional nurse

6 practitioners should have recourse to qualified and appro-

7 priate consultation as needed. All professional nurses shall

8 be familiar with, and adhere to, the code of ethics published

9 by the appropriate nationally recognized professional nurses'

10 association.

11 "(j) Appropriate to the size of the facility, there shall

12 be an educational program designed to enhance the clinical

13 competencies and the knowledge of developmental disabili-

14 ties of its professional nursing staff, through means, including

15 but not limited to-

16 " ( 1 ) staff meetings and inserviee training;

17 "(2) seminars, workshops, conferences, and insti-

18 tutes;

19 "(3) college and university courses;

20 "(4) participation in professional organizations;

21 "(5) participation in interdisciplinary groups;

22 "(6), visits to other facilities; and

23 "(7) access to relevant professional literature.

24 "(k) To enrich and stimulate the facility's nursing pro-

25 gram, and to facilitate its integration with community serv-
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1 ices, educational experiences for students of all types of

2 professional and vocational nursing schools shall be encour-

3 aged and defined by a contractual 'agreement, whenever the

4 best interests of the residents are thereby served.

5 "(1) There shall be adequate space, facilities, and equip-

6 ment to fulfill the professional, educational, and administra-

7 tive needs of the nursing service. Professional nursing con-

8 sultation shall be included in the design and modification of

9 areas and facilities that will be used by the ill and the

10 physically handicapped.

11 "Subchapter VIII—Pharmacy Services

12 "SEc. 269. (a) In order to contribute to improved

13 resident care and to promote optimal response to drug ther-

14 apy by the residents, through the full utilization of the

15 knowledge and skills of the pharmacist, pharmacy services

16 shall be provided under the direction of a qualified pharma-

17 cist. There shall be a formal arrangement for qualified phar-

18 macy spvices, including provision for emergency service, by

19 means appropriate to the facility. Such means may include

20 the services of a pharmacist in a local community or hospital

21 pharmacy that meet the standards listed herein, as well as

22 the operation of its own pharmacy by the facility. There

23 shall be a current pharmacy manual that-

24 "(1) includes policies and procedures, and defines
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1 the functions and responsibilities relating to pharmacy

2 services; and

3 "(2) is revised annually to keep abreast of current

4 developments in services and management techniques.

5 "(b) There shall be a formulary system, approved by

6 the responsible physician and pharmacist, and by other ap-

7 propriate facility staff. Copies of the facility's formulary and

8 of the nationally recognized American hospital formulary

9 service shall be located and available, as appropriate to the

10 facility.

11 "(c) Upon admission of the resident, a medication his-

12 tory of prescription and nonprescription drugs used shall be

13 obtained, preferably by the pharmacist, and this information

14 shall be entered in the resident's record for the information

15 of the staff. The pharmacist shall-

16 "(1) receive the original, or a direct copy, of the

17 physician's drug treatment order;

18 "(2) review the drug regimen, and any changes,

19 for potential adverse reactions, allergies, interactions,

20 contraindications, rationality, and laboratory test modi-

21 fications, and advise the physician of any recommended

22 changes, with reasons and with an alternate drug

23 regimen;

24 "(3) maintain for each resident an individual record
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1 of all medications (prescription and nonprescription)

2

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

dispensed, including quantities and frequency of refills;

"(4) participate, as appropriate, in the continuing

interdisciplinary evaluation of individual residents, for

the purposes of initiation, monitoring, and followup of

individualized habilitation programs;

"(5) participate in any of the following activities

that are undertaken in the facility:

"(A) drug research;

"(B) drug utilization review;

"(C) infection and communicable disease com-

mittee;

"(D) safety committee;

"(E) patient care incident review; and

"(6) establish quality specifications for drug pur-

chases, and insure that they are met.

"(d) The pharmacist should—

"(1) prepare a drug treatment plan, as prescribed

by the attending physician, for inclusion in the resident's

record and for use by the staff, that includes—

"(A) the drug product, dosage form, route of

administration, and time of administration, includ-

ing, when appropriate, the time with respect to

meals, other drugs, and activities;
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"(B) a schedule of laboratory tests necessary to

detect adverse reactions;

3 "(0) nothing of any potential adverse reactions

4 for the staff's information;

5 "(2) regularly review the record of each resident

6 on medication, and have contact with selected residents

7 with potential problems, noting in the residents' records

8 and reporting to physicians any observations of response

9 to drug therapy, and of adverse reactions and over or

10 underutilization of drugs;

11 " (3 ) provide instructions and counseling on the

12

13

14

15'

16

17

18

19 •

20

21

22 •

23

24

25

correct use of his drugs, as prescribed by the attending

physician, to each resident on home visit and discharge,

'and/or to this parents;

"(4) provide education and counseling to residents

in independent living units on the correct use of their

drugs, as prescribed by the attending physician, and

on the results expected from correct use and from

over or underuse;

) participate in programs for sex education and

drug abuse education;

" (6) provide information on the resident's drug

regimen to the receiving facility pharmacist, when the

resident is transferred, and, with the approval of the

resident or his guardian, to the resident's community
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1 pharmacist, his private physician, and/or the com-

2 munity mental retardation or developmental disability

3 service when the resident is discharged from the facility,

4 so as to insure continuity of care;

5 "(7) participate in inservice education programs

6 for professional and direct-care stall;

7 "(8) orient and teach students in pharmacy and

8 other professions, regarding pharmacy's services to the

9 residents and regarding drugs and their uses; and

10 "(9) participate in public educational and inform.-

11 tional programs on mental retardation and develop-

12 mental disabilities.

13 "(e) Where appropriate to the facility, there shall be

14 a pharmacy and therapeutics committee, that includes one

15 or more pharmacists, to develop policy on drug usage in the

16 facility, and to develop and maintain a current formulary.

17 This committee shall meet not less than once every three

18 months. Minutes of the committee meetings shall be kept

19 on file.

20 "(f) Written policies and procedures that govern the

21 safe administration and handling of all drugs shall be devel-

22 oped by the responsible pharmacist, physician, nurse, and

23 other professional staff, as appropriate to the facility. The

24 compounding, packaging, labeling. and dispensing of drugs,

25 including samples and investigational drugs, shall be done



150

148

1 by the pharmacist, or under his direct supervision, with

2 proper controls and records. Each drug shall be identified

3 up to the point of administration. Procedures shall be estab-

4 lished for obtaining drugs when the pharmacy is closed.

5 "(g) The unit dose or individual prescription system

6 of drug distribution should be used. Wherever possible,

7 drugs that require dosage measurement shall be dispensed

8 by the pharmacist in a form ready to be administered to

9 the patient.

10 "(Ii) There shall be a written policy regarding the ad-

11 ministration of all drugs used by the residents, including

12 those not specifically prescribed by the attending practitioner.

13 There shall be a written policy regarding the routine of

14 drug administration, including standardization of abbrevia-

15 tions indicating dose schedules. Medications shall not be used

16 by any resident other than the one for whom they were is-

17 sued. Only appropriately trained staff shall he allowed to

18 administer drugs.

19 " (i) There shall be a written policy governing the self-

20 administration of drugs, whether prescribed or not.

21 "(j) Drugs shall be stored under proper conditions of

22 sanitation, temperature, light, moisture, ventilation, segre-

23 gation, and security. All drugs shall be kept under lock and

24 key except when authorized personnel are in attendance.

25 The security requirements of Federal and State laws shall be
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1 satisfied in storerooms, pharmacies, and living units. Poisons,

2 drugs used externally, and drugs taken internally shall be

3 stored on separate shelves or in separate cabinets, at all lo-

4 cations. Medications that are stored in a refrigerator con-

5 taming things other than drugs shall be kept in a, separate

6 compartment with proper security. A perpetual inventory

7 shall be maintained of each narcotic drug in the pharmacy,

8 and in each unit in which such drugs are kept, and inventory

9 records shall show the quantities of receipts and issues and

10 the person to whom issued or administered. If there is a

11 drug storeroom separate from the pharmacy, there shall be

12 a perpetual inventory of receipts and issues of all drugs by

13 such storeroom.

14 "(k) The pharmacist should review the drugs in each

15 living unit monthly, and should remove outdated and de-

16 teriorated drugs and drugs not being used. Discontinued and

17 outdated drugs, and containers with worn, illegible, or miss-

18 Mg labels, shall be returned to the pharmacy for proper

19 disposition.

20 "(1) There shall be automatic stop orders -on all drugs.

21 There shall be a drug recall procedure that can be readily

22 implemented. Medication errors and drug reactions shall be

23 recorded and reported immediately •to the practitioner who

24 ordered the drug. There shall be 131, procedure for reporting

25 adverse drug reactions to the Federal Food- and Drug Ad-
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1 ministration. The pharmacist shall be responsible for the stor-

2 age and dispensing of investigational drugs. The pharmacist

3 shall provide the residential staff with pharmacological and

4 other necessary information on investigational drugs, includ-

5 ing dosage form, dosage range, storage, adverse reactions,

6 usage, and contraindications.

7 "(m) There shall be an emergency kit-

8 "(1) readily available to each living unit; and

9 "(2) constituted so as to be appropriate to the needs

10 of its residents.

11 "(n) Pharmacy services shall be-

12

13

14

15

16

17

18

19

20

21

22

23

24

25

"(1) directed by a professionally competent and

legally qualified pharmacist who is a graduate of a

school of pharmacy accredited by the American Council

on Pharmaceutical Education, or its equivalent, and who

serves •on a full-time or part-time basis, as the activity

of the service requires;

"(2) staffed by a sufficient number of competent

personnel, consistent with the facility's needs, and inn-

eluding—

"(A) pharmacists necessary to provide com-

prehensive pharmacy services;

"(B) technicians and clerical personnel to re-

lieve the pharmacist of nonprofessional and clerical

duties;
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1 "(3) pharmacists should have had training and/or

2 experience in providing services to the ,mentally retarded

3 and other individuals with developmental disabilities, and

4 should be sensitive to their needs; and

5 "(4) all pharmacists shall be familiar with, and ad-

6 here to, the code of ethics of the nationally recognized

7 professional pharmaceutical association.

8 "(o) Appropriate to the size of the facility, there should

9 be a staff development program, designed to maintain and

10 improve the skills of its pharmacy staff through means, in

11 eluding but not limited to:

12 " ( 1 ) staff meetings and inservice training;

13 "(2) seminars, workshops, conferences, and insti-

14 tutes;

15 "(3) college and university courses;

16 "(4) participation in professional organizations;

17 "(5).participation in interdisciplinary groups;

18 "(6) visits to other facilities; and

19 "(7) access to relevant professional literature.

20 "(p) The pharmacy serving the facility shall—.

21 "(1) have sufficient space for necessary comp9und-

22 ing, dispensing, labeling, and packaging 'functions;

23 "(2) have the equipment neeessary for compound-

24 ing, dispensing, issuirg, .storing, and administrative

25 functions;
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1 "(3) be clean and orderly; and

2 " (4 ) contain current pharmaceutical reference ma-

3 terial to provide adequate information concerning drugs.

4 "(q) Space for the storage of drugs in the storeroom,

5 pharmacy, and living units shall be sufficient to prevent

6 crowding of the drugs. There shall be adequate drug prepa-

7 ration areas, that are-

8 " (1 ) properly secured;

9 " (2 ) well lighted; and

10 " (3 ) located so that personnel will not be inter-

11 rupted when handling drugs.

12 "(r) If the facility operates its own pharmacy, there

13 should be-

14 " ( 1 ) an office for the pharmacist; and

15 " (2 ) a private area for instructing and counseling

16 residents and/or parents on the correct use of drugs.

17 "Subchapter IX—Physical and Occupational Therapy

18 Services

19 "SEc. 270. (a) Although this subsection combines

20 standards for physical and occupational therapy, each is la

21 discrete service that complements the other in a manner

22 similar to their relationship with all other health and med-

23 ically related services. Both services, therefore, shall be pro-

24 vided, or made available to, residents on a continuing basis,
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1 as needed. Physical and occupational therapy services shall

2 be provided in order to-

3 " (1 ) prevent abnormal development and further

4 disability;

5 " (2 ) facilitate the optimal development of each

6 resident; and

7 "(3) enable the resident to be a contributing and

8 participating member of the community in which he

9 resides.

10 The facility shall have a written statement of its physical

11 therapy and occupational therapy objectives for its residents,

12 consistent with-

13 " (1 ) the needs of the residents;

14 " (2 ) currently accepted physical therapy and occu-

15 pational therapy theories, principles, and goals;

16 " (3 ) the philosophy and goals of the facility; and

17 "(4) the services and resources provided.

18 Physical and occupational therapy services shall be pro-

19 vided-

20

21

22

23

24

" (1 ) directly, through personal contact between

therapists and residents;

" (2 ) indirectly, through contact between therapists

and other persons involved with the residents, to:

" (A ) create and maintain an atmosphere that
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1

2 residents and is conducive to the development and

3 maintenance of optimal physical and psychosocial

4 functioning;

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

recognizes the physical and psychosocial needs of

"(B) maximize the effectiveness •of all pro-

grams for residents, through the application of

knowledge concerning the development and main-

tenance of motor performance and behaviors; and

"(C) implement programs for the improvement

of physical and psychosocial functioning in all en-

vironmental settings.

Physical and occupational therapists shall have a

responsibility for organizing and implementing programs to

achieve physical and occupational therapy goals throughout

the resident's daily activities.

"(b) Physical and occupational therapy services avail-

able to the facility should include—

"(1) screening and evaluation of residents;

"(2) therapy with individuals and groups;

"(3) program development services, including those

relating to—

" ( A ) resident habilitation;

"(B) inservice training of professional, direct-

care, and other staff;

(C) community participation;



157

155

1 " (4) consultation with, or relating to-

2 "(A) residents;

3 "(B) families of residents;

4 "(C) medical, dental, psychological, educa-

5 tional, nursing, and other services ;-

6 "(D) the administration and operation of the

7 facility;

8 "(E) the community served by the facility;

9 "(5) training of therapy staff;

10 "((3) training of physical and occupational therapy

11 graduate and/or undergraduate students, interns, sup-

12 portive staff, and volunteer workers;

13 "(7) assessment of program effectiveness; and

14 "(8) conduct of, or participation in, research, and

15 dissemination and appropriate application of research

16 findings.

17 "(c) Therapists should screen residents, in order to-

18 "(1) determine the characteristics of the facility's

19 population;

20 "(2) identify resident needs and establish program

21 priorities; and

22 "(3) determine the administrative, budgetary, and

23 personnel requirements of the service.

24 "(d) Evaluation of individual residents by physical and

25 occupational therapists should include-

33-979 0 - 74 - 11
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1 " ( .1 ) observing and testing performance and mo-

2

3

4

5

6

7

8

9

10

11

12

13

14

15

16

tivation in sensorimotor, perceptual, behavioral, and self-

care activities;

"(2) assessment and analysis of findings, to deter-

mine level of function and to identify deviations from

accepted norms;

"(3) providing information for interdisciplinary

staff use, in determining diagnosis, functional capacities,

prognosis, and management goals; and

"(4) physical and occupational therapists shall par-

ticipate, when appropriate, in the continuing interdisci-

plinary evaluation of individual residents, for the pur-

poses of initiation, monitoring, and followup of individual-

ized habilitation programs.

"(e) Physical therapy and occupational therapy staff

shall provide treatment-training programs that are designed

17 to-

18 " (1 ) preserve and improve abilities for independ-

19 ent function, such as range of motion, strength, toler-

20 ance, coordination, and activities of daily living;

21 " (2 ) prevent, insofar as possible, irreducible or

22 progressive disabilities, through means such as the use

23 of orthotic and prosthetic appliances, assistive and

24 adaptive devices, positioning, behavior adaptations, and

25 sensory stimulation;
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2

3

4

5

6

7

8

9

157

"(3) the therapist shall function closely with the

.resident's primary physician and with other medical

specialists;

"(4) treatment-training progress shall be—

"(A) recorded regularly;

"(B) evaluated periodically; and

"(C) used as the basis for continuation or

change of the resident's program.

"(f) Evaluation results; treatment objectives, plans,

10 and procedures; and continuing observations of treatment

11 progress shall be-

12 " ( 1 ) recorded accurately, summarized meaning-

13 fully, and communicated effectively;

14 "(2) effectively used in evaluating progress; and

15 "(3) included in the resident's unit record.

16 "(g) Consumers and their representatives, including

17

18

19

20

21

22

23

24

residents, families, other disciplines, and community groups,

shall be utilized in the planning and evaluation of physical

therapy and occupational therapy services. There shall be

available sufficient, appropriately qualified staff, and sup-

porting personnel, to carry out the various physical and

occupational therapy services, in accordance with stated

goals and objectives. Physical and occupational therapists

be—
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1 "(1) graduates of a curriculum accredited by the

2 appropriate nationally recognized association;

3 "(2) if a physical therapist, eligible to practice in

4 the Sbate in which the facility is located; and

5 "(3) if an occupational therapist, eligible for regis-

6 tration by the appropriate nationally recognized asso-

7 ciation.

8 "(h) A physical therapist and an occupational them-

9 pist shall be designated as being responsible for maintaining

10 standards of professional and ethical practice in the render-

11 ing of their respective therapy services in the facility. Each

12 Such therapist shall be qualified as in subsection (g) and,

13 in addition, shall-

14 "(1) have had three years of professional expe-

15 rience, two years of which should have been in working

16 with the mentally retarded and other individuals with

17 developmental disabilities;

18 "(2) have demonstrated competence in adminis-

19 tration and supervision, RS appropriate to the facility's

20 program; and

21 "(3) preferably have a master's degree, in an area

22 related to the program.

23 "(1) Therapy assistants shall-

24 "(1) be certified by the nationally recognized pro-

25 fessional occupational therapy association or be gradu-
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1 ates of a program accredited by the nationally recog-

2 nized professional physical therapy association; and

3 (2) work under the supervision of a qualified

4 therapist.

5 " ( j ) Therapy aides shall-

6 " ( 1 ) be provided specific inservice training; and

7 "(2) work under the supervision of a qualified

8 therapist or therapy assistant.

9 "(k) Physical and occupational therapy personnel shall

10 be-

11 " ( 1 ) assigned responsibilities in accordance with

12 their qualifications;

13 "(2) delegated authority commensurate with their

14 responsibilities; and

15 "(3) provided appropriate professional direction

16 and consultation.

17 "(1) Physical and occupational therapy personnel shall

18 be familiar with, and adhere to, the ethical codes and

19 standards of practice promulgated by their respective nation-

20 ally recognized professional organizations.

21 "(m) Physical-therapy and occupational therapy serv-

22 ices operated by a facility shall seek consultation, at periodic

23 intervals, from experts in physical therapy and occupational

24 therapy who are not directly associated with the facility.

25 Appropriate to the nature and size of the facility and to the
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1 physical and occupational therapy services, there shall be a

2 staff development program that is designed to maintain and

3 improve the skills of physical and occupational therapy per-

4 sonnel, through methods, including but not limited to:

5 "(1) regular staff meetings;

6 "(2) an organized inservice training program in

7 physical and occupational therapy;

8 " (3 ) visits to and from the staff of other facilities

9 and programs;

10 "(4) participation in interdisciplinary meetings;

11 "(5) provision for financial assistance and time for

12 attendance at professional conferences;

13 "(6) provisions for encouraging continuing educa-

14 tion, including educational leave, financial assistance,

15 and accommodation work schedules;

16 "(7) career ladders and other incentives to staff

17 recruitment and development;

18 "(8) workshops and seminars;

19 "(9) consultations with specialists; and

20

21

22

23

24

"(10) access to adequate library resources, which

include current and relevant books and journals in phys-

ical and occupational therapy, mental retardation, de-

velopmental disabilities, and related prodessions and

fields.
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"(n) Space, facilities, equipment, supplies, and re-

2 sources shall be adequate for providing efficient and effective

3 physical and occupational therapy services, including, but not

4 necessarily limited to-

5 "(1) facilities for conducting administrative aspects

6 of the program;

7 "(2) facilities for conducting screenings and eval-

8 uations;

9 "(3) facilities for providing treatment and training

10 for individuals and groups;

11 "(4) such other space, staff, and services as are

12 essential to support and maintain effective programs;

13 and

14 "(5) appropriate physical and occupational therapy

15 consultation shall be employed in the design, modifica-

16 tion, and equipage of all physical and occupational ther-

17 apy areas and facilities required to meet the specific goals

18 of physical and occupational therapy services.

19 "Subchapter X—Psycholegical Services

20 "SEC. 271. (a) Psychological services shall be pro-

21 vided, in order to facilitate, through the application of

22 psychological principles, techniques, and skills, the optimal

23 development of each resident. Psychological services shall be

24 rendered—
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"(1) directly, through personal contact between

2 psychologists and residents;

3 "(2) indirectly, through contact between psycholo-

4 gists and other persons involved with the residents,

5 designed to-

6 "(A) maintain an atmosphere that recognizes

7 the psychological needs of residents and that is con-

8 ducive to the development and maintenance of con-

9 structive interpersonal relationships; and

10 "(B) maximize the effectiveness of all pro-

11 grams for residents, through the application of

12 knowledge concerning the understanding and change

13 of behavior.

14 "(b) Psychological services available to the residential

15 facility should include but not be limited to:

16 "(1) evaluation and assessment of individuals and

17 programs;

18 "(2) therapy' with individuals and groups;

19 "(3) program development services, including those

20 relating to-

21 "(A) resident habilitation;

22 "(B) staff training;

23 "(C) community participation;

24 "(D) resident, staff, and community motiva-

25 tion;
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1 "(4) consultation with, or relating to-

2 "(A) residents;

3 "(B) parents of residents;

4 "(C) the administration •and operation of the

5 facility;

6 "(D) the community served by the facility;

7 "(5) psychology staff training; and

8 "(6) conduct of research, consultation on research

9 design, and dissemination of research findings.

10 "(c) Psychologists shall paLrticipate, when appropriate,

11 in the continuing interdisciplinary evaluation of individual

12 residents, for the purposes of initiation, monitoring, and

13 followup of individualized habilitation programs-

14 "(1) psychologists shall conduct evaluations neces-

15 sary to-

16 "(A) meet legal requirements;

17 "(B) meet research needs; and

18 "(C) provide data for biostatistical reporting;

19 "(2) methods of data collection employed in evalua-

20 tion and assessment shall include, as appropriate-

21 "(A) standardized tests and techniques;

22 "(B) observations in natural and experimental

23 settings, using standardized or generally accepted

24 techniques;

25 "(C) interviews with—
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" (i) the resident (or prospective resi-

2 dent) ;

3 "(ii) members of the resident's family and

4

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

other informants; and

"(D) review of all pertinent records, including

the comparison of current and previous status;

"(3) collation, analysis, and interpretation of data

shall—

"(A) be performed in accordance with stand-

ards generally acceptable in professional psychology;

"(B) provide, as appropriate, both intra- and

interindividual comparisons, by reference to norma-

tive data; and

"(C) utilize appropriate equipment, which is

made available for the purpose;

"(4) the reporting and dissemination of evaluation

results shall be done in such a manner as to—

"(A) render the content of the report mean-

ingful and useful to its intended recipient and user;

"(B) enhance clinical understanding of the in-

dividual;

"(C) promptly provide information useful to

staff working directly with the resident;

"(D) facilitate use of data for research and pro-

fessional education;
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1 "(E) facilitate use of data for statistical re-

2 porting; and

3 "(F) maintain accepted standards of confiden-

4 tiality;

5 "(5) there shall be developed and maintained for

6 each resident a continuing evaluation record that is fre-

7 quently updated and that includes, but is not limited to,

8 psychometric data.

9 "(d) Psychologists shall participate, when appropriate,

10 in the development of written, detailed, specific, and indi-

11 vidualized habilitation program plans that-

12 "(1) provide for periodic review, followup, and up-

13 dating;

14 "(2) are designed to maximize each resident's de-

15 velopment and acquisition of-

16 "(A) perceptual skills;

17 "(B) sensorimotor skills;

18 "(C) self-help skills;

19 "(D) communication skills;

20 "(E) social skills;

21 "(F) self direction;

22 "(G) emotional stability;

23 "(H) effective use of time (including leisure

24 time) ;

25 "(I) basic knowledge;
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1 "(J) vocational-occupational skills; and

2 "(K) socioeconomic values relevant to the

3 community in which he lives.

4 "(e) Psychologists should provide individual, and/or

5 groups of, residents with therapy designed to develop, mod-

6 ify, and maintain behavior and attitudes that are rewarding

7 and effective in meeting the demands of their intrapersonal

8 and interpersonal situations. Psychologists should provide

9 consultation and training services to program staff con-

10 cerning:

11 "(1) principles and methods of understanding and

12 changing behavior, to the end of devising maximally ef-

13 fective programs for residents;

14 "(2) principles and methods of individual and pro-

15 gram evaluation, for the purposes of assessing resident

16 response to frograms and of measuring program ef-

17 fectiveness ;

18 " (3 ) psychologists should participate in the devel-

19 opment of incentive systems designed to maximize mo-

20 tivation and to optimize, by means of provision for feed-

21 back, performance, and learning on the part of-

22 "(A) residents enrolled in habilitation pro-

23 grams; •

24 "(B) staff engaged in resident habilitation pro-

25 grams; and
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1 "(C) personnel involved in resident habilita-

2 tion resources in the community.

3 "(f) Psychologists should provide assistance and/or

4 consultation relative to-

5 "(1) developing and conducting evaluations de-

6 signed to select and maintain appropriate and effective

7 staff;

8 "(2) developing job analyses;

9 "(3) psychological problems of staff, including the

10 making of appropriate referrals;

11 "(4) data concerning staff, and reports of evalua-

12 tions of staff, shall-

13 "(A) be provided in appropriate form, arid

14 only to clearly appropriate supervisory staff;

15 "(B) enable data to be used for classification

16 and reporting purposes;

17 "(C) enable data to be used for research pur-

18 poses; and

19 "(D) maintain acceptable standards of confi-

20 dentiality.

21 "(g) Psychologists should participate in-

22 "(1) educating appropriate members of the corn-

23 munity, concerning the domiciliary, vocational, and

24 recreational needs of residents who return to the

25 community;
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1 "(2) planning with community officials the adap-

2 tation of domiciliary, vocational, and recreational re-

3 sources, to optimize resident adjustments; and

4 "(3) developing appropriate expectancies and at-

5 titudes within the community into which residents go.

6 "(Ii) There shall be available sufficient, appropriately

7 qualified staff, and necessary supporting personnel, to carry

8 out the various psychological service activities, in accord-

9 ance with the needs of the following functions:

10 "(1) psychological services to residents, including

11 evaluation, consultation, therapy, and program develop-

12 ment;

13 "(2) administration and supervision of psycholog-

14 ical services;

15 "(3) staff training;

16 "(4) research;

17 "(5) the facility should have available to it the

18 services of at least one doctoral-level psychologist who

19 is-

20

21

22

23

24

25

"(A) a diplomate of the nationally recognized

board of professional psychology, or is licensed or

certified by a State examining board, or is certified

by a voluntary board established by a qualified State

professional psychological association;

"(B) knowledgeable and experienced in the
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1 area of mental retardation or developmental dis-

2 abilities;

3 "(6) a psychologist, qualified as specified in sub-

4 section (h) (5) shall be designated as being responsible

5 for maintaining standards of professional and ethical

6 practice in the rendering of psychological services in the

7 facility;

8 "(7) all psychologists providing service to the

9 facility shall-

10 "(A) possess the educational and experiential

11 qualifications required for membership in the na-

12 tionally recognized professional psychological as-

13 sociation;

14 "(B) have demonstrated knowledge in the area

15 of mental retardation and developmental disabilities;

16 " (8) all psychological technicians, assistants, and

17 clerks employed by the facility shall work under the

18 direct supervision of a psychologist who is qualified as

19 specified in subsection (h) (8) ;

20 "(9) all members of the psychological services staff

21 shall have and be familiar with, the ethical standards

22 of psychologists and the nationally recognized casebook

23 on ethical standards of psychologists, published by the

24 nationally recognized appropriate professional psycho-
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1 logical association, and all shall adhere to the ethical

standards stated therein;

3 "(A) all new psychology service employees

4 shall receive this material, and be familiarized with

5 it, as a part of their orientation; and

6 "(B) the application of the ethical standards

7 to practice with the mentally retarded and develop-

8 mentally disabled in residential facilities shall be

9 emphasized.

10 " (i) Appropriate to the size of the facility, an ongoing

11 inservice training program shall be conducted that is de-

12 signed to maintain and improve the skills of its psychology

13 staff, through methods, including but not limited to-

14 " ( 1 ) staff seminars;

15 "(2) outside speakers;

16 "(3) visits to and from the staff of other facilities;

17 "(4) attendance at conferences;

18 "(5) participation in interdisciplinary groups;

19 "(6) informational exchanges with universities,

20 teaching hospitals, community mental health and men-

21 tal retardation centers, and other community resources;

22 and

23 "(7) adequate library resources, including current

24 and relevant books and journals in psychology and men-
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1 tal retardation and developmental disabilities shall be

2 available.

3 "(j) The training of interns and graduate students in

4 psychology shall be encouraged, and appropriate supervi-

5 sion shall be provided. There shall be appropriate space

6 and equipment for psychological services, including-

7 "(1) offices for professional and clerical staff;

8 "(2) testing and observation rooms;

9 "(3) interviewing, counseling, and training/treat-

10 ment rooms;

11 "(4) play therapy rooms;

12 "(5) access to conference rooms; and

13 "(6) access to research and data analysis facilities.

14 "Subchapter XI—Recreation Services

15 "Sc. 272. (a) Recreation services should provide

16 each resident with a program of activities that-

17 " ( 1 ) promotes physical and mental health;

18 "(2) promotes optimal sensorimotor, cognitive, al-

19 fective, and social development;

20 "(3) encourages movement from dependent to in-

21 dependent and interdependent functioning; and

22 "(4) provides for the enjoyable use of leisure time.

23 "(b) The facility shall have a written statement of its

24 recreation objectives for residents, consistent with-

33-979 0 - 74 - 12
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1 "(1) the needs of its residents;

2 "(2) currently accepted recreation principles and

3 goals;

4 "(3) the philosophy and goals of the facility; and

"(4) the services and resources the facility offers.

6 "(c) Recreation services available to the residential

facility should include—

"(1) recreation activities for the residents;

9 "(2) recreation counseling;

10 "(3) individual and group instruction of residents

11 in recreation skills, to achieve maximum proficiency and

12 develop leadership potential

13 "(4) therapeutic recreation;

14 "(5) education and consultation; and

15 "(6) research and evaluation.

16 "(d) Recreation activities available to the residents

17 should include, as appropriate to the size and location of the

18 facility, and as adapted to the needs of the residents being

19 served-

20

21

22

23

24

25

"(1) excursions, outings, and other trips to famil-

iarize the residents with community facilities;

"(2) spectator 'activities, such as movies, television,

sports events, and theater;

"(3) participation in music, drama, and dance, such

as rhythmics, folk dancing, community sings, group
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1 music sessions in the living units, performance in music

2 or dramatic productions, performance in choral or in-

3 strumental groups, and informal listening to records or

4 tapes;

5 "(4) outdoor and nature experiences, including

6 activities such as camping, hiking, and gardening;

7 "(5) team sports and lead-up activities;

8 "(6) individual and dual sports, such as bowling,

9 archery, badminton, horseshoes, miniature golf, bicy-

10 cling, and shuffleboard;

11 "(7) hobbies, such as collecting, photography,

12 model building, woodworking (including use of power

13 tools) cooking, and sewing;

14 "(8) social activities, such as clubs, special inter-

15 est and discussion groups, social dancing, cookouts,

16 parties, and games;

17 "(9) service clubs and organizations, such as lead-

18 ers clubs, scouting, 4-H, Junior Red Cross, Junior

19 Chamber of Commerce, Hi-Y, Tri-Hi-Y, resident coun-

v,
20 cils, and senior citizens clubs;

21 "(10) aquatics, including waterplay, swimming,
•

22 and boating;

23 "(11) arts and crafts, including a wide range of

24 activities from simple to complex, from reproductive to
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1 creative, and consistent with activities found in the

2 community;

3 " (12 ) physical fitness activities designed to develop

4 efficient cardiovascular and cardiorespiratory functions,

5 strength, endurance, power, coordination, and agility,

6 sufficient for both usual and extra demands;

7 " (13 ) library services for reading, listening, and

8 viewing, such as looking at books, listening to records

9 and tapes, and viewing film strips and slides;

10 "(14) celebration of special events, such as holidays

11 and field days;

12 " (15 ) winter activities, including snow sculpture,

13 snowplay, games, and sports;

14 " (16) opportunities to use leisure time in activities

15 of the resident's own choosing in an informal setting

16 under minimal supervision, such as a ̀ drop-in center';

17 "(17) frequent coeducational experiences, to pro-

18 mote acceptable social behavior and enjoyment of social

19 relationships; and

20 "(18) activities for the nonambulatory, including

21 the mobile and nonmobile.

22 "(e) Maximum use should be made of all community

23 recreation resources. Recreation counseling should be a con-

24 tinuous process that provides for-

25 " ( 1 ) modification of resident's recreation behaviors;

4
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1 " (2 ) guidance to residents on how to find, reach,

2 and utilize community recreation resources;

3 " (3 ) family counseling in relation to recreation

4 activities; and

5 "(4) interpretation of residents' needs and abilities

6 to community agencies.

7 "(f) Therapeutic recreation, defined as purposive inter-

8 vention, through recreation activities, to modify, ameliorate,

9 or reinforce specific physical, emotional, or social behaviors,

10 should include, as appropriate-

11 " (1 ) participation on an interdisciplinary team, to

12 identify the habilitation needs and goals of the resident;

13 " (2 ) determination of appropriate recreation inter-

14 vention, to achieve the stated habilitation goals;

15 "(3) a written plan for implementing the thera-

16 peutic recreation objectives, consistent with the recom-

17 mendations of the evaluation team; and

18 "(4) evaluation of the effectiveness of such inter-

19 ventions, and subsequent redefinition of the resident's

20 habilitation needs and goals.

21 "(g) Education and consultation services should

22 include-

23 " ( 1 ) provision of stimulation, leadership, and as-

24 sistance with recreation activities, conducted by the di-

25 rect-care staff;



178

176

1 "(2) staff training and development;

2 "(3) orientation and training of volunteers;

3 "(4) training of interns and students in recreation;

4 "(5) consultation to community agencies and orga-

5 nizations, to stimulate the development and improvement

6 of recreation services for the retarded; and

7 "(6) public education and information, to encour-

8 age acceptance of the retarded in recreation activities.

9 "(h) Recreational services shall be coordinated with

10 other services and programs provided the residents, in order

11 to make fullest possible use of the facility's resources and to

12 maximize benefits to the residents. Activities in fiealth,

13 music, art, and physical education shall be coordinated with

14 recreation activities relevant to these areas.

15 " (i) Records concerning residents should include-

16 " (1) periodic surveys of their recreation interests;

17 "(2) periodic surveys of their attitudes and opin-

18 ions regarding recreation services;

19 "(3) the extent and level of each resident's partici-

20 pation in the activities program;

21 "(4) progress reports, as appropriate;

22 "(5) reports on relationships among peers, and

23 between residents and staff; and

24 "(6) evaluations conducted by personnel at all
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1 levels and, where appropriate, by staff from other

2 services.

3 "(j) Established procedures for evaluating and research-

4 ing the effectiveness of recreation services, in relation to

5 stated purposes, goals, and objectives, should include-

6 " (1 ) utilization of adequate records concerning resi-•

7 dents' interests, attitudes, opinions, participations, and

8 achievements;

9 " (2 ) time schedules for evaluation that are appro-

10 priate to the service or program being evaluated;

11 " (3 ) provision for using evaluation results in pro-

12 gram planning and development;

13 "(4) provision for disseminating evaluation results

14 in professional journals and in public education and

15 information programs; and

16 "(5) encouragement of recreation staff to initiate,

17 conduct, and participate in research studies, under the

18 supervision of qualified personnel.

19 "(k) There shall be sufficient, appropriately qualified

20 recreation staff, and necessary supporting staff, to carry out,

21 the various recreation services in accordance with stated

22 goals and objectives.

23 " (1 ) Scheduling of staff shall provide---
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1 "(A) coverage on evenings, weekends, and holi-

2 days; and

3 "(B) additional coverage during periods of peak

4 activity.

5 "(2) Recreation personnel shall be-

6 "(A) assigned responsibilities in accordance with

7 their qualifications;

8 "(B) delegated authority commensurate with their

9 responsibility; and

10 "(C) provided appropriate professional recreation

11 supervision.

12 "(3) Personnel conducting activities in recreation pro-

13 gram areas should possess the following minimum educa-

14 tional and experiential qualifications:

15 "(A) a bachelor's degree in recreation, or in a spe-

16 cialty area, such as art, music, or physical education; or

17 "(B) an associate degree in recreation and one

18 year of experience in recreation; or

19 "(C) a high school diploma, or an equivalency cer-

20 tificate; and two years of experience in recreation, or

21 one year of experience in recreation plus. completion of

22 comprehensive inservice training in recreation; or

23 "(D) demonstrated proficiency and experience in

24 conducting activities in one or more program areas.

25 "(4) Personnel performing recreation counseling or

•
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1 therapeutic recreation functions should possess the follow-

2 ing minimum education and experiential qualifications, and

3 should be eligible for registration with the appropriate na-

4 tionally recognized therapeutic recreation society at the ap-

5 propriate therapeutic recreation specialist level:

6 "(A) a master's degree in therapeutic recreation

7 and one year of experience in a recreation program.serv-

8 ing disabled persons; or

9 "(B) a master's degree in recreation and two years

10 of experience in a recreation program serving disabled

.11 persons; or

12 "(C) a bachelor's degree in recreation and three

13 years of experience in a recreation program serving dis-

14 abled persons; or

15 "(D) a combination of education and experience in

16 recreation serving disabled persons that totals six years.

17 "(5) Education and consultation functions in recreation

18 should be conducted by staff members, in accordance with

19 their education, experience, and role in the recreation pro-

20 gram.

21 "(1) Appropriate to the size of the recreation program,

22 there shall be a staff development program that provides

23 opportunities for professional development, including-

24 " ( 1 ) regular staff meetings;
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1 " (2 ) an organized inservice training program in

2 recreation;

3 " (3 ) access to professional journals, books, and

4 other literature in the fields of recreation, therapeutic

5 recreation, rehabilitation, special education, and other

6 allied professions;

7 "(4) provisions for financial assistance and time for

8 attendance at professional conferences and meetings;

9 "(5) procedures for encouraging continuing educa-

10 tion, including educational leaves, direct financial assist-

11 ance, and rearrangement of work schedules;

12 " ( 6) provision for workshops and seminars relating

13 to recreation, planned by the recreation and other pro-

14 fessional and administrative staff; and

15 "(7) provision for staff consultation with special-

16 ists, as needed, to improve recreation services to res-

17 idents.

18 "(m) Recreation areas and facilities shall be designed

19 and constructed or modified so as to-

20 " (1 ) permit all recreation services to be carried out

21 to the fullest possible extent in pleasant and functional

22 surroundings;

23 "(2) be easily accessible to all residents, regardless

24 of their disabilities;

25 " (3 ) appropriate recreation consultation shall be
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employed in the design or modification of all recreation

areas and facilities;

"(4) toilet facilities, appropriately equipped in ac-

cordance with the needs of the residents, should be easily

accessible from recreation areas; and

"(5) appropriate and necessary maintenance serv-

ices shall be provided for all recreation areas and facili-

ties.

"(n) Indoor recreation facilities should include, as ap-

propriate to the facility—

"(1)

"(2)

" (3 )

"(4)

"(5)

"(6)

"(7)

a multipurpose room;

a quiet browsing room;

access to a gymnasium;

access to an auditorium;

access to suitable library facilities;

access to kitchen facilities;

adequate and convenient space for storage

supplies and large and small equipment; and 81

"(8) adequate office space for theireitieution stafft

"(o) Outdoor recreation facilities should jit1e, as 42

propriate to the facility— ciolq oiboilaq (8) "

"(1) access Ottiiribigtep,aationiatkiwts-Nufgee areS4:

" (2).1actfispfitofkardmiingolindlifithile) Uctivity areag4!
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1 "(4) the facility's residents should have, as appro-

2 priate and feasible, access to year-round swimming and

3 aquatic facilities.

4 (p) Adequate transportation services for recreation

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

92

23

24

25

programs shall be provided. Recreation equipment and sup-

plies in sufficient quantity and variety shall be provided to

carry out the stated objectives of the activities programs.

Toys, games, and equipment shall be—

"(1) selected on the basis of suitability, safety,

durability, and multiplicity of use; and

"(2) adapted as necessary to the special needs of

the residents.

"(q) If a music therapy program is provided, it should

include—

"(I) participation by the music therapist, when

appropriate, on an interdisciplinary evaluation team to

identify the resident's needs and ways of meeting them;

" (2) determination of music therapy goals for the

resident and development of a written plan for achieving

them;

" (3) periodic progress reports, reevaluations, and

program changes as indicated;

"(4) direction by a therapist eligible for registra-

tion with the appropriate nationally recognized associa-

tion for music therapy; and
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1 " (5) appropriate space, facilities, and equipment,

2 with special consideration of the acoustical characteristics

3 of rooms used for performing and listening.

4 "Subchapter XII—Religious Services

5 "Sc. 273. (a) Religious services shall be made avail-

6 able to residents, in accordance with their needs, desires,

7 capabilities, and in accordance with their basic right to free-

8 dom of religion, in order to-

9 "(1) develop and enhance their dignity;

10 " (2 ) provide for the most meaningful and relevant

11 practice of their religion; and

12 "(3) provide spiritual programs designed to aid

13 their development and growth as persons.

14 "(b) Implementation of religious services should utilize

15 community resources, whenever and wherever this is possible

16 and in the best interests of the residents. The objectives of

17 the facility's religious services for its residents shall be di-

18 rected toward full integration into, and membership in, their

19 faith, and should include-

20 "(1) upholding the dignity and worth of the indi-

21 vidual;

22 "(2) building moral and ethical standards of be-

23 havior ;

24 "(3) preparing for religious growth in their faith

25 groups;
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1 "(4) establishing healthy self, world, and God

2 concepts;

3 "(5) establishing constructive value systems;

4 "(6) giving direction toward greater personal

5 maturity;

6 "(7) strengthening interpersonal relationships; and

7 "(8) contributing to growth in personal adequacy

8 and happiness.

9 "(c) Religious services shall be made available to all

10 residents, regardless of their degree of retardation. Participa,-

11 tion in religious programs shall be voluntary, in accordance

12 with the wishes of the resident, if he expresses them, or with

13

14

15

16

17

18

19

20

21

22

23

24

25

the wishes of his parent or guardian.

"(d) Religious services to residents should include—

" (1) worship opportunities, sacraments, and reli-

gious rites, according to the needs •and abilities of the

residents and consonant with the practices of their re-

spective faiths;

"(2) religious education programs geared to the

needs and abilities of the residents;

"(3) observation of dietary practices in keeping

with the religious requirements of residents' faith groups;

"(4) observation of religious holidays and holy

days in keeping with the religious requirements of resi-

dents' faith groups;

A
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1 "(5) pastoral counseling, both individual and group,

2 to residents and their families;

3 "(6) pastoral visits to residents, with special em-

4 phasis on the care of the troubled, the sick, and the

5 dying;

6 "(7) pastoral consultation with persons concerned

7 with the resident's welfare; and

8 "(8) referral and communication between religious

9 workers in the facility and in the community.

10 "(e) Those who serve the religious needs of the resi-

11 dents, including clergy, religious educators, and volunteers,

12 should whenever possible-

13 "(1) assert and safeguard the full human and civil

14 rights of the residents;

15 "(2) participate, as appropriate, in team and other

16 interdisciplinary planning regarding programs for indi-

17 vidual residents, as well as in facility-wide or corn-

18 munity programs;

19 "(3) keep appropriate records of significant reli-

20 gious events in the lives of each resident;

21 "(4) participate in training programs for facility

22 personnel, including orientation of direct-care personnel

23 in how they may help to further the religious programs

24 for residents;
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"(5) participate in training programs for commu-

2 nity clergy, theological students, and others;

3 "(6) become involved with community clergy, and

4 with religious and other groups, in their concerns for

5 the spiritual care of the retarded;

6 "(7) promote public understanding and accept-

7 ance of the retarded; and

8 " ( 8 ) participate in their own faith group meetings,

9 as required to maintain their standing.

10 "(f) There shall be available sufficient, appropriately

11 qualified personnel, which may include clergy or religious

12 leaders, religious educators, volunteers, and clerical and sup-

13 porting personnel, to carry out the various religious pro-

m grams-

15 " ( 1 ) religious services to residents shall be under

16 the direction of a person who, in keeping with the size

17 and nature of the facility, may be one of the following:

18 "(A) a chaplain certified for work with the

19 mentally retarded or other individuals with devel-

20 opmental disabilities by a recognized certifying

21 agency;

22 "(B) a clergyman or religious leader in good

23 standing in his religious body;

24 "(0) a religious educator; or

25 "(D) a responsible person, who secures the

A
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1 services of qualified persons in carrying out the

2 worship and education aspects of the program;

3 "(2) chaplains serving residential facilities for the

4 retarded, on a full- or part-time basis, should-

5 "(A) be clergymen or religious leaders in good

6 standing in their religious bodies; or

7 "(B) be endorsed or assigned by their recog-

8 nized religious bodies; or

9 "(C) have B.A. and B.D. degrees, or their

10 equivalents; and

11 "(D) be certified for work with the mentally

12 retarded or other individuals with developmental

13 disabilities by a recognized certifying agency;

14 "(3) professional religious educators serving resi-

15 dential facilities for the retarded •or other individuals

16 with developmental disabilities, on a full- or part-time

17 basis, should-

18 "(A) be endorsed or assigned by their recog-

19 nized religious bodies; or

20 "(B) have a bachelor's degree, or its equiva-

21 lent; and

22 "(C) be certified for work with the mentally

23 retarded or other individuals with developmental

24 disabilities by a recognized certifying agency;
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1 "(4) nonprofessional religious services personnel,

2 including volunteers, should-

3 "(A) be screened for ability to perform their

4 assigned duties;

5 "(B) be oriented to, and trained for, their as-

6 signments ; and

7 "(C) be provided ongoing supervision by a

8 clergyman, religious leader, or religious educator

9 of the respective faith.

10 "(g) Appropriate to the size of the facility, there shall

11 be an educational program designed to enhance the competen-

12 cies of religious services personnel, through means such as:

13 " ( 1 ) staff meetings and inservice training;

14 " (2 ) seminars, workshops, conferences, and insti-

15 tutes;

16 " (3 ) college and university courses;

17 "(4) participation in professional organizations;

18 "(5) participation in interdisciplinary groups;

19 " (6) visits to other facilities;

20 "(7) access to relevant professional literature; and

21 "(8) religious services personnel should have access

22 to qualified and appropriate consultation, as needed.

23 "(h) Religious services personnel should be encouraged,

24 when possible, to involve themselves in activities such as-

25 " ( 1 ) offering clinical pastoral education programs;
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1 "(2) providing educatimal experiences for stn.-

2 dents;

3 "(3) developing innovative religious education

4 materials;

5 "(4) developing innovative worship services;

6 "(5) conducting specific research and development

7 projects; and

8 "(6) exploring and expanding citizen advocacy

9 programs.

10 " (i) Residents shall have access to places appropriate

11 for worship and religious education that are adequate to

12

13

14

15

16

17

18

19

20

21

22

23

24

25

meet the needs of all. Religious services personnel shall be

provided with office and other space, equipment, and supplies

adequate to carry out an effective program.

"Subchapter XIII—Social Services

"SEc. 274. (a) Social services shall be available to all

residents and their families, in order to foster and facilitate—

"(1) maximum personal and social development of

the resident;

"(2) positive family functioning; and

"(3) effective and satisfying social and community

relationships.

"(b) Social services shall be provided, directly and in-

directly, to—

"(1) the resident;
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1 " (2) this family;

" (3 ) individuals or groups who represent different

aspects of the social environment of the resident; and

"(4) the community.

"(c) Consumers and their representatives, including

residents, families, other disciplines, and community groups,

shall participate in the planning and evaluation of social

service programs. Social services, as part of an interdisci-

plinary spectrum of services, shall be provided through the

use of social work methods directed toward-

2

3

4

5

6

7

8

9

10

11 " (1 ) maximizing the social functioning of the resi-

12 dent;

13 "(2) enhancing the coping capacity of his family;

14 " (3 ) modifying environmental influences leading

15 to, or aggravating, mental retardation or developmental

16 disabilities;

17 "(4) increasing public understanding and accept-

18 ance of mental retardation or developmental disabilities

19 and its associated problems;

20 "(5)

21

22

23

24

25

creating a favorable climate to assist each re-

tarded person to achieve as nearly normal living as is

possible for him;

" ( 6) asserting and safeguarding the human and

civil rights of the retarded and other individuals with

developmental disabilities and their families; and
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1 "(7) fostering the human dignity and personal

2 worth of each resident.

3 "(d) Social services available to the facility should in-

4 elude, as appropriate-

5 "(1) preadmission evaluation and counseling, with

6 referral to, and use of, other community resources, as

7 appropriate;

8 "(2) psychosocial assessment of the individual resi-

9 dent and his environment, as a basis for formulating an

10 individual treatment plan ;•

11 "(3) implementation of an individual social work

12 treatment plan for the resident and his family;

13 "(4) planning for community placement, discharge,

14 and followup;

15 "(5) participation in policy and program develop-

16 ment within the facility in relation to-

17 "(A) the resident's psychosocial needs and de-

18 velopment;

19 (B) serving the families of the resident;

20 "(0) use of community supportive and habili-

21 tative services;

22 "(D) staff training and development;

23 "(6) consultation with, or in relation to-

24 " ( A ) programs offered by other disciplines;
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1 "(B) administration and operation of the fa-

2 cility;

3 "(C) agencies and individuals in the commu-

4 nity served by the facility;

5 "(7) collaboration with other service delivery sys-

6 tems in planning and implementing programs for resi-

7 dents; and

8 "(8) participation in social work and interdiscipli-

9 nary program evaluation and research.

10 "(e) During the evaluation process, which may or may

11 not lead to admission, the resident and his family should be

12 helped by social workers to-

13 "(1) know the rights and services to which they

14 •are entitled, including the means of directing their ap-

15 peals to the proper sources;

16 "(2) obtain advocacy on their behalf if rights and

17 services are denied them; and

'18 "(3) consider alternative services, based on the re-

19 tarded or developmentally disabled person's status and

20 salient family and community factors, and make a re-

21 sponsible choice as to whether and when residential

22 placement is indicated.

23 "(1) During the preadmission process, the resident and

24 his family should be helped by social workers to—
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1 "(1) cope with problems of separation inherent in

2 placement;

3 "(2) initiate planning for the resident's return to

4 his family and/or community;

5 "(3) begin involving themselves as partners with

6 the residential facility staff in developing a treatment/

7 habilitation plan;

8 "(4) become oriented to the practices and pro-

9 cedures of the facility; and

10 "(5) share information about themselves that will

11 provide the facility's staff with maximum understanding

12 of their situation, so that effective services can be

13 delivered.

14 "(g) Social workers shall participate, when appropriate,

15 in the continuing interdisciplinary evaluation of individual

16 residents for the purposes of initiation, monitoring, and fol-

17 lowup of individualized habilitation programs.

18 "(h) During the retarded or developmentally disabled

19 person's admission to, and residence in, the facility, or while

20 he is receiving services from the facility, social workers shall

21 provide liaison between him, the facility, the family, and the

22 community, so as to:

23 " ( 1 ) help the resident to--
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1 "(A) cope with problems accompanying sepa-

2 ration from family and community;

3 "(B) learn the roles and use the resources that

4 will enable him to maximize his development;

5 "(C) participate in programs, in accordance

6 with his individual treatment plan, that will max-

7 imize his ability for independent living, in or out

8 of the residential facility;

9 " (2 ) help the staff to-

10 "(A) individualize and understand the needs

11 of the resident and his family in relation to each

12 other;

13 (B) understand social factors in the resident's

14 day-to-day behavior, including staff-resident rela-

15 tionships ;

16 "(0) prepare the resident for changes in his

17 living situations;

18 " (3 ) help the family to develop constructive and

19 personally meaningful ways to support the resident's

20 experience in the facility through-

21 "(A) counseling concerned with problems as-

22 sociated with changes in family structure and hint-

23 tioning;

24 " (B) utilization of the family's and the resi-

25 dent's own strengths and resources:
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2

3

4

5

6

7

8 " (1 ) counseling with the resident;

9 " (2 ) counseling with family, employers, and other

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25
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" (C) referral to specific services, as appro-

priate; and

"(4) the family to participate in planning for

the resident's return to home or other community place-

ment.

" (i) After the resident leaves the facility, social work-

ers shall provide systematic followup, including—

persons significant to the resident's adjustment in the

community; and

"(3) referral to appropriate community agencies.

"(j) Social services shall help to integrate residential

and other community services, through—

"(1) providing liaison between the residential

facility and the community;

"(2) providing consultation to community agencies

to facilitate the identification of needed resources for the

retarded and other individual with developmental dis-

abilities and his family;

"(3) interpreting the residential facility and its pro-

gram to relevant sectors of the community;

"(4) collaborating with other disciplines to help

the community develop appropriate resources; and

"(5) involvement with social policy issues that
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1 affect the retarded and other individuals with develop-

2 mental disabilities.

3 "(k) Social services shall develop and maintain corn-

4 prehensive, current records, useful for its own programs and

5 those of other services. There shall be available sufficient,

6 appropriately qualified staff and necessary supporting per-

7 sonnel to carry out the various social service activities.

"(1) The facility should have available to it a social

9 worker who-

10 "(A) has a master's or doctoral degree from an

11 accredited school of social work;

12 "(B) has had three years of post-master's ex-

13 perience in the field of social welfare;

14 "(C) meet the educational and experiential

15 qualifications for certification by the appropriate

16 nationally recognized academy of certified social

17 workers; and

18 "(D) is knowledgeable and experienced in

19 mental retardation.

20 "(2) A social worker having the qualifications

21 specified in subsection (k) (1) shall be designated as

22 being responsible for maintaining standards of profes-

23 sional practice in the rendering of social services to the

24 facility, and for staff development.

ii
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1 "(3) Social workers providing service to the facility

2 shall-

3

4

5

6

7

8

9

10

11 the

12 worker having the qualifications specified in subsection

13 (k) (3).

14 "(5) Social service personnel, at all levels of ex-

15 perience and competence, shall be-

16 "(A) assigned responsibilities in accordance

17 with their qualifications;

18 "(B) delegated authority commensurate with

19 their responsibilities; and

20 "(C) provided appropriate professional social

21 work supervision.

22 "(6) A full-time supervisor should be responsible

23 for the direct supervision of not more than six staff

24 members, plus related activities.

"(A) have a master's degree from an accred-

ited school of social works; or

"(B) meet the educational qualifications re-

quired for full membership in the appropriate na-

tionally recognized professional association of social

workers and shall have had three years of experi-

ence in the field of social welfare.

"(4) Social work assistants or aides employed by

facility shall work under the supervision of a social
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1 "(7) All social service personnel shall be familiar

2 with, and adhere to, the code of ethics of the National

3 Association of Social Workers.

4 "(1) Appropriate to the size of the facility's social ser-v-

5 ice program, an ongoing program of staff development shall

6 be provided to improve the skills of the social work staff

7 through such means as-

8 "(1) inservice training;

9 "(2) affiliation with schools of social work;

10 "(3) staff consultation with specialists, as needed,

11 to improve social services to residents;

12 "(4) conference attendance, and other educational

13 opportunities and forms of professional exchange; and

14 "(5) career ladders and other incentives to staff re-

15 cruitment and development.

16 "(m) Space, facilities, equipment, supplies, and re-

17 sources shall be adequate for providing effective social serv-

18 ices, including-

19 "(1) offices for Racial service and clerical staff;

20 "(2) private interviewing rooms;

21 "(3) rooms suitable for conferences and group ac-

22 tivities;

23 "(4) dictating and transcribing equipment;

24 "(5) telephone service;

25 " ( 6) travel provisions;
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"(7) provision for recordkeeping and information

2 retrieval; and

3 "(8) library services.

4 "Subchapter XIV—Speech Pathology and Audiology

5 Services

6 "SEC. 275. (a) Speech pathology and audiology serv-

7 ices shall be available, in order to-

8 "(1) maximize the communication skills of all resi-

9 dents; and

10 "(2) provide for the evaluation, counseling, treat-

11 ment, and rehabilitation of those residents with speech,

12 hearing and/or language handicaps.

13 "(:b) The specific goals of speech pathology and audiol-

14 ogy services shall be-

15 "(1) appropriate to the needs of the residents

16 served;

17 "(2) consistent with the philosophy and goals of

18 the facility;

19 "(3) consistent with the services and resources of-

20 fered by the facility; and

21 "(4) known to, and coordinated with, other services

22 provided by the facility.

23 "(c) Speech pathology and audiology services shall be

24 rendered through—
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1 " (1 ) direct contact 'between speech pathologists and

2 audiologists and residents;

3 "(2) participation with administrative personnel in

4 designing and maintaining social and physical environ-

5 ments that maximize the communication development of

6 the residents; and

7 " (3 ) working with other personnel, such as teach-

8 ers and direct-care staff, in implementing communication

9 improvement programs in environmental settings.

10 "(d) Speech pathology and audiology services available

11 to the facility shall include, as appropriate-

12 " (1 ) audiometric screening of-

13 "(A) all new residents;

14 "(B) children under the age of ten, at annual

15 intervals;

16 "(C) other residents at regular intervals;

17 "(D) any resident referred;

18 " (2 ) speech and language screening of-

19 "(A) all new residents;

20 "(B) children under the age of ten at annual

21 intervals;

22 "(C) all residents, as needed;

23 "(3) comprehensive audiological assessment of resi-

24 dents, as indicated by screening results, to include tests

25 of pure-tone air and bone conduction, peech audiometry,
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1 and other procedures, as necessary, and to include assess-

2 ment of the use of visual cues;

3 "(4) assessment of the use of amplification;

4 "(5) provision of procurement, maintenance, and

5 replacement of hearing aids as specified by a qualified

6 audiologist;

7 " ( 6) comprehensive speech and language evalua-

8 tion of residents, as indicated by screening results, in-

9 eluding appraisal of articulation, voice, rhythm, and

10 language;

11 " ( 7) participation in the continuing interdiscipli-

12 nary evaluation of individual residents for purposes of

13 initiation, monitoring, and followup of individualized

14 habilitation programs;

15 " (8 ) treatment services, interpreted as an extension

16 of the evaluation process, that include-

17 "(A) direct counseling with residents;

18 "(B) speech and language development and

19 stimulation through daily living activities;

20 "(C) consultation with classroom teachers for

21 speech improvement and speech education activ-

22 ities ;

23 "(D) direct contact with residents to carry on

24 programs designed to meet individual needs in com-

25 prehension (for example, speech reading, auditory
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1 training, and hearing aid utilization) as well as ex-

2 pression (for example, improvement in articula-

3 doh, voice, rhythm, and language) ;

4 "(E) collaboration with appropriate educators.

5 and librarians to •develop specialized programs for

6 developing the communication skills of multiple

7 handicapped residents, such as the deaf, retarded,

8 and the cerebral palsied;

9 "(9) consultation with administrative staff regard-

10 ing the planning of environments that facilitate corn-

11 munication development among residents in-

12 "(A) living areas;

13 "(B) dining areas;

14 "(C) educational areas;

15 "(D) other areas, where relevant;

16 "(10) participation in inservice training programs

17 for direct-care and other staff;

18 "(11) training of speech pathology and audiology

19 staff;

20 "(12) training of speech pathology and audiology

21 graduate and/or undergraduate students, interns, sup-

22 portive staff, and volunteer workers;

23 "(13) consultation with, or relating to-

24 "(A) residents (for example, self-referral);

25 "(B) parents of residents;
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1 "(C) medical (otological, pediatric, and so

2 forth) , dental, psychological, educational, and other

3 services;

4 "(D) the administration and operation of the

5 facility;

6 "(E) the community served by the facility;

7 and

"(14) program evaluation and research.

9 "(e) Comprehensive evaluations in speech pathology

10 and audiology shall consider the total person and his environ-

11 ment. Such evaluations should-

12 "(1) present a complete appraisal of the resident's

13 communication skills;

14 "(2) evidence concern for, and evaluation of, con-

15 ditions extending beyond observed speech, language,

16 and hearing defects;

17 "(3) consider factors in the history and environ-

18 ment relevant to the origins and maintenance of the

19 disability;

20 "(4) consider the effect of the disability upon the

21 individual and the adjustments he makes to the prob-

22 lem. as he perceives it; and

23 "(5) consider the reaction of the resident's family,

24 associates, and peers to the speech and/or hearing

25 problem.
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1 " (f ) Evaluation and assessment results shall be re-

2 ported accurately and systematically, and in such manner

3 as to-

4 " (1 ) define the problem to provide a basis for for-

5 mulating treatment objectives and procedures;

6 "(2) render the report meaningful and useful to its

7 intended recipient and user;

8 "(3) where appropriate, provide information use-

9 ful to other staff working directly with the resident;

10 "(4) conform to acceptable professional standards,

11 provide for intraindividual and interindividual compari-

12 sons, and facilitate the use of data for research and

13 professional education; and

14 "(5) provide evaluative and summary reports for

15 inclusion in the resident's unit record.

16 "(g) Treatment objectives, plans, and procedures

17 shall-

18 " (1 ) be based upon adequate evaluation and as-

19 sessment;

20 " (2 ) be based upon a clear rationale;

21 "(3) reflect consideration of the objectives of the

22 resident's total habilitation program;

23 "(4) be stated in terms that permit the progress

24 of the individual to be assessed;

25 "(5) provide for periodic evaluation of the resi-
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1 dent's response to treatment and of treatment effective-

2 ness;

3 " ( 6) provide for revision of objectives and proce-

4 duxes as indicated; and

5 " (7 ) provide for assistance or consultation when

6 necessary.

7 "(ii) Continuing observations of treatment progress

8 shall be-

9 "(1) recorded accurately, summarized meaning-

10 fully, and communicated effectively; and

11 " (2 ) effectively utilized in evaluating progress.

12 " (i) There shall be established procedures for evaluat-

13 ing and researching the effectiveness of speech pathology

14 and audiology services, including but not limited to:

15 "(1) utilization of adequate records concerning resi-

16 dents' response and progress;

17 "(2) time schedules for evaluation that are appro-

18 priate to the service being evaluated;

19 " (3 ) provision for using evaluation results in pro-

20 gram planning and development;

21 "(4) encouragement of speech pathology and au-

22 diology staff to participate in research activities; and

23 "(5) provision for dissemination of research results

24 in professional journals.

25 "(j) There shall be available sufficient, appropriately
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1 qualified staff, hnd necessary supporting personnel, to carry

2 out the various speech pathology and audiology services,

3 in accordance with stated goals and objectives-

4 "(1) A speech pathologist or audiologist, who is

5 qualified as specified in paragraph (2) of this subsection,

6 and who, in addition, has had at least three years of

7 professional experience, shall be designated as being re-

8 sponsible for maintaining standards of professional and

9 ethical practice in the rendering of speech pathology and

10 audiology services in the facility.

11 " (2 ) Staff who assume independent responsibilities

12 for clinical services shall possess the educational and

13 experiential qualifications required for the appropriate

14 certificate of clinical competence issued by the appro-

15 priate nationally recognized professional speech and

16 hearing association in the area (speech pathology or

17 audiology) in which they provide services.

18 " (3 ) Staff not qualified for such association certifi-

19 cation shall be provided adequate, direct, active, and

20 continuing supervision by staff qualified for certification

21 in the area in which supervision is rendered.

22 " (A ) Supervising staff shall be responsible for

23 the services rendered by uncertified staff under their

24 supervision.

25 "(B) Adequate, direct, and continuing super-
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1 vision shall be provided nonprofessionals, volunteers,

2 or other supportive personnel utilized in providing

3 clinical services.

4 " (4 ) Students in training and staff fulfilling experi-

5 ence requirements for such appropriate nationally recog-

6 nized professional speech and hearing association' certifi-

7 cation shall receive direct supervision, in accordance with

8 the requirements of the appropriate nationally recog-

9 nized professional boards of examiners in speech pathol-

10 ogy and audiology.

11 "(5) All speech pathology and audiology staff

12 shall be familiar with, and adhere to, the code of ethics

13 published by the appropriate nationally recognized pro-

14 fessional speech and hearing association.

15 " (k ) Appropriate to the nature and size of the facility

16 arid to the speech pathology and audiology service, there shall

17 be a staff development program that is designed to maintain

18 and improve the skills of speech pathology and audiology

19 staff, through methods, including but not limited to-

20 " ( 1 ) regular staff meetings;

21 "(2 ) an organized inservice training program in

22 speech pathology and audiology;

23 " (3 ) visits to and from the staff of other facilities

24 and programs;

25 "(4) participation in interdisciplinary meetings;
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1 "(5) provision for financial assistance and time for

2 attendance at professional conferences;

3 "(6) provisions for encouraging continuing educa-

4 tion, including educational leave, financial assistance, and

5 accommodation of work schedules;

6 "(7) workshops and seminars;

7 "(8) consultations with specialists; and

8 "(9) access to adequate library resources, which in-

9 dude current and relevant books and journals in speech

10 pathology and audiology, mental retardation, and related

11 professions and fields.

12 "(1) Space, facilities, equipment, and supplies shall be

13 adequate for providing efficient and effective speech pathol-

14 ogy and audiology services, in accordance with stated ob-

15 jectives, including-

16 "(1) adequate and convenient evaluation, treat-

17 ment, counseling, and waiting rooms;

18 "(2) specially constructed and sound-treated suites

19 for audiological services, meeting appropriate standards;

20 "(3) design and location such as to be easily ac-

21 cessible to all residents, regardless of disability;

22 "(4) specialized equipment needed by the speech

.23 pathologist;

24 "(5) specialized equipment needed by the audi-

25 ologist, including an audiometer, with provisions for
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1 sound field audiometry, and equipment capable of per-

2 forming at least the following procedures: hearing

3 screening, pure-tone air and bone conduction with con-

4 tralateral masking, speech audiometry, site-of-lesion

5 battery, nonorganic hearing loss battery, and hearing

6 aid evaluation;

7 "(6) provisions for adequate maintenance of all

8 areas, facilities, and equipment, including-

9 "(A) electroacoustic calibration of audiometers

10 at regular, at least quarterly, intervals;

11 "(B) calibration logs on all audiometers; and

12 "(7) appropriate speech pathology and audiology

13 consultation shall be employed in the design, modifica-

14 tion, and equipage of all speech pathology and audiology

15 areas and facilities.

16 "Subchapter XV—Vocational Rehabilitation Services

17 "SEC. 276. (a) The facility shall provide all its resi-

18 dents with habilitation or rehabilitation services, which in-

19 eludes the establishment, maintenance, and implementation

20 of those programs that will insure the optimal development

21 or restoration of each resident, physically, psychologically

22 socially, and vocationally-

23 "(1) The facility shall have a written, public state-

24 ment of its rehabilitation objectives for its residents,

25 consistent with—
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1 " (A) the needs of its residents;

2 (B) currently accepted rehabilitation princi-

3 pies and goals;

4 "(C) the facility's philosophy and goals; and

5 •" (D) the services and resources the facility

6 offers.

7 " (2 ) While the habilitation/rehabilitation concept

8 •and process embrace all efforts to achieve the optimal

9 development of each resident, specific habilitation/reha-

10 bilitation services shall focus on the maximum achieve-

11 ment of-

12 "(A) self-help skills;

13 "(B) social competence, including communica-

14 tion skills;

15 "(C) vocational competence; and

16 "(D) independent living.

17 "(b) The ultimate objective of vocational rehabilitation

18 services shall be to assist every resident to move as far as

19 he can along the continuum from vocational afunction to

20 remunerative employment and entry into the mainstream

21 of society as an independent citizen and worker. Vocational

22 rehabilitation services shall be rendered—,

23 , " (1) directly, through personnel contact between

24 vocational rehabilitation personnel and residents; and

25 " (2 ) indirectly, through contact between voca-
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1 tional rehabilitation personnel and other persons work-

2 ing with residents, designed to enhance and facili-

3 tate the development and maintenance of a rehabilita-

4 tive environment.

5 "(c) Vocational rehabilitation services available to the

6 residents, in accordance with their needs, shall include-

7 " (1 ) vocational evaluation;

8 "(2) the formulation of written vocational objec-

9 tives for each resident;

10 " (3 ) the formulation of a written plan to achieve

11 the stated objectives;

12 "(4) implementation of the vocational plan

13 through-

14 "(A) individual counseling;

15 "(B) prevocational programs;

16 " ( C) vocational training;

17 "(D) vocational placement;

18 "(E) referral to appropriate sources for other

19

20

21

22

23

24

25

services; and

"(F) followup.

"(d) Vocational evaluation of each resident shall—

" (1 ) be initiated within one month after admission

to the facility;

"(2) arise out of a written comprehensive interdis-

ciplinary evaluation (medical, psychological, social, and
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1 educational) that generates data relevant to vocational

2 objectives and goals, such as information concerning-

3 "(A) aptitudes andabilities;

4 "(B) self-help and independent living skills;

5 "('0) interests;

6 "(D) self and vocational perception;

7 "(E) sensorimotor coordination;

8 "(F) communication skills;

9 "(0) current social adjustment;

10 " (H) educational history; and

11 "(I) vocational and avocational history;

12 (3) be adequate for the formulation of vocational

13 goals and of a detailed plan for the achievement of such

14 goals;

15 "(4) be adequate for the assessment of current voca-

16 tional status and for the prediction of possible future

17 status; and

18 "(5) provide for periodic, but at least semiannual

19 reevaluation, consiStent with the progress of the resident

20 toward the stated goals.

21 "(e) The written vocational plan for each resident

22 shall-

23 " (1 ) be consistent with the vocational evaluation;

24 " (2 ) specify the program to be undertaken to

25 achieve his vocational objectives';
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4

5

6

7

8

9

10

11 " ( 2 ) instruction in the self-help and social skills

12 necessary for vocational success;

13 "(3) instruction and practice in the social skills

14 necessary for maximally independent functioning in the

15 community, such as travel, handling of .money, and use

16 of community resources;

17 "(4) an orientation to the world of work;

18 "(5) development of work attitudes needed for

19 vocational success;

20 "(6) rotated exploration and try-out of job tasks;

21 "(7) continuous evaluation of vocational potential;

22 and

23 "(8) any necessary supportive services, including

24 physical and mental restoration.

25 (g) Vocational training programs shall meet all ap-
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"(3) indicate the order in which the program is to

be undertaken;

"(4) provide for the implementation of the evalua-

tion team's recommendations; and

"(5) assign the responsibility to carry out the plan.

"(f) The resident shall be fully involved in his voca-

tional evaluation, and in the formulation of his program

plan. Prevocational services shall contribute to the develop-

ment of work readiness in the resident, and shall provide—

"(1) vocationally relevant academic instruction;
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1 plieable legal requirements, and shall be provided through

2 means such as:

3 "(1) work training stations;

4 " (2 ) work activity centers;

5 "(3) transitional sheltered workshops;

6 "(4) work-study programs;

7 "(5) on-the-job training;

8 " (6) trade training, in the classroom or on the

9 job;

10 "(7) vocational training programs shall-

11 "(A) provide for an evaluation of training

12 progress at least every three months;

13 "(B) make maximum use of job training

14 resources-

15 " (i) within the facility;

16 "(ii) within the community;

17 "(8) facilities conducting vocational training pro-

18 grams shall have vocational training personnel assigned,

19 in such numbers and for such times as are necessary and

20 appropriate to the situation, to supervise the training in

21 each training area; and

22 "(9) written, detailed training guides and curricula

23 shall be available for all vocational training area.

24 "(h) Job placement services shall assist the individual

25 to enter into appropriate kinds of employment, such as:
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1 "(1) competitive, remunerative ,employment;

9
"(2) trade training programs; ,

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

" (3 ) transitional or extended sheltered workshops;

"(4) sheltered employment;

"(5) homebound employment;

"(6) homemaker; and

"(7) in conjunction with job ,placement services,

the individual shall be provided assistance related to off-

the-job needs, activities, and resources, such as-V---

"(A) living arrangements;

"(B) social and recreation activities;

"(C) medical services;

"(D) educational resources;

"(E) religious activities;

"(F) transportation;

"(G) legal affairs;

"(H) financial affairs; and

"(I).counseling.

"(1) Systematic follow-up services shall be provided

20 that-

21 "(1) continue to be available to the individual for

22 at least one year following placement;

23 "(2) involve contact with-

24 "(A) the individual;
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1 "(B) the individual's family or family-substi-

2 tute ; and

3 "(C) the individual's employer, if appropriate;

4 ate;

5 " (3 ) generate data concerning vocational outcomes

6 to evaluate and improve the effectiveness of vocational

7 rehabilitation programs.

8 "(j) There shall be a clearly designated person or team

9 responsible for the implementation, evaluation, and revision

10 of the facility's vocational rehabilitation program.

11 "(1) There shall be available to each resident in a

12 vocational rehabilitation program a counselor who is

13 responsible for seeing that the resident's vocational

14 rehabilitation program is effectively carried out.

15 "(2 ) A vocational rehabilitation counselor shall-

16 "(A) have a master's degree in rehabilitation

17 counseling, or a master's degree in a related area

18 plus training and skill in the vocational rehabilitation

19 process; or

20 "(B) have a bachelor's degree and work under

21 the direct supervision of a person qualified as in ( A) .

22 " (3 ) Vocational rehabilitation personnel providing

23 training to residents in vocational areas shall be-

24 "(A) vocational instructors certified by the

25 appropriate state agency; or
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1 "(B) tradesmen who have attained at least

2 journeyman status.

3 "(k) Appropriate to the nature and size of the facility,

4 provisions shall be made for vocational rehabilitation stall

5 developments, through such means as-

6 "(1) inservice training;

7 " (2 ) short-term workshops;

8 ( 5 ) seminars;

9 "(4) attendance at conferences; and

10 " (5) visits to other facilities.

11 "(1) Every facility that has a vocational rehabilitation

12 program shall seek to establish working relationships with

13 Public and private rehabilitation agencies in the coinmunity.

14 Each facility should have working relationships with univer-

15 sity training programs in rehabilitation, including provision

16 for-

17 "(1) research opportunities;

18 "(2) practicum experiences;

19 " (3 ) internship; and

20 "(4) consultation.

21 "Subchapter XVI—Volunteer Services

22 "SEC. 277. (a) Volunteer services shall be provided

23 in order to enhance opportunities for the fullest realization of

24 the potential of each resident by—
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1 "(1) increasing the amount, and improving the

2 quality, of services and programs; and

3 "(2) facilitating positive relationships between the

4 facility and the community which it serves.

5 "(b) The facility shall have a written statement of the

6 goals and objectives of its volunteer services program that

7 are-

8 "(1) appropriate to the needs of the residents; A

9 "(2) consistent with the philosophy and goals of

10 the facility;

11 "(3) developed in collaboration with the facility's

12 staff;

13 "(4) specific and measurable; and

14 "(5) continuously assessed and periodically revised.

15 "(c) Volunteers shall provide services, which may be

16 direct or indirect, that are based on resident needs, staff re-

17 quests, and volunteer skills, and that enhance programs, de-

18 velop social competence, and build self-esteem-

19 "(1) volunteer services shall supplement, but shall

20 not be used in lieu of, the services of paid employees;

21 "(2) volunteer participation shall comply with

22 State laws, such as those relating to labor and insurance;

23 "(3) volunteer participation shall be open to per-

24 sons of both sexes, and of all ages, races, creeds, and

25 national origins; and
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1 "(4) volunteer services shall be available to all resi-

2 dents, regardless of age, ability, or handicaps.

3 "(d) Direct services provided to residents by volun-

4 teers, as appropriate to the facility's program and in coopera-

5 tion with its staff, may include, but are not limited to-

6 "(1) physical, occupational, and music therapy as-

7 sistance;

8 "(2) psychological testing assistance;

9 "(3) behavior modification and programed in-

10 struction assistance;

11 "(4) teacher or classroom assistance;

12 "(5) religious instruction;

13 "(G) recreation and leisure time activities;

14 "(7) social skills development;

15 "(8) library services;

16 "(9) nursing services;

17 " (10 ) transportation and escort assistance;

18 " ( 11 ) visits, vacations, and trips;

19 "(12) job and home findings; and

20 "(13) citizen advocacy.

21 "(e) Indirect services provided by volunteers, as ap-

22 propriate to the facility's program and in cooperation with

23 its staff, may include, but are not limited to-

24 "(1) conducting tours;

25 "(2) clerical and laboratory assistance;

33-979 0- 74 - 15
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1 " (3) gift shop and canteen operation;

2 "(4) public relations and conununity education;

3 and

4 " (5 ) contributions.

5 " (f ) Volunteer services staff should provide the follow-

6 ing services-

7 " (1 ) to the facility's staff-

8 "(A) orientation in the need for, and philoso-

9 phy of volunteer services;

10 "(B) identification of how and where volun-

11 teers can be utilized; and

12 "(C) assistance in developing training for vol-

13 unteers;

14 " (2 ) to the volunteers-

15 "(A) orientation, training, and placement;

16 "(B) opportunities to participate in planning

17 and evaluating their experiences; and

18 "(C) appropriate recognition of their services

19 and contributions.

20 "(g) Volunteer services staff functions shall include-

21 " (1 ) development and implementation of a plan for

22 recruitment, selection, deployment, orientation, training,

23 supervision, evaluation, recognition, advancement, and

24 separation of volunteers;

4
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1

2 priate staff, of job descriptions for volunteers;

3 " (3 ) maintenance of complete and accurate rec-

4 ords, including, but not necessarily limited to-

5 "(A) hours of volunteer service rendered;

6 "(B) individuals and organizations providing

7 services;

8 "(C) materials and moneys received; and

9 "(D) operational budget.

10 "(h) The staff members responsible for facility programs

11 utilizing volunteers shall be responsible for providing such

12 volunteers with on-the-job training, supervision, and con-

13 sultation.

14 " (i) The cooperation and involvement of staff and

15

16

17

18

19

20

21

22

23

24

25

" (2 ) development in collaboration with appro-

community, which is essential to a successful volunteer serv-

ices program, should be achieved by means such as—

"(1) a standing staff committee on volunteer serv-

ices, to foster communications and cooperation, to evalu-

ate and coordinate existing programs, and to stimulate

new programs;

"(2) a volunteer services advisory committee, com-

posed of representatives of appropriate community orga-

nizations;

"(3) encouragement of, and involvement with,

parents groups;
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1 "(4) collaboration with appropriate agencies and

2 community groups; and

3 "(5) recruiting volunteers representative of the

4 community served by the facility, in respect of age, sex,

5 socioeconomic, religious, racial, and ethnic groups.

6 "(j) There shall be available sufficient, appropriately

7 qualified staff, and necessary supporting personnel, to carry

8 out the volunteer services program, in accordance with

9 stated goals and objectives.

10 "(1) A facility staff member shall be designated to

11 be responsible and accountable for volunteer services-

12 "(A) where the size of the facility and scope

13 of the program warrant, the person responsible for

14 volunteer services shall devote full time to this area;

15 "(B) volunteer services shall be organized

16 within the administrative structure of the facility

17 in such a way as to be available to, and maximally

18 utilized by, all relevant services and programs:

19 therefore, the staff member responsible for volunteer

20 services should report to an individual with facility-

21 wide administrative responsibility; and

22 "(C) the staff member responsible for volun-

23 teer services should have the same relationship to

24 volunteers as a personnel officer has to paid em-

25 ployees.
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1 "(2) The staff member responsible for volunteer

2 services shall have-

3 "(A) the necessary interpersonal, consultative,

4 leadership, and •organizational and administrative

5 skills and abilities;

6 "(B) demonstrated ability to identify, mobilize,

7 and deploy volunteer resources to meet the needs

8 of residents;

9 "(C) knowledge of community organization;

10 "(D) knowledge of current practices and con-

11 cepts in mental retardation; and

12 "(E) training and/or experience in organizing

13 and administering volunteer services, as appropriate

14 to the nature and size of the facility, and preferably-

15 " (i) a baccalaureate degree in a behav-

16 ioral science; and

17 "(ii) three years of experience in volun-

18 teer services or related area.

19 "(k) Appropriate to the size of the facility, there

20

21

22

23

24

25

should be a staff development program designed to maintain

and improve the skills of volunteer services staff, through

means such as—

"(1) seminars, workshops, and conferences;

"(2) college and university courses;

" (3 ) participation in professional organizations;
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7

8

9
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"(4) participation in interdisciplinary groups;

" (5) visits to other facilities; and

" (6) access to relevant professional literature.

"(1) There shall be adequate and accessible space, fa-

cilities, equipment, and supplies for providing efficient and

effective volunteer services. If a canteen is operated by the

facility, it shall—

"(1) be operated for the benefit of the residents;

"(2) be open to residents, staff, families, and

10 visitors, without segregation by space or hours of use,

11 so as to facilitate interaction;

12 "(3) provide opportunities for residents to purchase

13 items for their personal needs;

14 "(4) provide opportunities for the training of resi-

15 dents; and

16 "(5) be operated so that any profits derived are

17 utilized for the benefit of residents.

18 "Chapter 4.—RECORDS

19 "Subchapter I—Maintenance of Residents' Records

20

21

22

23

24

"SEC. 278. (a) A record shall he maintained for each

resident that is adequate for—

"(1) planning and continuous evaluating of the

resident's habilitation program;

"(2) providing a means of communication among
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1 all persons contributing to the resident's habilitation

2 program;

3 "(3) furnishing documentary evidence of the resi-

4 dent's progress and of his response to his habilitation

5 program;

6 " (4 ) serving as a basis for review, study, and

7

8

9

10

11

12

13

11

15

16

17

18

19

20

21

22

23

24

evaluation of the overall programs provided by the fa-

cility for its residents;

" (5 ) protecting the legal rights of the residents,

facility, and staff; and

"(6) providing data for use in research and edu-

cation.

" (b) All information pertinent to the above-stated

purposes shall be incorporated in the resident's record, in suf-

ficient detail to enable those persons involved in the resi-

dent's program to provide effective, continuing services. All

entries in the resident's record shall be—

"(1) legible;

"(2) dated; and

"(3) authenticated by the signature and identifica-

tion of the individual making the entry.

"(c) Symbols and abbreviations may be used in record

entries only if they are in a list approved by the facility's

chief executive officer and a legend is provided to explain
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them. Diagnoses should be recorded in full and without the

2 use of symbols or abbreviations.

3 "Subchapter 11—Content of Records

4 "SEC. 279. (a) The following information should be

5 obtained and entered in the resident's record at the time of

6 admission to the facility:

7 "(1) name, date of admission, date of birth, place

8 of birth, citizenship status, marital status, and social se-

9 curity number;

10 "(2) father's name and birthplace, mother's maiden

name and birthplace, and parents' marital status;

12 "(3) name and address of parents, legal guardian,

13 and/or next of kin;

14 "(4) sex, race, height, weight, color of hair, color

15 of eyes, identifying marks, and recent photograph;

16 "(5) reason for admission or referral problem;

17 "(6) type and legal status of admission;

18 "(7) legal competency status;

19 "(8) language spoken or understood;

20 "(1) sources of support, including social security,

21 veterans' benefits, and insurance;

22 "(10) provisions for clothing and other personal

23 needs;

24 (11) information relevant to religious affiliation;
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1 "(12) report (s) of the preadmission evalua-

2 tion (s) ; and .

3 "(13) reports of previous histories and evaluations.

4 " (b ) Within the period of one month after admission

5 there shall be entered in the resident's record-

6 "(1) a report of the review and updating of the

7 preadmission evaluation;

8 "(2) a statement of prognosis that can be used for

9 programing and placement;

10 "(3) a comprehensive evaluation and individual

11 program plan, designed by an interdisciplinary team;

12 and

13

11

15

16

17

18

19

20

21

22

23

24

"(4) a diagnosis based on the appropriate na-

tionally recognized professional association on mental

deficiency's manual on terminology and classification in

mental retardation and, where necessary, the diagnostic

and statistical manual of mental disorders, most recent

edition, published by the appropriate nationally recog-

nized professional psychiatric association.

"(c) Records during residence should include—

"(1) reports of accidents, seizures, illnesses, and

treatments thereof, and immunizations;

" (2) record of all periods of restraint, with justifica-

tion and authorization for each;
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"(3) report of regular, at least annual, review and

2 evaluation of the program, developmental progress, and

3 status of each resident;

4 "(4) observations of the resident's response to his

5 program, recorded with sufficient frequency to enable

6 evaluation of its efficacy;

7 "(5) record of significant behavior incidents;

8 "(6) record of family visits and contacts;

9 "(7) record of attendance and leaves;

10 "(8) correspondence;

11 "(9).periodic updating of the information recorded

12 at the time of admission; and

13 " ( 10) appropriate authorizations and consents.

14 "(d).At the time of discharge from the facility, a dis-

15 charge summary shall be prepared that should-

16 " ( 1 ) include a brief recapitulation of findings,

17 events, and progress during residence, diagnosis, prog-

18 nosis, and recommendations and arrangements for future

19 programing:

20 " ( 2 ) be completed and entered in the resident's

21 record within seven •days following discharge; and

22 "(3) with the written consent of the resident or his

23 guardian, be copied and sent to th. individual or agency

24 who will be responsible for future programing of the

25 resident.
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1 " ( ) In the event of death-

2 "(1) a copy of the death certificate should be placed

3 in the resident's record; and

4 "(2) when a necropsy is performed, provisional

5 anatomic diagnoses should be recorded within seventy-

6 two hours, where feasible, and the complete protocol

7 should be made part of the record within three months.

8 "Subchapter III—Confidentiality of Records

9 "SEc. 280. (a) All information contained in a resi-

10 dent's records, including information contained in an auto-

11 mated data bank, shall be considered privileged and

12 confidential-

13 "(1) the record is the property of the facility,

14 whose responsibility it is to secure the information

15 against loss, defacement, tampering, or use by unauthor-

16 ized persons;

17 "(2) the record may be removed from the facility's

18 jurisdiction and safekeeping only in accordance with a

19 court order, subpena, or statute .2

20 "(3) there shall be written policies governing ac-

21 cess to, duplication of, and dissemination of information

22 from the record; and

23 "(4) written consent of the resident or his guardian

24 shall be required for the release of information to

25 persons not otherwise authorized to receive it,
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1 "Subchapter IV—Central Record Service

2 "SEC. 281. (a) The facility shall maintain an orga-

3 nized central record service for the collection and dissemina-

4 tion of information regarding residents. A centralized or

5 decentralized system of recordkeeping may be used in ac-

6 cordance with the needs of the facility-

7 "(1) there shall be a unit record that contains all

8 information pertaining to an individual resident for all

9 admissions to the facility;

10 " (2 ) where particular professional services require

11 the maintenance of separate records, a summary of the

12 information contained therein shall be entered in the unit

13 record at stated intervals;

14 "(3) records shall be readily accessible to author-

15 ized personnel;

16 "(4) where a centralized system is used, appro-

17 priate records shall also be available in the resident-

18 , living units; and

19 "(5) a periodic review of the content of the records

20 should be made by-

21 " (A ) record personnel, to assure that they are

22 current and complete; and

23 "(B) a committee of appropriate staff, in-

24 eluding the record librarian, to assure that they

25 meet the standards set forth in section 278;
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"(6) there shall be a master alphabetical index of

all residents admitted to the facility; and

"(7) records shall be retained for the period of

time specified by the facility, but at least for the period

of time consistent with the statute of limitations of the

State in which the facility is located.

"Subchapter V—Statistical Records

"SEC. 282. (a) While the type and amount of sta-

tistical information will depend upon the facility's particu-

10 lar needs, such information should include at least the foi-

l]. lowing:

12 "(1) number of residents by age groups, sex, race,

13 and place of residence;

14 "(2) number of residents by level of retardation,

15 according to the appropriate nationally recognized pro-

16 fessional association on mental deficiency classification;

17 ." (3) number of residents by level of adaptive be-

18 havior, according to the appropriate nationally recog-

19 nized professional association of mental deficiency

20 classification;

21 "(4) number of residents with physical disabilities;

22 "(5) number of residents who are ambulatory and

23 nonambulatory (mobile and nonmobile) ;

24 "(6) number of residents with sensory defects;
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1 "(7) number of residents with convulsive disorders,

2 grouped by level of seizure control;

3 " (8 ) number of residents by etiological diagnoses,

4 according to the appropriate nationally recognized pro-

5 fessional association and, where necessary, the DSM-II

6 classifications;

7 " (9 ) movement of residents into, out of, and with-

8 in the facility; and

9 "(10) length of stay.

10 "(b) Data shall be reported to appropriate Federal and

11 other agencies as requested.

12 "Subchapter VI—Records Personnel

13 "SEc. 283. (a) There shall be available sufficient, ap-

14 propriately qualified staff, and necessary supporting person-

15 nel, to facilitate the accurate processing, checking, indexing,

16 filing, and prompt retrieval of records and record data.

17 "(b) The record system should be supervised on a full-

18 or part-time basis, according to the needs of the facility, by

19 an individual who-

20 "(1) is a registered record librarian; or

21 " (2 ) is an accredited record technician; or

22 "(3) has demonstrated competence and experience

23 in administering and supervising the maintenance and

24 use of records and reports.

25 "(c) Record personnel should—
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"(1) be involved in educational programs relative

2 to their activities, including orientation, on-the-job train-

3 ing, and regular inservice education programs; and

4 "(2) participate in workshops institutes or cor-

5 respondence education courses available outside the

6 facility.

7 "(d) There shall be adequate space, facilities, equip-

8 ment, and supplies for providing efficient and effective record

9 services.

10 "Chapter 5.—RESEARCH

11 "Subchapter I—Encouragement of Research

12 "SEc. 284. (a) Recognizing that the understanding,

13 prevention, and amelioration of mental retardation and other

14 developmental disabilities ultimately depends upon knowl-

15 edge gained through research, •the administration and staff

16 of the facility (and, in the case of public facilities, the ap-

17 propriate governmental •agency) shall encourage research

18 activity.

19 "(1) opportunities and resources should be made

20 available to members of the staff who are equipped by

21 interest and training to conduct applied and/or basic

22 research. Research resources and/or necessary research

23 assistance should be made available to all staff members

24 who have identified researchable problems related to

25 the programs for which they are responsible;
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1 "(2) research by qualified investigators who are

2 not staff members of the facility shall be encouraged.

3 There shall be a written policy concerning the conduct

4 of research in the facility by investigators who are not

5 staff members. Outside researchers shall fulfill the same

6 obligations relative to staff information and feedback

7 as do facility staff members. Consideration should be

8 given to the assignment of a facility staff member to

9 each research project conducted by outside investigators;

10 and

11 "(3) where feasible, there shall be ongoing, coop-

12 erative programs of research and research training with

13 colleges, universities, and research agencies.

14 "(b) The 'administration of the facility shall make pro-

15 vision for the design and conduct, or the supervision, of re-

16 search that will objectively evaluate the effectiveness of pro-

17 gram components and contribute to informed decisionmak-

18 ing in the facility.

19 "Subchapter II—Review of Research Proposals

20 "SEc. 283. (a) An interdisciplinary research committee

21 shall review all proposed studies to insure-

22 "('1) adequacy of research design; arid

23 "(2) implementation of ethical standards in the

24 design.

25 "(b) Facility staff members shall be consulted regard-
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ing the planning of research and the utilization of research

2 findings in their areas of competence and interest..

3 "Subchapter III—Conduct of Research

4 "Sec. 286. (a) The facility shall follow, and comply

5 with the statement of assurance on research involving human

6 subject required by the United States Department of Health,

7 Education, and Welfare for projects supported by that

8 Agency or any appropriate more stringent such statement,

9 as appropriate.

10 (b) Investigators and others directly involved in the

ii research 44E-

12 "(1) adhere to the ethical standards of their pro-

13 fessions concerning the conduct of research; and

14 "(2) have access to the record of informed consent.

15 "Subchapter IV—Reporting Research Results

16 "SEC. 287. (a) The principal investigator of each re-

17 search project shall be responsible for communicating to the

18 staff of the facility the purpose, nature,, outcome, and possible

19 practical ,or theoretical implications of the. research. Copies

20 of the reports resulting from research projects shall be main-

21 tamed in the facility.

22 "(b) Where research findings are made public, care

23 shall be taken to assure the anonymity of individual residents

24 and parents.

25 (c) Clearly defined mechanisms shall exist for inform-
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1 ing staff members of new research findings that have ap-

2 plicability to the programs and administration of the facility.

3 There shall be evidence that currently applicable research

4 results are being implemented in the facility's programs.

5 "Chapter 6.—SAFETY AND SANITATION

6 "Subchapter I—Safety

7 Sm. 288. (a) The requirements of the Secretary

8 shall be met, with specific reference to the following-

9 "(1) provision of adequate and alternate exits and

10 exit doors;

11 "(2) provision of exit ramps, with nonskid surface

12 and slope not exceeding one foot in twelve;, and

13 " (3 ) provision in handrails on stairways.

14 "(b) There shall be records that document strict corn-

15 pliance with the regulations of the State or local fire safety

16 authority that has primary jurisdiction over the facility-

17 "(1) aisles and exits shall be free from all encurn-

18 brances and floors shall be uncluttered;

19 " (2 ) flammable materials shall be properly stored

20 and safeguarded;

21 "(3) attics and basements shall be kept orderly and

22 free of rubbish; and

23 "(4) there shall be records of periodic fire safety

24 inspections and reports.

25 "(c) There shall be a written staff organization plan and
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1 detailed, written procedures, which are clearly communicated

2 to, and periodically reviewed with staff, for meeting all

3 potential emergencies and disasters pertinent to the area, such

4 as fire, severe weather, and missing persons.

5 "(1) The plans and procedures should include-

6 "(A) plans for the assignment of personnel to

7 specific tasks and responsibilities;

8 "(B) instructions relating to the use of alarm

9 systems and signals;

10 "(0) information concerning methods of fire

11 containment;

12 "(D) systems for notification of appropriate

13 persons;

14 " ( E ) information concerning the location of

15 firefighting equipment; and

16 "(F) specification of evacuation routes and

17 procedures.

18 "(2) the plans and procedures shall be posted at

19 suitable locations through the facility.

20 "(d) Evacuation drills shall be held at least quarterly,

21 for each shift of facility personnel and under varied condi-

22 tions, in order 10-

23 " ( 1 ) insure that all personnel on all shifts are

24 trained to perform assigned tasks;

25 "(2) insure that all personnel on all shifts are famil-
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1 jar with the use of the firefighting equipment in the

2 facility;

3 "(3) evaluate the effectiveness of disaster plans

4 and procedures;

5 "(4) evacuation drills shall include actual evacna-

6 tion of residents to safe areas during at least one drill

7 each year, on each shift. There shall be special provisions

8 for the evacuation of the physically handicapped, such as

9 fire chutes and mattress loops with poles; and

10 "(5) there shall be a written, filed report and

11 evaluation of each evacuation drill.

12 "(e) An active safety program shall be maintained by

13 a multidisciplinary safety committee that investigates all

14 accidents and makes recommendations for prevention. Rec-

15 ords of the activities of the safety committee shall be kept.

16 There shall be adequate safety shields on the moving parts

17 of all dumb waiters, elevators, and other machinery, as pro-
18 vided for in applicable standards and codes.

19 "(f) All buildings and outdoor recreation facilities con-

20 structed after 1971 shall be accessible to, and usable by, the
21 nonarnbulatory and shall meet standards of the Secretary

22 for making building accessible to, and usable, by the physi-

23 °ally handicapped-

24 "(1) all existing buildings and outdoor recreation
25 facilities shall be modified so as to conform to the above
26 standards by December 31, 1976; and
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1 "(2) existing facilities shall provide-

2 "(A) entrance ramps wide enough for wheel- ,

3 chairs, not exceeding a rise of one foot in twelve,

4 with nonslip surfaces, and with rails on both sides;

5 "(B) doorways and corridors wide enough for

6 wheelchairs; and

7 "(C) grab bars in toilet and bathing facilities.

8 "(g) Paint used in the facility shall be lead free. Old

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

paint or plaster containing lead shall have been removed,

or covered in such manner that it is not accessible to resi-

dents.

"(h) Appropriate provisions shall be made for emer-

gency auxiliary heat by means of alternate sources of electric

power, 'alternate fuels, and/or standby equipment.

"Subchapter II—Sanitation

"SEC. 289. (a) There shall be records that document

strict compliance with the sanitation, health, and environ-

mental safety codes of the State or local authorities having

primary jurisdiction over the facility. Written reports of

inspections by State or local health authorities, and records

of action taken on their recommendations, shall be kept on

file at the facility.

"(b) The holding, transferring, and disposal of waste

and garbage shall be done in a manner that will not create

a nuisance, nor permit the transmission of disease, nor create

a breeding place for insects or rodents—
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1 "(1) waste that is not disposed of by mechanical

2 means shall be-

3 "(A) kept in leakproof, nonabsorbent contain-

4 ers with close-fitting covers; and

5 "(B) disposed of daily.

6 "(2) containers shall be thoroughly cleaned inside

7 and out, each time they are emptied; and

8 "(3) impervious plastic liners should be used.

9 "(c) Handwashing facilities shall be available in, UT

10 immediately adjacent to—

ll "(1) bathrooms;

12 "(2) toilet rooms;

13 " (3 ) sleeping areas; and

14 "(4) kitchens.

15 "(d) There shall be adequate insect screens on all

16

17

18

19

20

21

22

23

24

25

windows and doors where needed and adequate janitorial

equipment and storage space in each unit of the facility.

"Chapter 7.—ADMINISTRATIVE SUPPORT

SERVICES

"Subchapter I—Functions, Personnel, and Facilities

"SEC. 290. (a) Adequate, modern administrative sup-

port shall be provided to efficiently meet the needs of, and

contribute to, program services for residents, and to facilitate

support of a variety of resources, which may include, but need

not be limited to, the following • kinds of services: clerical,
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1 communication, dietary, financial, housekeeping, laundry,

2 personnel, physical plant, records, safety and security, and

3 supply and purchasing.

4 "(b) Administrative support functions should be .di-

5 rected by a qualified administrator, trained and experienced

to provide skilled and efficient coordination of these services,

7 to adequately meet the facility's program objectives. In

8 larger facilities, provision may .be made for both executive

9 direction, via a chief executive officer (superintendent, di-

10 rector, and so forth) , and administration of support services

11 (via a business manager, and so forth) . In smaller facilities,

12 a single person may provide both program direction and

13 administration of support services-

14 "(1) the administrator of support services should-

15 "(A) have at least a baccalaureate degree; or

16 "(B) have completed formal graduate educa-

17 tion in health administration or its equivalent.

18 "(2) all administrative support personnel shall have

19 sufficient understanding and appreciation of the nature

20 and behavior of the mentally retarded and developmen-

21 tally disabled resident, to assure that each employee's

22 work and his relations to the residents contribute posi-

23 tively to their welfare.

24 "(c) There shall be adequate office space, facilities,
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equipment, and supplies for the efficient conduct of all

2 administrative support functions.

3 "Subchapter 11—Fiscal Affairs

4 "Sc. 291. (a) Funds shall be budgeted and spent in

5 accordance with the principles and procedures of program

6 budgeting.

7 "(1) the budget requests submitted by the facility

8 shall-

9

10

11

12

"(A) adequately reflect the program needs of

the residents, as developed by program staff; and

"(B) be adequately documented and inter-

preted.

1:3 "(2) budget preparation shall be the product of

14 team management;

15 " (3 ) budget preparation and implementation shall

16 include active participation of professional team mem-

17 bers;

18 "(4) budget development shall include incorpora-

19 tion of effectiveness measures; and

20 "(5) there shall be sufficient latitude to permit re-

21 budgeting of funds in response to changing program

22 needs, and in accordance with the principles and proce-

23 dures of program budgeting.

24 "(b) Individuals acting on the facility's budget requests

23 (board members, State budget officials, members of appro-

0
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1 priations committees, and so forth) should have firsthand

2 knowledge of its operations and needs, obtained by regular

3 visitation and observation of its programs.

4 "(c) Budget performance reports shall be prepared at

5 appropriate intervals and submitted to those individuals par-

6 ticipating in budgeting and management responsibilities.

7 "(d) Funds for community (that is, nonresidential)

8 programs and services shall not be included in computing the

9 per capita (that is, per resident) cost of operation. The per

10 capita expenditure for residential services, divided by the cost

11 of living index for the State or area, should compare favor-

12 ably with the same ratio for the Nation as a whole, that is,

13 come within 90 per centum of the Nation as a whole or,

14 preferably, exceed. 100 per centum. Maintenance expendi-

15 tures should be at least the same as would be required by

16 age peers in the community.

17 "(e) There shall be a formal system of internal control

18 in handling the fiscal affairs of the facility. The facility shall

19 have an adequate 'responsibility' accounting system.

20 " (f ) A full audit of the facility's fiscal activities shall be

21 performed regularly, preferably annually, by a qualified ac-

22 countant independent of the facility.

23 "(g) Fiscal reports shall be prepared and communicated

24 to the facility's public at least annually.

25 "(Ii) Facilities charging for services shall have a written
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1 schedule of rates and charge policies, which shall be available

a to all concerned.

3 " (i) Where the size of the facility's operation warrants

4 a fiscal officer, he shall have appropriate training and experi-

5 ence in accounting and auditing. Sufficient accountants, ac-

6 count clerks, and clerk-typists shall be provided to assure

7 maximum support to the efforts of personnel directly involved

8 in service to resident.

9 "Subchapter III—Purchase, Supply, and Property

10 Control

11 "SEc. 292. (a) There shall be written purchasing poli-

12 des regarding authority and approvals for supplies, services,

13 and equipment.

14 "(b.) There shall be adequate documentation of the pur-

15 chasing process, including, where appropriate, requisitions,

16 bids from a number of suppliers, purchase orders, and receiv-

17 ing reports.

18 "(c) The inventory control system and stockroom op-

19 eration shall be adequate for-

20 "(1) receiving supplies;

21 " (2) issuing supplies as needed in programs;

22 "(3) maintaining necessary stock level;

23 "(4) establishing responsibility for stocks; and

24 "(5) there shall be appropriate storage facilities

25 for all supplies and surplus equipment.
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1 "(d) Where the size of the facility's operation warrants,

2 the person responsible for directing purchase, supply, and

3 property control should have had several years of progres-

4 sively more responsible experience in these fields, and/or

5 related training. There shall be sufficient trained and experi-

6 enced personnel to accomplish the necessary purchase, sup-

7 ply, and property control functions.

8 "Subchapter IV—Communications

9 "SEC. 293. (a) There shall be adequate comrnunica-

10 tion service, including adequate telephone service, whenever

11 residents are in the facility.

12 "(b) The communication system shall assure-

13 "(.1) prompt contact of on-duty personnel; and

14 "(2) prompt notification of responsible personnel

15 in the event of emergency.

16 "Subchapter V—Engineering and Maintenance

17 "SEc. 294. (a) The facility shall have an appropriate

18 and written preventive maintenance program.

19 "(b) Where the size of the facility warrants, engineer-

20 ing and maintenance shall be directed by an engineer who-

21 "(1) has had at least three years of progressively

22 more responsible experience in institutional engineering

23 and maintenance;

24 "(2) is licensed or certificated, as appropriate to the

25 nature of the facility; and
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1 "(3) there shall be sufficient trained and experi-

9 enced personnel to accomplish the required engineering

3 and maintenance functions.

4 "Subchapter IV—Housekeeping Services

5 "SEC. 295. Appropriate to the size and nature of the

6 facility, the person responsible for directing housekeeping

7 services should have had—.

8 (1) several years of progressively more responsi-

9 ble experience in this field, and/or related training;

10 (2) formal training in short courses or vocational

11 schools; and

12 (3) experience and training in supervision and

13 management.

14 "Subchapter VII—Laundry Services

15 "SEC. 296. (a) Laundry services shall be managed

16 so that-

17

18

19

20

21

22'

23

24

25

(1) daily clothing and linen needs are met with-

out delay; and

(2) there is a minimum loss and damage to clothing.

"(b) Appropriate to the size and nature of the facility,

the person responsible for directing laundry services should

have had several years of progressively more responsible

experience in this field, and/or related training. The person

responsible for directing laundry service shall have the

ability to supervise residents who work in the laundry.
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23 in adaptive behavior or to require treatment similar to

24 that required for mentally retarded individuals,

25 which disability (1) originates before such individual attains
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"Chapter 8.—DEFINITIONS

"SEC. 297. As used in this part the term—

"(1) 'Advocacy' means that which is done by an

advocate.

"(2) 'Advocate' means an individual, whether a pro-

fessional employed by a private or public agency, or a

volunteer (a citizen advocate) , who acts on behalf of a

resident to secure both the services that the resident requires

and the exercise of his full human and legal rights.

"(.3) 'Ambulatory' means able to walk independently,

without assistance.

"(4) 'Chief executive officer' means the individual ap-

pointed by the governing body of a facility to act in its

behalf in the overall management of the facility. Job titles

may include, but are not limited to, superintendent, director,

and administrator.

"(5) 'Developmental disability' means a disability—

" (A ) attributable to mental retardation, or cerebral

palsy, or epilepsy, or autism, or learning disability; or

"(B) attributable to any other condition of an

individual found to be related to mental retardation as

it refers to general intellectual functioning or impairment
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age eighteen, (ii) which has continued or can be expected

to continue indefinitely, and (iii) which constitutes a severe

handicap to such individual's ability to function normally in

society.

"(6) 'Direct-care staff' means individuals who conduct

the resident-living program; resident-living staff.

"(7) 'Facility' means a residential facility for the men-

tally retarded.

"(8) 'Generic services' means services offered or avail-

able to the general public, as distinguished from specialized

services intended only for the mentally retarded.

"(9) 'Governing board' means a group of individuals

that constitutes the governing body of a facility; one form

of a governing body. A governing board may be called

a board of trustees, board of directors, or board of governors.

"(10) 'Governing body' means the policy-making au-

thority, whether an individual or a group, that exercises

general direction over the affairs of a facility and estab-

lishes policies concerning its operation and the welfare of

the individual it serves.

"(11) 'Guardian' means an individual who has legal

control and management of the person, or of the property

or estate, or of both the person and the property, of a resi-

dent. A natural guardian is a parent lawfully in control of

the person or his minor child; natural guardianship termi-
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1 Dates when the child attains his majority. A legal guardian

2 is one appointed by a court. A guardian of the person is one

3 appointed to see that the resident has proper care and pro-

4 tective supervision in keeping with his needs. A guardian

5 of the property is one appointed to see that the financial

6 affairs of the resident are handled in his best interests. A

7 guardian ad litem is one appointed to represent a resident

8 in a particular legal proceeding, , without control over either

9 the resident's person or his estate. A public guardian is a

10 public official empowered to accept court appointment as a

11 legal guardian. A testamentary guardian is one designated

12 by the last will and testament of a natural guardian.

13 " (12 ) 'Legal incompetence' means the legal determi-

14 nation that a resident is unable to exercise his full civil and

15 legal rights, and that a guardian is required.

16 "(13) 'Living unit' means a resident-living unit that

17 includes sleeping, dining, and activity areas.

18 "(14) 'Mobile nonambulatory' means unable to walk

19 independently or without assistance, but able to move from

20 place to place with the use of devices such as walkers,

21 crutches, wheelchairs, wheeled platforms, and so forth.

22 "(15) `Nonambulatory' means unable to walk hide-

23 pendently, without assistance.

24 "(16) ̀ Nonmobile' means unable to move from place to

25 place.
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1 " (17 ) 'Normalization principle' means the principle of

2 letting the mentally retarded and other individuals with

3 developmental disabilities 'obtain an existence as close to

4 the normal as possible,' making available to them 'patterns

5 and conditions of everyday life which are as close as possible

6 to the norms and patterns of the mainstream of society.'

7 Specifically, 'the use of means that are as culturally normative

8 as possible to elicit and maintain behavior that is as culturally

9 normative as possible.'

10 , "(18) 'Public financial support programs' include, but

11 are not limited to, services for crippled children; aid to the

12 disabled, old age, survivors, and disability insurance, and

13 other benefits available under the Social Security Act;

14 and benefits administered by the Veterans' Administration.

15 " ( 19) 'Resident' means the general term used in the

16 standards to refer to an individual who receives service from

17 a residential facility, whether or not such individual is actu-

18 ally in residence in the facility. •The term thus includes in-

19 dividuals who are being considered for residence in a fa-

20 cility, individuals who were formerly in residence in a facility,

21 and individuals who are receiving services other than dom-

22 iciliary from a facility. (A residential facility, on the other

23 hand, may use the term 'resident' to refer only to those

24 individuals actually in residence, and may thus distinguish

25 between resident and nonresident recipients of its services.)
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1 "(20) 'Resident-living' means pertaining to residential

2 or domiciliary services provided by a facility.

3 "(21) 'Residential facility' means a facility that provides

4 twenty-four-hour programing services, including residential

5 or domiciliary services, directed to enhancing the health, wel-

6 fare, and development of individuals classified as mentally

7 retarded. While the facility must provide twenty-four-hour

8 programing for residents, in accordance with their needs, it

9 need not itself operate any programs or services other than

10 residential or domiciliary.

11 "(22) 'Rhythm of life' means relating to the normal-

12 ization principle, under which making available to the men-

13 tally retarded and other individuals with developmental dis-

14 abilities 'patterns and conditions of everyday life which

15 are as close as possible to the norms and patterns of the main-

16 stream of society' means providing a normal rhythm of the

17 day (in respect to arising, getting dressed, participating in

18 play and work activities, eating meals, retiring, and so

19 forth) , normal rhythm of the week (differentiation of daily

20 activities and schedules) , and normal rhythm of the year.

21 "(23) 'Surrogate' means an individual who functions

22 in lieu of a resident's parents or family.

23 "(24) 'Time out' means time out from positive rein-

24 forcement. A behavior modification procedure in which,

33-979 0- 74 - 17
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1 contingent upon the emission of• undesired behavior, the

2 resident is removed from the situation in which positive re-

3 inforcernent is available.".

4 "Chapter 9.—REVISION OF STANDARDS

5 "Sec. 299. (a) It shall be the duty and function of the

6 Council established under section 133 (a) of this Act to (1)

7 advise the Secretary with respect to any regulations promul-

8 gated or proposed to be promulgated by him in the imple-

mentation of the standards established under part A of this

10 Act, (2) study and evaluate such standards authorized by

11 this Act through site visits and other appropriate methods

12 with a view of determining their effectiveness in carrying

13 (Alt the orposes for which they were established, and (3)

14 based upon site visits or other studies, evaluations, or reviews

15 recommend to the Secretary any changes, revisions, modifi-

16 cations; or improvements in the standards established under

17 part A of this Act, which will strengthen or upgrade such

18 standards.

19 "(b) Nothing herein shall limit the authority of the

20 Secretary to seek and receive advice and respect to the above

21 matters from any source he deems appropriate, including but

22 not limited to the national accrediting body for facilities and

23 programs for the mentally retarded, and other individwIls

24 with developmental disabilities,
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13 "STATE PLANS

14 "SEC. 301. (a) Any State desiring to receive a grant

15 under this title shall submit a plan to the Secretary-

16 " (1 ) setting forth a schedule for compliance with

17 the standards established under part A of this title for

18 each facility for which assistance is requested;

19 "(2) assuring reasonable State financial participa-

20 tion in the cost of carrying out the plan to comply with

21 the standards set forth in this title and how the resi-

22 dential facility for individuals with developmental

23 disabilities will complement and augment rather than

24 duplicate or replace other community services for in-

"PART B-INSTITUTIONAL ASSISTANCE

"GRANTS TO ASSIST INSTITUTIONS FOR INDIVIDUALS

WITH DEVELOPMENTAL DISABILITIES

"SEC. 300. For the purpose of assisting States in meet-

ing the expenses, directly or indirectly, for bringing publicly

operated facilities and publicly assisted facilities into con-

formity with the standards established under. part A of this

title, which seek to assure the humane care, protection, habili-

tation, and treatment of individuals with developmental dis-

abilities in residential facilities, there are authorized to be ap-

propriated such sums as are necessary to enable the Secre-

tary to make grants under this title.
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1 dividuals with development disabilities or meet the

2 requirements of part A of this title;

3 "(3) setting forth a schedule of costs to achieve corn-

4 pliance with the standards established under part A

5 of this title; and

6 "(4) designating how placement in residential facil-

7 ities shall be minimized through alternative regional and

8 community programs and services for individuals with

9 developmental disabilities, and be in coordination with

10 the plan established under title I of this Act.

11 "(b) The Secretary shall approve a plan which sets

12 forth a reasonable time for compliance with the standards

13 established under this title, and he shall not finally disapprove

14 a plan except after reasonable notice and opportunity for a

15 hearing to such State.

16 "AMOUNT OF GRANTS; PAYMENTS

17 "SEC. 302. (a) The total of the grants with respect to

18 any project under this part may not exceed 75 per centum of

19 the necessary cost thereof as determined by the Secretary.

20 " (b ) Payments of grants under this part shall be made

21 in advance or by way of reimbursement, and on such condi-

22 tions as the Secretary may determine.

23 "MAINTENANCE OF EFFORT

24 "SEc4-303. Applications for grants under this part may

25 be approved by the Secretary only if the application con-
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1 tains or is supported by reasonable assurances that the grants

2 will not result in any decrease in the level of State, local, and

3 other non-Federal funds for services for individuals with de-

4 velopmental disabilities which would (except for such grant)

5 be available to the applicant, but that such grants will be

6 used to supplement, and, to the extent practicable, to increase

7 the level of such funds.

8 "WITHHOLDING OF GRANTS

9 "SEc. 304. (a) Five years after the date of enactment of

10 this title, no residential facility for individuals with develop-

11 mental disabilities shall be eligible to receive payments either

12 directly or indirectly under any Federal law, unless such

13 facility meets the standards promulgated under part A of

14 this title.

15 "(b) The funds to which any individual would other-

16 wise be entitled to have paid on his behalf to any vendor of

17 residential services, public or private, shall be reserved for

18 him and administered by the Social Security Administra-

19 tion in the same manner as benefits under title II of the

20 Social Security Act would be administered on his behalf were

21 he entitled to same.".
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93D CONGRESS
2D SESSION S03011

IN THE SENATE OF THE UNITED STATES

FEBRUARY 18,1974

Mr. JAVITS (by request) introduced the following bill; which was read twice
and referred to the Committee on Labor and Public Welfare

A BILL
To amend the Public Health Service Act, the Developmental

Disabilities Services and Facilities Construction Act, and

the Comprehensive Alcohol Abuse and Alcoholism Preven-

tion, Treatment, and Rehabilitation Act of 1970, to revise

and extend programs of health services, and for other

purposes.

1 Be it enacted by the Senate and House of Represent a-

2 tives of the United States of America in Congress assembled,

3 That this Act may be cited as the "Health Services Amend-

4 ments of 1974".

II
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1 TITLE I—COMPREHENSIVE PUBLIC HEALTH

2 SERVICES, AND HEALTH SERVICES DEVEL-

3 OPMENT

4 REPEAL OF MENTAL HEALTH ALLOCATION

5 SEC. 101. Section 314(d) (7) of the Public Health

6 Service Act is amended to read as follows:

7 "(7) ALLOCATION OF FUNDS WITIIIN THE

8 STATES.—At least 70 per centum of a State's allotment

9 under this subsection shall be available only for the pro-

10 vision under the State plan of services in communities

11 of the State."

12 EXTENSION OF STATE FORMULA GRANTS

13 SEC. 102. Section 314 (d) (1) of such Act is amended

14 by striking out "and" after "1973," and inserting imme-

15 diately after "1974" the following: ", and such sums as may

16 be necessary for each of the next three fiscal years".

17 EXTENSION AND REVISION OF PROJECT GRANTS

18 SEC. 103. Section 314 (e) of such Act is amended to

19 read as follows:

20 "(e) (1) There are authorized to be appropriated such

21 sums as may be necessary for the fiscal year ending June

22 30, 1975, and each of the next two fiscal years, for grants

23 to any public or nonprofit private entity to pay part of the

24 cost of-

25 "(A) providing services (including related train-
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1 ing) to meet health needs of limited geographic scope

2 or of specialized regional or national significance;

"(B) preventing or treating alcoholism;

4 "(C) providing or operating centers to make avail-

5 able comprehensive health services (as defined by the

6 Secretary) ;

7 "(D) providing or operating health service clinics

8 for domestic agricultural migratory workers or for

9 projects in improving health care or conditions of these

10 workers or their families, or to encourage and cooperate

11 in programs to improve their health services or condi-

12 tions, including the support of services to seasonal agri-

13 cultural workers when it contributes to improving the

14 health conditions of migratory workers; or

15 "(E) providing services (including related train-

16 ing) in the field of family planning.

17 "(2) With respect to a facility or center, or portion

18 thereof, used or to be used for a purpose enumerated in the

19 preceding paragraph, the Secretary may provide, upon such

20 terms as he deems necessary to protect the financial interest

21 of the United States, that a grant under this subsection shall

22 be available to pay the cost (in addition to any cost for which

23 it may otherwise be made available under that paragraph)

24 of-

25 "(A) in the case of a facility or center in existence
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prior to January 1, 1974, amortizing the principal of,

or paying the interest on, a loan for the facility's or

center's acquisition, construction, expansion, alteration,

or remodeling (including a facility or center acquired

from, or constructed in connection with, any program

or project transferred to the Secretary from the Office

of Economic Opportunity) , including architects' fees

and the cost of acquiring land; or

"(B) its minor remodeling or minor alteration, in-

cluding architects' fees."

CONSOLIDATION OF ADVISORY COUNCILS

SEC. 104. (a) Section 316 of the Public Health Service

Act (establishing a National Advisory Council on Compre-

hensive Health Planning Programs) is repealed, and there is

15 enacted a new section 316 to read as follows:

16 "NATIONAL ADVISORY COUNCIL ON HEALTH SERVICES

17 "SEC. 316. (a) The Secretary shall appoint, without

18 regard to the provisions of title 5 of the United States Code,

19 governing appointments in the competitive service, and with-

20 out regard to the provisions of chapter 51 and subchapter III

21 of chapter 53 of that title relating to classification and Gen-

22 eral Schedule pay rates, a permanent body to be known as

23 the National Advisory Council on Health Services. The

24 Council shall consist of the Secretary or his designee, who

25 shall be the Chairman, and not to exceed twenty members,
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1 not otherwise in the regular full-time employ of the United

2 States, who are (1) leaders in health care administration or

3 the provision of health services, or (2) representatives of

4 consumers of health care. At least one-third of the appointed

5 members shall be individuals representing the consumers of

6 health care. Insofar as practicable, the members shall be ap-

7 pointed from different geographic areas of the United States

8 and, in the aggregate, shall be representative of all areas

9 within the United States in which health services are pro-

10 vided, or their provision assisted, under this Act.

11 "(b) Each appointed member of the Council shall hold

12 office for such term as the Secretary shall prescribe.

13 "(c) Appointed members of the Council, while attend-

14 ing meetings or conferences thereof or otherwise serving on

15 the business of the Council, shall be entitled to receive corn-

16 pensation at rates fixed by the Secretary, but at rates not

17 exceeding the daily equivalent of the rate specified at the

18 time of service for GS-18 of the General Schedule (as lim-

n ited by section 5308 of title 5 of the United States Code) , in-

20 eluding traveltime, and while so serving away from their

21 homes or regular places of buisness they may be allowed

22 travel expenses, including per diem in lieu of subsistence, as

23 authorized by section 5703 (b) of title 5 of the United States

24 Code for persons in the Government service employed inter-

25 mittently.
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1 "(d) The Council shall advise the Secretary as to mat-

2 ters of policy arising with respect to the financing and de-

3 livery of health services under this Act."

4 (b) (1) Section 217 (a) of the Public Health Service

5 Act is amended-

6 (A) in the first sentence thereof, by striking out

7 "the National Advisory Mental Health Council, the Na-

8 tional Advisory Council on Alcohol Abuse and Alcohol-

9 ism";

10 (B) in the second sentence thereof-

11 (i) by striking out "the National Advisory

12 Mental Health Council, the National Advisory

13 Council on Alcohol Abuse and Alcoholism, and",

.14 and

15 (ii) by striking out "psychiatric disorders,

16 alcohol abuse and alcoholism, and dental diseases

17 and conditions, respectively" and inserting "and

18 dental diseases" in lieu thereof; and

19 (C) in the fourth sentence thereof-

20 (i) by striking out "(other than the members

21 of the National Advisory Council on Alcohol Abuse

22 and Alcoholism) ";

23 (ii) by inserting "and" before " (2) "; and
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1 (iii) by striking out " ; and (3) " and the re-

2 mainder of clause (3) preceding the period.

3 (2) Section 217 (b) of such Act is amended, in the

4 second sentence thereof, by striking out "mental health,

5 alcohol abuse, and alcoholism,".

6 (3) Section 217 of such Act is further amended by

7 striking out subsection (c) and (d) thereof, and redes-

8 ignating subsection (e) as subsection (c) .

9 (c) (1) Section 303 (b) of such Act is amended by

10 striking out "may be made only upon recommendation of

11 the National Advisory Mental Health Council. Such grants".

12 (2) Section 303 of such Act is amended by adding a

13 new subsection (c) to read as follows:

14

15

16

17

18

19

20

21

22

"(c) The National Advisory Council on Health Services

shall advise the Secretary on matters of policy arising in

the administration of this section."

(d) Section 329 (e) (1) (E) of such Act is amended

by striking out "National Advisory Council on ewe-

hensive Health Planning" and inserting "National Advisory

Council on Health Services" in lieu thereof.

(e) Section 223 of the Community Mental Health

Centers Act is amended by striking out ", after consultation



265

with the National Advisory Mental Health Council (ap-

2 pointed pursuant to the Public Health Service Act) ,".

3 (f) Section 266 of such Act is repealed.

4 rITLE II—EXTENSION OF ALCOHOLISM FORMULA

5 GRANTS

6 SEC. 201. Section 301 of the Comprehensive Alcohol

7 Abuse and Alcoholism Prevention, Treatment, and Rehabili-

tation Act of 1970 is amended by striking out "each of the

9 next two fiscal years" and inserting in lieu thereof "each

10 of the next five fiscal years".

11 TITLE III—DEVELOPMENTAL DISABILITIES

12 SHORT TITLE; REFERENCES TO SECTIONS

13 SEC. 301. (a) This title may be cited as the "Develop-

14 mental Disabilities Amendments of 1974".

15 (b) Unless the context otherwise requires, whenever

16 in this title an amendment or repeal is expressed in terms

17 of an amendment to, or repeal of, a section or other provi-

18 sion, the reference shall be considered to be made to a section

19 or other provision of the Developmental Disabilities Services

20 and Facilities Construction Act.

21 EXTENSION OF AUTHORIZATIONS

22 SEC. 302. (a) Section 122 (b) is amended by striking

23 out "and" before "$9,250,000" and by inserting before the

24 period at the end thereof ", and such sums as may be neces-
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1 sary for the fiscal year ending June 30, 1975, and for each

2 of the next two fiscal years".

3 (b) Section 131 is amended by striking out "and"

4 before "$32,500,000" and by inserting before the period

5 at the end thereof ", and such sums as may be necessary for

6 the fiscal year ending June 30, 1975, and for each of the

7 next two fiscal years".

8 MINIMUM ALLOTMENT FOR TERRITORIES

9 SEC. 303. Section 132(a) (1) is amended by striking

10 out "any State (other than the Virgin Islands, American

11 Samoa, Guam, and the Trust Territory of the Pacific Is-

12 lands) " and inserting in lieu thereof "the Virgin Islands,

13 American Samoa, Guam, and the Trust Territory of the

14 Pacific Islands for any such fiscal year shall not be less

15 than $50,000, and the allotment of each other State".

16 ELIMINATION OF REQUIREMENTS OF FEDERAL APPROVAL

17 OF EACH CONSTRUCTION PROJECT

18 SEC. 304. (a) (1) Sections 135 and 136 are stricken,

19 and sections 137, 138, and 139 are redesignated as sections

20 135, 136, and 137, respectively.

21 (2) Section 123 (a) (2) is amended by striking out

22 "139" and inserting in lieu thereof "137".

23 (3) Section 134 (b) is amended by striking out "and"

24 after the semicolon at the end of paragraph (17) , by re-
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1 designating paragraph (18) as paragraph (20) , and by

2 inserting the following new paragraphs after paragraph

3 (17) :

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

"(1.8) provide reasonable assurance that adequate

financial support will be available to complete the con-

struction of, and to maintain and operate when such

construction is completed, any facility, the construction

of which is assisted by funds made available pursuant

to section 132;

"(19) provide reasonable assurance that all labor-

ers and mechanics employed by contractors or subcon-

tractors in the performance of work on any construc-

tion project assisted with funds made available pursuant

to section 132 will be paid wages at rates not less than

those prevailing on similar construction in the locality

as determined by the Secretary of Labor in accordance

with the Davis-Bacon Act, as amended (40 U.S.C....

276a-276a-5) ; and the Secretary of Labor shall have

with respect to the labor standards specified in this

paragraph the authority and functions set forth in Re-

organization Plan Numbered 14 of 1950 (15 F.R. 3176;

5 U.S.C. 133z-15) and section 2 of the Act of June

13, 1934, as amended (40 U.S.C. 276c) ; and".

(4) The heading of the section redesignated as section
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1 1,35 by paragraph (1) of this subsection is amended by

2 inserting "CONSTRUCTION," after "PLANNING,".

3 (5) The heading of the section redesignated as section

4 136 by paragraph (1) of this subsection is amended by in-

5 serting "CONSTRUCTION," after "PLANNING,".

6 (6) The section redesignated as section 135 (a) (1) by

7 paragraph (1) of this subsection is amended by striking

8 out ", other than expenditures for construction,".

9 (7) Section 140 is amended by striking out so much

10 thereof as precedes subsection (b) (other than the section

11 heading), by striking out " (b) " and inserting in lieu thereof

12 "SEC. 138.", and by inserting "construction," after "plan-

13 ning,".

14 (8) Section 142 (a) (2) (A) is amended by inserting

15 "which was used by the State in which the facility is located"

16 before "to assist in financing the construction of the facility".

17 (b) (1) Section 401 (h) (1) of the Mental Retardation

18

19

20

21

22

23

24

Facilities and Community Mental Health Centers Construc-

tion Act of 1963 is amended by striking out "part C of title

I or".

(2) Section 401 (h) (2) of such Ac t is amended by
striking out "(A) for any project under part C of title I may

not exceed 661 per centum of the costs of construction of

such project; and (B) ".
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1 (3) Section 401 (h) (3) of such Act is amended by

2

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

striking out "under part C of title I or".

(4) Section 403 (a) of such Act is amended by striking

out "section 134 in the case of a facility for the mentally

retarded or persons with other developmental disabilities, or"

and by striking out "section 136 or" and "as the case may

be," from clause (2) thereof.

(5) Section 403 (b) of such Act is amended by striking

out "135 or".

(6) Section 404 of such Act is amended by striking

out "135 or" and "136 or" from the first sentence thereof.

(7) Section 405 of such Act is amended by inserting

"or. section 135" after "section 403".

(8) Section 405 (1) of such Act is amended by striking

out "135 or" from clause (A) thereof and by inserting "(in

the case of a community mental health center) " after "205"

in such clause.

AMENDMENTS TO FEDERAL SHARE PROVISION

SEC. 305. The section redesignated as section 135 (b)

by section 304 (a) (1) of this Act is amended to read as

follows:

"(b) The 'Federal share' with respect to any State for

purposes of this section shall be 70 per centum for the fiscal

year ending June 30, 1975; 60 per centum for the fiscal

33-979 0- 74 - 18
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year ending June 30, 1976; and 50 per centum for the

fiscal year ending June 30, 1977."

INCLUSION OF LAND ACQUISITION COSTS

SEC. 306. Section 401 (e) of the Mental Retardation

Facilities and Community Mental Health Centers Construc-

tion Act of 1963, is amended by inserting ", for purposes

of title II of this Act only," before "the cost of the acquisi-

tion of land.".

INCLUSION OF AUTISM

SEC. 307. Section 401 (1) of the Mental Retardation

Facilities and Community Mental Health Centers Construc-

tion Act of 1963 is amended by inserting "(including

autism)" after "condition of an individual".

INCREASING EMPHASIS ON DEINSTITUTIONALIZATION AS

A PROGRAM OBJECTIVE

SEC. 308. (a) Section 130 is amended (1) by striking

out "and" in clause (e), (2) by striking out the period at

the end of clause (f) and inserting "; and" in lieu thereof,

and (3) by inserting a new clause (g) as follows:

"(g) grants to assist in the elimination of inappro-

21 priate placement of persons with developmental dis-

22 abilities in institutions."

23 (b) Section 134 (b) (1) (4) is amended by redesig-

24 nating clauses (C) and (D) as clauses (D) and (E),
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1 respectively, and by inserting the following new clause (C) :

2 "(C) part of such funds will be made available for the

3 elimination of the inappropriate placement of persons with

4 developmental disabilities in institutions ;".

5 TITLE IV—EFFECTIVE DATE

6 SEC. 401. This Act is effective with respect to appro-

7 priations for fiscal years beginning after June 30, 1974,

8 except that section 104 is effective upon its enactment.
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Senator RANDOLPH. It has been agreed that this program be moved
to the Office of Human Development so that the coordination of the
agencies that have been included in the program will have this oppor-
tunity and responsibility for an input, and so that the planning can
be carried forth more effectively.
I think it is important to say that the need for the National Council

to have a more active role in the administration of this effort prompted
the decision to place the Council in the Office of the Secretary. It is
our hope, I think shared by members of the subcommittee, that this
move will provide the thrust by the Council to make this program
effective.
As set forth in a publication distributed through the Office of the

Assistant Secretary for Human Development, there was established
the Department's planning and resources program, which recognized
that there are groups of people who have certain special needs.
Now, based on statement of purpose for the Office of Human

Development the Subcommittee on the Handicapped has determined
that this was, indeed, the logical place for this new act to be admin-
istered.

.‘,.- supporting 
During the hearings last February there was much testimony

the broadening of the definition of developmental disability.
Included in the statement of the Chairman of the National Advisory
Council on Services to the Developmentally Disabled was a recom-
mendation to the Secretary that the definition be broadened.

After consideration of this testimony the subcommittee agreed on
the definition in our new legislation, Senate 3378. There are other
major components of this bill which are designed to insure quality,
humane care and treatment and protection of the developmentally
disabled within residential facilities.
Now, we are very happy that the Assistant Secretary for Legisla-

tion of the Department of Health, Education, and Welfare is present
and accompanied by others from that Department.
Senator Stafford, would you make such comments as you would

like at this time?
Senator STAFFORD. Well, thank you very much, Mr. Chairman, and

I welcome Mr. Kurzman's presence here in front of the subcommittee
with his associates.
You stated the position of the subcommittee so fully and so ably

that I simply would like to be associated with your opening remarks,
and I will forebear any further comment at this time.
Senator RANDOLPH. Thank you, Senator Stafford.
For the record I want to reemphasize your close attention to the

subject matter, your expertise in the drafting of the bill, and your
continued commitment to programs of this kind to help persons who
are in need.
Senator Kennedy, we are delighted that you have joined us this

afternoon for this hearing. We would be helped by your statement.
Senator KENNEDY. Thank you very much, Mr. Chairman.

/ The subcommittee completes its hearings on the extent to revise
C.developmental disability legislation which expires June 30, and on

November 16, 1971, President Nixon established two national goals;/1 first, to reduce by half the occurrence of mental retardation in the
CN' United States before the end of the century; second, to enable one-
\ third of the more than 200,000 retarded persons in public institutions
1 to return to useful lives in the community.\-...._
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Today largely through the unwillingness of the administration to
back up its rhetoric with positive action those goals are far from being
achieved. The administration's budget requests have been far below
authorization figures and far below the level necessary to provide for
the full implementation of the developmental disability legislation.
For the university affiliated facilities, the administration is request-

ing only $4.2 million, the same amount that Congress has appropriated
every year since 1972.

Yet, it is at these very centers that the new and innovative inter-
disciplinary training programs would have to be developed if signifi-
cant progress is to be made to meet the President's goals.
In his 1971 message the President placed heavy emphasis on research

and improved prevention through widespread application of bio-
medical research advancements.
Yet when one looks at the budget for the two research institutes at

NIH which are responsible for research into the cause and prevention
of mental retardation, one finds the budget request for one, the
National Institute of Child Health and Human Development is $5
million less than what was appropriated last year in the budget. The
other, the National Institute of Neurological Diseases and Stroke is
budgeted at $5 million less than last year's appropriation.
This is in spite of the fact that Congress has repeatedly made it

clear that the war on cancer shall not be at the expense of but rather
in addition to the efforts of the other research institutes.
As a result of President Kennedy's efforts, Congress established

some 12 mental retardation centers in medical centers and universities
across the country and they were assigned a 20-year mission to attack
problems that surrounded the multiple causes of mental retardation
and to explore treatment alternatives. These centers are now in place.
The National Institute of Child Health and Human Development,

caught in the budgetary crisis facing NIH, has never had to budget to
adequately develop the possibilities afforded by these centers. The
problem of appropriate financial support becomes even more important
in light of legislative changes currently being contemplated by the
subcommittee.
I support S. 3378, but I want to point out to my colleagues that

many of the changes contained in this bill will require a concentrated,
concerted effort to increase appropriations.

This legislation enlarges the  _population of eligibles under the act,
but enlarge_eligibility_without_expanded appropriations would result
in inadequate programs for all recipients.
Last year in earlier testimony on this legislation, Geraldo Rivera

showed the committee portions of his documentary on Willowbrook,
and if anyone needed convincing of the need for the establishment of
institutional standards that film provided it.

This legislation provides for the establishment of such standards,
and I want to commend Senator Javits for agreeing to incorporate
his bill of rights for the mentally retarded into S. 3378.
My one concern is that the establishment of standards in institutions

without the establishment of comparable standards in community
facilities would result in the abandonment of the institutions in favor
of facilities that would need no standards at all.
Thus, I am delighted to cosponsor with Senators Randolph and

Stafford an amendment to establish community facilities standards.
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President Kennedy said:
The manner in which our Nation cares for its citizens, conserves its manpower

resources, is more than an index to its concern for the less fortunate. It is the key
to its future.

I believe that this legislation, if enacted and fully implemented,
will go a long way toward brightening that future.
Senator RANDOLPH. Thank you very much, Senator Kennedy.
We appreciate your active cosponsorship of the measure. There is a

considerable number of members who are intensely interested in
bringing about the changes incorporated in S. 3378. We have the
cosponsorship of Senator Williams, chairman of the parent committee,
Senator Javits, Senator Cranston, Senator Mondale, Senator Pell, and
Senator Schweiker, and Senator Taft.
As I understand what you said, Senator Kennedy, it is our feeling

that full funding for our authorizations would provide for planning for
services needed; however, increased appropriations will be needed to
deliver those services.
Senator KENNEDY. That is correct, Mr. Chairman.
Senator RANDOLPH. Now, Mr. Secretary, we appreciate your

cooperation with the subcommittee. I will say, even before you start,
that we have an important rollcall in the Senate which is at 3 p.m.
That is the hour decided for the rollcall, and I can only say to you
that I am not certain of our ability to return, with the Senate picture
as it is today; but I authorize, if agreeable with you and Senator
Stafford, that our staff members continue so that we do not have an
inordinate delay. Is that agreeable, Senator Stafford?

Senator STAFFORD. That is agreeable.
Senator RANDOLPH. Mr. Secretary, if you would identify yourself

and those who sit with you.
Mr. KURZMAN. Thank you very much.

STATEMENT OF STEPHEN KURZMAN, ASSISTANT SECRETARY FOR
LEGISLATION, DEPARTMENT OF HEALTH, EDUCATION, AND WEL-
FARE; ACCOMPANIED BY JAMES DWIGHT, ADMINISTRATOR OF
THE SOCIAL AND REHABILITATION SERVICE, DEPARTMENT OF
HEALTH, EDUCATION, AND WELFARE; AND FRANCIS LYNCH,
DIRECTOR OF THE DIVISION OF DEVELOPMENTAL DISABILITY,
SOCIAL AND REHABILITATION SERVICE

Mr. KURZMAN. Mr. Chairman, thank you very much.
I'm Stephen Kurzman, Assistant Secretary for Legislation, Depart-

ment of Health, Education, and Welfare; and with me are Mr. James
Dwight, Administrator of the Social and Rehabilitation Service; and
Mr. Francis Lynch, Director of the Division of Developmental Dis-
ability of the SRS/RSA.
Mr. Chairman, and members of the subcommittee, we very much

welcome this opportunity to appear today to testify on the progress
z that has been made under the Developmental Disability Act since its

enactment on October 30, 1970, and on the proposals for its extension
4low under consideration by this subcommittee.
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Although the developmental disabilities program was enacted onl
4 years ago it has already become an effective means of integrating
certain services for a needy population.

Its achievements are primarily due to the comprehensiveness of its
app_roktCE-175-The--1-51-5F---.o em- orthe -developmentally disabled, which rep-
resents a significant change from the specialized approach of the mental
retardation legislation it replaced. The commitment of the admin-
istration to the program is demonstrated in our bill, S. 3011, which was
introduced at our request by Senator Javits.

Before addressing the provisions of S. 3011 and S. 3378, the bill
introduced by Mr. Chairman and members of the subcommittee as
described, I should like to state briefly the goals of the DD program,
as we see it, and give an outline of its accomplishments during the
administration's implementation of this important initiative.

First, the Developmental Disabilities Act stresses that the develop-
ment  of planning caPICity at the State and local levels to utilize
effectively all available resources to meet the needs of the develop-
mentally 
AiiëlThThid $800 million in Federal funds will be obligated by

HEW inTiCaryear 1974 on programs for this group from such agencies
as the Office of-Education, the Social and Rehabilitation Service, and
the Nation-al Institute of Mental Health.
Much moreiS. provided by State, local, and private agencies and the

important need is for the development of a coherent strategy to utilize
all these resources to reduce the dependency of the developmentally
disabled.
The planning capacity of the State and local agencies which has been

derived from our developmental disabilities program has enabled
these agencies to begin to draw together available resources in a co-
herent way.
The second principle underlying the program is _that Federal money

is to be used, not to duplicate existing resources, or to substitute for
them, but as a catalyst to bring about new service resources in areas
where none had previously existed. This emphasis on the catalyst
effect of Federal funds has stimulated the growth of programs serving
the developmentally disabled.

Third, in developing service programs at the delivery level, the
primary goal is to establish an integrated network of services for the
developmentally disabled. Much emphasis has been placed by the
States
' 

for example, on ihformation and referral services and centers
to link the recipient with the services he needs.

Finally, the program has emphasized the authority of the States to
determine their own goals and the methods to twill-eve them. This
flexibility has enabled the States to manage tNe_program effectively.
Of the 56 States and territories eligible to participate in the formula

grant program, 54 have designated State planning and advisory
councils and agencies to administer planning, services, and construction
activities under this program.
In fiscal year 1974 $30,875,000 has been distributed in the basi

formula grant program. Of this 1 percent went to program evaluatio ,
5.2 percent to projects of national significance, and 93.8 percent to
States and territories. States have indicated, on the average, that they
will use 73 percent of their funds for services, 22 percent for planning
and administration, and 5 percent for construction.
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•/Senator RANDOLPH. May I interrupt, Mr. Secretary?
Have we had evidence from the States that the amount of money

in fiscal year 1974, $30,875,000, was the sum that they could use
effectively, or was it a sum that was insufficient to do the job, or what?
Would you give us a response of the feelings from the States, since
you have spoken of the responsibility of the States?
Mr. KURZMAN. Mr. Chairman, I'd like to turn to my colleagues—

perhaps Mr. Lynch—for the answer to that question. I do not happen
to know the specific reaction to it.
Mr. LYNCH. Thank you, Mr. Secretary.
Mr. Chairman, yes, we have every indication from the States that

every bit of the_moneione has been Wowed
i

 to
lapse, and they have  found that they have heen able to put t iuto
action very readily.
Senator RANDOLPH. Now, the second portion of my question was

have the States indicated that, they could use more money, and use
it effectively?
Mr. LYNCH. In the development of this, yes, Mr,Chairman., they

mdicateclth.J There have been indications from the States plans that
they could use _more nio-iy_eyjr_tii-PYliad tkeseiesourees.
Senator RANDOLPH. Will you try to reflect that, Secretary Kurzman,

in your presentation today, if I may anticipate? I haven't had the
opportunity to read your statement.
Mr. KURZMAN. I think this deals not only with that question, Mr.

Chairman, but the question raised by Senator Kennedy's opening
comments too, and it is that in our view this is a catalytic program,
and clearly it is important from this point of view to avoid looking at it
as if it were designed to meet all the needs of the developmentally dis-
abled. It could not possibly, in view of the scale of the program, even
as authorized by the authorizing legislation totally apart from the
appropriation request. .
Instead, it is designed to be essentially a gap-filling_prggram inte-

grating services to individuals whose basic service needs, medical,
rehabilitative and educational; are met'by Federal, State and local
programs such as the medicaid program, which deals with the medical
needs of the poor and which compriies--a massive portion of the $800
million that we have identified as the total Federal expenditure for the
developmentally disabled. Of course, there is State matching fp„r
Medicaid on a roughly 50-50 basis.
Another basic service progfam-is the vocational rehabilitation pro-

gram, which has a specific set aside for mental retardation—again
matched by State and local moneys—and which comprises a very
substantial additional portion of that $800 million.
Senator RANDOLPH. Mr. Secretary, have you felt that there is

enou h money to do the ob of lanning. this program?
Mr. R mU . ur un erstan g o the  le-Ye% is that they have

grown commensurately with the growth of the capacity of the States
and-lom er ake the kindAkTanning and service integration
that we're-Tgabout here.
I shiiula point out that the appropriations have not been level from

the beginning. In 1971 the-appropiiiiiiiiii-S- w-e-re zir the level of $34,-
790,000 and they have now grown to the level of $53,625,000, and
that is including $12.5 million from the vocational rehabilitation
program specifically.
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I think our answer would ha,ve_in  be  .y_m_ wthbask our appropria-
tions are growimen_surate with our capacity to use them. Now,
that does not mean if you g9 out and  ask any service provider if they
Would -like more money, _and-This is true for all HETir's grantees, that
they will say no. What has to be done is what we do in constructing the
HEW budget proposal with the Office of Management and Budget, and
what they must do in proposing the entire Federal budget, and what
what the Appropriations Committees in Congress must do, which is to
balance all these demands for additional funds.
Senator RANDOLPH. Certainly it would not be desirable just giving

more money if that money could not be efficiently used; and so insofar
as the chairman speaks, he wants always the moneys to be within the
realm of realism. That is why I asked you that question specifically.
Can the money be used to advantage, and is the money needed and
what is your feeling about it?
Off the record.
[Discussion off the record.]
[Mrs. Forsythe acting chairman.]
[Committee members departed the room for rollcall vote.]
Mr. KURZMAN. A significant trend in the operation of the program

has been the increased efforts by many States to deinstitutionalize
developmentally disabled persons. North Carolina, Wisconsin, Wash-
ington, and California, in particular, have all emphasized this goal with
success.

California plans to convert all of its long-term residential State
hospitals into high specialized treatment and service facilities.
Mentally retarded persons who can benefit from new community-
provided care are being discharged to permit the evolution of these
hospitals into specialized service centers.
It is generally agreed that returning the institutionalized individual

to the community has in the majority of cases had a good effect on his
rehabilitation.

It is the policy of HEW to encourage deinstitutionalization where
such a program is consistent with the capacities of the individuals
concerned and where the home community can provide alternative
services.
We plan to continue this policy in our future administration of

programs for the developmentally disabled.
Turning to university affiliated facilities, title I, part B of the act

provides for Federal support for interdisciplinary training in institu-
tions of higher learning, as well as for the construction of facilities
to house these programs. Grants may be made to cover the costs for
administering and operating demonstration facilities and training
programs for personnel needed to render specialized services to persons
with developmental disabilities. In fiscal year 1973, $4,250,000 was
made available for this program.
Among the professional disciplines trained in these facilities are

medical personnel, dentists, nurses, speech and hearing therapists,
nutritionists, physical therapists, occupational therapists, rehabilita-
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tion specialists, special educators, psychologists, social workers,
recreational specialists.
Each facility is encouraged to conduct a comprehensive program

so that each discipline involved in the habilitation and rehabilitation
of the developmentally disabled may be fully familiar with the
contributions of the other disciplines.
Dr. HOROWITZ. Could you submit for the record how many people

have been trained in each category, and what your target numbers
are and how many we need?
Mr. KURZMAN. I would be happy to do that.
Mrs. FORSYTHE. If I can say something else, Doctor Horowitz,

Mr. Secretary—you mentioned the university affiliated facilities; can
you submit for us any criteria used to achieve the goals of the univer-
sity affiliated facilities, and any reports of interaction among the uni-
versity affiliated facilities for some kind of comprehensive planning to
evidence that there is not duplication of activities in the various
UAF's; and lastly is there a followup study of some kind that indicates
that interdisciplinary training is indeed needed?
Mr. KURZMAN. We will be happy to do that.
[The information referred to and subsequently supplied may be

found in the appendix on p. 311.]
Mr. KURZMAN. With this background before us, I would like to

address the legislation under consideration by this subcommittee,
S. 3011 and S. 3378.

Dealing with title I of S. 3378, Mr. Chairman, I stated earlier that
we are in accord with our goals of improving the provisions of provid-
ing alternative living arrangements for individuals with developmen-
tal disabilities. The similarity between the legislation introduced last
week, S. 3378, and the administration's proposal, S. 3011, is striking.
We are in agreement that the offering of the interdisciplinary train-

ing through a university affiliated facility is helpful in demonstrating
the provision of specialized services to persons with developmental
disabilities. It can be a focal point within the State for technical as-
sistance, the dissemination of information on improved techniques and
new models for public and private agencies who serve this population.
The main emphasis of S. 301_21 npvv that the UAF's have been

op_pratin for some time, is on idministration and operation of these
useful mode s. herefore, we have not proposed continued-authoriza-
tion for construction.
On the State planning council, S. 3378 would continue the dominant

role of the State plaruung and a vd—if—y council, although it would be
redegigft-Ated- its a-State Only-. Appointment by the
Governor should insure that the most appropriate agency officials, as
well as representatives of private organizations and consumers, are in-
volved in this program.
The planning council will have broad authority to oversee the con-

struction, renovation, or modernization of service facilities, and to
specify the amount, up to 10 percent of the State allotment to be
spent on such projects. This oversight by the council should be helpful
in matching the need for facilities by a number of State agencies with
the program direction outlined in the State plan.
" S. 3378 would continue the National Council on Services and Facili-
ties for the Developmentally Disabled, place it organizationally in the
Office of the Secretary of the Department of Health, Education, and

•



279

•

Welfare, and include as members representatives of certain Federal e/
agencies involved in developmental disabilities programs.
We view the involvement of such agencies as important although it

may not be most effectively accomplished through such advisory
groups. While we are pleased with the assistance of this particular
council, we view with some alarm, as you do, Mr. Chairman, the pro-
liferation of advisory groups in general.
I should point out too that the bill would add as I understand four

representatives or four agencies to the count, so—but it would not
include all the agencies that in our view should be included, if agency
representatives are to be added.

Mrs. FORSYTHE. We would be glad to consider, Mr. Secretary, the
addition of members. This was done by the staff here with the in-
formation we had from your Department as to who was involved in the
implementation of the Developmental Disability Act.
Mr. KURZMAN. We would be happy to supply additional agencies,

Mrs. Forsythe.
[The information referred to and subsequently supplied may be

found in the appendix on p. 3161
Dr. HOROWITZ. Are all the positions on the current National

Advisory Council filled?
Mr. KURZMAN. No, they are not. As I understand it there are some

vacancies that have not as yet been filled.
Dr. HOROWITZ. Have they been filled at any time since the act was

first passed?
Mr. KURZMAN. I can't answer that.
Mr. DWIGHT. Yes, the act as it presently operates calls for staggered

expirations of terms. This is the second year, as of the end of De-
cember, where certain terms expire. I think there are five member
vacancies which need to be reappointed and there are several factors
which have caused us to move with some caution in terms of reap-
pointing those memberships, upon the fact that just last week the RSA
Commissioner, which appointed the management and the works for
some time we felt he should have an opportunity to participate in that
process of selection; and second, the overall consideration of the role
of advisory groups and—in fact, the administration will have, as I
understand it, a proposal on all advisory committees shortly;— and
third, the fact that this legislation that we're here speaking to today
would alter the composition of this Board if it is enacted, and it
would seem unwise to make appointments when, in fact, those ap-
pointments could easily be canceled within the next month or two.
Dr. HOROWITZ. But of course even knowing until recently that this

legislation was going through.
Mr. DWIGHT. Those are the factors which would influence this.
Dr. HOROWITZ. How long did it take to get the National Advisory

Council up to full complement, and for how long a period did it func-
tion under full complement? It's my understanding that as recently
as January or February there were some problems getting full council
membership established, is that incorrect?
Mr. DWIGHT. I am not familiar with that. Mr. Lynch might want to

comment on that.
Mr. LYNCH. The National Council was at full complement for two

full terms, and it hasn't since December when five members went off.
It has been at a 15 member level rather than a 20 member level.
Dr. HOROWITZ. OK.
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Mrs. FORSYTHE. One additional thing, Mr. Kurzman, you referred
to this as an Advisory Council, and the bill specifically states that
this is a National Planning Council and does not serve in an advisory
role, but a planning role.
I wanted to make that point, because it was very important when

we discussed this legislation.
Mr. KURZMAN. Well, I think the remarks we have all made recognize

that, Mrs. Forsythe, and what we were really describing was the evalua-
tion under the act that Congress passed, of which Chairman Randolph
was one of the principal sponsors, to rationalize throughout the
Federal executive branch all of these councils, whether they are ad-
visory or planning, or policymaking, or whatever the appellations
applied to them, which consist of nongovernmental members and
which are given a role of one sort or another. In many statutes they
differ, but in HEW, as you know, we've had upwards of 360 councils
of non-HEW personnel, and clearly the Congress in what was called
the Advisory Council Act, for want of a more comprehensive name,
agreed that this kind of proliferation of councils is not helpful. There
comes a point where there are diminishing returns.
Mrs. FORSYTHE. I think I can speak for the chairman and say that

he viewed this as a very necessary council made up of Government as
well as outside consultants, or members, with an extremely important
function.
Mr. KURZMAN. Yes.
Well, the administration fully supports the idea of continuing this

council, and that is why our bill proposed to continue it.
Probably the most complex problem under title I of S. 3378 is the

definition of developmental disabilities. From the inception of the act
there has been a great deal of controversy concerning the appropriate
definition. Questions have arisen as to the coverage of the primary
groups, such as the one specifically named—disability, as the nature
of substantial handicaps, the terms used in the act, and the intended
relationship between mental retardation and other conditions.
The major issue is well known, and it concerns the inclusion in the

definition of neurological conditions requiring treatment similar to
that required for mental retardation.
For the first 3 years, coverage under the act has not been extended

beyond the three categories specifically enumerated by Congress—
mental retardation, cerebral palsy, and epilepsy. While the act allows
the Secretary to make findings concerning other neurological conditions
which are closely related to mental retardation or which require
treatment similar to the treatment required for mental retardation,
no additional categories have yet been named.
A great deal of effort has been devoted to attempting to define

such other conditions. Requests have been received recommending
the inclusion of autism, learning disabilities, dyslexia, spina bifida,
childhood schizophrenia and minimal cerebral dysfunction.

Since such a laundry list approach to defining the target population
under the act seemed to the Department to be unworkable, the
administration sought advice from others to develop a functional
definition to be promulgated in regulations.
The National Advisory Council on Services and Facilities for the

DevelopmQ.atally_Disahled did not recoliamelidifiClusion oT other
groups because of their own disagreement as to whether certain con-

•
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ditionssould be classified as neurological. A majority of State council
members advised against the extension of the definition until they
had more experience in planning and providing services for the enu-
merated groups. The views of the major private associations repre-
senting autistic children, children with learning disabilities and other
handicapped persons were heard and considered at the National
Conference for State Planning and Advisory Councils for the Devel-
opmentally Disabled. However, there was no concensus as to the
inclusion of additional groups.
The reaction of other expert groups such as the National Academy-

of Sciences and the National Advisory Committee on the Classifica-
tion of Exceptional Children indicated to us that the question of
enumerating other conditions was extremely complex and required
much more time for study than was available in the period remaining
for implementation under the present act.

Therefore, our policy has been, in view of all this disagreement
about the issue, to continue the current policy of administering the
definition of developmental disabilities without reference to other con-
ditions to be included.
We do feel, however, that there is one category that needs to be

included in the definition because of its unique character and that is
autism. Although the autistic comprise a small segment of the popula-
tion (approximately 80,000 persons) we believe that if this grodp is
not included, in many instances no mechanism would be available
for providing comprehensive and systematic services to them.
Dr. HOROWITZ. Mr. Secretary, how many people do you estimate are

eligible for treatment under the developmental disabilities program?
Mr. KURZMAN. Well, I understand, Doctor Horowitz, that this is

the $64,000 question. It is almost impossible to answer unless you are
very clear about what the definition does and does.not include.
So I will turn to Mr. Lynch, if I may, to make the guestimates, if

he can.
Mr. LYNCH. In terms of eligible services under the caveat of sub-

stantially handicapped in the former definition or severely handi-
capped in the Randolph Bill, we are assuming that it is that segment
of the mentally retarded population, the cerebral palsy population,
the population of epilepsy, and those other groups under other diag-
noses who requires similar services as the mentally retarded.
We are dealing with in the range of 6 to 10 million maybe.
Dr. HOROWITZ. 6 to 10 million?
Mr. LYNCH. That is right.
Dr. HOROWITZ. How many received services last year under the_

program, would you estimate?
Mr. LYNcH.-WelI, in terms of the data received we show in the

neighborhood of, I think, about 300,000 people who have direCiik
received some kind ofservice.
Now, quite honestly to separate that figure out as an individual

service delivery factor is something that we have not been called upon
to do since our mandate is not to BEH or VR with individual entitle-
ment to service, but to put in place an array of services by program
integration, coordination, and finally gap filling.
Dr. HOROWITZ. What accounts for the discrepancy between the

number of people eligible for._tIlese  seryices_iersus the number  of
people teifig—s-erved? Is it a question of money or what? 
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Mr. LYNCH. Well, the discrepancy occurs in that the number that
are served we are assuming that they are being served under the gap
filling provision of this bill.
In other words, the money that the S_tate coun,cils provide to fill

the gaps in services, We are attem ting_to account the numbers who
have been morc broadly serviced fthe program integration that has
Oa-lured through the effect of State councils' planning_ana_coordina-.
ton efforts.
Dr: HOT1OWITZ. Well, I guess I should rephrase my original ques-

tion. What is the eligible _•oup which  you think need the services
mandate-d---by this Iegisitim? What is the target popiiritron; that
would be-iomew-hat less than 6 to 170 milliour
Mr. LYNCH. That
Dr. HOROWITZ. Do you have any guess as to what that would be?
Mr. LYNCH. Well- I am trypg to discernoct_Loit_. between the

eligible group for total service un  er t  e State plan where forms of
program integration are bringing the rain to fall on even those who
are not in the target population definition of substantially handicapped
or severe disability, and that population who meet the definition of
the developmentally disabled in law.
The olj_estabauriegislatioll tn provide for those,  who are not

beihk served under another authority For example, we can assume
that in some instances in some States that there are children who
would be served in the educational system, and in another State would
be ineligible for services under that educational system because that
educational system may not be sufficiently sophisticated to serve a
more severely disabled population.
Dr. HOROWITZ. I understand that, but what I do not get is how

you measure what your goals are to achieve a coverage of the certain
population under this legislation.
For example, we are expanding the current definition to include

autism and learning disabilities, so it is important to know how many
more people will be treated under that expanded definition.
Mr. LYNCH. Yes, sir, and that relates in part to something that I

wish I had followed up when Senator Stafford asked me the original
question, do the States indeed indicate that they need more money,
and yes, indeed, they do.
Our point here is to point out clearly to them by providing them

technical assistance and help from the regional offices and planning
skillfully with the existing resources that are mandated in legislation
that they can provide an array of services, and then our assessment
of the eligible population who are not receiving services in already
mandated areas, we can come up with a more intelligent answer to
the Senator's question, in terms of what other people are falling be-
tween the cracks, this will vary from State to State, depending on the

I sophistication of the program, and depending upon such variables as
k the availability of transportation to a service.

For example, it 
Dr. HOROWITZ. I understand what you are saying. It is awfully hard

to pinpoint the number of people who would be primarily served under
this developmental disabilities legislation, which is the gap filling
legislation.
Mr. LYNCH. That is right.

4
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Dr. HOROWITZ. So that when we add new groups we really do not
know the number that we are adding them to, and we do not know
how many we are adding, therefore, we do not have a realistic assess-
ment, perhaps, as to what we need to put into the program.
Mr. LYNCH. We have a pretty good fix on one thing, for example, in

our agreement to include autism, but because lack of agreement on the
part of the pediatricians, neurologists and psychiatrists in terms of
what autism is that these children are probably not being served in
other programs for example mental health and I do not think there is
any question about it. They are not being served under any clear-cut
authority. Consequently in order to take this group out of limbo, so
to speak, and since many require services similar to the mentally
retarded, we have agreed to include them.
We recognize, of course, that a large number of these youngsters

who are classified as "MR" functioning at the mental retardation
level, are in DD programs.
Dr. HOROWITZ. What is required to get the data that we now do not

have, what needs to be done?
Mr. LYNCH. I think, sir, that what we are attempting to do is to

gain the experience to clearly delineate in a number of areas those
groups that are not being served by the developmental disabilities
program integration of services and I think that is what we are
struggling for, to get a fix on those kind of numbers, and when we are
dealing with nine State and Federal programs; we are dealing with
varying eligibility requirements based on disability in some cases and
based on poverty in other cases, based on medical indingnency in other
cases, and to provide the States with a where with all to assess through
a matrix in terms of age grouping as well as severity of disability, it is
a job that takes indeed statesmanship and craftsmanship, and that is
what we are about in the States.
Dr. HOROWITZ. Well, I have just one more question on this subject.

If we are including autism and learning disabilities, what additional
funding would be necessary for the Department to fully cover these
new populations and not reduce services to those who are currently
eligible?
In other words, how would that alter your budget request, for

example, if learning disabilities were included?
Mr. KURZMAN. Doctor Horowitz, we are not proposing to change the

funding request by virtue of the fact that we are adding autism.
We are trying to resolve uncertainty in the States as to who they can
deal with.
Dr. HOROWITZ. I understand that.
Mr. KURZMAN. Our view on this is again, I think, and the same

question arises with learning disabilities, that this coverage is necessary
because persons with learning disabilities which are so severe that they
meet the existing definition of the developmentally disabled are not
being included in the program.
Dr. HOROWITZ. Currently?
Mr. KURZMAN. Currently, and as you see, if I could get to the next

paragraph, we really do not have any big problem with including, nor
with dropping the term neurological. Largely to avoid conflict over
very narrow technical questions that is what we are trying to insure—
and I think that the Randolph bill helps in this respect by being clear
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about what truly constitutes a severe handicap which cannot ade-
quately be dealt with in the context of some other kind of institution.
For example, in the case of learning disabilities clearly the major

source of Federal funding for that is the Bureau of Education of the
Handicapped in the Office of Education, and most youngsters with
learning disabilities can be served through the public schools with that
kind of assistance, which has a stimulating effect on State private
and local funding.
There is always the need beyond the level of which it ever is at any

given point, but that is the major source of treatment of the problem,
/-and of remedial services, special education services.

In the case of some children who have learning disabilities of such
great severity that a particular school system simply cannot handle it,
then we would expect and hope that the developmental disabilities
program would provide that kind of service to fill that gap.
Dr. HOROWITZ. Any guess on how many that is?
Mr. KURZMAN. Again I would leave it to the experts here to make a

judgment on that. As I say, in many cases I am told by program
people that that is what is happening now, the more severely disabled
and learning disabilities are already being handled by DD funded
operations rather than by BEH funded operations, so that by changing
the definition you do not automatically create a larger service burden
for the developmental disabilities agency. That is basically why, I

\ think, we are not saying we need to increase the budget request.
Mr. CUTLER. Are you saying that the educable mentally retarded

and the trainable mentally retarded that are handled in the special
educational system are not covered in the Developmental Disabilities
Act?
Mr. DWIGHT. Yes, that is what we are saying.
Mrs. FORSYTHE. May I just ask one question. On page 8, Mr.

Secretary, you say in your last sentence: "Therefore, the Secretary
will continue", and there is a blank, "the curt ent policy of administer-
ing the definition of developmental disabilities without reference to
other conditions to be included under the act". Could you explain
that please?
Mr. KURZMAN. That sentence refers to our policy that is in effect

until the act is extended and changed. If the act were to stay as it is
right at the moment, we would be constrained, we feel, to continue
the policy we have had for the first 34 years, which is to leave the
definition to the three enumerated categories.
Mrs. FORSYTHE. And when this act is passed you will be expanding

your activity into the other areas?
MT. KURZMAN. Yes, of course.
Now, a phrase was deleted there because this portion of our testi-

mony was written when you first called us to testify in this matter
about a year ago. That phrase was "until June 30, 1974," and it was
deleted only because we were revising the statement to testify today.
It is kind of anomalous to discuss the question of current policy. We
only have 2 more months to administer the current act.

If I may continue?
Mrs. FORSYTHE. Please do, Mr. Secretary.

(-- Mr. KURZMAN. S. 3378 also includes autism but goes further by
_ ,deleting the term "neurological" and by including individuals with

---- learning disabilities who also meet the other criteria within the
defmition of developmental disability.
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As I have indicated we would expect that most children with this
disability are already included in public school programs, assisted by
the Bureau of Education of the Handicapped.
We recognize, however, that there are individuals with severe

learning disabilities who cannot be adequately served through public
educational programs and therefore need the specialized assistance
provided by the developmental disability program. Many such persons
are already being served under the DD program. Therefore, we would
not object to the inclusion of this group in the definition provided
they meet the three requirements listed:
That the disability originate before age 18, that it can be expected

to continue indefinitely, and that it constitute a severe handicap as
newly and more explicitly defined by S. 3378.
We understand that under this definition individuals that cannot

be served under the public educational system would receive primity
for the services to the developmentally disabled.
At this point, I would like to address an issue that has caused

increasing concern in our Department, and that is the legislating of
organizational requirements. The chairman's bill would adminis-
tratively change the location of the Division of Developmental
Disabilities from the Rehabilitation Services Administration to the
Office of Human Development. Such a provision restricts the flexi-
bility of the Secretary to group programs serving similar populations
or dealing with similar State agencies. The present location of this
Division in the Social and Rehabilitation Service is the most appro-
priate since approximately 80 percent of the HEW funded programs
for the developmentally disabled are in SRS. The recent experience
of sharing staff in developing regulations for intermediate care facili-
ties is a good example of a program interrelationship that is critical.
The Medical Services Administration and the Rehabilitation

Services Administration are both in SRS.
This brings me to title II. While we are very much sympathetic

to the objectives of this title, which is essentially a modification of the
bill introduced by Senator Javits some time ago, we question the need
for putting it into statute and would object to its approach.
In view of the fact that we do have regulations on that subject 
Mr. CUTLER. Excuse me, Mr. Kurzman. Senator Javits was curious

to know how your regulations, if you will, cover many of the principles
enunciated by his bill, incorporated as Title II of S. 3378?
Mr. KURZMAN. We would be glad to give you a comparison, Mr.

Cutler, of the two, and I think as we go through this, the portion of
the testimony, I will be hitting most of those, and I will be happy to
give you a chart for them as well.
Mr. CUTLER. I would like that section by section showing each

provision in title II, and the specific authority for your regulations.
Mr. KURZMAN. I would be happy to do that.
[The information referred to and subsequently supplied may be

found in the appendix on p. 3191
Mr. KURZMAN. Now, as you know from what I was about .to say,

there are some things we do not address. We try to deal with our
reasons for that in the text, and I am coming to that uow..
We are very much concerned that the program authorized in that

title would overlap, duplicate, and confuse the authority that we
already have. We would note that formula grants under the Develop-

33-979 0 - 74 - 19
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mental Disabilities Act can be used by States for their deinstutionali-
zation efforts.

Additionally, title I of this bill would specifically earmark funds for
services to persons with developmental disabilities for whom institu-
tional care is appropriate.
Mr. CUTLER. Excuse me, Mr. Kurzman, but under the defiintion

of a formula grant do you exclude from the population the educable
mentally retarded and the trainable mentally retarded? As you know
the law says developmentally disabled, and then goes on to define
developmentally disabled as mentally retarded, et cetera.
Mr. DWIGHT. I think Mr. Cutler, you are addressing again, the

gap filling proposition which is the underbidding of the developmental-
ly disabled legislation, and those persons for the most part are provided
with education and training opportunities in the public school system.
Mr. CUTLER. That does not answer my question. Do you or don't

you to the extent that they are otherwise available?
Mr. DWIGHT. We do not.
Mr. CUTLER. You do not include them?
Mr. KURZMAN. If they are not otherwise available we would include

them.
Mr. CUTLER. Could you give me a breakdown on a State-by-State

basis of your criteria showing all mentally retarded in the State and
the number you have counted in for the purposes of this act?
Mr. DWIGHT. I am not sure that I completely understand the gist

of your question.
Mr. CUTLER. Let me read you section 132 of the act as it now

exists.
Mr. KURZMAN. I think perhaps Mr. Schwartz has pointed out

something that may not be on the same wavelength, but I think
title II and our ICF regulations are direct toward the 
Mr. CUTLER. I am in title I.
Mr. KURZMAN. I am sorry you are talking about title I. That

distinction is relevant to title II.
Mr. CUTLER. Right I am asking about title I.
Mr. DWIGHT. This is in the manifestation of the actual calculation

of the amount awarded to any particular State?
Mr. CUTLER. That is correct, section 1 is formula distribution and

allocation.
Mr. DWIGHT. Mr. Lynch would have to speak to that.
Mr. CUTLER. For example, could you tell me how many New York

State mentally retarded citizens there are and how many you have
counted in for the purpose of this act in your distribution formula?
Mr. LYNCH. I think we have to, Mr. Cutler, give you an estimation

of the number of mentally retarded citizens in New York State. We
have no census identification of them.
Mr. CUTLER. Well, how do you come out with those that are being

served in the public school system which you have obviously eliminated
from the necessity of receiving services under this act?
Mr. LYNCH. Well, those who are—in terms of your question, sir,

who are in the classes for the educable mentally retarded for the most
part are not considered severely handicapped.
MT. CUTLER. Right.
Mr. LYNCH. And most of their service needs are being met either—

m terms of their education in the EMR classes for the most part.
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The thrust is to integrate this population into the programs of the
community, such as recreation.
A good number of these folks are VR eligibles, so they are eligible

for the vocational rehabilitation program. Some of them in terms of
receiving mental health services would receive them through the
usual community channels of developing community mental health
services.
Now, in terms of the training of mentally retarded there are educa-

tion needs that are being met by the education system by providing
classes for the training of mentally retarded persons and are met
under provisions of the Education Act, and we intend that, of course,
their service needs be met with education dollars.
Mr. CUTLER. So you are prepared to give me a breakdown on a

State by State basis showing the need, let us say, that is limited for
the purpose of our discussion, the need for the mentally retarded
being served by the public school system and those that are not.
You obviously had to make some computation somewhere.
Mr. LYNCH. Right. Those that are severely handicapped develop-

mentally disabled who are not receiving services under the public
school system, either for trainable classes or for eligible classes, and
particularly those other needs than education needs that they may
have may well be provided for by developmental disabilities.
Mr. CUTLER. But you will be able to furnish this committee with

the breakdown of how you made your decision?
[The information referred to and subsequently supplied may be

found in the appendix on p. 374.]
Mr. LYNCH. Because the formula allocations 
Mr. CUTLER. Because the formula allocations compilations

extended to meet the services for evidently developmental disabilities.
Now you have clearly decided that developmental disabilities are
different within the framework of the definition in the law. The
definition did not separate out educables and trainable mentally
retarded. The definition says mentally retarded, and you have made
a value judgment somewhere that I do not know that you have the
authority at all to do.
Mr. LYNCH. I don't think we considered that we had authority

to separate people out.
Mr. CUTLER. But you did. You just told us that you don't include

them.
Mr. LYNCH. Because our authority is in terms of gap filling and

supplementing, not supplanting services, sir.
And as I indicated previously, there are some States, for example,

that do not provide any classes for the trainable mentally retarded.
Now, if the money is used in that area, where there are no State

classes for the trainable mentally retarded, and it is used in a stimu-
latory way to achieve this goal in the State, then we certainly applied
that kind of effort.

If the money is there, in New York State, and the authority is in
New York State for the provision for classes for trainable mentally
retarded youngsters, we applied that and we applied the broademng
of that under the appropriate Federal-State funding plan—and
their other needs, the other needs of these youngsters, if there are
recreation needs, transportation needs, or social service, social legal
services, they can be appropriately funded as gap filling where there
is not an appropriate need for them.
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Now, your primary objective, as you know, sir, in this act, is to
put in array—put in place an array of services for the developmentally
disabled.

Certainly, if this beneficial rain falls on youngsters who are not as
severely handicapped, we consider that a blessing as well.
In other words, if a child who is in the educable mental retardation

classes, and one of his other service needs is met by a service that is
put in place by this legislation, like a group home, for example—let
us just a moment take a youngster who doesn't have an adequate home
or community support in his home.
And he can be placed in a group home that is designated to serve

the target population, those youngsters who are more severely handi-
capped. If he can benefit by these services, and there is an opening, he
certainly is then eligible.
Mr. CUTLER. I think it is time the families, if you will, of educable

and trainable mentally retarded children understood that they are not
covered by this act 9 times out of 10.
Mr. LYNCH. I am sorry if that is the image that is being created in

terms of 9 times out of 10. I don't think that that is the case.
I think that in the State planning, the development of the State

planning—and one of the unique provisions of the act was that those
very people that you refer to, the consumer interest groups, at least
one-third of the representation of that group was in the State council—
that they have had, we feel, from our discussions with the State plan-
ning chairman, a very valuable input to the development of the plan
and the establishment of the priorities for funding the program, gap
filling programs.
And they have also felt, according to their reports to us, that they

have had a major role in program integration, that they didn't feel
existed prior to this time when we were limited to a project grant
authority.
Mr. KURZMAN. If I may return, we were discussing the provisions of

the pending bills and of existing law which deal with this question of
enforcement of standards for institutions housing the mentally re-
tarded. Federal funds for necessary improvements in the quality of
care provided to developmentally disabled persons in residential set-
tings are already authorized under existing programs, most notably
the medicaid program established under title XIX of the Social
Security Act.
Mr. CUTLER. Does that only apply to medicaid recipients, though?
Mr. KURZMAN. Yes.
We agree that the general quality of care in residential facilities for

the developmentally disabled must be improved. However, we urge
that this be done administratively unders the authority granted by
existing legislation. In January of this year, in accordance with the
Department's obligation to establish standards under the medicaid
program for intermediate care facilities for the mentally retarded and
persons with other developmental disabilities, and in keeping with the
concern I have discussed today that standards for such facilities be
improved, the Department issued new regulations for intermediate
care facilities which were effective in March.
These regulations establish a two-phase process for upgrading the

quality of care. By March 18, 1975, all institutions for the mentally
retarded which receive title XIX funding under the intermediate
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care facility program must be certified under the interim standards.
These standards require facilities to establish an overall plan of care
for each resident and provide supervision of that plan by a qualified
mental retardation professional; to provide all necessary resident
living services, including training and guidance in activities of daily
living and development of self-help skills for maximum independence,
as well as dental, physical, and occupational therapy, speech pathology
and audiology, psychological and social services needed by the resident;
and to comply with fire safety and sanitation requirements and
requirements for physical comfort of residents. Care must be directed
toward attainment of the optimal physical, intellectual, social, or
vocational functioning of each resident. This accords with the em-
phasis which the regulations place on active treatment. If a facility
has deficiencies, it may be certified for a maximum of 12 months if it
submits an acceptable plan of correction and if the deficiencies do not
jeopardize the health and safety of residents and do not impair the
facility's ability to provide adequate care. If all deficiencies are not
corrected within the time period approved for correction, it cannot be
recertified for participation in the title XIX program. Of course, any
facility with deficiencies that do jeopardize the health and safety of
residents or which impair its ability to provide adequate care is not
eligible for certification to receive title XIX funds in the first place.
Mr. CUTLER. Excuse me.
What has happened to those institutions that have been in violation

of the life safety codes?
Are they still in operation, those that were in operation before this

was promulgated?
Mr. KURZMAN. The Department has already begun the action, as

you may know, of teriminating the eligibility of institutions which do
not meet the fire safety code.
We have taken action in Pennsylvania, in the case of somewhere

between 30 and 40 nursing homes, earlier this year, and in the process
of requiring recertification throughout the country.
Mr. CUTLER. How many nursing homes throughout the country

did not meet the life safety codes by the day certain?
Mr. KURZMAN. I would have to get that for you.
[The information referred to and subsequently supplied may be

found in the appendix on p. 364.]
Mr. DWIGHT. These are skilled nursing facilities.
The information that we had was the States were certifying as of—

and we will have to furnish the date for the record—that there were

provider agreements, and implicit in the provider agreements was the

fact that the facility either met all requirements or was in an accepta-

ble plan of correction so that those standards would be met.
In several States we have through independent action by the

various regional offices of the Department, determined that that is

not the case, and we have commenced to identify those facilities and

refused to continue to allow them to participate in the program.
Mr. CUTLER. But a day certain has passed—by the time of which

they were supposed to be in compliance with the life safety code,

correct?
Mr. KURZMAN. Initially the requirements of our regulations which

required compliance by skilled nursing home with those provisions

have passed; that is correct.
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Mr. CUTLER. Have any of them been paid and withheld, having
been in violation after a day certain?
Mr. DWIGHT. Yes.
Mr. CUTLER. Could you supply us, for the record, how many were

in violation and how many have payments suspended?
Mr. KURZMAN. We will be happy to supply information on the status

of that.
[The information referred to and subsequently supplied may be

found in the appendix on p. 364.]
Mr. KURZMAN. As you may know, this is a major effort of enforce-

napnt that the Department has undertaken, under the personal
direction of the Under Secretary.
In fact, we have made an enormous effort to pull together all the

agencies within the Department who are responsible for making sure
that these requirements are met, and a new system with specific re-
sponsibility in regional directors, to pull all those agencies together,
region by region, has been instituted.
So this is a very important program from our point of view.
Mr. DWIGHT. It might be well if we were to go on to expand slightly

in the area which relates to intermediate care facilities which are
facilities which provide care to the mentally retarded.

Those standards provide a phasing with some enforcement and
followable plans in order that that facility continue to participate.
And I think Mr. Kurzman is going to cover this point in his testi-

mony.
But it seems to me that that is a major difference between the plan

that the Department had as it related to the enforcement of the stand-
ards in skilled nursing facilities, and the plans which we have pro-
spectively, not only for intermediate care facilities, but also for skilled
facilities.
In other words, we have a capacity to follow the progress the facili-

ties are making toward meeting those standards, one, and two, we
are in a position, through the consolidation of resources in the regional
offices, to identify problems in States and concentrate our resources
where the problems are the greatest.
Mrs. FORSYTHE. I believe some of the staff members have questions

to ask.
Would you care to summarize the rest of your testimony?
Mr. KURZMAN. I would be happy to.
The second phase of the Department's program for upgrading the

quality of care in intermediate care facilities for the retarded requires
that facilities participating in the medicaid program must meet
additional standards by March 18, 1977. These second-phase stand-
ards are based in large measure on the standards for residential
facilities for the mentally retarded formulated by the Council for
Facilities for the Mentally Retarded of the Joint Commission Accredi-
tation of Hospitals and are essentially the same as the requirements
which would be imposed under title II. However, they would not be
imposed 5 years from enactment of S. 3378—as title II proposes—
which at the earliest would be 1979—but, as I mentioned, in 1977.

Before any intermediate care facility for the mentally retarded can
be certified under the interim standards, it must submit a plan—
including a timetable—for achieving compliance with the 1977 stand-
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ards. The plan for compliance must describe in detail the extent to
which the facility currently meets the 1977 standards and the specific
steps it must take to fully meet compliance with the 1977 standards.
The plan must include the number, titles and qualifications of

personnel, structural changes on renovations, and programs and
services provided. This plan for compliance must be approved by the
Department and the facility must submit semiannual reports docu-
menting its progress. If a facility does not progress in accordance with
its plan, it cannot be certified for continued participation in the
medicaid program.
We would note that some of the requirements with which the

States must comply by 1977 are most stringent than those in title II.
For example, title II would require provision of at least 60 square
feet per resident in multiple sleeping rooms and not less than 80
square feet in single rooms, while the Department's regulations require
at least 80 square feet in multiple sleeping rooms and not less than
100 square feet in single rooms.
Mr. CUTLER. You will also supply the analysis of the different per-

sonnel staffing requirements between the regulations and the bill?
Mr. KURZMAN. Yes.
[The information referred to and subsequently supplied may be

found in the appendix on p. 3651
Mr. KURZMAN. As you may know, the Notice of Proposed Rule

Making which the Department issued in March 1973, would have
established second-phase standards virtually identical to those in
title II—because it would have required intermediate care facilities
to meet by 1976 the provisions in the JCAH's 1971 Standards for
Residential Facilities for the Mentally Retarded. However, as a result
of careful consideration following receipt of many comments on the
Notice of Proposed Rule Making, we chose not to adopt the JCAH
requirements in toto. I would like to indicate the major differences
between the 1971 JCAH standards, which are incorporated in title II,
and the Department's regulation, and the reasons for those differences.
The JCAH Standards and title II contain a considerable amount of

admonitory material—sections telling the facility what it should do,
rather than what it must do. On advice of our General Counsel, this
material was not inserted in the regulation, since it is unenforceable;
however, we anticipate that most of it will be placed in the guidelines
we will be issuing to advise the public regarding implementation of the
regulations.

Additionally, the JACH Standards and title II contain sections
dealing with subjects for which funding is available under acts other
than title XIX—vocational rehabilitation, education, and research.
In order to avoid duplication, provisions on these topics were not
included in the Department's ICF regulations.
The use of medicaid money for leverage in upgrading quality of

care has proven successful in our skilled nursing facility program, and
we believe it will be equally effective in this situation.
The Department estimates that $490 million in Federal funds will

be spent in fiscal year 1975 under the medicaid program for care of
over 100,000 individuals in public institutions for the mentally re-
tarded. The new ICF regulations will affect every large institution for
the mentally retarded in those States which have elected to provide
such coverage under medicaid, thereby accomplishing the purposes of
title II of S. 3378.

/
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We anticipate that additional States will extend medicaid coverage
to institutions for the mentally retarded to take advantage of Federal
financial assistance. In order to assure that Federal dollars will expand
services and improve settings, rather than simply replace State dollars,
Federal law requires States to maintain their fiscal efforts for such
facilities until January 1, 1975.

Title II would interfere with the standardized certification proce-
dures for institutional services under the medicaid program by man-
dating a different approach for institutions serving the mentally
retarded. Medicaid certification procedures already in effect for
skilled nursing facilities require annual onsite surveys, disclosure of
deficiencies and written plans—including timetables—to correct de-
ficiencies. The new regulations extend these requirements to ICF's for
the rdentally retarded.

Additionally, we would caution against the inclusion of requirements
as specific as those in Title II in legislation. There have been many
recent advances in the field of residential services to the develop-
mentally disabled, including the establishment of new modes of care
such as the group home and halfway house. We anticipate that progress
in this area will continue to occur. New developments will require
modifications in existing standards. If detailed standards are set in
statute, it may be difficult to make necessary changes promptly. We
believe that the administrative mechanism is better suited to adjusting
details to meet changed circumstances.
To summarize, we concur in the desirability of standards, but we

must differ with the approach to the problem which title II would
have us take. We believe the ICF regulations will result in the goal
we all seek: Treatment and care for mentally retarded individuals
which is humane, safe, healthful and appropriate.
Mr. CUTLER. Do you have at this point in time something from the

Department of Justice assuring the Department of Health, Education,
and Welfare that their proposed regulations or regulation met the
constitutional minimums?
Mr. DWIGHT. Yes.
We worked directly with the Department of Justice.
Mr. CUTLER. My question is, do you have in your files a letter that,

overturns prior correspondence from the Department of Justice indi-
cating to you that your regulations did not meet the constitutional
minimums?
Mr. DWIGHT. I don't believe we ever got anything like that in

writing.
But the Department of Justice was satisfied with those regulations

before they were finally issued.
Mr. CUTLER. If I furnish you a copy of a letter from the Department

of Justice to the Department of Health, Education, and Welfare, can
you show me a final letter indicating from the Department of Justice
that they were satisfied that you met the constitutional minimums?
Mr. DWIGHT. I don't believe there is a letter in the file to that effect.
But there were conversations had with the persons who wrote that

letter that satisfied them that the concerns that they expressed in the
letter, I assume you were referring to, were not valid.

Mrs. FORSYTHE. Do you want to continue?
Mr. KURZMAN. In conclusion, I would like to emphasize that we
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share a common objective with the committee: Improving the lives
of the developmentally disabled. We believe that continuing the
developmental disabilities program with the changes we have discussed
and issuing regulations setting improved standards for facilities for
the mentally retarded will make major steps toward this objective.
We look forward to working with this subcommittee on this important
matter.
Mrs. FORSYTHE. Thank you very much, Mr. Secretary.
Dr. HOROWITZ. Senator Kennedy, in his opening statement, quoted

from the statement of 1971 on mental retardation, summarizing the
two goals the President had enunciated with regard to reducing the
occurrence of mental retardation and deinstitutionalization. He talked
about that component of the President's statement which indicated
that there needed to be a priority on research and the dissemination
of preventive techniques.
Why is it that the institutes at NIH responsible for research in these

areas are being proposed to get $5 million apiece less next year than
they had appropriated this year, if the administration gets its way?
And what component of the research activities in these two institutes

is directed at mental retardation research and developmental disa-
bility research?
Mr. KURZMAN. I have to supply an answer to you on that, Dr.

Horowitz.
The budget at NIH, as you know, has been discussed by Dr.

Edwards, and others, from the health side, in the Health Subcom-
mittee, on several occasions, and will be discussed again before the
Appropriations Committee.
Dr. HOROWITZ. Does it seem inconsistent to you to ask for less

money in these institutes at the same time that you establish a goal
that relies on some of the work of these institutes?
Mr. KURZMAN. It seems to me you are not looking at the specifics

of what is going on at those institutes.
My understanding of it is that if you look at the specifics of the

applications you are receiving and the priorities they are setting for
activity, and of course balance it across the board, which has to be
done by both the Department and the Office of Management and'.
Budget in the creation of the whole budget, and in the Congress itself,
in appropriating you have to compare one with the other, and we
think, as we do go from subcommittee to subcommittee, and subject
to subject, and each one is for the day of that subcommittee hearing
the highest priority of that subcommittee—but when putting together
a budget all of these have to be put together in one place.
Dr. HORWITZ. Can we infer from that that it is a p,cy of the

administration, for example, to support researcfil and dpng a
cure for cancer with a higher priority than doing research on—the
problems surrounding mental retardation?

e—a -correct inference from the budget figures, for
example?
Mr. KURZMAN. I would say that the only correct inference would

be that in our proposed budget for the National Institutes of Health
in general, heart and cancer clearly have a higher priority than all
the other research activities at NIH.
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That clearly is a policy judgment, a proposal made to the Congress
which, by the way, it seems to me, the Congress has in many ways
accepted both in the 1974 Labor-Health, Education, and Welfare
appropriations bill, and in various enactments, most particularly in
the enactment of the Cancer Act which makes that kind of priority
very clear by setting up a very special administrative arrangement
for that program just to assure that priority.
Dr. HOROWITZ. I think it is a very high priority.
I think the principle I am trying to illustrate is whether or not you

think it would be fair to equate the amount of money that the admin-
istration requests in a particular category, for an item, with the
importance that the administration views the particular problem.
Mr. KURTZMAN. No, I don't, Dr. Horowitz.
As I say, first you have to—you are making a lot of assumptions

when you do that, it seems to me.
You are assuming that the amount of money spent is a reflection

f\ necessarily of its relative importance. It may not be. You have to
look at what each institute is doing across the board, and NICHHD

).1 is doing many other things as well as mental retardation.
I don't know the relative priority within that institute.
Dr. HOROWITZ. Do we know how many approved and recommended

but unfunded grants are pending now in this area, in these two
institutes?
Mr. KURZMAN. I would be happy to supply it.
Dr. HOROWITZ. It's our understanding that the numbers will be

quite surprising.
Mr. KURZMAN. But I suspect, Dr. Horowitz, and I would like to

supply this, too, that this is the case in every institute and with regard
to every subject.
Dr. HOROWITZ. That's right.
And so one has to eventually decide what is most important. And

one puts one's money, it seems to me, on the things that one consid-
ers most important.
Mr. KURTZMAN. I think there other considerations, too.
There are also considerations of quality.
And, of course, a great deal of this is done, you know, within the

Institutes by rankings given to applications by advisory councils of
outside experts.
Now, that is where most of your advisory councils are. They are the

NIH Advisory Councils. And very often these are experts in the field.
They rank the applications primarily in terms of their scientific

merit and the kind of contribution they can be expected to make, as
well as the capacity of the individual and the institution to bring off
the research successfully.
And that goes into the judgement as well as the availability of funds

and the priorities the institute puts on various fields.
Dr. HOROWITZ. When you mentioned earlier that the Department

was reconsidering all of its positions with regard to advisory councils—
now you said that the greatest number of advisory councils is in the
National Institutes of Health setting—is it fair to infer that the struc-
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ture of the current NIH Advisory Council system is under review in
in the Department?
Mr. KURZMAN. No—that we have carved out and said we will

continue as it has in the past.
Secretary Weinberger said that repeatedly.
And we have also indicated that in the case of this Advisory Council

for Developmental Disabilities in our bill, we call for its continuation.
I think the point I was making with Mrs. Forsythe is that we are

trying very hard to avoid proliferation and additions to the system,
and wherever we can eliminate councils that don't serve an important
function, we are certainly going to do so.
Dr. HOROWITZ. Thank you.
Mrs. FORSYTHE. Mr. Kurzman, what happens to recommendations

of the National Advisory Council on Developmental Disabilities
after they are presented to the Secretary, and what action has been
taken on recommendations that have been made to date for this pro-
gram to the Secretary?
Mr. KURZMAN. Well I can answer that in part.
Clearly our bill reflects very heavily the recommendations.
I know the Chairman of the Advisory Council met with then

Secretary Richardson and in the preparation of our legislation it
was a major element.
Indeed, in our consideration of our testimony today, what the

Council recommended is a major consideration.
Mrs. FORSYTHE. The reason for the inquiry is that when the state-

ment of the National Advisory Council was presented last February
there was a strong recommendation to revise the definition of develop-
mental disability which would have broadened it.
I heard that statement again at the last meeting of the Council on

Developmental Disabilities where I heard and I think I saw disap-
pointment expressed on the part of the members of the Council that
the definition and several other recommendations that have been
made have not been implemented.
Mr. KURZMAN. Well, I would be happy to indicate by submission

which of the recommendations were accepted and which were not.
But I think my statement just now will be borne out.
Most of them were.
As you know, on the definition, as my statement indicated, the

Council was divided and had as much difficulty with the subject as
just about every other expert group that has looked at it has had..
They did make a recommendation which, as you know, was in

two parts. Essentially, they made a recommendation No. 1, and
said that if you don't like that that they would make a recommen-
dation No. 2, as a second alternative.
I think the inclusion of autism essentially reflects, as I understand

it, their secondary recommendation.
It was not their primary one. It was their secondary one.
Senator Randolph's bill incorporates in some sense their first one.
Neither really goes to precisely the point they were making, which

is that the functional definition would be better than adding any
listing of specific diseases.
And neither of our definitions will do that.
So, as far as accepting the Advisory Council's recommendation, I

think where we are today and what we are saying, the subcommittee
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and we, are as close as you can come to doing that and still satisfy the
many interest groups who would like to see, particularly with the
history of this program, their particular etiology mentioned by
name.
So I think we are doing pretty well in taking a valued group's

recommendations into account.
Mrs. FORSYTHE. Mr. Cutler.
Mr. CUTLER. I just wanted to get back to a question I asked Mr.

Dwight about a letter, a letter of December 21, addressed to Frank
Carlucci, with regard to the edited version, edited JCAH standard and
you indicated there was no letter of transmittal. In fact, it is strange
because the reason for the response by Assistant Attorney General
Pottinger is the fact that the Justice Department was sent a copy of
the proposed plan.
In regard to that, I could read you from this letter—and that is

why I asked if there had been any final letter of signoff.
With respect to the edited JCAH standards which we understand to be in-

corporated in the ICH regulations as a result of the requirements, we are concerned
that the date for full compliance has been extended to 1978, and that the editing
of the standards has resulted in numerous omissions or amendments which raise
serious constitutional questions similar to those outlined in my previous letter
of October 25, 1973, and November 15, 1973.

The closing paragraph reads—
I remain confident that working together we can agree on a version of the ICH

regulations which meets this Division's concerns.

I am asking you now again is there any letter from the Department
of Justice to either Mr. 

again,
or Secretary Weinburger that

indicates their approval, if you will, of the proposed regulation.
Mr. DWIGHT. I would repeat my previous answer.
I am not aware of any letter which is subsequent to the one 
Mr. CUTLER. You are not aware of this letter, obviously.
Mr. DWIGHT. Yes, I was.
I made reference to it earlier in my comments.
As indicated, I had several subsequent meetings with Mr. Pottinger

to resolve the concerns he and his associates had that are set forth in
that letter. However, I do not believe that he ultimately responded
in writing to those meetings that we had with him.
Mr. CUTLER. So there is a final verbal signoff, if you will, by .the

Department of Justice, Mr. Pottinger agreeing that the proposed
regulations had met all his concerns.
Mr. DWIGHT. I think I would put that a little bit differently.
And that is that the Department, including the Department's

General Counsel, took into consideration all the concerns he raised,
and satisfied ourselves that there were no major deficiencies, no
deficiencies in the final regulations along the lines that he had set
forth 
Dr. HOROWITZ. Satisfied yourselves or him?
Mr. DWIGHT. Satisfied ourselves.
Dr. HOROWITZ. Can we have the committee write a letter to Mr.

Pottinger and ask him for a written response to this?
Mr. CUTLER. Certainly.
Mr. DWIGHT. I would say that the conversations that I had with

Mr. Pottinger indicated that he would be reasonably comfortable with
the conclusions we reached.
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And we did make modifications to those final rules as a consequence
of the concern he expressed in that letter.
Mr. CUTLER. I have nothing further.
Mrs. FORSYTHE. I think that we have completed the questions.
I would like to say before we close the hearing that I would like to

remind Mr. Kurzman and the staff that the major thrust of this
program is comprehensive planning—and Just to go over the points
that the chairman, Senator Randolph, outlined, in order to reach
the goals that we hope will be developed from the comprehensive
planning: that we need to have a broadened definition of develop-
mental disabilities; that we need to have a working Council; and
most importantly, that the Office of Human Development, where as
the Senator put it, from the information in your own publication on
that Office, is the logical place to assign this program for Americans
with special concerns.
At this time I order printed as an appendix statements submitted by

persons unable to attend this hearing and other pertinent material
submitted for the record.
Thank you very much for your testimony.
Mr. KURZMAN. Thank you.
[Whereupon, at 4:10 p.m., the hearing was adjourned subject to the

call of the Chair.]
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APPENDIX

(HEW responses to questions raised at the Developmental
Disabilities, Hearing on May 1, 1974)

1. Viraber of people trained in UAF's, categorize
d by discipline.

2. Target numbers for people trained in UAF's, a
nd the difference

between target numbers and actual numbers tra
ined.

lb 1974, approximately 50,000 trainees representing some 60 disciplines

received some exposure to the classroom and clinical training program!) of

the UAFs. Of these, 2436 will receive long-term training (160 to 500 hrt.)

The great majority received short-term training.

During 1975, the UAFs will strive to increase the number of trainees, especi-

ally of technicians and paraprofessionals (below AB degree level) who provide

on-going, direct care services to the developmentally disabled, with special

emphasis on staff needed to facilitate deinstitutionalization.

There are no specific targets set for the numbers of people to be trained

In UAF's.
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.3. Information regarding the goals of 111.7 'a.

,Difpuntion regarding interaction among UAF's.

The amount of $4.250,000 requested for university-affiliated
•

facilities for the developmentally disabled is the same amount appro?riated

In 1974. Tete.funds provide support for the costs of administration and

operation of a total of 33 centers.. These grants provide "core"

(administrative and oporationelYiupport in these canters which., in

turn,. impact on-the DAY by .providing a •base for suPport from other

,Sources for (1) interdisciplinary traintng, (2) demonstration of new...

specialized, and exemplary services. (3) research related to imyrov!.

the areas of training and services,, and (4) technical assistance or

consultation to State-councils and agencies to help reach objectives

in the delivery of services to the developmentally. dieabled. Training .

of personnel is the-central function of lUAIrs, Out it has a special:

approach, i.e., it is interdisplinary, being- service based and problem

centered, encompassing a full range of' disciplines, including medical,

. education, social and rehabilitation specialists, and consisting of

supportive and allied professionel personnel, all needed to cope with

the medical and behaviorial complexities of developmental disabilities.

'Most DAY are regional (multi-state) in geographical coverage; some UAFs

' are even national in scope since they .offer special training or services

not offered elsewhere. Each DAY has unique program features, thus none is

exactly aliki:-SomelUAFs collaborate in providing training and special.

services for a regional area, e.g., the two UAFs is New England provide

combined support for six states. The UAFs have a further impact value in

the ripple effect of extending their capacities into the community,

including junior colleges in training of direct care personnel, as

yell as community services and ;technical assistance. During FY 1973.

a special survey and analysis revealed that a total Of 52,854 personnel

were trained in 32. UAFs, and well over 19,702 clients were served in 28

facilities.
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5. Studies, if available, showing that interdisciplinary
training is needed.

The need for interdisciplinary UAF studies is

evidenced by the Association of UAF, a national

organization of UAF consortium, supported by a

grant from DDD. The AUAF has (1) conducted and

completed a study under contract in May, 1973,

under the direction of Tadashi Mayeda, entitled

"Data Collection and Utilization in UAF,"

indicating in the Recommendations of the Project

Report a follow-up and continuing interdisciplinary

UAF study; (2) prepared and submitted in February,

1974 a proposal for a pre-cvaluaticn Interdisciplinary

UAF study, to develop criteria and measures useful

for assessing the effectivenesa of UAF interdisciplinary

training and associated programs; (3) currently pre-

paring a formal application for a project grant to

conduct the pre-evaluation study; (4) met with HEW

staff at the Office of the Assistant Secretary for

Planning and Evaluation on supporting an interagency

(HEW: including DDD, MCH, and BEM evaluation study

with use of UAF set-aside funds and based in part on

the AUAF pre-evaluation study; (5) coordinated

activities in joint AUAF meetings with the UAF Committee

of the National Advisory Council for DD, which is strongly

33-979 0 - 74 - 20
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-2-

interested in stimulating interdisciplinary UAF

studies. The one percent set-aside allowed from

DD-UAF appropriations, amounting to $42,500 per

annum, has been too small an amount to launch .

the kind of interdisciplinary UAF study necessary

to assess on a longitudinal basis in an integrated

manner the effectiveness, both impact and strategies,

of this complex program, involving multiple, inter-

acting variables, located in a variety of UAF models,

:with differing capabilities and responsiveness based

on varying resources and geographical manpower require-

ments. Aside from program evaluation, funds are not

available to conduct other types of studies.

The DD center at Temple University has published a

116 page book entitled, Manpower Projections for DD 

in the 1980's, June, 1973, which includes some

essential concepts for training in DD, and which

further documents the need for a variety of studies

in the subject area. (The cited above book is enclosed

as a reference with this Question and Answer.)

Other programs besides DD are supportive of inter-

disciplinary training. The VR program supports some

19 Research and Training Centers which utilize the
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-3-

concept of interdisciplinary training for the

training of personnel vocational and medical

rehabilitation. The interdisciplinary concept

is also being used in research in the 12 NICHD

Mental Retardation Research Centers. Even non-DD

programs foster the interdisciplinary concept for

training, e.g., George Washington University,

Department of Medical and Public Affairs, "Communi-

cating Scientific Information for Education and

Research."

The interdisciplinary concept has been promoted by

the President's Committee on Mental Retardation.

PCMR was established on October 17, 1961. The

periodical PCMR reports are supportive of training

e.g., MR-68, designates "Manpower to Serve the

Retarded" as a priority area, and MR-69 indicates

need for improved manpower training programs. The

need for training is evident.
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INFORMATION PROFILE
DEPARTMENT OF MEDICAL AND PUBLIC AFFAIRS

THE GEORGE WASHINGTON UNIVERSITY
MEDICAL CENTER

Chairman: Murdock Head, M.D.
Executive Officei. Richard H. Ross 

ORIGIN AND MISSION 

The Department of Medical and Public Affairs was established after

more than a decade of experimentation and study toward joining biomedicine

and related interdisciplinary interests in the environment and human ecooey.

The Department, to our knowledge, is the only one of its kind in the United

States, devoted entirely to communications research and programming in the

biomedical and environmental sciences.

The Department is chaired by Dr. Murdock Head, recognized professionally

in biomedical communication; he holds degrees in medicine, law and dentistry.

Four elements of communication are included in the Department:

Interpersonal Dialogue between the Disciplines 

The Department has access to an unusual conference facility, where

representatives of numerous specialties have met for conferences, workshops,

and seminars related to man's environment. Representatives of governments,

industries, the professions, and academia have gathered and discussed related

matters during the past 12 years. A number of resources have resulted -- human,

economic, published reports and audiovisual studies -- which--are available to

the Department. No other department in this country has conducted this diver-

sity of programming.

The :?edia Component 

Tile utilization of knowledge normally develops from the spoker to the

written word. These concepts may be transmitted via audiotape, videotape,

film, publication, or other media. The choice of a vehicle for transmittinr!
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communication through mass media, whether monographs, professional journals,

magazines, or newspapers, provides merely supportive techniques for a final

communication effort. The Department, again, has a unique_history.in.the

development and use of media in man's environment, and L.1-..r dissemination.

The Data Processing and Information Retrieval 

als22nsal.

The Department of Medical and Public Affairs has, as one.of.its major

efforts, developed a large operational unit devoted to abstracting scientific

literature, along with the use of computers for data storage and information

retrieval.

.Accredited Courses 

Forensic Medicine is offered, on a continuing basis, to students of the

Schools of Law and Medicine. Associate professors and physicians within this

Department provide courses in the fields of medicine and law and in the in-

terrelated roles of the physician, the patient, and the public.

DIVISIONS 

The two divisions comprising the Department of Medical and Public Affairs,'

Airlie Division and the Science Communication Division, are unique in their

interrelationships as well as the additional interrelated resources that each

can offer.

Airlie Division 

The Airlie Division is devoted to the production and distribution of

educational and public affairs programming and has available several photo-

graphic units which move freely with personnel and equipment. There are

recording studios, editing rooms, film studios, and screening rooms, in addi-

tion to technical personnel, writers, and specIalists which allow for the

mobility and flexibility necessary for filming specialized programs.
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Documentaries produced by the Airlie Division have been awarded a number

of emmys, as well as national and international film festival awards.

Science Communication Division 

The Science Communication Division (SCD) occupies a unique status among

the world's scientific information-oriented activities through its position

in a university medical center. The establishment of SCD_reflected the

Department's concern for encouraging the development of a systematic, pro-

fessional function for organizing and disseminating biomedical information

to both scientific and public communities through various media. Thus, the

two components of the Department -- the Airlie Division and SCD - jointly

and individually address their capabilities to the problems of cOmmunicating

essential information appropriately packaged, to many sectors of the scien-

tific community and to the public.

The capabilities and services of SCD have been developed over.a period

of 11 years, during which the Division has been actively engaged in science

communication and infcrmation technology. The scope of SCD_programs includes

a variety of research projects focused on improvement of communications in

the life sciences, emphaiizing literature collection, analyses, abstracting

and indexing, and the development of information centers for processing and

disseminating life sciences information. With Its departmental status, SCD

cormunicates freely with all segments of the George Washington University

and is able to call upon specialists in other schools and.departments. In

addition, communication is maintained with American University,-The Catholic

University, Georgetown University, and Howard University, all members of the

Consortium of Universities of the Washington, D.C. area.

The availability of academic specialists provides the Division with

the capability to extend its information handling programs Into a number of

scientific disciplines, with the assurance of adequate technical support.
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The SCD has a staff of 40 together with a number of specialist partici-

pants whose services are required from time to time. Collectively,_this inter-

disciplinary team represents an aggregate of expertise in such disciplines as

sadicine, biology, chemistry, social sciences, engineering, information systems

development, management science, and library science.

The principal resources which enable SCD to act successfully upon special

information requirements within the life sciences community include:

.The availability of academic specialists, information

scientists, and librarians.

Access to a wide variety of information systems and

internally maintained data bases.

Flexibility in the management of tasks and in the

development of products and services.

Clearly, the major asset in the approach to literature-and -scientific

information must be personnel knowledge and experience. The fact that SCD

is integrated with the University Medical Center has enabled the Division to

develop a high level of biomedical and professional support which substantially

increases the reliability of its efforts. SCD products, which may be continu-

ing services from information center facilities or prepared on an ad hoc basis,

are developed to meet the special needs of individual research groups or widelY

diverse communities of users.

In performing science information projects the SCD has built up a recog-

nized capability based on the combined resources mentioned above, the skills

of its staff, and extensive, in-hou.e collections. All these are utilized

to provide comprehensive information support which considerably exceeds the

generalized "first cut" capability of a mechanized bibliographic reference

system. In effect, the effort of SCD begins with the outputs of computer
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searches from such ,:ystems as MEDLARS, NASA, SIE, DDC, and others.

Each of the large, general-purpose.machine systems contains a segment

of the material needed for single project. However, each yields from dif-

ferent.kinds of sources. But even in the aggregate, these combined outputs

are inadequate until supplemented by numerous additional sources which remain

outside their files. As an illustration, it is significant to note that 50

percent of the literature collected on Prostaglandins does not appear in the

established biomedical literature services of the U.S. and Western Europe.

As a preliminary step toward any analytical effort, the SCD staff has two

essential.tasks: (1) to identify and procure additional literature that did

not appear through searches of secondary sources and information systems;

(2) to eliminate (often in major portions) material which does not relate to

the needs and objectives of a particular research project.

The verification and evaluation of each document against the requirements

of a user community is the fundamental difference which distinguishes pre-

liminary research frLm routine bibliographic reference service. This task,

which requf.:es.professional knowledge, is essential to make certain that

literature support is comprehensive in coverage and at the same time provides

material that is known to bear directly on the topic understudy..

Dissemination of abstracts as a current awareness service-is performed

for several biomedical topics. These programs require a_continuing litera-

ture search, preparation of abstracts when none is already available, regular

distribution to interested individuals, and preparation of.cumulative.indexes

at longer intervals. Computer facilities are available at_the.University for

projects requiring data tabulation and summaries. The SCD maintains card

punch and verifier equipment for generating machine-readable records when

required. When substantial computer time or special programming capabilities

are needed, ad hoc services are procured to work with SCD staff for developing
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file generation, output reports, and summaries in a format app
ropriate to

the user's requirements.

DEPARTMENTAL SERVICES 

Departmental services are available only to its sponsors and to indi-

viduals and institutions specifically authorized under the_terms of a cont
ract,

grant, or award. Such agreements are established both by solicitation from

the Department through proposals and by requests from agencies, institutions,

foundations, societies, aid industry.
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DATA COLLECTION AND UTILIZATION

/N UNIVERSITY AFFILIATED FACILITIES

Tadashi Mayeda

Ontario, California

May 1973

Prepared under contract to the Nisonger Center of the Ohio State University

on behalf of the Association of University Affiliated Facilities, Washington,
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the Department of Health, Education, and Welfare.
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II. RESULTS OF FOUR. DATA SURVEYS

Summary •

Twelve data sheets are included in this section. These sheets list all the

data collected from four surveys so that directors, data coordinators, and

others, who will be working with data in the future, tight familiarize them-

selves with the details of the system and the benefits and problems associated

with it.

Highlights have been extracted from the data sheets and author's comments have

been added in some cases. These are meant to guide readers through the sheets
and not necessarily to influence them on their content.

The following is an overall summary of the four data surveys:

Mailings and response

Thirty six University Affiliated Facilities were solicted for
.data. All were accounted for and all, except one, have submitted

or agreed to submit data. Thirty two facilities responded in part
or completely to the four data surveys. Twenty five data coordi-
nators, representing 29 facilities, were appointed.

Trainees and clients

A total of 52,854 persons were trained in 32 facilities during a
twelve moLth period of time. This figure includes data from 3
facilities that reported on training for 3 and 6 month periods
only. Twenty percent of these trainees were private practitioners
not enrolled in degree or board certification programs. Over 8
percent were students at a level lower than the Associate of Arts
degree.

A total of 19,702 clients were served through 28 facilities. This
figure does not include many of the special education clients of
the UAF's

Approvals and accreditation

The UAF's are most frequently accredited as hospitals or as medical
residency programs; next as R-12 primary grade schools. There
appears to be some inclination showing toward pre-school and day
care.

Academic affiliations

Pediatric and speech pathology affiliations appear most frequently
followed closely by psychology and social work. Special education,
nursing, audiology, occupational therapy, amd physical therapy, in
addition to the first four, appear to comprise the "core" of most
frequent academic affiliations. Psychiatry and dentistry fellow
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8

this group in two thirds of all facilities. More than 60 discipline
affiliations were reported.

Community affiliations

All facilities reported community ties. Affiliations with schools,
state hospitals, and child development centers appeared most
frequently. Affiliations with State Developmental Disabilities
Councils and non-profit associations appeared in the majority of
f :ilities. There were fewer junior college affiliationa than the
author expected.

Physical characteristics

Fourteen facilities have more than 50,000 net square feet; 9 have
25,000 to 49,999 square feet; 5 have 10,000 to 24,999 square feet;
and three less than 10,000 square feet. Total staff and trainee-
in-residence capacity for all reporting facilities is 4,560.

Functional characteristics

The broad variation in original design concepts are revealed by
the functional characteristics of each of the UAF's. Most provide
for medical diagnosis and classroom teaching of young children,
however, the facility-by-facility capacity for each varies con-
siderably.

Discipline of trainees

Training for the 52,854 trainees rang ei from short orientation
sessions to full time involvement. Special education led with
8,132 trainees followed by nursing with 7,131. Psychology ranked
first as the discipline taught by the greatest number of facilities.

Medium to long term trainees

Of the 52,854 trainees, 2,436 were in training for more than 160
contact hours. The broad variations in the numbers of medium and
long term trainees in the various facilities is interesting and
should be investigated further through later surveys.

Levels of trainees

More than half of the total number of trainees (29,441) were
candidates for degrees or board certification. Approximately 20%
(10,155) were private practitioners. More than 8% (4,371) were
students at a level lower than the Associate of Arts level.
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6. List all Federal organizations which should be included amon
g the

DD Advisory Council Membership

National Institute of Mental Health

Health Services Administration

Medical Services Administration

Bureau of Education for Handicapped

Community Services Administration

Rehabilitation Services Administration

Assistance Payments Administration
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7. A section-by-section analysis comparing ICF-MR regulations with
- iitle II of S.3378, and discussion of the legal authorities for the
ICF regulations

The attached table is a section-by-section comparison of S.3378,Titie II,
and the intermediate care facility-mental retardation (ICF-MR) regulations.
The latter comprise two sections of the Code of federal Regulations:
45 CFR 249.1?. establishing standards with which intermediate care
facilities mi.4t currently comply, and 45 CFR 249.13, establishing
standards with which intermediate care facilities for the mentally
retarded must comply by March 18, 1977.

For summary purposes, the comparison seeks to emphasize major differences.
It will be noted that many provisions of S. 3378 are identified as
suggestions or recommendations which are not specified in the regulations.
The regulations generally encompass only actual requirements, since
they are rules to - be enforced. Much of the philosophical, admonitory
and explanatory material contained in the non-mandatory language
in S. 3378 will be used in guidelines to be issued by SRS. This
division of mandatory and admonitory material was made on the advice
of HEW Office of the General Counsel. In large part, this difference
in approach accounts for the briefer character of the ICF-MR regulations.

Another factor accountingfor the less detailed character of the ICF-MR
regulations is the use in the regulation of requirements which apply
to a number of sections, ratner than the repetition in each section
of parallel requirements (as in many sections of S. 3378). This
applies particularly to personnel policies, as in the repetition of
provisions on in-service training and maintenance of professional
standards of ethics.

33-979 0 - 74 - 21
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Legal Authority for Intermediate Care Facility Regulations

The regulations cited in the chart are based primarily on
Sections 1905(a)(14) and (15)., and 1905(c) and (d) of the
Social Security Act, authorizing intermediate care facility
services (inc _Kling such services in a public institution
for the mentally retarded) as an optional service under
Title XIX of the Act, and Section 1102 of the Act,
directing the Secretary of Health, Education and Welfare
to make and publish rules and regulations as necessary for
the efficient administration of his responsibilities under
the Act.

Additional enactments_ relating to intermediate care
facility services upon which regulations pertaining
to intermediate care facility services are based include
Section 1902 (a)(31), which mandates a regular program
of independent professional review and a written plan
of service prior to admission or authorization of benefits
in an intermediate care facility (basis for 45 CFR 250.24),
Section 1903(g)(1), Section 1903(h)(1),Section 1903(j)(2).
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5. SOCITON-BY-ShtliON OZMPARISCN OF /CF-MR REGULATIONS 
MD TITLE II OF S.3378 (PROPOSED JCAM STANDARDS) WITH

EMPHASIS ON IDENTIFYING MAJOR DBEFIMUCES 

5.3378

TITLE II - Bill of Rights for the
Mentally Retarded and Other Individuals
with Developmental Lsabilities

45 CFR 249.13 

inteomediate.Care Facility Services in
institutions for the Mentally Retarded or
Persons with Related Conditions

(with appropriate references to
45 CFR 249.12, Standards for
Intermediate Care Facilities

Chapter 1. Administrative Policies and Practices 

Subchapter I. Philosophy, LocatiOn,andttlanization 

Sec. 210-214. Largely written as
rem:emendations rather than require-
ments.

NO comparable section; advisory
material does not appear in regulation.

Sdbchapter II-General Policies and Practices 

Sec. 215
(a) ReqUires Written outline of

philosophy, Objectives, goals
specific minimum content.

On) Requires plan for evaluation
and rodification to maintain
consistency of philosophy.

.(c) Requires manual an plans and
procedures

(d) Requires written statement of
policies and procedures an
residents' rights

249.13(a)(1)(i) Similar; omits less
concrete goals

133t specified

249.12(a)(1)(ii) Requires written
  and procedures governing

all areas of service; these rust
be available to staff, residents and
the public

249.13(a)(1)(ii) Similar; omits
reference to special rights of MR,
definition of reams of raking legal
counsel available to residents;
requires that civil rights of residents
be assured
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S. 3378 

216

(a) Requires wLtten statement of
policies and procedures to
protect residents' financial
interests, specifies content

(b) Requires manuals describing
facility procedures

(c)(d)Reguires plan for continuing
management audit; summary of
MR laws

Sec. 217'
Requires facility to have
legal documents (charter)

Sec. 218
(a) Requires governing body to

direct facility and estab-
lish policies

(b) Specifies qualifications of
rhiPf executive officer.

(c) Requires his employment by
governing body •

(d). Requires coverage in Absence
of chief executive officer

Sec. 219

(a) Requires adherence to sound
management principles

(b) Requires use of appropriate
organization

(c)-(d) Table of organization

(e)-(h) SpeCifies in detail
principles of organization

mammas 

249.13(a)(1)(iii) Similar; omits
determining resident's eligibility
for benefits, assuring he receives
special needs due him under pbblic,
private programs.

'Adds requirement for policy permitting
normalizing possession and use of
money by residents. ,

(b) 249:13(a)(1)(iv) Same

249.13(a) (1) (v) Same, except no
summmry MR laws

No ccrrparable section

249.13 (a) (1) (vi) Same

249.12(c)(2) Requires licensed nursing
home administrator or, OMNP,or, in rage
of hospital, hospital administrator

249.13(a)(1)(vii) Governing body sets
qualifications for chief executive

249.13 (a) (1) (viii) Similar

Not specified

Not specified

249.13(a)(1)(ix) Similar

Nbt specified
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S3378 

Sec. 220
(a) Requires effective staff and

resident participation and
conmunication; specifies
certain neetings

(b) Specifies details on staff
and committee meetings

Sec. 221
Requires perceatage of budget
to be used for "self-renewal"
purposes, specifies minimum
content and use of results

Sec. 222
Requires description of
facility services that is
available to public, specifies
minimum content

Sec. 223
(a) Requires consumer-representa-

tive s and public participa-
tion, ap.cifies neans

(b) Suggests public education
and information program

Sec- 224 -

ICF-148 REGULAT/ONS 

249.13 (a) (i) (x) (A)Virtually identical

249.13(a)(1)(x)(3) Similar; not as
detailed

NO comparable section

249.12(a)(1)(ii) Requires written policies
and procedures governing all areas of
service to be Made available to staff,
residents and the public

NOt as detailed* 249.13(a)(1)(xi)
emphasizes communication with families
and surrogates, relatives' visits,
residents' visits hove

NOt specified; advisory material does
riot appear in regulation

SObohapter III-Admission and Release

Limits admission to those
whose needs can be net by
_facility

Sec. 228
(a) •Adhissirm, release, read,-

ndssicn requirenents must be
suuuarized, available for
distribution. Specifies
objectives

(b) Requires detexminitidn of
legal inampetence to ae
separate from determination
of need for services, states
admission does not imply
legal inampetence

249.13(a) (2) (i) Same
249.12(a) (1) (ii)

249.13(a)(2)(ii) Same; but omits
Objectives

Nat specified
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5.3378

Sec. 226
(a) Requires comprehensive

evaluation of residents

(b) TPcifies considerations
regarding admission

(c) Specifies who Shall be named
as intended primary beneficiary
of care

(d) All admissions considered
temporary, time-limited.
Parents to be counseled on
merits, temporary nature of
services. Parents or guardians
required to visit facility
Wore resident is admitted

Sec. 227
(a) Requires medical evaluation

within one week of admisspn

)-(c) Very similar to 

Sec- 228
Suggests physical inspection
before leaving and after
returning to facility

Sec. 229 •

Procedures for handling per-
manent release or transfer

Sec. 230
Prooedures in the event of
unusual occurrence, including
death

MCF-MR REGULATICN 

249.13(a)(2)(iii) Same

249.13(a)(2)(iv). Same

Nbt specified

249.13(c)(11) Social workers assist
family in considering alternative
services and making responsible
choice during evaluation period

45 CFR 250.24(a)(1)(i) Requires
axnprehensive medical, social
psychological evaluation prior to
admission

249.13(a) (2) (v)-(vii)

Not specified; regulation does not
include advisory material

249.13(e)(2)(viii)-(4 Similar;
omits required notice to court in
certain cAgAs,assurance that receiving
441ri1ity will meet resident's needs

249.13(a)(2)(xi) and (,cii) Similar;
omits requirement for helping family
arrange religious services and burial,
notifying coroner or medical examiner
as required by law
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8.3378 1CF-IMR RIMATIC14

SUbcbapter IV. Personnel Policies 

Sec. 231
(a) General statement on personnel

servioes,.qualifications of
personnel director when one is
needed

(b) Prescribes pereznne.1 policies
coverage

(c) Pequires statement of personnel
policies available to employees

(d) Pre-hiring prccedures

(e) Pequires periodic performance
rating

(f) Same essentially as

14ot specified

249.13(a)(3)(1)40 Similar; omits
planned pluyi.m for career development,
methods of improving employee welfare
and security.

249.13(a)(3)(vi) Requires personnel
policies to be in writing and available
to all employees

249.13(a)(3)(xi) Not specified, except
for procedures to assure employees free
of communicable, infectious digpag.

Not specified

249.13(a) (3) (vii)
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S. 3378 
•

Sec. 232 (a) and (b) Policy on use of
Residents or volunteers for
productive services

(c) Prescribes staff training
program, minimum content

(d) Suggests working relationships

with nearby colleges for train-

ing purposes

Chapter 2. Resident Living

.SUbchapterL\Staff-Resident

10E-4l2Regulations •

249.13(a)(3)(viii) Similar;
not as detailed.

249.13(a)(3).(ix) Similar, not
as detailed

Nat specified; advisory material
is not included in the regulation

elatisnf
Acti

Sec. 240 (a) State primary responsibility
of living unit (Ii” staff as
care and developrent of residents,
prescrihes elerorts

(b) Requires LU Staff to part-
icipate with intenlisciplinary
professional team in patient
care

(C) Requires specific evaluation
and program plans for each
resident

(1) Requires activity schedule
for each resident, prescribes
implementation

Sec. 240 (e) General statement an
"rhythm of life" in living
unit, regimen for multi-
handicapped and non-ambula-
tory residents

(f) Rewires planned periods
outdoors year-round for all
patients. Suggests how
residents should be given
.freed am of movementtent

Similar, does
not require family - like. atmosphere;
advisory material is not included

in the regulation.

249.13 (b)(1) (ii) Sane

249.13(b)(1)(iii) Same

249.13(b)(1)(iv) Same, except
permits unscheduled activity of three

hours rather than one.

249.13 (b) (1) (v) . Sane, except
no statenent cu "rhythm of life".

249.13(b)(1)(vi) Same, except
for suggesticxis on freedom of
movement, similar activities.

v ities 
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ec. 240
S.3378 

(g) and (h) Suggests eliciting
residents' views, instructing
them in ommication

(i) Requires residents be
allowed personal possessions

(j) Requires facility to permit
patients to have use of money

(k) Requires written poli,iPs,
procedures for ccntrol and
digcipline of residents

(1) Cbrporal pcurishment

(m) Seclusion

(n) and (o) Physical restraints
-(p) Chemical restraints

(q) Behavior modification
programs

•ICP-14R Regulation

Not wec.d.fied, regulation doe.; rArfr
4w•biriP advisory material

249.13(b) (2.) Same

249.13(a)(1) (iii) Similar
with fewecdetails

249.13 (b)(l) (viii) Similar

249.13(b) (1) (ix) Sate

249.13(b) (1) (x) Same

249.13(b)(1)(xi) and
249.12(a)(1)(ii)(a)(Z)Same
249.13(b)(ii)(xii)

249.13(b) (1)(xiii) Same,
except that pLuyia.b may he
reviewed and approved by cuaiified
Mental Retaraation.Professional
as well as facility!s human rights
committee.

Sulxhapteril Food Services

, ;ea. 241 (a) Statement of general
purpose. Requires written

▪ statement of goals, indicates
content

(1)Uhen food services not
directed by nutritionist or
dietitian suggests that
consultants must
be obtained, and consultations
evaluated.

249.13(a)(i) Facility shall have
w:citten outline of objectives
and 9oals.

249.13(c)(4)(xiii). In facilities
.of 20 beds or more, food services
must be directed by dietitian meeting
requirements of Medicare (20 GM
405.1101);(0(4)(XiV): T.,S those
20 beds, direction by designated
staff nemLexs suited by training
and experience.

249.12(4)(7)(iii) For individuals
needing nedically prescribed

• special diets, nenus planned
by qualified dietitian, or reviewed
and approved by physician.

!MIMI
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8.3378

;ea. 241 (c) Requires nourishirgalist.
prescribes requirements for
modified diets.

WSugqests dietary practices
in keeping with religious require-
ment6of residents

Ver.! fies 3 meals daily, indicates
intervals

(e) Suggests pre-beittne snacks

(f) Specifies how fool shall
be served

(f) Requires feeding all
residents in dining roans,
specific

(g)More al dining arrangerents,
largely written as recarmendations

, rather than requirenents

(h) Recuires adeauate sucer-
,visial, staffing of dining
rooms; suaaests staff eat with
residents, requires encourage-
nit of selfhelp for those -
:unable to get to dintngq areas.'

REGULATICN 

249.13(c)(4)(ii) Same
249.13(c)(4)(iii) foal and
nutrition needs shall be net in
a000rdance with the recannehded
dietary allowances of the Food and
Nutrition Board of the National Research
Council, National Academy of Scimms

NOt specified, Regulation does not
include advisory material

249.13(c)(4)(iv). Same

Not specified; Regulation does not
 material which is advisory.

249.13(c)(4)(vi) Similar;
249.12(a)(7)(vi) All fool is
distributed and served under
sanitary oonditions

249.13(c)(4)(viii) Generally
similar, fsger details

Not specified, regulation does
not include advisory material

249.13(e)(4)(ix).
Similar, limited to basic adequacy

of staffing, supervision,
regulation does not include advisory

material
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S.3378 - MR Regulations 

242 249.13(c)(4)(x) Same

(a) Rewires residents be trained
in eating skills

(b) Requires interdisciplinary Nbt specified
approach to problems of residents
with special eating disabilities

(c) Requires training of direct care 249.13(c)(4)0dJ
staff in feeding techniques, speci-   omits some detail
flea feeding practices

01) Requires procedures for cleaning 249.13(c)(4)(vii)same; also
all areas and equipment 249.12(a)(1) (47i) facility must be in

conformity with Federal, State and local
laws, codes and regulations pertaining
to health and safety.
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5.3378 ICF - MR Regulations 

Subchapter III - Clothing 

Sec. 245

(la) General statement on each resi-
dent's clothing allagance

(b) Each resident to have own
• , clothing, prescribes its

Aature

Requires nonambulatory resi-
dents to be dressed in own
clothing, with same excep-
tions.

249.13(b)(2)(i) Basinally same
Adds requirement that clothing be
suitable 

249.13(b)(2)(ii) Similar, less detail

249.13(b)(2)(iii) Requirement applied
to all residents

(1) (e) (f) Requirements 249.13(b) (2) (i) Resident clothing must
for washable clothing, inoantinent be suitable
patients, inventories

(g) ,Recruires residents be trained 249.13(b)(2)(iv). Similar, less detail
in certain clothing activities

Sec. 246

Requires storage space for each re-
sident's clothing

'Sec. 247

Specifies qualifications of staff
person responsible for resident -
clothing program

249.13(b) (2) (v) Similar

Not specified
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S.3378 ICF - MR Regulations 

Subchapter IV - Health, Hygiene, and Grooming 

sea. 250 249.13(b) (3) (i)

(a) Requires re dent training 1Same
In health, hygiene and grooming

(b) (c) (d) (e) (f) (4) , Prescribes
specific procedures: teeth
hygiene, hair care, toenail and
fingernail care, bathing, female
menstrual needs

(h) Residents' toilet problems and
habits

(i) Requires drinking unit in each
living unit

(j) Prescribes practices on weighing,
measuring residents

(k) Requires procedures on care of
infections and contagious dispAPs
to conform to State and local
health regulations

(1) Prescribes review of orders on
bed-rest, etc.

00, Requires provisions for furniSh,
kng and care Of dentures, eye-
  etc. -

Not specified

249.13(b) (3) (ii) Simi 1.," • less detail

itrt specified

249.13(b) (3) (ii) Sate

249.12(a)(1)(vi) Facility must be in
conformity with FeaPral, State and Tnnal 
laws, codes and regulations pertaining
to health and safety

249.13(b) (3) (iv). Sam

249.13 (b) (3) (v) Seale
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- Graving and Organization of Living Units 

kac. 255(a)(b)(c)(d)(e) Prescribes
conditions as to intermingling
of developmental levels, ages,
needs, bcordination with acti-
vities, use of living areas,,
accessibility of -aut,10r,
recreation areas

249.13(b)(4) Contains language in
11255(b) of S.3378 dealing with inter-
mingling; '249.12(a)(4)(i)(e) requires
overall.plan of care prescribing an
_integrated program.
249.13(c)(10)M Requires easy accessi-
bility to residents of recreation areas and

. facilities.

Subcharrtar V-- Resident - Living Staff

iec 256 (a) General statement on adequacy 249.13(b) (5) (i), Similar;
of staff, I aadPrship, job titles, to titles

(b) Suggests staff dress policy

(c) ilecamends resident - staff
ratios when resident living-units
organized as recommended in sub-
Chapter,/ and designed as in sub-
VII, by severely retarded noderately
retarded, others, with overall
limits regardless of organization

desian
(d) Requires oertain resident-staff
ratios  

Subchapter VI - Desian and

Not specified; Regulation
advisory material

Not specified; regulation
include advisory material

no reference

does not include

does not

249.13(b) (5) (ii) similar, sane ratios but
- slight- differences-in group definitions -

Eauicage of Living Units

iao. 257 (a) General Objectives

(b) Objectives of interior design
• Poquires ninimum (80 square feet
of living,dinina,• activity space
for each resident

Not specified

249.12(a)(6) Resident living areas are
designed and equipped for comfort and
privacy; there are areas for dining;
divisional and afl,ial activities; there is
sufficient space for activities in multi-
purpose roams not to interfEn7s.with each
other.
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Sec. 257
(c)

S,3378

Requirements for bedrooms

including at least 60 square

feet per resident in multiple
sleeping roams, 80 square feet
in singles

(d) Requires suitable storage space

(e) Requirements an location of

toilet areas, closets, other

facilities

(f) provisions for safety,
sanitation, comfort of resi-
dents

11:7 - MR Regulations 

249.13(b)(6)(Wii) and (iii) Similar;

requires 80 square feet and 100 square

feet respectively; adds requirerrent Of

no more than 4 residents per roam, unless

justified by resident's piroy.e..

needs; omits det.ils an partitions, dorms,

roam decoration, personal play equipment,

space.

249.13(b) (6) (iv) Similar

249.13 (b)(6) (1) and (vi), Requires

individual privacy in toilets, tubs,

showers, special equipment for handicapped;

249.12(a)(6)(i) requires toilet and bath-

ing facilities appropriate in number, size

and design to meet residents' needs; omits

drying racxs, mirrors

249.13(b)(6)(vii) - Kai).
pi.01.r but not as detailed, no auditory

and visual signals an mixing valves;

glazing material requirements.
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Ohapter 3. Professional and Special
Programs and Services 

Sabchapter I.  Introduction

Sec. 258
(a) General statement

(b) Programs and services may be
provided by own staff or
outsid, agencies

(c)

(d)

Recommends all services to MRs
to be rendered in community
rather than facility when
possible

All services and programs must
meet standards for quality set
in this section

Sec.239
(a) Specifies identifications for

professions, areas, or
disciplines of persons which
may provide professional
services

Requires interdisziplinaxy teams
for evaluating, planning for
individual's needs to be drawn
from professions listed

Permits services listed under
duties of one profession to be
performed by persons of other -
professions who are properly
equipped

Requires evidence that members
of different professions work
together

Sec. 260 — Requires programs, staff to
focus on individual needs of
residents, identifies
recommended activities

249.13 (c)(1) Same

249.12 (a)(3)(i) Requires outside arrangement
for service when facility cannot provide
with own staff.

Nut specified;advisory material is not
Included in regulation.

249.13 (c)(1)(i) Same '

Nst specified

249.23 (c)(1)(ii) Virtually identical

Nbt specified

Not specified

Not specified; advisory material is not
Included in regulation; however, regulations

provide for regular review and evaluation of

resident's program 45CFR 250.24, 249.10

(d)(1)(v)(1), 249;12 (c)(3), and individual
plan of care requirements (defined in 249.10

(11)(v)(11)1 249.13 (c)(ii)
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Sbbchapter II - Dental Services 

Sec. 261
(a) General purTose statement

(b) Specifies how rendered
(directly and indirectly)

(c) Recommends certain dental
services

(d) Specifies content of compre-
,

(a)

(f)

(g)

hensive diagnostic services

Specifies =tent of
comprehensive treatment
services

Suggests content of
comprehensive preventive
dentistry program

Specifies content of education
and trAir4-z, in ural health
maintenance

(h) Requires permanent dental record
7 for each resident

(i)

(j)

(k)

Requires formal arrangement for
providing dental services to
facility, including emergency
care round-the-clock; designation
of dentist to maintain standards;
makes other recommendations

Specifies dental staff
requirements, makes other
recommendatilns

Suggests qualifications of
oral hygiene aides

(1) AlggsEta supporting staff

(0) Requires dentists to adhere to
professional mode of ethics

Not specified

Nat specified

Not specified; advisory material is not
included in regulation

249.13(c)(2)(i) similar; Requires  comprehen-
sive diagnostic services; omits consultation
and waives exam within one month of admission
if resident had one within 6 months and it
meets certain conditions

249.13(c)(2)(ii) Similar; Requires
comprehensive treatment services, omitting
specific reference to dental specialties

Rbt specified; regulation does not include
advisory material

249.13(c)(2)(iii) Similar; omitting some
details

249.13(c)(2)(iv) Same

249.13(c)(2)(v) Same with respect to formal
arrangements for providing care; omits
advisory material

249.13(c)(2)(vi) Similar; omits mention
of dental health educators, and omits
advisory material

Ebt specified; advisory material is not
included in regulation

Not specified; advisory material-is not
included in regulation

Not specified

33-979 0 - 74 - 22
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Subchapter II - Dental Services 

Sec. 262
(a) Requires continuing education

program for de,.tal personnel,
specifies content

(b) Suggests 'facil,ty affiliate with
school trainir programs

Requires adequate apace, facili-
ties, equipment, anesthesia
facilities, certified dental
lab, dental consultation, freedom
from physical barriers for
handicapped

(a)

Subchapter II/ -

249.13(0(3)(ir)(3) Requires continuous
inservice training to update and improve
the Skills and competencies of all
employees

Not specified; regulation does not
include advisory material

249.12(a)(6)(vi) Areas for therapy are of
sufficient size and design to accommodate
necessary equipment, conduct examinations
and provide treatment.

2149.13(f)(1)(iv) Accommodations are made
to meet the needs of persona with disa-
bilities.

Education Services

Soc. 263
(a) Defines "educational services"

requires their availability to
all residents. Requires written
statement of opjectives

(b) Lists minimnm services

(c) Esquires educator as member of _
interdisciplinary team, where
appropriate

(d) Prescribes method and nature of
Individual evaluations

(0

(f)

(C)

(h)

Requires written objectives for
each resident

Requires evidence of activities
to meet objectives set for each
resident

Requires appropriate programs to
implement educational objectives
of facility

Requires educational programs for
all developmentally disabled for
whom such are not required by
State laws

249.13(0)(3) "Training and habilitation
services" 249.13(0)(3)(i). Uses same
definition for "training and habilitation
services." Omits statement of objactives
and required recognition of principle tnat
learning begins at birth

Not specified

; Not specified

216.13(0)(3)(ii) Simil.,; omits some detail

-
20.13(,)(3)(iii) SimAlar; omitiaame
detail

249.13(0(3)(iv). Virtually identical

Not specified

Not specified
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Sec. 263
(i) Requires educational programs for

residents with hearing, vision, '
perceptual, or motor impairments

(j)
0
, (k)

(1)

SuRgests additional kinds of
educational programs

Requires "a full range" of
instructional material to be
accessible to staff

Requirements re: coeducation,
coordination with other facility
a4tivities and the community

Sec. 264
(a) Requires sufficient qualified

staff, specifies qualifications
of supervisor

(b) Staff development program
required; requires provision of
assistants as needed; active
encouragement of participation
in professional organizations

(c) Suggests opportunities for
internships, etc. through
arrangement with universities

/CP-MR REGULATIONS

249.13(0(3)(v) Same

Ibt specified; regulation doesPbot include
advisory material

Dot specified

Not specified; 249.13(c)J1) 0:1-Y:requires
interdisciplinary team
to review and revise residents' program

249.13(c)(3)(vi) Similar; requires supervisic
by a Qualified Mental Retardation Professiona]
as defined in 45 CFR 249.12(c)(3)

249.13(a)(3)(ix) Requires staff development
program for all employees; no requirement
of encouraging participation in professional
organizations;

249.13(c)(3)(vi) requires sufficierr, staff

Nbt specified; regulation does not include
advisory material
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gachaoter IV - Food and Nutrition Services 

Sec. 265(a) Statement of objectives

(b) Written statement of procedures
and policies required

Rugaests  services that should
be provided when appropriate

Prescribes content of food
services

Requires food and nutrition
needs to be met in accord
with recommendations of food
and nutrition board

Prescribes planning, content
of menus, records of menus

Prescribes food preparation
methods

Deals with preparation, storage,
distribution of food, compliance
with State and local health codes

Storage requirements for dry and
perishable foods

Requires sufficient .comnetent
personnel, specifies categories

Requires appropriate inservice
training program

Recommends internship
opportunities

Requires adequete space,
facilities, equipment for
food services.

Not specified

249.12(a)(1)(ii) Requires written
,policiea and procedures governing all
:areas of service
'Not specified; regulation does not include
. advisory material

249.13(c)(4)(i). Same

• 249.13(c)(4)(iii) Substantially the
.same

:249.13(c)(4)(v). Substantially the
same

'Not specified

249.13(0(4)(vii); also 249.12(a)(7)(vi)
All food is procured, stored, preparPd,
distributed and served under sanitary
conditions; 249.12(a)(i)(vii)
compliance with health laws

249.13(a)(4)(vii); Also see
249.12(a)(7)(v1); 249.13(a)(4)(vi).

249.13(c)(4)(xii). Similar, no
,specific listing of categories

249.13(a)(3)(ix). Requires inservice
training for all employees

Not specified; regulation does not
include advisory material

Not specified

aukshaater V - Library Services 

Sec. 266 Consists largely of recommendations , Not included'
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Subchapter VI - Medical Services 

Sec. 267
(a) States purpose of providing

medical services

(b) States methods of rendering
service

(c) List renamended. kinds of
medical activities

(d) Requires services of Medical
and surgical hospitals
accredited by JCAH to be
available to residents;
limits pathology, clinical lab
and radiologic services to
those that meet JCAH standards,
MG's available as necessary

(e) Requires physician partici-
pation in planning resident's
care

(f)

(g)

(h)

4.4

Suggests detailed content
of management plan

Requires review and update of
treatment goals and manage-
ment plan

Requires special attention to
residents who, without active
intervention, risk further
loss of function; list
minimum detailed content of
such attention

249.13(c)(5) and 249.12(b)(6)
249.13(a)(1)(i) facility shall have
a written outline of philosophy,
objectivei and goals it is trying
to achieve

249.13(c)(5)(i). Same

Not specified; Regulation does not
include advisory material

. .
249.12(a)(2) Requires transfer agree-
men.u;ith nearby hospital
249.12(a)(1)(ii)(A)(ii)
Requires that, if resident's condition
Changes so that care is needed which
the facility cannot provide, resident
is promptly transferred to hospital,
Skilled nursing facility or other

taf31i Also see
249.13(c)(5)(iii) Same

Not specified; Regulation does not
include advisory material

249.13(c)(5)(iv) Same

Not specified
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Sec. 267 (cont'd.)

(i) Establishes preventive health
service requirements

(j) Specifies minimum content
of preventive health services
to staff

(k)

(1)

Requires each resident to
have personal (prim.ry)
physician; and availability
and use of qualified.medical
specialists

Requires, appropriate to size
of facility, an ongoing
inservice training program
for its physicians, suggests
methods

249.13(c)(5)(v) and 249.13(b)(3) (iii)
establish virtliaily identical. ' require-
ments, except that 249.13(c)(5)(v)(C)
and (D) specify use of immunization
recommendations of Committee. on
control of 7hfectious Diseases of the
American Academy of Pediatrics; and
use of TB control recommendations of
American College of Chest Physicians
and/or section on diseases of the
Chest, American Academy of Pediatrics.

249.13(a)(3)(xi). Personnel with
communicable disease symptoms are
not allowed to work; 249.12(a)(1)(vii)
facility meets health requirements
re cammunicable diseases

249.12(b)(6) 'Requires each resident's
health care to be under continuing M.D.
care:M.D. ,pPs resident at least every 60
days unless justified and documented
otherwise by attending M.D.

249.13(A)(3)(ix)(B) requires inservlcc
training for all employees

249.13(c)(5)(vii) Adds requirement of
effective arrangements through which
medical and remedial services not
regularly provided within the facility
can be obtained promptly when needed.
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.Subdhapter VII.Nursing Services 

Sec.268
(a) States detailed purposes of

nursing services

Nursing personnel to develop

written statements of nurs-

ing philosophy and object-
ives, prescr -7)es its
distribution.

(c) Recommends kinds of activities

through which nursing services

Shall be provided

(1) Specifies content of nursing

services to include:
(1) Professional nurse

activities

(2) Health promotion
activities, including
assessment of develop-
ment function and safety
education

(3) Participation in
prevention of di..hility

(4) Intensive nursing care
for the acutely ill

(e) *quires professional nurse
to participate in training
facility personnel; specifies
training of direct care
personnel

(f)_ i Details activities that
qualified nurses are to
be encouraged to become
involved in

Nomtatement of general purposes

249.13(a) (1) (i) requires f41 it to
state its philosophy, goals and
obdectives

Nut specified; regulation does not
contain advisory material

249.13(c) (6) (ii) Virtually same;

(1) Same activities, but registered 
nurse required

(B) Same, except does not include
assessment of development function,
safety education, but additionally
requires family planning and VD 
counseling 

Not specified

Nut specified
,249.12(a)(1)(ii)(A)41) (j.1.) and
249.12(a)(2) establish provisions
for transfer of acutely ill persons;

(c)(6)(iii) Same, but registered 
nurse required

Not specified
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. 8.3378
Sec 268

(g) Requires sufficient staff;
requires designation of
registered professional nurse
to be responsible for main-
taining nursing standards
(1) Requires nursing super-

visor to have at least
an M.A. in nursing

MO Specifies approach to assign-
ing nursing personnel duties

RecanmendsThursing service
have recourse to appropriate
consultants, requires
professional nurses to adhere
to appropriate code ethics

Requires appropriate education-
al program on clinical ccurpe-
tences and ,development
disabilities for nursing
staff, prescribes minimum
content

Requires encouragement for
for internships for nursing
students in the community

Requires adraquate space,
fAcilities and equipment for
nursing service

,
ICF-MR REGUIATION •

249.13(c)(6)(iv) Similar; does not
require M.A. in nursing;

249.12(a)(9)(i) Requires health services
to be under .supervision of RN or LPN
employed full time on day Shift seven
days of week, except that where LPN is
used, there must be contract wittC.:
RN for consultation at least four hours
Pe r wreeki'249.13(c)(6)(v) assigning

?nursing duties same, ._
Not-4,eLified; Regulation does not include
advisory material; 249.13(a)(3)(iv)
requires recognition of ethical standards
of professional gncieties

249.13(a)(3)(ix) orientation and inservi• ce
training required for all facility
personnel

Not specified

. _
249.12(a)(6)(vi) Requires areas for
therapy services to be of size and
design to accommodate necessary equipment,

conduct examinations and provide treat-

ment

Subchapter VIII. Pharmacy Services 

Sec. 269 (a)

Licensing not specified for
director of pharmacy. Requires
arrangements for pharmacy
services, pharmacy manual

(b) Rewires formulary system;

(C) Requires pharmacist to carry
out certain duties, including
review of each patient's drug
regimen .and recamending changes
to physician

249.13(c)(7)(i) requires director of
pharmacy services to be licensed;
otherwise is similar

249.13(c) (7) (iii) Sam

249.13(c)(7)(v) Same, except requires
pharmacist or RN to make periodic
review of patient's drug regimen for
potential adverse reactions; does not
list activities for pharmacist
comparable to 8269(c)(5)
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Sec 269

(1) Recanrends certain activities
for pharmacist, including
(2) regular reviews of each
resident's Redication record
and adverse reactions to
drugs

(e) Requires pharmacy and
therapeutic committee,
where appropriate

-- Requires written- -- --
policies and procedures
governing administra- .
tion and handling of
drugs

RecormPro use of unit dose
or individual prescription
system

Requires written policy
on administration of all drugs
used by residents, and on the
routine of drug administ_Lation

REGUIATICN

.Nb Buda suggestions, but

149.13(c) (7) (v) 4equires regular review
of each patient's medication record

}bt   clfied

249.13(c)(7)(vi) Similar; omits Rention
of procedure for obtaining drugs when
pharmacy is closed

Not Specified

249.13(c) (7) (vi) and (vii) Simi 
aces not mention standardization of

drug abbreviations

Requires written policy on self 249.13(c)(7)(vi) same

administration of drugs

Specifies requirements for drug
storage

(1k) jtecarrends pharmacist review
drugs in each living unit
monthly, and remove drugs
outdated, deteriorated, or
not being used; Begrimes
return of discontinued drugs

(1) .Requires automatic step orders,
drug recall procedures re-
cording of medication errors,

and that pharmacist be
responsible for storing and
dispensing investigational
drugs

249.13(c)(7)(viii)Similar; no explicit

mention of perpetual inventory of
narcotics but 249.12(a)(1)(vi) requires

confocamityuith Federnl, state and 1n,A1 

laws and regulations relating to
medications and controlled sdbstances

249.13(c)(7)(ix) Same, except pharmacist

review not included; regulation
does not include advisory material

249.13(c)(7)(x) Similar: does not include

pharmacist responsibility for storing

and dispensing investigational drugs;

249.12(a) (1)(vi) requires conformity
with laws relating to medications and

controlled substances
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S.3370
iec. 269_

(m) BO-quires emergency kit to be
available

Requires pharmacy services
to be
(1) directed by pro-

• fessional graduate
of school of pharmacy
accredited by Ameri-
can" Cbuncil on
Pharaceutical
Education or its
equivalent

, (2) Staffed by sufficient
competent personnel

(3) Fieociamerxis pharmacists
be trained in serving
developmentally
disabled

(4) Reigliires them to adhere
to professional ethics

(0) ItsTmmnriq staff development
program for pharmacists,
suggests minimum content

(p) Prescribes general require,
ments for adeauate space,
equipment, orderliness,
reference material

(a). Prescribes general requirerrents
for drug preparation and
storage areas

Cr)Reo.umnends areas for pharrnacdst,
resident oammAing

ICF-MR REGUIATIMI

249.13(c)(7)(x1)Same

249.13(c)(7)(i) Similar; requires
direction by qualified licensed 
pharmacist; •

- - - •

249.13(a)(3) requires sufficient Staff;
recognition of professional ethics
requirements

249.13(a)(3)(ix) Requires orientation
and inservice training for all emplpyees

Not specified

Nbt specified

Net sp.-Lified; regulation does not.
include advisory material
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adbohapter IX. Physical and Occupational Therapy Services 

Deo. 270
(a) rta,mment of purpose;

t for written object-
ives specifies general
respnxibilities of P and
01S; requi 'is certain methods
to be used

(b) Reoorrends P and GM services
that should be available to
facility

(2) Suggests purposes of screening
by therapists

(d) Suggests content of evaluations
of residents by therapists

(e) Requires certain PT and OT
programs

(f) Prescribes use of evaluation
results

(q) Requires use of consumers and
their representatives in plan-
ning and evaluating therapy
services; requires availability
at adequate staff; P and CT
therapists shall be
(1) graduals of curriculua

accredited by appropriate
national association

(2) If a PT, eligible to
practice in the state

(3) if an or, eligible for
registration by the
appropriate national
association

249.13(c) (8)(i) does not include general
Marcbjectives seatement-249:13(41)(i)
requires objectives for facility; does
require use'of method' as in 1270(a) (4)

Nbt specified; regulation does not
include advisory material

Nbt specified; regulation does not
include advisory material

Nbt specified; regulation does not
include advisory material

249.13 (c) (8) (il-iii) same

249.13(c)(8)(iv) soma

249.13(c)(8)(v) Similar; does not include
use of consumers; P and 0 therapists
must meet requirements of Medicare
(20 CFR 405.1101)
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Sec. 270 (h)kpand OT must be responsi-
ble for maintaining pro-
fessional and ethical
standards. In addition
to qUalifications in (g)
must
(1) Have had 3 years

professional
experience, 2 years
of which should in-
clude worRITITath
developmentally
disabled,

(2) demonstrated compe-
tence in administra-
tion and supervision

(3) preferably have M.A.

Therapy assistant must be
certified by national pro-
fessional association or be
graduate of a pic,y.dm aocred,
ition by such association

Specifies training, supervision
required for therapy aides

Specifies authority and respon,
sihilities of PT and OT
personnel

P and CT personnel must adhere
to ethical codes of national
professional organizations

P and CT services rust seek
periodic consultation from
outside P and CT experts.
Requires staff development
program

(n) Details minimum needs for space,
facilities equipment, supplies,
resources for P and OT.

ICE-MR REGULATIM 

Not specified, except as required under
Medicare (see above); 249.13(a)(3)
professional ethics rust-be-reco9tized---

249.13(c) (8) (v) (B) Must meet Medicare
requirements (20 (FR 405.1101)

Nbt specified

249.13(c) (3) (v) (C)- Same

249.13(a)(3) requires recognition of
professional ethics

Periodic consultation not specified;
249.13(a)(3)(ix) requires inservice
training for all employees

249.12(a)(6)(vi) areas for therapy
services are of size and design to
accommodate necessary equipment,
conduct examinations, and provide
treatment
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Otbshapter X. Psychological Services 

Sec. 271
(a) General statement of purpose;

methods of redering services

(b) Details reommended content
of psydhological services

(c) Details remuired content of
psychological component of
interdisciplinary evaluation
of individual residents

(d) Requires psychologists to help
develop individualized
habilitation plans, specifies
details

(e)

(f)

(g)

(1)

'249.13(c)(9)(i) SimiLat does not include
general statement of purposes

Not specified; regulations do not
include advisory material

249.13(c)(9)(ii),(iii)Similar, not as
detailed

249.13(c)(9)(iv) Same except does not
require inclusion of steps to maximize
individual's acquisition of basic
knowledge, vocational-occupaticnal
Skills, and socio-economic values

Rao:mends therapy psychologists Not specified; regulation does not include
should provide to maintain and advisory material
modify behavior and attimiclas;
recommends providing consultation
and training tor pL,..,,,o.am staff

Recommends areas in which
psychologists should provide
assistance and/or consultation

Pecamiends areas in which
psychologists should parti-
cipate regarding work with
members of the community

Requires sufficient staff to
perform certain prescribed
functions;

Recommends availability of
doctoral-level psychologist
knowledgeable in MR or DD;

Ph.D. psychologist Shall- be
responsible for maintaining
professional and ethical
standards in the facility;

Not specified; Regulation does not
include. advisory material

Not v -.1fied; regulation does not
specify advisory material

249.13(c)(9)(v)-(vi) Similar, omits
research function, and has different
staff qualifications:

249.13(c)(9)(vi) PsythoIogist must have
at least M.A. in accredited pi.u9 drt
and experience or training in MR
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Sets forth certain other
requirements of psychology
staff

(1) Requires inservice training
program for psychology staff,
sets minimum caltent

ICF-MRREGULATICN

Not specified

249.13(a)(3)(ix) Inservice training
required for .a].1 f.r.ility employees

(j) Requires facility to encourage 249.12(a) (6) (vi) Therapy areas must be
training of intern and adequate in size and design; no require,
graduate students in psydhology, neat for encouragement of training
sets minimum requirements for
space and equipment
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filybdbalAm:ZU- Recreatiorices 

Sec. 272
. (a) Suggests purpose of recreation

services

OD) Requires written statement of
recreation Objectives

(c) Recarmends kinds of recreation
services

(I) Reoarmends kinds of recreation
activities

(e) Urges maximum use of community
recreation resources, suggests
content of recreation
counseling

(f) Suggests content of desirable
therapeutic recreation

(g) Suggests content of echration
and ocnsultation services

(h) Requires that recreational
services be coordinated with
other services provided resi-
dents

(i) lecarrends contents of records
kept on each resident's recrea-
tion interest and participation

(j) Recommends content of procedures
for evaluating and researching
effectiveness of recreation
services

(k) Requires sufficient recrea-,.-
tion staff at all time; recom-
mends minimungNalifications
for staff conducting
recreation program;

249.13(c)(10) Not specified; regulation
does not include advisory material

NOt specified

Not specified; regulation does not include
advisory material

NOt sparified; regulation does not
include advisory material

Mt specified; regulation does not
include advisory material

Nbt specified; regulation does not include
advisory material

Not specified; regulation does not
include advisory material

249.13(c)(10)(i) Same, except omits
reference to health, music, art, and
pbymical education

249.13(c)(10)(ii) Requires certain records
be kept, but not as extensive as those
recommended under S.378

Nbt specified; regulation does not include
advisory material

249.13(a)(3) Requires seficient staff

249.13(c)(10)(iv) Requires qualifications
recommended by S.3378 §272(k)(3);
regulation 6oPs not include other
advisory material
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Sac. 272

a)

5.3378

Requires staff development
program, prescribes
adnimun caltent

(in) Prescribes requirements for
design and construction of
recreation areas and
facilities '

' (n) Recarmends indoor recreation
f-41  ties

(o) Recanmends outdoor recreation
facilities

(p)

(g)

Require adequate transportation
services for recreation pro-
grams. Prescribes how toys,
games, equipment Shall be
selected, adapted.

Recommends' content of music
therapy pi.9,am if it is
provided

ICF-MR REGULATICN

249.13(a) (3)(ix) Requires staff 'develop-
ment program for all employees

249.13(c)(10)(v1 Same, except omits
reference to surroundings, use of
consultants, accPss to toilet facilities

Not specified; 249-13(c)(10)(v) requires
accessible recreation facilities

Not specified; 249.13(c)(10)(v) requires
accessible recreation areas and facilities

tbt specified

Not specified; regulation does not include
advisory material

Subchapter XII. Religious Services 

Sec. 273
, Requires religious services to

tie made available to residents;
personnel available to carry
out religious programs; requires
provision of space for religious
services programs '

/*A included

gubchauter XIII. Social Services 

. S.274
(a) General statement of purpose

(b) Identifies beneficiaries

249.13(c) (11)
Not specified

tkrt specified

•
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Sec 274

(c)

S.3378

Requires inclusion of
consumers and their lepu:e-
sentatives in planning and
evaluation of social service
programs,

Identifies specific objectives
of social work methods

01) Recammeridsmininumn content
of social services available
to facility

(e) Reccmmends Objectives of qn,ial 
workers during evaluation pro-
cess

(f) Reoommends Objectives of
  workers during pre,
admission process

.(g) Requires an,ial worker
participation In-inter-
e plinary evaluation

04 Requires ao,ial workers to
provide liaison between
resident and others during
admission and residence,
identifies ways in which various
parties must be helped

(i) Requires social workers to
provide systematic followup
after resident leaves facility,
• "ifias minimum steps

ICF-+R REGULATION

Nbt specified

249.13(c)(11)(i) Same, except omits
"mxlifying environmental influences",

"increasing public acceptances of
memtal retardation", "creating a
favorable climate" "fostering human
dignity and personal worth"

Nbt specified; regulations do not include
advisory material

(c)(11)(ii) Same, except states these as
egied Objectives and exclw-las helping
resident and his family to know their
rights and obtain advocacy assistance.
249.13(a)(1)(ii) requires facility policies
and procedures that assure the civil
rights of residents

Not specified; regulation does not
include advisory material

249.13(c)(11)(iii) same

249.13(c)(11)(iv) Same, except not as
detailed

(c)(11)(v) Same, except does not specify
minimum steps aside from referral to
community agencies

33-979 0 - 74 - 23
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S.3378 
Sec. 274

(j) Identifies how social services
Shall help integrate residential
and other community services

Ot) Requires sufficient social
service records

(1-2)Facility should have
available to it a social
worker who has M.A. or
Ph.D., has had 3 years of
post-master's experience,
meets qualifications for
certification by national
academy of certified .
social workers, and is
knowlegeable and experi-
enced in Mental retardation;
must have social worker so
qualified responsible for
standards of professional
practice

(3) Social workers providing
service to facility must
have M.A. or meet educat-
ional requirements for
membership in national
association and three
years experience in social
welfare.

(4) qn,iAl work assistants or
Aides must be supervised
by social worker

(5) Requires appropriate
assignment, supervision
requirements for social
worker

(.6) Recommends supervisort
staff ratio for so,iAl 
workers

ICF-MR REGUIATION

Nat specified

Nbt specified; 249.12(a)(4)(i)
requires entries in resident's record
describing treatments and services
rendered, social history, plans
of care, progress notes

Not specified

249.13(c)(11)(vi) MUst meet requirements
for sn,iAl workers under Medicare
(20 CFR 405.1101)

249.13(c)(11) Similar; social worker
must suet 20 CFR405.1101 requirements

Nat specified

Not specified; regulations does not
include advisory material

1
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S.3378
Sec. 274

(7) Requires  servico
personnel to adhere
to ethics code of NASW

_
(1) Requires staff development

program for scri.1 work staff,
suggests content

(m) Requires adequate space,
facilities, equipment, supplies
resources, bi.,Lifies minimum
content

ICF-MR REGUIATICel

\Nbt speeified; 249.13(a)(3) requires
'recognition of professicnalethics______

 •
249.13(a)(3)(ix) requires staff 'develop-
ment program ,for all personnel

lipt specified
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S. 3378 ICR-MR. REGULATICNS 

Salchapter III. Speech Pathology and Audiology Services 

Sec. 275 (e) Statement-6f gar-leral-fiatioses

(h) Identification of goals

(c) Prescribes modes of rendering .
services •

(d) Prescribes what services shall
include,as appropriate

(e) Reoarrnands content of eval-.
ulations

(f) requires evaluation and
amendment results to be
reported accurately,
specifies manner

(g) Prescribes trea 
objectives, plans and
procedures

(h) Requires accurate reoanlina...
and utilization of observations
of progress

(i) Requires procedures for
, 4-valuating and researching
effectiveness of speech
pathology and audiology service

ADM and (2) Requires
'sufficient staff;
staff who assume independ-
ent responsibilities for
clinical services shall
have qualifications for
certification by national
professional speech and
hearing association.
the such person who has at
least 3 years professional
experience shall be responsible
for maintaining ethical standards

-249:13(c)(12) Not7SpedifIea

Nbt specified

249.13(c)(12)(i) Same, except
omits reference to participation
in design and maintenance of environment

249.13(c) (12) (ii) Similar, condenses
requ_irerrents

Not specified, regulation
does not inclpdeadvisory material

- -
249.13 (c) (12) (iii) Similar;
not as many directirns for reporting

Not specified

249.13(c)(12)(iv)Same

Not specified.

249.13(c) (12) (v)   ; such staff
shall meet Medicare requirarents
(20 CFR 405.1101)



35

•

5.3378

(3) Sequires staff Si.
(1) and (2) to supervise
staff not so certified.

(4) Pequires direct
supervision of students
and staff working for
pmofessional certification

(5) Requires all staff to
adhere to professional
ethics

(1) specifies adminum of
space facilities, equipment
supplies, but in general
terms

Pubchanter XV

Sec. 276

44Now-mg-
Sec. 211 Requires provision of

volunteer services

Chanter 4

Sec. 278 44aintenance 
(a) Prescribes purposes
Of records

36c.

(3) General requirements
as to how information
Shall be kept in
necomds

(c) Suggests conditions
of using symbols and
Abbreviations

279 Content
(a) Suggest details of
information to be entered
at admission

(b) Prescribes information

to be entered in record

ICF-418 REGULNUONS 

249.13(c)(12)(v)Pequirea adequate
direct and continuing supexvisicn Of
personnel, volunteers or supportive
personnel

•
249.13(c)(12)(v) same as above

249.13(a)(3)(i0 requires recognition
at professiunal ethics

249.13(c)(12)(vi) SimilarJ
does not have list of rooms,
equiPlient, suPPlies

-libc—tatienal-Rehabilitistion Services

Not included; is covered by other
programa •

"liblunteer Services 

Not included; regulation contains
references to volunteers, e.g.
249.13(c)(12)(v)
Rebords

249.13(d)(i)S4m41.r; omits certain —_
purposes

249.13(d) (i),,(ii.) Similar;anits =MEL
general language

—249.13(a) (i) (iii) Prescribes conditions,
but in less detail

249.13(d)(2)(i) Same list, but -
requires it

-

249.13(d)(2)(ii) same, except omits
diagnosis as found in manual of
national association
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Sec. 279(2)

(c) Reconmends certain records
during residence

(d) Requires discharge sunnary;
recartrends contents

(e) Recannends records in event
of death

249.13(d)(2)(iii) Same,
but requires records

249.13(d)(2)(iv) Same,
its contents; adviaory

notarial is not included
in regulation

Nbt specified; regulation
does not contain
advisory material

Subchapter III -Confidentiality of Records 

Sec. 280

00 All information in resident
record Shall be considered
privileged and confidential;
specifies responsibilites
for safekeeping, requirements'
for release of information

249.13(d) (3) (i)-(iv)
Siinilar anits
nention of privilege,
and limitation of
removal of record from
fArility to situation
in which there is court
order, sUbpbena or
statute
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Subchapter TV - Central Record Service 

Sec. 281

(a) Requires ciLal record service,
unit record, accessibility of records
to authorized personnel, master
alphabetical index, retention of
record for at least State
Statute of Limitation; Recammands
perimi, review of records

Sec. 282

249.13(d)(3) Same, except
does not require unit record,
does not authorize
decentralized record system,
reqpires record retention
in accordance with
State Statute of Limitations
and HEW regulation;
omits advisory material

SUEOhapter V - Statistical Records 

(a) Paccumends content of minimum
-statistical infaanation

03) Requires reporting of data to
appxrpriate Federal and other
agencies

Sec. 283

Subchapter

NOt specified; regulation
does not include advisory
material

See § 1902(a)(27)  
Security Act, iniplrztirr.,
regulations

- Records Personnel

.00 Requires sufficient, qualified
staff to handle records

249.13(a)(3)(viii) Requires
sufficient facility personnel
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S.3378 ICP,MRREGUIATION

Sec. 283 Records Personnel 
(b) Suggests qua] if of Nbt specified; regulation does not

541Pervisor include advisory material

Nbt specified; regulation does not include(c) Suggests in-service training
activities advisory material

ChaEter 5 Fesearch

Sec. 284 Encouragement of research 249.13(e) Omits all references to
research except requirement that all
renearchmust comply with statement
on assurance an research involving
human subjects required by DHEW for
projects supported by it (found in
S.3378 at section 286(a).)

Chapter 6Safety and Sanitation

Subchapter I Safety 

Sec. 288
(a) Specifies Secretary's

requirements that must be
met on ants and doors,
ramps, handrails

(b) Requires documentation of
strict ocmpliance with State
or local fire qafety authority

(c) Requires written plan and pro-
to ueut all potential

amergencies and disasters,
suggests content

(d) Requires evacuation drills

(e) Requires multriplinary
safety committees to invest-
igate all accidents, rake

'recommendations

249.12(a)(1)(vii) requires =rib:amity
with Federal, State and local laws.
cedes and regulations on health and
safety; 249.12(a)(6)(ix) requires
cceformity with ANSI standards

249.12(a)(5) requires institution to meet
provisions of Life Safety Code of NFPA
(1967 ad) as applicable to institutional
occupancies, with certain narrow
exceptions

249.13(f) (1) (i) Similar, but anits
suggested content

249.13(f) (1) (iii) Similar

249.13(f)(1)(iii)Dmits such ccmmittee
but requires facility to investigate
accidents; adds requirement that
facility take corrective action
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S.3378 ICF-44RTMC3LATION

(f) Requires all buildings and
outdbor r^creation facilities
built after 1971 to maet
Secretary's standards for
making buildings arcP,cible
to physically handicapped

249.13(f)(1)(iv) Requires farilities to
meet ANSI standards, mibject to waiver
in existing buildings by survey agency

(g) Requires lead-free paint 249.13(f) (1) (v) Smne

(h) Requires apprcpriate provisions Nbt specified
for alternate heat source for
emergencies

Subcharrter II Sanitation

Sec. 289
(a) Requires strict compliance

withcertain codes; reports .
of inspections by health
authoritiPs on file at
fmrility

On)(c)(d) Prescribes practices
with regard to waste and
garbage, handwashing
facilities, insect
screens

249.13(f) (2) Same

Nbt specified; 249.12(a)(1)(vii)
requircs ccmnliancewith Federal,
State and Inca1 laws, cn.5 and
regulations pertaining to health
and safety

Chapter 7 Administrative Suroart Services 

Subchapter I Functions, personnel, fa,ilities

Sec.. 290
(a) Requires adequate support .

services, with list
249.13(g) (1) Sane macept for list

(b) Requires qualified administrator 249.12(c)(2) Reauires person licensed
(L) SUggests he have at least in the State as a nursing home

a B.A. or have completed administrator or CMPP, or, in case
formal graduate education of a hospital, requires hospital
in health administration adadnistrato=.
or the equivalent

(2) Requires all support Not specified
personnel to understand,
appreciate nature of
mentally retarded
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3.3378 

(C) Paquires adequate office
space, CA,ilities, equipment,
=males fx support functions

ICF-MRREGULATICN

Not specified

Subchapter II Fiscal Affairs

Sec. 291
(a) Requires puogrmatudgeting

(b) Suggests persons acting an Nbt spe-c7i;ied; regulation does not
budget requests have first hand'. include advisory material
knowledge of its operations,
needs_ 

(c)-(i) Sets forth' requirements on Nbt specified
budget performance reports,
internal expenditure control,
audits, reports

al:chapter III Purchase, Supply and Property Control 

Sec. 292
(a) Requires written purchasing

prwl  es
249.13(a)(iv) Policies and procedures
in the major operating units of the
facility shall be de.(.ribed in manuals

OD) Requires documentation of 249.13(g)(1)(i) Same
purchasing process

(c) Establishes requirements for 249.13(g)(1)(ii) Similar, condensed
inventory control system

,(d) Suggests qualification for it specified; regulation does not include
pm-chasing director in large advisory material
facility

1Wa.293 S1d1apt5L IV Communications 249.13-(g)(2) Identical

Subchapter V Engineering and Maintenance 

Sec. 294
(a) Requires preventive maintenance 249.13(g)(3)(i) Same

program

(b) Prescribes qualifications for
,engineering director in
large f.cility; requires
sufficient personnel

249.13(g)(3)(ii) Similar; requires
sufficient trained and experienced
personnel, no prescription of engineering
director's qualifications
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Subchapter VI Housekeeping Services 

Sec. 295
Prescribes-qualifications for
housekeeping director in
large facility

Not specified

Wochaoter VII Laundry Services 
Sec. 296

(a) Requires management of services 249.13(g)(4) ci.dl.r, omits nwantion of
to reet daily linen needs, clothing loss and damage
minimize clothing loss/damage

(b) Prescribes qualifications for
laundry service director in
large facility

Not specified

ChaPter 8 Definitions 

Sec. 297
Defines terms used in Title II 249.13(b)(i)-(x) Similar; fewer terms

but same definitions of those terms;
45 cm 249.10(d)(1)(vi) defines
"persons with related conditions";
45 CFR 249.10(d)(1)(iv) defines
"resident of an intermediate care
facility"
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8. State-by-State breakdown of mentally retarded children that are
served by school system and the number of these who are not.

The attached table based on services under Title VI-A of the
Elementary, Secondary Education Act, indicates that of a total of •
1,697,500 mentally retarded children, 872,213 are presently served
by public institutions and public education agencies, leaving
825,287 that are not.
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Estimated Number of Mentally Retarded Children Served Under ESEA, Title VT-A 1/

1 I I
TRAINABLE I EDUCABLE. TOTAL i

 -4  To.r.u.s 148,46.6: 723,74/I 872,213 •

;I. Alabama  2.170_ _2, 081_ _2,6081 
2. .klaska  1101 8.50t______ 9604 
3. Arizona Iia 925L .5,322___6,247,
4. Arkansas  ...4._._l346', 5,:3,03.,_  6,01.9 L 
5. California  • 1 12047, 55000 67„807i

5/10/74

3,172: 8,246. 11,418

6. Colorado   *0- 10,595 ____10,5_95 

8. Delatsare  6211_ 2,3611-2,98Zr-
7. Connecticut

9. District of Columbia I 4231 1,747 i 2,170 I 
 5,573:._ .27,238____32.811 '

11. Con.rgia '___.J.,7111__23,060 '   24,771 1
12. Ilattaii ---1- • 717! 2,591! 3,30_8 I, 

• 4581 - _4300!_____3..758113. Idaho 
11. Illinois  , 11,335. 32,450 ______43,785.4.
15. Indiana 4,826. 18,688: 23,564  •
16. iota
 2#252:-----427.9---10,236
 __1,233_L_6,_962 8,215 i 

1,366..:_______20.,661 ' 12,427-1-
19. Louisiana  _3,51.3. A.1,250 i__.-14,7-63-i 
20. Maine   

1  
2,7191 625;  3,34.3.1

22. Nlassachusetts 
3•892, 20,94______214,836 ! 21. Marsland 

2,540 i______14,0001 164540_ ,
23. Nlichittan i 7,457, 43,640! 51,0971  
24. Nlinne,.ittu . i 3,0144_....._.11,900 I__ 14,914 ' 
25. Mi.sis-iuti 585:  -6,87cor_ 7,4554__ 
26. Missouri 1,766: 21 -74: 25,5.1.0 ! 

34 1.3,  
1,292 

5:.500782i 
7,074-' 

--3004------1-4172'; _2,172 ,
i 565_,-__ 4605.  2,170!

10. Florida

17. Kansas.
18. kentiti•ly

al. Nebraska
29. Nevada
30. Net. Ilan.rshire
31. \ I 5,579:  23.402: 28,_981 i
32. Nto ‘1,:xicti 591 4.38e /.,981'

8,3711._____36.472L 44,643  133. Nit. link
34. North l.arolina 4,500,___30,093_ t_______34.593 .N 35. North-0;1.mo 2.97
:lb. Ohio 14,140
37. Oklahoma 1,072,
38. Oregon 6001
39. l'ennslkania I 10,987'
40.

1
1:h.sle islanti ,,...,90Q;

1.281! - 1,5781
64,429_50.269

4554 1 9,626_!
4,670i 5,270 1,

58,274___47,287
2,5l .. -3,400i

41. 'south Carolina  1,050  17,534_1 18,584  : 
42. south Dukuta 330'  _1.067, 1,397!
II Icnnessre 2,798 14p701_1 17,499 ! 

7,186   49,452! _56,616!44. Texa.
45. Utah I 1,395' 3,/+15 L _4,810  !-
V, N ermont  270 ',. 1.1.00 1 _1,370 I  

1,780!  15,6451_____17.425' I 47. 1 irOviia

pi. 4,-4 % ”....,,nin 631_6,456' 
I W.%tn.-hint:1"n 3,83g!  13,2671  _17,125'

5.625' 
. .......18,655 22,8711  

7,i. 8%omiroa... ... . , _ 340. 665: - 1,005:
1/ Based on estimaces from States and BEH offices'.

" i!`"'.Y_ primarily rLoresent children served in public in-
41.. V..., N.... - . stituticna and pubLic education offices.
51. 4;41 u•rnt,... October 1971 ' . ,.. BEH,OE k
..... 'u ,r  1,1aitils __. ...... -Tam • - ,
__.  . _

•.„...',../TOTAL:... , 148,466 M,747
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9. How many SNFs did not meet the Life Safety Code (LSC)?

A survey conducted by the Office of Nursing gone Affkirs (ONHA) in the fall

of 1973 produced the latest data available. It shows that:

-- there were 7,318 SNFs in the Medicare and Medicaid programs

-- 6,684 of these had complete LSC surveys

-- 4,307 of the 6,684 had Code deficiencies

-- an additional 2,120 had been given waivers for conditions which,

while not meeting LSC requirements, were not considered a threat

to patients' health and safety.

As indicated there is no later data available on the LSC status of these

facilities. ONHA is currently conducting a further 3urvey.

1



365

11. An analysis of the personnel and stiffing requirements in the ICF
regulations and in Title II.

The attached table compares the requirements with respect to numbers

and qualificat'ons of personnel. Only requirements are included, not

recommendations or suggestions. The focus is on minimum numbers and

qualifications, not on functions performed or organizational considers,

time. The latter are described and compared in the table responding

to question 7

As in the other table, the IC -NR requirements are found in two regulations:

45 CFR 249.12, effective on March 18, 1974, and 45 CFR 249.13, effective
not later than March 18, 1977. The former establish the requirements

for all ICFs, which, with exceptions noted, apply to MR facilities as

well as the gereatric facilities.

33-979 0 - 74 - 24
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Sec. 218

(a)

COMPARISON OF STAFFING REQUIREMENTS: NUMBER AND QUALIFICATIONS 
TITLE II, S.3378 AND ICF-MR REGULATIONS 

S.3378

Governing body sets qualifica-
tions of chief executive
Oficer: training and
experience in administration
of human services, administra-
tive ability, leadership ability,
understanding of developmental
disabilities

(d)(3) When assistant chief
executive is employed, same
qualifications apply as for
chief executive

Sec. 256

(c) Staff-resident ratios required:

(1) for medical-surgical units,
units including infants,
children to puberty,
adolescents requiring
considerable adult
guidance and supervision,
severely and profoundly
retarded--1 to 2.

(2) for units serving
moderately retarded--1 to
2.5

(3)

Sec. 258

for units serving residents
in vocational training
programs--1 to 5

(b) Professional and special
programs and services may be
provided by personnel hired
by facility or by formal
arrangements with outside
agencies or persons

ICF-MR REGULATIONS

249.13(a)(1)(vii) Governing body
establishes appropriate qualifications of
education, experience, personal factors,
skills

249.12(0(2) Facility is administered by
licensed nursing home administrator or
hospital administrator or by a Qualified
Mental Retardation Professional (see
below)

Not specified

249.13(b)(5)(ii) Staff-resident ratios
same as S.3378 "unless program needs justify
otherwise"

249.12(a)(3)(i) ICF must maintain effective
arrangements for required services through
written agreement with outside resource
where facility does not employ qualified
professional to render required service
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2

S.3378 ICF-MR REGULATIONS

Sec. 259

(c) Services listed in chapter on
Professional and Special
Programs and Services under
duties of one profession may
be rendered by members of other
professions who are equipped
by training and experience to
do

Sec. 261

Requires availability of
sufficiPnt qualified dental
personnel and supporting staff.
All dentists and dental
hygienists shall be fully
licensed in State

Sec. 264

(a) Requires availability of suffi-
cient qualified educational
personnel and supporting staff.
Supervision by person eligible
for certificaion as special
educator of developmentally
disabled and the credential re-
quired for comparable super-
visory or administrative
position in the community

Sac. 265

(j) Requires availability of suffi-
cient number of competent
personnel to fulfill food and
nutrition services objectives.
Direction shall be by one of
following who must have had
training or experience in
serving developmentally disabled
(1) a dietition or nutritionist

(with special qualifica-
tions spelled out)

(2) a food service manager with
B.A. in foods, nutrition,
or related field and who
receives consultation from
dietary consultant

No such provision

249.13(c)(2)(vi) Same

249.13(c)(3)(vi) Same, but under heading
Training and Habilitation & Supervision by
Qualified Mental Retardation Professional*
as defined in 249.12(c)(3)

249.13(c)(4)(xii) Requires availability of
sufficient number of competent personnel to
fulfill food and nutrition needs of resident

(c)(4)(xiii) In facilities of 20 beds
or more, direction by dietitian who
meets Medicare-Medicaid requirements for
skilled nursing facility service (20 CFR
405.1101)

(c)(4)(xiv) In smaller facilities,
direction by designated staff member
suited by training or experience in
food management or nutrition



S.3378

(C) person with experience
in meal management and
service, who receives
consultation

Dietary consultant must be eligible
for professional dietetic association
and serve on reTalarly scheduled basi
when no full-t1 le dietitian is
available

Sec. 267

, (k) Requires formal arrangement
for qualified medical care,
including emergencies 24 hours
a day, 7 days per week.
Fully licensed physician
responsible for maintaining
medical standards and general
health conditions.

Sec. 268

(8)

Each resident must have
personal physician

Requires availability of
sufficient qualified nursing
staff, which may include LPNs.
An RN shall be responsible for
nursing standards. .Supervising
nurse must have knowledge and
experience in DDs.

ICF-MR REGULATIONS

3

249.13(c)(5)(vi) Same, re: formal arrange-
ment, medical standards

Facility must have effective arrangements to
obtain medical, remedial services required
by residents but not regularly provided by
facility

249.12(b)(6) Facility assures each resident'
health care is under continuing supervision
of a physician who sees him as needed and
no less than every 60 days unless justified
otherwise

249.13(c)(6)(iv) Same, but omits reference
to maintenance of nursing standards

249.12(a)(9)(i) and (iii) Requires super-
vision of health services by RN or LPN
employee full time on day shift; except
where LPN is used, must receive consultation
from RN at least 4 hours each week; also
in facilities of 15 beds or less, this
requirement may be met if physician certifie,
residents do not need professional nurse and
facility has contract for visits by RN or
public health nurse
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S 3378

Sec. 269

(a) Requires pharmacy services
to be directed by qualified
pharmacist, and formal arrange-
ment for pharmacy services

(n) Specifies director must be
legally qualified and graduate
of accredited school of
pharmacy

Sec. 270

(g) Requires availability of
sufficient qualified staff to
carry out physical and
occupational therapy services.
Paid OTs must be (1) graduates
of a curriculum accredited by
national association, (2) if a
PT, eligible to practice in the
State, and (3) if an OT,
eligible for registration by
national association

A PT and OT shall be responsible
for maintaining respective
professional standards. Each
such therapist must (1) have
had 3 years professional
experience, 2 years of which
were in work with DDS, (2) have
demonstrated administrative
competence.

(i) Therapy assistant qualifications
also stated

Sac. 271

(h) Requires availability of
sufficient qualified staff to
carry out psychological service
activities '

(7) All psychologists must (A)
have qualifications for
membership in national
professional association,
(B) have demonstrated
knowledge in MR and DDS

IGF-MR REGULATIONS

249.13(c)(7)(i) Same, except specifies
qualified licensed pharmacist

249.13(c)(8) Same, except P and OTs must
meet Medicaid-Medicare qualifications for
SNF P and OTs (20 CFR 405.1101)

Therapy assistants must meet Medicaid-
Medicare qualifications for SNF TAs (20
CFR 405.1101)

249.13(c)(9)(v) Same, except all psychologig4
must have at least an M.A. from accredited
program and experience or training in MR
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Sec. 272

(k)

Sec. 273

S.3378

Requires availability of
sufficient qualified recreation
staff to carry out recreation
services

No minimur qualifications
required

(f) Requires availability of
sufficient qualified personnel
to carry out religious programs.
Requires services to be under
direction of chaplain, clergy-
man or religious leader,
religious educator, or responsi-
ble person who secures services
of qualified persons

Sec. 274

(k) Requires availability of
sufficient qualified staff to
carry out social services

(2) Social worker responsible
for maintaining pro-
fessional standards and
staff development. Must
have (A) M.A. or Ph.D.
from accredited school,
(B) 3 years post-M.A.
experience, (C) qualifica-
tions for certification by
professional academy, (D)
knowledge and experience
in MR

(3) Social workers in facility
must (A) have M.A. from
accredited school, or (B)
meet educational quali-
fications for membership
in national association and
3 years of experience in
social welfare

ICF -MR REGULATIONS

5

249.13(c)(10)(iii) Same, except requires all
recreational personnel to have (A) B.A. in
recreation or a specialty area, or (B) an
associate degree in recreation and one yaar
recreation experience, or (C) high school
diploma, or equivalency certificate, anr: 2
years recreation experience, or one year
experience plus in-service training, or (D)
demonstrated proficiency in conducting
activities in one or more program areas

Religious services not included in regulatic:

249.13(c)(11)(vii) Same

Not specified

(c)(11)(vi)(A) Social workers must meet
definition of Medicaid-Medicare require=ent
in SNFs (20 CFR 405.1101)
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Sec. 275

(j)

Sec. 276

S.3378

Requires availability of
sufficient qualified staff to
carry out speech pathology
and audiology services

(1) Speech pathologist or
-audiologist responsible
for maintaining pro-
fessional standards shall
have qualifications for
cenificate of clinical
competence issued by
appropriate national
association, and at least
3 years professional
experience

(2) Staff with independent
responsibility for clinical
services must have
qualifications as in (1),
except for experience.

(j) Requires person on team
responsible for 7ocational
rehabilitation program

(1) Requires VR counselor
available for each resident

(2) Specifies qualifications
for VR counselor

(3) and for VR personnel giving
training to residents

Sec. 283

(a) Requires availability of
sufficient suali,fied staff for
records processing, checking,
indexing, filing, retrieval

Sac. 290

(a) Adequate administrative support
required

6

ICP-MR REGULATIONS

249.13(c)(12)(v) Same

Not specified

(c)(12)(v)(A) Staff with independent
responsibility for clinical services =ust
meet qualifications specified for Medicaid-
Medicare in SUFs (20 CFR 405.1101)

Not included

249.13(d)(5)(i) Same

249.13(g)(1) Same
(g)(iv) Requires sufficient trained,
perienced personnel to accomplish purchase,
supply, property control functions
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S.3378 ICF-MR REGULATIONS

(b)(2) All support personnel shall
have sufficient understanding,
appreciation of MR and DD resident
to assure that he furthers their
welfare

Sec. 294

(a)(3) Requires sufficient qualified
personnel for engineering and
maintenance functions

Not specified

Not specified

249.13(g)(3)(ii) Same

249.12(b)(5)(i) Requires staff member
qualified in directing group activity (to
direct activities program)

249.12(c)(3) Requires Qualified Mental
Retardation Professional (QMRP) responsible
for supervising implementation of each
resident's plan of care, integrating program,
recording progress, initiating periodic
review of each plan of care. QMRF means:

(i) A psychologist with at least an M.A.
from accredited program and specialized
training or 1 year experience in treating

(ii) A physician licensed in medicine or
osteopathy and specialized training or 1
year experience in treating MR

(iii) An educator with an education degree
and specialized training or 1 year experience
in treating MR

(iv) A social worker with B.A. in social
work, or B.A. in another field and at least
3 years social work experience under super-
vision of qualified social worker, and with
specialized training or 1 year experience in
working with MR

(v) A physical or occupational therapist as
defined in 20 CFR 405.1101 (m) or (g) and
who has specialized training or 1 year
experience in treating MR

(vi) A speech pathologist or audiologist as
defined in 20 CFR 405.1101 (t) and who has
specialized training or 1 year experience
in treating MR

1
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ICF-MR REGULATIONS

(vii) A registered nurse who has specfalizec
training or 1 year experience in treating
MR

(viii) A therapeutic recreation specialist
who is graduate of accredited program and
where applicable, is licensed or registered
in the State, and who has specialized
training or 1 year experience in working
with MR

MA/0C 5/15/74
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15. 7ecommendations of the National Advisory Council on DD

which were accepted and those which were not.

The following material Tab (1) represents the

recommendations and departmental responses on

actions by the Council to March of 1973. This

represents the recommendations from 5 of the 7
meetings held at that time.

Tab (2) represents the action and recommenda—

tions of the last three meetings. Some of the

very latest are now being considered by the
Secretary.
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TAB ( 1)

(1) Five year extension of the Developmental Disabilities 
Act with progressive increments in authorization levels. '

The,Department proposed a five year extension of the program.
However, in kclping with Administration policy, we would
authorize the appropriation of "such sums", rather than
specifying dollar limitations.

(2) Revise the allotment formula so that each State gets
an allotment of $75,000, with the remainder distributed 
on the basis of panulation and need. Retain the recruired 
minimum allotment of S100.000 for each State, but add 
a minimum of $50,000 for each territory.

The Department proposed a $50,000 minimum for each territory,
but maintained the current State formula of allotting all
funds to States on a Population/need basis, with a $100,000
minimum.

(3) Increase the Federal share with respect to any State 
from 70 Per centum. to 80 ner centum and eliminate thc 
90 per centum limitatiOn with respect to projects in 
poverty areas under the  fomula grant program.

The Department proposed eliminating the 90 per centum
limitation with respect to projects in poverty areas, but
proposed a declining Federal Share with respect to any
State (70 per centum in FY 74 and FY 75, 65 per centum in

. FY 76 and FY 77, and 60 per centum in FY 78).

(4) Eliminate the 75 per centum maximum Federal share for 
construction under the Project grant program, but maintain 
it for demonstrations and training. 

This was proposed by the Department.

(5) Consolidate all project grant authorities administered 
by the Division of Developmental Disabilities.

This was not contained in the Department's draft bill.
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-3--

(6) Eliminate Federal review of construction projects 
under the State plan.

This was proposed by the Department.

(7) Include advance funding provision.

This was proposed by the Department.

(8) Revise definition of "developmental disability".

The Department did not propose the substantially revised
definition suggested by the Council. However, we did
propose eliminating the requirement that the disability
be neurologically based, which was the major concern
of the Council.

(9) Legislative initiatives in the area of reform of and 
improved conditions in mental retardation facilities.

The Department intends to encourage reform through
regulation. Proposed standards for mental retardation
facilities assisted under title XIX of the Social Security
Ac i were published in the Federal Register on March 5, 1973.

(10) Include cost of land accuisition in the definition 
of cost of construction. 

This was proposed by the Department.
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1)

Tab (2)

NAC then reconsidered the Council's advice in 1972 to the
Secretary regarding a definition of developmental dis—
abilities. It was approved by a vote of 9 to 3 to reaffirm
the NAC 1972 recommendation for a definition to the Secretary..

2) It was unanimously approved that the Secretary recommend that
a request for funds be more appropriately addressed to the
authorization that Congress has set forth in the legislation
since the need is there.

3) Recommended to the Secretary that a request for funds to be
appropriated correspond to the amount authorized by Congress
because the need is evident.

4) The Council recommend to the Secretary that a provision in the
new legislation include the requirement that 30% match be made
by the State with the provision that they may set their own
matching requirements relative to local funding of local programs.

5) NAC supports the administration's position opposing the earmark
of the 10-30% of the formula grant for deinstitutionalization
and recommended to the Secretary that the regulations require a
deinstitutionalization component of the State Plan. Vote approval
13-1.

6) National Advisory Council advise that an administration bill on
Developmental Disabilities should stand as a separate bill, not
as a title or part of another bill or omnibus bill.
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May 1, 1974

The Honorable Jennings Randolph, Chairman
Subcommittee on the Handicapped
United States Senate
Washington, D.C. 20510

Dear Senator Randolph:

Once again the National Society for Autistic Child-
ren is impressed by and grateful for your concern for
autistic persons. The inclusion of autism in the de-
finition of developmental disabilities in S. 3378 is a
very practical reflection of that concern. We also sup-
port the inclusion of "severe learning disabilities";
however, these specific additions, welcome as they are,
do raise concerns for eligible disabilities not mentioned,
in particular spina bifida. We hope this omission can
be rectified during the Subcommittee's deliberations.

Because there will not be public hearings on S. 3378,
we are enclosing a copy of our testimony to the House
Subcommittee on Public Health and Environment on H.R. 11511.
It contains material not available to us during last
spring's Senate hearings on the renewal of the Develop-
mental Disabilities Act, material which we hope will be
helpful to your committee. Of particular interest to you
will be Appendices 3A and 4F; both were prepared by Ruth
Sullivan, and the latter deals specifically with West
Virginia.

Because S. 3378 contains several major changes in the
Act, the enclosed statement is not as specific as we would
like. The statement of the Consortium Concerned with the

PROFESSIONAL ADVISORY BOARD
Developmentally Disabled, to which we belong, will, how-

Eric School,, Ph.D., Chairman ever, address these issues. We would like to just mention
here our support of the administrative change proposed;

INFORMATION E. REFERRAL SERVIC.E. e.,placing the Developmental Disabilities program in the
RutharistSullmin,Mrector 

Office of Human Development, and of the change in the com-
position of the National Advisory Council. NSAC believes
the mandated addition of representatives of appropriate
federal agencies is a very positive step towards better
service planning and delivery.

NSAC respectfully requests Ihaf this letter and the
enclosed statement be made part of the record of testi-
mony on S. 3378. Thank you.

8' cerely your

Mary B. Akerley, st V.P.
Chars., Ntl. Aff. Comm.

Natea.d to the education and welfare of children with severe disorders of communication and behavior
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Association of University Affiliated Facilities

May 1, 1974

Senator Jennings Randolph
Chairman, Subcommittee on the

HanclicaPPed
United States Senate
Washington, D.C. 20510

2611 P STREET, NW.
WASHINGTON, D.C. 20007

12021 333-7880

Re: S.3378, Developmentally Disabled Assistance and Bill of Rights Act

Dear Mr. Chairman:

The Association of University Affiliated Facilities (AUM) is pleased
to provide moments with respect to S.3378, the Developmentally Disabled
Assistance and Bill of Rights Act. Cur comments will be limited to
those provisions of Title I of the bill which bear directly on the
UAF program.

(1) Length of extension of act 

AUAF supports a 5-year extension of the Developmental Disabilitias Act,
as would be provided by S.3378. The planning emphasis of this legis-
lation calls for a reasonably long authorization period. The measure
recently reported out by the House Public Health Suk:catrnittee (H.R. 14215)
would extend the Developmental Disabilities Act for two years. This
seems inadequate in terms of encouraging continuity and stability, and
would probably not serve to encourage the States' to effectively
utilize the Deveaopm.al Disabilities program.

(2) Reviewnechanism for demonstration and training 
011 grants 

We suggest several changes with respect to section 103 m of S.3378.
Of great concern is the language in that section which would "require
such applications to demonstrate that the grant application has been
reviewed and approved by the State councils established under
section 114 (d). . ."

Such a requirement -- that State councils "sign off" on UAF administra-
tive support grants -- has been considered and rejected by the National
Advisory Council on Developmental Disabilities. The reasons for the
proposal's rejection are persuasive:

-- The University Affiliated Facilities program does not conform
to state lines. It is a national pluyLam with regional responsibilities.
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Many UAFs are located in cities which border more than one state (New York,

Washington, Philadelphia, Cincinnati, Louisville, Memphis, St. Louis,

Omaha, Kansas City, Portland). Several relate strongly to entire

geographical regions. For example, the two UAFs in Massachusetts serve

the neighboring New England States and work closely with the State

councils in those States. The John F. Kennedy Child Development Center

in Denver relates strongly to ten states in the Rocky Mountain region

through joint planning efforts with those States' councils and by

providing interdisciplinary evaluation and treatment planning for children

throughout the region. A requirement in the law that one State council

authorize the regional functions of a UAF is illogical. It would, in

fact, possibly destroy the regional concept of the UAF program.

-- Such a role for the State planning councils is inconsistent

with their overall function. The Developmental Disabilities Act

support for UAFs is "to cover costs of administering and operating"

the facilities and programs; not to provide program funds.

(3) Clarification of mission of University Affiliated Facilites 
program 

The University Affiliatpa Facilities concept offered the first major

interdisciplinary approach to meeting the pressing needs of all mentally

retarded and other developmentally disabled persons. The program

provides for comprehensive and interdisciplinary training of a broad

range of professional and paraprofessional persons to work with the

developmentally disabled.

A key mission of University Affiliated Facilities is also to provide

model systems incorporating a full range of services such as compre-

hensive and interdisciplinary screening, evaluation, treatment planning

and educational programming.

Closely intertwined is the operation of a program which translates

the results of current clinical research into improved services for

the developmentally disabled and for improved training of professionals

to work in the field.

Another important feature of the University Affiliated Facilities

program is its commitment to help strengthen and improve services

for the developmentally disabled in the various states, regions and

communities. This can range fram a brief telephone consultation to

planning and conducting activities in actual community settings. This

role of the program has resulted in significant liaison with State

planning councils in many states, and increasing joint efforts to

upgrade services in those states.
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In the context of these comments as to the mission of the University
Affiliated Facilities, sections 103 (c) and (d) of S.3378 would
impose certain inappropriate requirements upon UAFs seeking assistance
for DD funding.

Additionally, certain appropriate expectations of the UAF program
might properly be set forth in these sections. For example, section
103 (c) could require specification of geographical areas of primary
inpact and major areas of competence of the applicant UAF, while
correctly identifying the primary mission of the pLuyLam to be that of
interdisciplinary preparation of personnel.

We suggest the following wording of this section:
Sec. 103 (c) Applications for assistance under this part Shall
specify the geographical areas of primary impact and major
areas of competence of the applicant, and Shall demonstrate
the Ability of the applicant for such assistance to contribute
to training for manpower in the primary service areas in the
States of its primary impact.

We suggest the substitution of the words "give preference to" for
the word "establish", in section 103 (d), and the adaition of
language which would include reference to the need for improved
qprvices and greate,r concern for the adult developmentally disabled
in the community.

Consistent with the above references to sertions 103 (c) and (d),
we strongly urge the deletion of the wording which would ". . . re-
quire such applications to demonstrate that the grant application has been
reviewed and approved by the State councils established under section
114 (d). . .

(4) Matching requirement for UAF administrative 
support grants 

Section 104 (a) of S.3378 would continue an unnecessary and unproductive
25 percent matching requirement for UAF grants. The funds provided
by the Developmental Disabilities Act have contributed significantly
to the UAFS' need for operating funds; however, the funding levels
thus far have been far from adequate. Reasonable authorization figures
have not been followed by adequate budget requests or appropriations.
The 25 percent matching requirement merely detracts from the utility
of the support provided by the DD act. The provision in the law does
not bear upon the UAFs' efforts to supplement their budgets with
state and other funds since these efforts are at a maximum in any
event.

33-979 0 - 74 - 25
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Page 4

The requirement which would be continued by section 104 (a) should
be deleted.

(5) National Council on Services and Facilities 
for the DevelOpMentally Disabled 

We suggest the establishment of the National Council, to replace the
present National Advisory Council, be effective July 1, 1974, rather
than July 1, 1975. Such a change would permit the Council to hold
its initial meeting within ninety days after the date of enactment of
the law, as would be required by sertion 113 (c) of S.3378, and would
avoid a one-year lag in continuity with the existing Council.

ADAF appreciates this opportunity to comment on this important legis-
lation, and commends the Subcommittee for its efforts on behalf of
the developmentally disabled and handicapped.

Sincerely,

Ziti-40, mow_ it
Robert P. MCNeill
Executive Director

brxd-g,i.fileitamwc
Donald E. McNamee
Chairman
ADAF Legislative Committee
Administrator
Eunice Kennedy Shriver Center
Waltham, Massachusetts
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The National Association for Retarded Citizens is pleased,

once again, to have an opportunity to comment on the extension of

the Developmental Disabilities Act. Since 1970, this Act has

provided for meaningful, state-wide planning activities, as well as

service gap-filling and construction of facilities, for a segment

of our country's severely disabled population which has been

neglected for such a long time.

Senate Bill S.3387, the Developmentally Disabled Assistance

and Bill of Rights Act, contains many provisions that will greatly

strengthen this program. There are also a few provisions contained

in the bill that we feel will not serve in the best interest of

developmentally disabled people.

The National Association for Retarded Citizens is deeply

concerned that this bill will broaden the definition of developmental

disabilities to include autism and learning disabilities. We

oppose this broadening, not because persons with autism or learning

disabilities do not deserve services or that their needs are not

similar to those of the mentally retarded, but because there is clear

indication in every state that the needs of the developmentally dis-

abled population, as currently defined in the Developmental Disabili-

ties Act, are nowhere near met by this and other programs. To

broaden the definition at this time will either seriously dilute

the services and planning efforts currently under way, or become a

hoax to the autistic and learning disabled, since there will really

be no funds to provide additional services to them.
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When there is evidence that those disabled persons currently

meeting the Developmental Disabilities definition are receiving

adequate services, the National Association for Retarded Citizens

will be the first to advocate for a broadening of the definition.

It should be made clear that the needs of the autistic and

learning disabled population are already well known in many states,

since the Planning and Advisory Councils must review the State Plans

of other agencies that are currently providing services or are aware

of the service needs.

Additionally, representatives of autism and learning disabilities

consumer groups already hold positions on some Developmental Disabili-

ties Planning and Advisory Councils.

The authorization levels for the formula grants to states

will still not allow states to fill any substantial gaps in services

and still maintain adequate planning levels. We suggest the follow-

ing authorizations:

FY 1975 $50 million
FY 1976 $60 million
FY 1977 $70 million
FY 1978 $85 million
FY 1979 $100 million

We strongly support the five-year extension provision. This

will help to provide for well thought out planning activities and

program stability and continuity.

We also support the Special Projects Grant Authority. We are

concerned, however, that the language in Sec. 121(c) may be inter-

preted to prohibit the use of Sec. 304(e) of the Rehabilitation Act

of 1973 by developmentally disabled persons. Developmentally dis-

abled persons should be able to use this section of the Act for the

purposes for which it was intended.
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The National Association for Retarded Citizens recommends

that a uniform matching formula of 75 percent federal support be

utilized in all appropriate sections of this Act. This would include

the formula grants to states, special projects, construction,

U.A.F. demonstration and training grants, and U.A.F. architectural

barrier elimination.

We further recommend that the minimum allocation to states

under the formula grants be raised to $200,000.

More than 20 percent of the states currently receive $100,000

annually. They have had to work with this allocation since 1970.

As the appropriations for this program has risen since 1970, only

the larger states have received increased allocations. No one will

argue that $100,000 today will not buy what $100,000 did four and

five years ago. We strongly urge the committee to consider giving

the smaller states an opportunity to increase services.

The State Plan requirements found in Sec. 114(a) are laudable,

except that sub-sections (3) and (6) seem to be too specific and fall

within the scope of the other sub-sections. We recommend that sub-

sections (3) and (6) be deleted and incorporated in the report

language accompanying the bill.

We also believe there will be problems in the states in their

efforts to comply with the development of a new State Plan within

180 days of the enactment of this Act. Depending upon the date of

passage, many states may be mid-way in the process of completing

their goals contained in their FY '74 State Plan. We agree that the

provisions contained in this Act should be incorporated as soon as

possible, but not to the disadvantage and hinderance of on-going

activities.
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Two specific sections of the Bill (Sec. 114(c)(2) and

Sec. 120(b)) broaden the scope of planning and evaluation considerably,

usurping responsibilities of existing state agencies given them by

other federal programs. These sub-sections should be rewritten to

conform more closely to the intent of the Developmental Disabilities

Program.

The National Association for Retarded Citizens is pleased to see

a broadening of the National Advisory Council on Developmental Dis-

abilities to include representatives of federal agencies. We recom-

mend that the Assistant Secretary for Human Development (DHEW) and

a high level person representing the Social Security Administration

be appointed to the Council. Additionally, the Assistant Secretary

for Housing for the Elderly and the Handicappedshould also be con-

sidered, even in an ex-officio capacity.

The language which appoints the citizen members of the Council

is somewhat confusing. We recommend that some provision be included

to provide continued service on the Council for those members whose

terms have not yet expired. This will assure continuity. We also

suggest a limit of two consecutive terms on the Council before a

member cannot be reappointed.

The changes in the role of the State Councils will be greatly

strengthened by the passage of this bill. One concern is the dropping

of the term "Advisory" from the title of the State Councils. We

assume this was done to give increased importance to the planning role.

We support the added weight to the planning effort, but we believe

the Councils' advisory role to the Governor is also most important.

We recommend that the term "Advisory" be re-instated in the title.
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The limitation of 10 percent of the state's allocation for

construction seriously impedes the efforts of the states, particu-

larly the small states, to carry out meaningful construction plans.

We agree that planning and services is more important than construc-

tion, particularly in the Developmental Disabilities Program.

However, in somelocalities, facilities must be constructed or

renovated in order to provide necessary services. NARC recommends a

maximum of 30 percent of the formula grants to states may be used

for construction purposes.

The new section of the bill which calls for an evaluation

system to be used by states is strongly supported.

The National Association for Retarded Citizens continues its

strong support of the U.A.F. program. We support the authorization

levels for Demonstration and Training Projects in the U.A.F. 's.

We are concerned with the provision that the state councils review

and approve the U.A.F. grant applications. This will lead to many

problems. Some U.A.F. 's serve regions, thereby necessitating

5 or 6 states to review their applications. This could create bureau-

cratic nightmares. We suggest that the U.A.F. 's grant applications

take into consideration the needs of the states which they service and

that the states then review the applications. We do not recommend,

however, that the states be given sign-off authority.

We also support the provision for modernization and renovation

of U.A.F. 's to better enable these facilities to serve the develop-

mentally disabled population.
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The National Association for Retarded Citizens is sympathetic to

the standards for residential facilities and community agencies

developed by the Accreditation Council for Facilities for the

Mentally Retarded of the Joint Commission on Accreditation of

Hospitals (ACF/MR). MARC is a member of the Accreditation Council

and has actively participated in the development of these standards.

We are painfully aware of the inadequate and all too often degrading,

dehumanizing conditions which prevail in many of our institutions for

the mentally retarded, and are irrevocably committed to their obli-

teration. We are convinced that the imposition of standards is a

critical element of any reform strategy. However, we believe that

a statutory approach to standard-setting is both unwise and impractical.

The manner in which we think about retarded people and how best to

provide them with the services they need has changed profoundly

over the last decade, and will continue to do so. The turning away

from institutional, custodial modes of care to normalized community

living is an accelerating process; our continuing experience with it

will surely have implications for both institutional and non-insti-

tutional standards. We are very concerned that the legislative

process is too cumbersome to permit timely, rapid revision of the

standards to reflect the best and most current thinking in the field.

As an alternative approach, we respectfully request that the

Subcommittee consider amending the bill under consideration to

require the Secretary of the Department of Health, Education, and

Welfare to publish the standards through the regulatory process, to
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be applied to all facilities and agencies serving the mentally re-

tarded and receiving Federal funds. A second approach would be to

retain the standards in the bill, but with the inclusion of a care-

fully limited waiver authority for the Secretary.

The standards included in this bill incorporate the ACFMR standards

in toto, including those standards which ACFMR itself considers

desirable, but not mandatory, for accreditation. These "soft"

standards state that a facility "should" do this or "should not"

do that. We believe this language is unenforceable and recommend

deletion of the nonmandatory standards.

While the ACFMR standards for residential facilities do require com-

pliance with the Life Safety Code, specific emphasis is placed only on a

, small portion of the Code's requirements. In this respect, the ACFMR

standards appear somewhat less forceful than the standards for inter-

mediate care facilities in institutions for the mentally retarded

published by the Department of Health, Education and Welfare. We be-

lieve the Life Safety Code, in its entirety, is critical in large

institutions and recommend its application to any facility with more

than thirty residents. We are particularly concerned that HEW's will

to enforce the Code in Medicaid facilities not be weakened by a less

emphatic requirement in S. 3378.

Another major difference between S. 3378 and the Medicaid intermedi-

ate care facility regulations lies in the period allowed for achieving

compliance with the standards. Where Medicaid permits only three

years, S. 3378 would give facilities five years to meet the ACFMR

standards. As in the case of the Life Safety Code, we believe

it is important not to undercut HErs efforts at enforcement. We

suggest that only three years be allowed for achieving compliance.
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The system for certifying facilities in compliance appears to be

somewhat vague. It bypasses both the ACF/MR accreditation process

and the Medicaid/State licensing agency system. The licensing agency

in most states is the Health Department, and we recognize that a

Health Department is inappropriate for non-medical facilities. In

addition, we believe it is unwise to ask a state agency to survey

its own institutions. We realize also that the federal government

cannot delegate its authority and responsibility for standards en-

forcement to a private group, such as the ACF/MR. However, we are

concerned with both the costs and bureaucratic difficulties involved

in setting up yet another system of surveying, certification, and

enforcement.

We recommend a system similar to that used under Medicare for facili-

ties with more than thirty residents. Under such a system, the

Secretary would contract with ACF/MR to survey facilities and make

recommendations regarding certification. However, the final decision

on whether or not to certify a facility in compliance would be

vested with the Secretary and performed in the Regional HEW offices.

The Secretary would be required to perform validation surveys of

ACF/MR using federal personnel on a set percentage of facilities.

The percentage should be established in law; we would recommend

that 10 percent of all ACF/MR surveys be validated by the Regional

Offices. The ACF/MR should be subsidized for a portion of the costs

associated with training qualified personnel and performing the

actual surveys.

For community agencies and facilities serving less that thirty resi-

dents, we recommend requiring the Secretary to contract with
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the State agency responsible for administering the developmental

disabilities program to perform the survey and certification

function. The state agencies should be reimbursed for 100 percent

of their costs.

We believe this system has several advantages:

1. It draws on the experience of the ACFMR, while still
vesting overall responsibility for the certification
with the Secretary;

2. It avoids duplication of scarce professional surveyor
resources;

3. It may be more rapidly implemented, since it utilizes
organizational structures already partly in place.

Our most overwhelming concern, however, is the inadequate provision

in this bill for assisting States, facilities, and agencies in

achieving compliance with the standards. The bill, by imposing

the ACFMR standards, contemplates a very major reform of the entire

provider system; it is absolutely critical that specific and sufficient

sums be authorized to support the cost of this reform. Otherwise,

the job will be done shoddily and superficially, if at all.

We support the amendment cosponsored by Senator Randolph, Senator

Stafford, and Senator Kennedy to include the ACFMR standards for

community agencies. While we have the same general reservations

concerning statutory standard-setting for community agencies, as we

expressed earlier in this statement, we believe that the establish-

ment of standards (whether in law or by regulation) should be

comprehensively approached. Establishing standards for residential

facilities alone will surely result in a distortion of State

priorities and expenditures if States are forced to turn all their
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attention to upgrading institutions at the expense of community

services, in order to avoid loss of Federal funds. The only

insurance against this occurring is to approach standard-setting

for services for the mentally retarded from a comprehensive

service-delivery perspective rather than in a fragmented manner.

It is equally important to safeguard the quality and adequacy of

services provided to persons living in the community as it is for

persons living in institutions. This is particularly critical at

a time when more and more mentally retarded persons are returning to

the community environment. We must assure that deinstitutionalization

(which will be accelerated by the imposition of the residential

facility requirements) does not fail because of inadequate super-

vision of community services.

Finally, the National Association for Retarded Citizens supports the

transfer of the Developmental Disabilities Program from the Rehabili-

tation Services Administration to the Office of Human Development.

This shift should assist in focusing the program on the full system

of care required throughout the lifetime of a developmentally dis-

abled person, rather than the narrow focus of the Rehabilitation

Services Administration.

The National Association for Retarded Citizens congratulates the

members of the Subcommittee on the Handicapped for their intense

interest in this legislation and pledges to assist them in making

the lives of our developmentally disabled citizens happier and more

productive.
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Mr. Chairman:

The Consortium Concerned with the Developmentally Disabled

is happy to present a consensus in support of the extension of the

Developmental Disabilities Act as projected in S. 3378; its members

look forward to implementing many of the creative provisions

included in this pending legislation.

We hope for early enactment.

EXTENSION FOR FIVE YEARS

In reviewing the legislation, members of the Consortium were

particularly heartened by the five year extension proposed in S. 3378.

The five year extension is especially critical in the case of the

formula grants to states. We commend the Subcommittee for

recognizing that states must have long range perspective and a long-

range assurance of funding in order to carry out the comprehensive

planning mandate which the Act lays upon them.

SCHEDULE

Because the state plans for FY 1975 were due in the Department

of Health, Education, and Welfare regional offices on May 1st, the

Consortium recommends that the provisions of the present Act, with

certain exceptions noted below, be extended for fiscal year 1975

with authorizations for the formula grant at $50 million, and for

the University Affiliated Facilities demonstration and training

program at $20 million. The new provisions in S. 3378 would then

become effective on July 1, 1975. Such an approach will enable the

Department of Health, Education, and Welfare to promulgate regulations

implementing the new legislation in advance of the actual effective

date of such legislation, thereby considerably simplifying the

administrative problems in the states. This recommendation is
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consistent with the provision of S. 3378 which calls

for repeal of parts B and C of the present Act on July 1, 1975, at which

time the newly constituted National Council would come into being.

The Consortium recommends that the following provisions become

effective upon enactment:

Sections 3 (Audit), 4 (Office of Developmental Disabilities),

100 (Declaration of Purpose), and 121 (Special Projects)

Section 2 (Definition), with the exception of the following

subsections: 8B, 8C, 9, and 10A. These subsections should

be deleted.

UNIVERSITY AFFILIATED FACILITIES

The Consortium continues its strong support of the University

Affiliated Facilities program and endorses the authorization levels

established in S. 3378 for demonstration and training projects. However,

we would recommend deletion of the language in Section 103(b) which

would require that the University Affiliated Facilities grant applications

be "reviewed and approved by the state councils." We believe this

provision will create bureaucratic delays and difficulties in the case

of University Affiliated Facilities serving multi-state regions, where

as many as 5 or 6 states would be given sign-off authority.

We also recommend deletion of Section 104(a) which limits the

federal share to a maximum of 75 percent in project grants for demon-

strations and training in University Affiliated Facilities; we call the

Committee's attention to the fact that no such limitation is proposed

in the Section 121 program of special project grants for demonstrations

made to agencies other than University Affiliated Facilities.
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AUTHORIZATIONS

In In addition to the authorizations proposed for the one-year

extension mentioned above, we propose somewhat higher authorization

levels for the fiscal years 1976-1979. Specifically we propose:

for FY 1976 the sum of $85

for FY 1977 the sum of $90

for FY 1978 the sum of $95

for FY 1979 the sum of $100

million
million
million
million.

Our reasons for creating a substantial increase in 1976 lie in the

increased responsibility which the legislation would place upon the

state councils with respect to both mandated activities and the

enlarged population to be served.

ALLOTMENTS

The Consortium concurs with the Administration that the territories

should be permitted to enjoy a minimum allotment of $50,000 each.

In addition, we believe that states which have isolated populations or

population areas of low density are faced with extraordinary costs

and difficulties. We therefore recommend that Section 112 (a)(1)(B)

be amended by deleting the present language and inserting the words

the special needs of persons with developmental disabilities in

isolated areas or areas of low population density."

MATCHING

The Consortium prefers a uniform 75 percent block match for all

purposes in lieu of complicated special matches for construction

and poverty areas. With a block match, states are free to vary the

local match which they may require- of their grantees, and thus may

provide up to 100 percent of cost to poverty areas, if circumstances

so require.

33-979 0 - 74 - 26
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THE NATIONAL COUNCIL ON DEVELOPMENTAL DISABILITIES

The Consortium appreciates the attention which the Subcommittee has

given the role and composition of the National Council. It is suggested

that the federal membership of the council should include a representative

of the programs for the elderly and the handicapped administered by

the Department of Housing and Urban Development. In addition, we suggest

that the federal contingent include three additional members, to be

appointed by the Secretary, who represent as nearly as possible, the

federal/state programs enumerated in Section 114(b) (3). We are also

concerned that the public members of the Council be provided with

an opportunity for somewhat greater continuity of service. This is

particularly important in view of the fact that S. 3378 would reduce

the number of Public representatives to 15. We must also consider the

recently experienced situation in which delays in appointment have

reduced the complement of the Council. We therefore respectfully

suggest that public members be permitted to serve not more than two

consective terms. It is critical that a high turnover in the member-

ship not jeopardize the long-term thrust of the program. We also

recommend that the members be appointed for the designated terms or "until

their successors have qualified" so as to cover those periods where there

may be delays in nominating replacements.

STATE PLANS

The Consortium recognizes and appreciates the efforts of the Sub-

committee to make state plan objectives more specific. We respectfully

submit, however, that it is contrary to the spirit of the Developmental

Disabilities Act to require the State Plan to "provide" any special

service. The freedom and flexibility which the State Council has to

•
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fund direct services for developmental disabilities money is based on

a recognition that the major service areas can and should be "provided"

by other existing agencies; developmental disabilities money should serve

a gap filling function. For this reason we recommend that the word

"provide" in Section 114 (a)(3) and (a)(6) be removed and the word

"promote" used instead.

We also recommend that the state-federal program "housing for the

elderly and handicapped" should be included in the list of programs re-

viewed by the state council in accordance with Section 114-(b) (3).

We recommend elimination of items 7 (ri) and (13), in Section 114 (b),

as these provisions are now superfluous.

CONSTRUCTION

We recommend adoption of the Administration's modifications

as found in S.3011 regarding Construction. This change calls for

delegating the authority to approve individual construction projects to

the states, in accordance with the state plan and with federal specifica-

tions. Concurrent with this, we recommend maintaining the 50 percent

limitation on the amount of the total allotment which may be spent on

construction, rather than 10 percent contained in S. 3378. It is true

that nationwide the average amount used for construction is less than

6 percent; however, in those states which have made use of Developmental

Disabilities' funds for construction purposes the 10 percent limitation

may jeopardize current efforts.

DUTIES OF THE STATE PLANNING COUNCILS

The Consortium respects the efforts of the Subcommittee to strengthen

the role of the Council. The Consortium nevertheless considers that the

State Council should not be given administrative powers in contravention oi
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state law or gubernatorial prerogatives. We therefore recommend

that the phrase in Section 114 (d) (2) be rewritten to "promote the

coordination of all programs involving developmental disabilities."

SPECIAL PROJECTS

The need for a special projects authority peculiar to the

Developmental Disabilities Act, including funds which may be delegated

for administration at the regional level, has become acutely apparent

in recent weeks as a result of the withdrawal of funds previously made

available to the Developmental Disabilities Division under special

language in Section 4(a) (1) of the former Vocational Rehabilitation

Act. We therefore concur in the House language which consolidates

authorities for a broad variety of activities not limited to direct

service. We also concur with the House language which consolidates the

projects of national significance into the general project grant

authority and reserves 30 percent out of this total for projects of

national significance.

We recommend that authorizations for the fiscal year ending

June 30, 1975 be raised to $20 million and that each of the subsequent

authorizations be raised by $2.5 million over the previous year. The

purpose of this change is to make sure that approximately the same

level will be authorized in 1975 as has already been requested in the

President's budget for fiscal year 1975 and that small increments

be available thereafter.

The Consortium believes it is not desirable to imply that the

National Council should serve as a study section or grant review body.

Instead, we recommend that the National Council advise the Secretary
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concerning the priorities to be used in awarding grants under this

section. For example, Section 121(b) might be restructured to read

In accordance with priorities set forth after consultation with

the National Council, established pursuant to Section 113 of this Act,

the Secretary shall make grants to states and public or non-profit

organizations ..

We also suggest that the purposes for which these grants may be

made should be broadened to include all of the purposes set forth in

Section 100 (except the first and second, which are elsewhere specifically

4 funded). The new authority should encompass any purpose for which

special project grants were being funded under authorities delegated

to the Division of Developmental Disabilities from the Public Health

and Rehabilitation Acts. These go beyond direct services. For example,

certain multi-state backup activities supported through the regional

offices have been exceptionally helpful to state councils. Moreover,

it is understood that the National Council is interested in decentralizing

technical assistance activities to qualified universities and other

agencies within the respective HEW regions.

For reasons mentioned above, we do not believe that any particular

type of project or demonstration should be mandated. We therefore suggest

deletion of the language "shall include" in Section 121 (b).

We are concerned that the language in Section 121 (c) may be capable

of misconstruction. To the extent that projects initiated under the

old Section 4 (a) (1) or the new Section 304 of the Rehabilitation Act

were planned to extend beyond FY 1975, we would urge that they be so
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continued wherever possible under that authority until their normal

termination. In the event that the Developmental Disabilities office

is separated from Rehabilitation Services Administration, there may

arise an inference that developmentally disabled people are no longer

eligible for any services under the Rehabilitation Act. The Develop-

mental Disabilities Act requires that eligible individuals secure

their entitlements under the more generic state-federal plans whenever

possible. Denial of any entitlements under the Rehabilitation Act

would negate this thrust. We therefore recommend inclusion of language

to the effect that "nothing in this Act shall be construed to pro-

hibit any person who is developmentally disabled from receiving

benefits to which he might be entitled as a severely handicapped

individual under the Rehabilitation Act of 1973."

BILL OF RIGHTS FOR THE MENTALLY RETARDED IN RESIDENTIAL FACILITIES

The Consortium is deeply concerned with the quality of care and

treatment provided to developmentally disabled people in public and

private institutions of all kinds throughout the country. We are

sympathetic to the objectives of the Subcommittee and Senator Javits

as regards Title II. However, Consortium members continue to question

the wisdom of enacting any detailed standards, however good, into law.

We note that the standards incorporated in Title II of S., 3378

contain language not consistently susceptible to concrete measurement.

While such language may be appropriate to regulations, we believe it

is not appropriate to legislated standards. We are concerned that

facilities threatened with the loss of Federal funds may successfully
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bring suit against the standards, on the basis of unconstitutionally

vague language.

We also believe that no set of standards is more efficacious than

the compliance mechanism which is established in insure its implementa-

tion; we are concerned that the compliance mechanism proposed in

Title II may prove inadequate to the task.

For these reasons, we believe that the objective of Title II should

not be pursued through statutory action. We belive this is also true

in the case of the community standards, should they be amended to the

bill.

The Consortium concerned with the Developmentally Disabled is

most appreciative of this opportunity to share our views with the

Subcommittee.
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To United Cerebral Palsy Associations, Inc., the Developmental
Disabilities legislation is absolutely essential to the eventual
satisfactory programming for severely and multiply handicapped indviduals.
The present departmentalized delivery systems have for the most part
chosen to ignore the severely and multiply handicapped and to relegate
them in their thinking, planning, and service development to some pattern

A of institutionalized existence out of the mainstream of society.

The DD Act with its targeting of this population for planning and
services, its mandate for coordinating service programs across depart-
ment lines, and its involvement of consumers in the process of planning
and decision-making has taken a giant step in helping our most severely
disabled citizens move toward achieving their human and civil rights.

SPECIFIC COMMENTS ON S. 3378

(1) Definition 

UCPA certainly looks with favor on the addition of "autism" to the
definition of developmental disability. We have always supported the
broadest interpretation of the term "developmental disabilities" so
long as efforts are targeted on the most severely and substantially
handicapped individUals. Because of the necessity for interrelating DD
programs with other state-federal programs such as social services,
Medicaid, and Supplemental Security Income, it seemed wise to us to have
all of these programs use the same definition for "disabled." UCP
opted to support a slightly modifies version of the definition used
presently by the Social Security Administration. This definition was
also recommended by the National Developmental Disabilities Advisory
Council:

An individual is considered to be disabled "if he is
unable to engage in any substantial gainful activity
by reason of any medically determinable physical or
mental impairment which can be expected to result in
death or which has lasted or can be expected to last
for a continuous period of not less than 12 months
(or, in the case of a child under the age 18, if he
suffers from any medically determinable physical or
mental impaitment of comparable severity.)"

On further study, UCP's Medical Director has suggested the following
further modified version:

"A Developmental Disability means a disability which
(1) is attributable to a physical and/or a mental
impairment, (2) originates before the individual attains
the age eighteen and has continued or can be expected
to continue indefinitely, and (3) constitutes a severe
handicap to substantial, normal activities."

UCPA has some concern over the addition of "learning disability"
to the definition. We firmly believe that the Developmental Disabilities
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legislation must be limited to the severe learning disabled as Part G,

Specific Learning Disabilities, of the Education of the Handicapped Act

offers opportunities to the less severe learning disabled. UCPA also

believes specific coordination between the Division on Developmental
Disabilities and the Bureau for the Education of the Handicapped must

occur, especially in services to the learning disabled.

(2) State Plan Goals 

While the specific goal orientation of State Plans proposed by

S. 3378 is laudible and the goals listed are necessary ones, the pro-
posal seriously limits States, need for flexibility. To develop
comprehensive service systems, States must operate under only general

regulatory guidelines and not earmarked goals. The broad initiatives of
deinstitutionalization and institutional reform are sufficient goals
for States to operate under. All goals proposed by S. 3378 may easily
be accomplished under these two initiatives.

UCPA is extremely pleased by S. 3378's mention of cross disciplinary
intervention and training programs for multihandicapped individuals.
Three years ago, with the aid of a grant from the Division of Develop-
mental Disabilities, UCPA developed and trained mini - teams for
getting bedfast, multiply handicapped individuals from back wards in
institutions, out of bed and into supportive wheeled equipment so that
they could leave the wards and participate in institutional programs.
Though a subject close to our hearts, we believe it need not be listed
as a specific goal in the text of S. 3378. Such goals are better
suited for committee report language.

UCPA is pleased with the emphasis placed upon early screening,
diagnosis, and evaluation as a State Plan goal in S. 3378. It is an
area of UCPA involvement which has received considerable State DDA
funding support. But adult services, neglected for years, desperately
requires attention and visibility. Services for non - employed severely
handicapped adults is one of the highest priorities of the IHF Plan,
the Individual With Cerebral Palsy and His Family, the major program
thrust of UCPA in the 1970,s. UCPA encourages the Subcommittee on the
Handicapped to emphasize adult services as well as early intervention in
its committee report.

(3) Strengthening State DD Councils 

UCPA is highly supportive of the necessity of the mechanism of
the Developemtnal Disabilities Advisory Councils in planning, coordinat-
ing, and accessing services for the developmentally disabled across
departmentalized lines and in serving in an advocacy capacity. As such,
UCPA endorses the strengthening of State DD Councils as proposed by
S. 3378.

(4) Evaluation of State DD Services 

The proposed requirement for a State evaluation system, especially
with its emphasis on consumers, is worthwhile. UCPA favors improved
evaluation techniques, ones that can adequately evaluate the develop-
ment and accessing of resources. However we are very concerned that
such evaluations not develop into simple head counting of individuals
served.

4
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(5) Transfer of DDD to OHD

UCPA believes the proposed transfer of the Division on Develop-
mental Disabilities to the Office for Human Development will provide
increased visibility, focus, and leadership on behalf of the develop-
mentally disabled. Recognition within HEW of the Division's respon-
sibilities will be increased by such a transfer.

(6) State Construction Allotments 

The requirement that no more than 10% of a State's allotment each
year may be spent on construction, renovation, and modernization is,
it appears to UCPA, too limiting. A State with an annual allotment of
$100,000 would only have $10,000 available for construction and related
activities. Though UCPA does not endorse preoccupation with brick
and monitor when so many services are lacking, neither would we favor
strict limitations under all situations.

(7) Residential and Community Standards 

UCPA, as an integral part of the evolution of both the residential
and community standards developed by the Accreditation Council for
Facilities for the Mentally Retarded (ACFMR) of the Joint Commission
on Accreditation of Hospitals (JCAH), is both very comfortable with
and supportive of the standards proposed by S. 3378. However, any
standards required by federal statute must have a mechanism for review
and response to changing situations. New information and new conditions
must be taken into account and the possibility of change and flexibility
must be provided for - UCPA recommends that the exact standards not
be listed in the text of S. 3378. We suggest that S. 3378 make
particular reference to the ACFMR standards. UCPA feels very strongly
that since ACFMR is already in the business of accreditation, it would
be advisable to designate this group as the primary surveyor for com-
pliance, with appropriate procedures for an additional independent
survey if the National Advisory Council on Developmental Disabilities
wishes to validate the findings of the ACFMR survey team.

CONCLUSION 

UCPA is extremely pleased with the success of the Developmental
Disabilities program to date. Realizing its multi - facet purposes
of planning, resource developing, coordinating, gap - filling, and
service delivery, UCPA believes the future strength of the program
will lie in its planning and coordinating responsibility. UCPA believes
in the necessity for program stability and, as such, supports the five
year extension proposed by S. 3378.
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CALIFORNIA SOCIETY FOR AUTISTIC CHILDREN
A CHAPTER OF THE NATIONAL SOCIETY FOR AUTISTIC CHILDREN

Dedicated to the education, welfare and cure of children with severe disorders of communication a. behavior

February 17, 1974
15 Chenin Court
Pleasant Hill, Ca. 94523

Hon. Yvonne Brathwaite Burke
Room 507, Cannon House Office Bldg.
Washington, D.C. 20515

ATTENTION. Mr. Ronald D. Rosen RE: Problems with DDA in California

Dear Mr. Rosen,

The problems of the implementation of PL 91-517 in California are perhaps unique because
of the geographic size of the state, and the variable distribution of population. The
state is divided into thirteen areas, each of which is governed by an area board, and
served by a Regional Center.

In area boards consisting of more than one county (in some instances as many as nine
counties), each county may develop their own annual action plan. Counties and area
boards are free to develop their plans fairly independently, following only sketchy re-
gulations presently provided by federal and state guidelines. To add to the discrep-
ancies in services from area to area, four California area boards had been given special
state permission to serve the developmentally disabled, not just the mentally retarded.

Of the nine remaining areas, some have elected during the past couple of years to serve
a more broad target population than just the retarded. Examples of this are the Santa
Clara, Santa Cruz, San Benito, Monterey Counties Area Board, the Orange County Area
Board, The San Diego-Imperial Counties Area Board, and the Santa Barbara, San Luis Obispo,
Ventura Counties Area Board. In effect, these areas are operating under the original in-
tent of PL 91-517, that is, serving those who have a substantial handicap similar to and
requiring similar treatment to mental retardation. We who act as advocates for services
to autistic children are deeply grateful for the support and assistance already extended
to families of autistic children by these centers who have not been offered additional
funding, yet offer service to them. We are certain that their enlightened and humani-
tarian assistance policies have literally saved many individual substantially handicapped
children and their families from crisis and physical and financial ruin.

In the absence of clearly definitive action by Congress or HEW to clarify the definition
of the DD target population, we in California began to work towards obtaining the offic-
ial inclusion of autism as a developmental disability at the first State Planning and
Advisory Council meeting in 1972.

The DD State Planning and Advisory Council voted unanimously in January, 1973, to reco-
mmend that autism and neurological impairments be recognized as developmental disabilities
in California (attachment 1, page 3). Our Secretary, Earl Brian, acknowledged this in a
letter to HEW Secretary Weinberger in August, 1973 (attachment 2), and the administrative
directive to Regional Centers advising them of their responsibility to serve all of the
developmentally disabled was promulgated in November, 1973 (attchment 3). The Lanterman
Act, AB 846, which became effective January, 1974, amended the old state mental retarda-
tion services act, replacing the term "mental retardation" with "developmentally disabled
wherever it appeared in the wording of the original law.

Contributions to CSAC are qualified charitable deductions
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We are advised that extra money has been appropriated for this expansion of the target
population, some of which is scheduled to be disbursed during the remainder of this
fiscal year. Despite these definitive developments, some area boards, specifically
Area Board Five, which is made up of the five San Francisco Bay Area Counties, still
chose not to make any provision for either the neurologically impaired or the autistic
in their area board plans for 1975-76.

At the Area Board Five meeting held in January, 1974, this 1975-76 plan was presented
to the component counties prior to its formal adoption. Representatives of the local
chapter of the National Society for Autistic Children questioned the continued absence
of any mention of services for autistic and neurologically handicapped children for
that fiscal year planning. The response of the Board was that until Congress took a
firm and legally definitive stand on the definition of developmental disabilities, they
would proceed to develop their area board plan as they wished; in fact, they said that
a vote had been taken by members of various regional centers, and that a decision had
been reached to exclude autism from services provided by the regional centers. I have
been unable to substantiate this statement with members from other regional center
staffs.

Confronting the Board with the November, 1973, memo from Don Miller's Office (attachment
3), which clearly defined the DD parget population that was henceforth to be served, the
Board stated that they regarded this as an informational memo that they might either
follow or ignore as they wished. They continued, stating that they were very busy ser-
ving just the retarded, and that they had a waiting list of retarded that needed services,
which was their number one priority.

When the Lanterman Act was mentioned, however, the Board said that when they received some
allocation "specific for that category of handicapped", they would begin to consider set-
ting up services for them. At a subsequent meeting, a provisional section was added to
the plan, outlining some basic statistics and financial provisions on autism and neuro-
logical impairments. So, at least, we have a beginning on the negotiations for services.

In these dealings with Area Board Five, three things seemed clear; (1) that this Region-
al Center was reluctant, even in light of state directives, to expand their target pop-
ulation until they had in their hands a very clear and legally definitive law from Con-
gress mandating such action; (2) The governing area board of Region Five was opposed
to the concept of the inclusion of autism in DD "because they felt that this category
consisted of a group of such grossly handicapped individuals that it would cause the Board
financial disaster to provide them with services"; (3) That any mention of autism or
neurological impairment would never have been made in the final Area Board Plan for
1975-76 if our Society's representatives had not attended the meeting armed with pertin-
ent recent legislative and departmental documents and demanded to be heard.

These are not problems unique to the San Francisco area; our Los Angeles chapter has
encountered similar opposition in their dealings with that area board, but I do not
have access to the details of that or other situations in California.

Their reluctance to provide services to autistic children is another example of an
agency (such as a public school system) excluding a group of individuals who despar-
ately need its services. The excuses employed are routine; (1) lack of clear mandate
to provide such services; (2) lack of financial resources to establish and maintain
a service; (3) lack of trained manpower to implement such programs.

If these valid-sounding excuses did represent actual insurmountable obstacles, how
have some area boards managed to do what a few of our area boards have maintained is
an impossible task? Too much money spent maintaining expensive full-time professional
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staffs whose main function is the re-diagnosis of children that have already been diag-

nosed by accredited agencies or professionals? Too much money spent maintaining a large

physical plant for regional center staff offices? When confronted with inexplicable

differences in services available from center to center, we consumers wonder about such

things.

A regional Center may use a diagnostic label to exclude a client from its services in

the absence of a clearly written mandate. In the past, some California centers have

routinely re-diagnosed all cases being considered for elegibility for services, regard-

less of the availability of thorough and legitimate diagnostic work-ups already avail-

able on a child. This "re-evaluation" diagnosis was sometimes used by a center to deny

a multi-handicapped "autistic-retarded" individual service on the technical grounds

that the diagnostic team's finding was that the child's primary handicap was autism,

with mental retardation a secondary handicap. Such arbitrary "chicken-or-the-egg-first"

rulings have denied many severely handicapped needy individuals any kind of service

beyond a diagnosis. With lack of schooling and comprehensive community care or service

of any kind available, the only course of action open to many families is state hospital

placement. This placement, however, usually involves regional center participation,

which again brings up the question of elegibility, a center's priorities, and waiting

lists. A real "Catch-22" for some families!

With new state legislation and directives mentioned in this letter, hopefully such

practices have come to an end in California. This has not been achieved, however,

without considerable work by our organization and others here in the state. We hope

that the regional centers' efficiency will improve so that present lengthy waiting lists

some have can be shortened or abolished, and that the lapse of time between determination

of elebility and actual delivery of services can be significantly dimished. I am sure

there are extenuating circumstances that influence these administrative circumstances;

I hear only of the problems from the consumer's standpoint, and of the crises that occur

in some families caught in the bureaucratic maze.

The area served by the Golden Gate Regional Center, Area Board Five, is perhaps the

most sophisticated cosmopolitan area in the state of California. We boast several

prestigious colleges, a major medical school-hospital complex, and, next to the Los

Angeles area, are the most densely populated region in the state. If the discrimination

and opposition to progress and change can occur here, it can certainly occur anywhere

in the United States.

It is obvious, from our experiences here in California, that until Congress itself

passes into law a clear and uncompromising definition of the DD target population,

such discriminatory and tragic practices of "playing God" will continue, using Congress'

continuing procrastination and ambivalence as an excuse. We urge you to pursue the

adoption of a renewal act that lists autism as a separate category within DD, leaving

no room for agency interpretation, which, as we have seen, results in denial of service

to many needy handicapped individuals.

Si.erely,

Dorothy J. 'iller
President, East Bay Chapter, NSAC, CSAC
Secretary, CSAC, CSAC Liason for DD

DM
cc; Mary Akerley, Chairman, NSAC Nat'l Affairs Committee

Kimberley Gund, President, CSAC
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STATE OF CALIFORNIA 

HEALTH AND WELFARE AGENCY

RONALD *RAGAN, G ,,,,,

MINUTES

California State Developmental Disabilities
Planning and Advisory Council

Council Members Present:

Wilbert C. Bradshaw
George S. Dolim
Rose D. Jenkins, M.D.
Betts Jensen
William E. Mayer, M.D.
Doris B. Meyer

Alternates Present:

San Francisco

January 24, 1973

John P. Morris, M.D.
George S. Roche, Ph.D., Chairman
Juanita W. Shaffer
H. David Sokoloff
Gwendolyn W. Stephens
Rolf R. Williams

William H. Clark, M.D., representing Frederick B. Hodges, M.D.
Les Brinegar, representing Wilson C. Riles
Ken Nelson, representing Alan C. Nelson (non-voting alternate)

Absent:

Robert B. Carleson
Dwight M. Geduldig

Also Present:

Mr. Ed Wheeler, Deputy Secretary, Health and Welfare Agency
J. M. Stubblebine, M.D., Director, Department of Health Planning
William J. Kurtz, Assistant Secretary, Special Services

Chairman George S. Roche called the meeting to order at 10:00 a.m. Minutes of
the meeting of November 29, 1972, were approved as distributed.

Health Department Plans 

Mr. Ed Wheeler, Deputy Secretary of the Health and Welfare Agency, spoke about the
establishment of a single Department of Health, and the gradual change toward
greater use of community-based treatment programs for both the mentally ill and the
mentally retarded. Mr. Wheeler stated that during 1973-74 the Council and the
Office of Developmental Disabilities would continue in the Health and Welfare Agency,
and that Dr. Gregovich's office would be adding necessary staff.
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1. M. Stubblebine, M.D., Director, Department of Health Planning, described the
progress being made in organizing the new Department of Health, particularly in
increasing coordination and reducing the number of levels of responsibility.
Licensing will be consolidated in one department, and there will be a separate
program unit for developmental disabilities. Details on the new organization
are being prepared and will be presented to the Legislature.*

Mr-Sokoloff asked whether the purpose of reorganization was to improve services
or to save money, and whether there has been adequate planning for the change from
institutional care toward community care systems, with proper standards for services
and facilities, and the availability of alternatives and an advocacy system. Will
there be a method of evaluating services so the Council can make judgments?

Dr. Stubblebine indicated that standards, licensing and quality are major concerns.
Programs for licensing and certification and for standards development will be a
prominent part of the new organization.

Closure of MR Hospitals 

Dr. Stubblebine was asked from the floor about administration plans. described in
newspapers concerning the future of MR Hospitals. The chairman noted receipt of
correspondence on this subject from Area Board 7, Porterville State Hospital
Parents Group, Parents Hospital Association of Sonoma State Hospital, and
Mrs. Gail Sifford.

Dr. Stubblebine asked Dr. Mayer to respond. Dr. Mayer stated that the objective has
not been to close state hospitals to save money, but rather to develop better alter-
natives in the community so that there will be less need for state institutions.
Mr. Kurtz reported that the budget process allows for this, and pointed out that
$1.5 million is currently being shifted from hospital care to community care, as
part of the plan to have the money follow the patients.

In a general discussion of the current planning process, some Area Board Chairmen
and others expressed concern about not being informed of state plans until so late
that there could be no participation or input into the plans. Much of the discussion
centered on newspaper reports that state hospitals would be closed. During the '
discussion, it was stated by Dr. Mayer that there has been no change in the state
policy. Individuals will not be discharged from state hospitals without advance
planning with the family and the Regional Center, and then, only if the new situation
is equal to or better than state hospital care. The state concept is to utilize
community care; state hospitals are now vendors of service to the Regional Centers,
with the Centers controlling the disposition of cases. Both the State hospitals
and Regional Centers will be in separate units under one organizational system within
the new Department of Health. The state wants as much input as possible from the
public and from the Council and Area Boards, particularly now when the Boards will
have planning funds and a more appropriate timetable for the submission of area
plans.

*Since the time that Dr. Stubblebine made his remarks, a document describing the
general organization was distributed. This document is currently being revised
and will be sent out at a later date.
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Inclusion of Autism and Neurological Handicaps with Developmental Disabilities 

The request to include autism and neurological handicaps within the definition of

'developmental disabilities to be served under the Lanterman Act was discussed.

This was set over from the previous council meeting on November 29.

It was noted that the Federal Secretary of Health, Education, and Welfare had not

acted on similar requests to include these disabilities under the Federal Developmental

Disabilities Act.

MOVED by Dolim and seconded by Jensen and Sokoloff, it was subsequently amended

that the Council ask the Secretary of the Health and Welfare Agency to find that

autism and minimal cerebral dysfunction are developmental disabilities under the

Lanterman Act and to seek funds in an amount which is sufficient to provide planning

and services for those covered under other neurological handicapping conditions.

Motion carried.

Community Residential Facilities 

Lois C. Lillick, M.D., Deputy Director, Chief, Health Facilities and Resources

Program, described a spread sheet she had prepared showing the different types of

facilities and the licensing requirements. The information is appended. Additional

information on numbers of facilities, residents, etc., will be detailed in future

reports. Dr. Mayer indicated that board and care homes must now be licensed and the

necessary regulations have just been published. At least 400 such facilities will

be covered.

Mr. Bradshaw described some of the problems facility operators were having in trying

to conform to various requirements.

MOVED by Stephens, seconded by Dolim, that the Council establish an ad hoc

committee on licensing of facilities. Carried. The chairman appointed Bradshaw

(chairman) and council members Carlson, Hodges and Mayer; and Dr. Stubblebine;

and will appoint two additional members to be suggested by Bradshaw.*

Hunt for the Handicapped Child.

Russell Herron, President of California Association for the Retarded, described a

multi-organization effort to establish a registry of all handicapped children,

using volunteers to gather names.

MOVED by Sokoloff, seconded by Meyer, that this Council endorses the principle

behind the "Hunt" to find those people who are not now receiving services. Carried.

.Dr. Roche was authorized to attend a January 27 meeting announced by Dr. Herron to

continue development of plans for the "Hunt".

*Those appointed subsequently were Mrs. Rhoda Pearson and Mrs. Marcia C. Buck.

33-979 0 - 74 - 27
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Federal Ftinds

The effects of recent federal social security amendments and the implications of

revenue sharing were discussed by Mrs. Schuster and Mr. Best of the Department of

Social Welfare. (Mrs. Shuster's presentation is attached to the minutes.)

Concerns were expressed about reduced federal funds for ACSU, Regional Centers,

and for workshops, as well as the effects on welfare assistances.

MOVED by Stephens and seconded by Williams, that the chairman appoint, at a later

date, a committee to report on the new federal regulations and how they will affect

California.

2_974-75 State Plan

Dr. Marris presented the report of the State Plan Committee, which is appended.

MOVED by Morris and seconded by Jenkins, that the Secretary of the Health and

Welfare Agency be asked to contract with the firm of Kramer, Miller and Associates

to assist the committee with its work. Carried.

University Affiliated Facilities 

Dr. Jenkins reported on a preliminary meeting of the OAF Committee with representatives

of the three facilities in California. She requested and it was the concensus that

the committee should be extended by the chairman appointing a person from each

facility to the committee. The report is appended.

Assessment of Prevention Potentials 

The Committee on Prevention is not ready at this time to make a report. An interim

report will be submitted at the next meeting.

Evaluation

Mrs. MeyeA reported that the Office of Developmental Disabilities is currently
obtaining reactions from State Departments and others on guidelines for an evaluation
of DD services. The committee will review the guidelines and report to the Council.

Special Education Plan 

Chairman of the Committee on Relationships, Mrs. Stephens, presented a written report
on the meeting of the Commission on Special Education. A copy is attached.

DD Special Project Funds

Dr. Charles R. Gardipee, Chief, Bureau of Mental Retardation and Disabilities
Services, stated that Developmental Disabilities project grant applications were
being evaluated and a priority listing will be submitted to the Office of

Developmental Disabilities' Office in a few days.
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Flow of Federal Funds,

Mr. Williams, Chairman of the Committee on Federal Funds, presented tables regarding
federal funds currently being received by departments. The tables are appended.

He made the comment that these may be obsolete because of changes made by HR-1.
The Committee was thanked and relieved of its duties with the understanding that
more information about HR-1 would be forthcoming in future meetings.

Area Board 7 Letter

The Council took up the January 23, 1973, letter of Area Board 7, consideration of
which had been set over when it was presented as part of discussion about hospital
closing.

MOVED by Sokoloff, seconded by Shaffer, that the Secretary is requested to take
affirmative action to cure communications shortcomings between State Departments
and Area Boards described in the January 23.1etter and that he report to the
Council on the action taken. Carried.

. New Business

Mrs. Meyer reported that federal funds appropriated for the Department of
Agriculture's supplemental feeding program were not being spent; the Bay Area
Dietetic Association letter (attached) states this program helped prevent mental
retardation.

MOVED by Morris, seconded by Jenkins, that the Secretary be asked to find out why
the appropriated funds were returned instead of being spent on the program.

Service Delivery System 

The chairman stated that recent changes involving the Regional Centers and Mental
Hygiene's Alternate Care Services Unit made it advisable to look at the services
delivery system, the heart of which is intended, by statute, to be the Regional
Center and to find out if this role is being accomplished.

With the approval of the Council, the chairman appointed an ad hoc committee on
Delivery System consisting of Dolim (chairman), Meyer, Dr. Neil Brooks of Area
Board 12 and Mr. Nathan Edwards of Area Board 8.

A preliminary report was requested at the next meeting.

The next meeting of the Council will be held in Fresno on April 12; the following
meeting will be held in Sacramento on May 10.

Adjournment was at 4:25 p.m.

Georgiana Allan
Recorder
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STATEOFCALIFORNIA

HEALTH AND WELFARE AGENCY

A-Trz9 CH frItiti T RONALD REAGAN, Gorornor

r 915 Capitol Noll, Room 200 — Socrom•nto 95814 (916) 445.6951

DEPARTMENTS OF THE AGENCY

Correction.
Health
Human R••ourc•• D•veloprnont
R•hohilitation
Social W•Ifore
Youth Authority

Robert L. Miller, D.D.S.
President
National Society for Autistic Children
621 Central Avenue
Albany, New York 12206

Dear Dr. Miller:

EARL W. 8RIAN, M.D.
Socretary

August 13, 1973

Thank you for your recent letter concerning the National
Society for Autistic Children. I am enclosing a copy of
my letter to Secretary Caspar Weinberger of Health,
Education and Welfare in Washington.

As you may be aware, the Department of Health is planning
to include services for autistic children under the
Developmental Disabilities Program.

Again, thank you for taking the time to write and for
your concern in working for this group of disabled
children.

Enclosure
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DEPA7,TMENT OF HEALTH
714 P STREET

SAGFAMENTO, CALITO5NIA.94514

'

cE.Nrga November 19, 1973

. TO: Regional Center Directors
Area Board Chairmen

• Developmental Disabilities Planning and Advisory Council
Hospital Advisory Boards
Hospital Medical Directors

Community Services Section Area Supervisors

• ' 
•c, •

FROM: von Z. Miller, thief
Developmental Disabilities Program

As a result of the Lanterman Bill, AB 846:we are now a program for the
developmentally disabled. This makes it necessary that operational
definitions be developed.

The State of California has accepted responsibility for the provision of
essential and required services to the developmentally disabled citizens
who are substantially handicapped. This includes individuals with
mental retardation, cerebral palsy, epilepsy, autism and neurological
handicaps. Such conditions must have originated before the age of 18.

. The following are draft copies of definitions which shall be used, but
I would welcome any suggestions for improvement during the next 60 days.

DEFINITIONS:

Substantially liandicanped--=-Describes a developmentally disabled
.individual whose needs cannot be. met from participating in and
benefiting from those social, economic, „educational, recreational
or other opportunities which generally are or expected to be
available to his peers in his community who are not handicapped.

Mental Retardation - Mental retardation refers to subaverage general

intellectual functioning which originates during the developmental

period and is associated with impairment in adaptive behavior (a

general guideline is an IQ which is more than two standard deviations

below the norm).

Autism - (1) A syndrome described as consisting of withdrawal, very

inadequate social relationships, exceptional object relationships,

language disturbances, and monotonously repetitive motor behavior;

many children with autism will also be seriously impaired in general

intellectual function; (2) this syndrome usually appears before the

age of EiX and is characterized by severe withdrawal and inappropriate

r?sponse to external stimuli.
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..pilepsy (Convulsive disorder) - Clinical disorder involving
impairment-of consciousness, characterized by single or recurring
attacks of loss of consciousness, convulsive movements, or dis-
turbances of feeling or behavior. These transient episodes are
associated with excessive.neuronal discharge occurring diffusely
or focally in the brain. The sites of the neuronal discharges
determine the clinical manifestations of the seizure.

Cerebral Palsy - A disorder dating from birth or early infancy,
non-progressive, although if not treated, there is marked regression

• in functioning, characterized by examples of aberrations of motor
* functions (paralysis, weakness, uncoordination) and often other
manifestations of organic brain damage such as sensory disorders,
seizures, mental retardation, learning difficulty and behavioral

.disorders.

Neurological Handicap Handicap - A syndrome characterized by learning,- pereeptualy,
and/or behavioral disorders of an individual whose IQ is not less than

• two standard deviations below the norm. These characteristics exist
as a result of brain disfunction (any disorder in 'learning or using the

senses), neurological disorder, or any damage to the central nervous

system - whether due to genetic, hereditary, accident, or illness
factors.

DZIi: gi
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The National Society for Autistic Children appreciates this op-

portunity to present testimony to the Subcommittee on Public Health

and Environment on H.R. 11511, particularly Title IV, "The Develop-

mental Disabilities Amendments of 1973."

Autism is a developmental disability characterized by the ab-

sence of normal communication skills (verbal and non-verbal) and by

the inability to develop normal interpersonal relationships. A for-

mal definition and list of eymptoms is appended to our statement

for your information (Attachment #1).

The National Society for Autistic Children (NSAC) is an organi-

zation of parents, professionals and other interested citizens de-

dicated to improving the welfare of the estimated 80,000 autistic

persons in the United States. Because they are so small a minority

(only 4 in 10,000), they have not received the legislative and ad-

ministrative attention necessary for their habilitation. Even so,

one-third recover sufficiently to function independently as adults

and another third make sufficient progress to avoid institutionali-

zation - provided, of course, there is an alternative at hand. One

can only imagine what the prognosis would be if adequate therapeutic

resources were available.

For this reason, we are concerned with both Titles II and IV of

H.R. 11511. To save the Subcommittee's time, we are combining our

remarks into a single statement. Our organization works closely

with the National Association for Mental Health, and we support

fully their testimony on Title II, especially the reordering of ser-

vice priorities in favor of children and the elderly. The concept

of Community Mental Health Centers is an important component of the

deinstitutionalization program and, as such, deserves the full sup-

port of Congress.

NSAC is a member of the Consortium Concerned with the Develop-

mentally•Disabled and endorses fully the Consortium's statement,

presented earlier this afternoon. We wish as an individual organi-
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zation to emphasize the need for a longer renewal period for DDA

and to suggest that the appropriate classification for this legis-

lation is "Planning" rather than "Service." We are aware of the

Subcommittee's concern with three specific areas in the DDA program

and will speak to these.

I. The first, deinstitutionalization, is a concept we whole-

heartedly support, and we feel the provisions of H.R. 11511 will

strengthen national and local efforts in this regard. We do feel

somewhat limited in our ability to speak to this issue, however,

as to date there has been no public effort to apply this concept to

autistic persons.

II. The same limitations are operating relative to the second

area; i.e., how effectively DDA monies have been spent to date.

Nevertheless, we would like to suggest that no evaluation of expen-

ditures can be used as an accurate index of program effectiveness.

To do so would be analagous to assessing the track record of a

thoroughbred race horse which had been half-starved. The DDA has

not received anything close to the sums which its drafters authori-

zed and which must be considered an integral part of the conceptual-

ization as well as of the administration of the program.

We have examined the Executive Secretary's Report, presented

to the National Advisory Council at its November (1973) meeting,

and would like to make the following observations:
1. the majority of projects, both planning and service, are

directed toward the mentally retarded (see especially the
section, "Institutional Reform and Deinstitutionalization

Plan," pp. 47 - 52 of the report). While this is not sur-
prising in view of the legislative history, it does suggest

that some priorities for future projects be spelled out, in
order to insure services for other eligible populations; and

2. in spite of the narrowly technical use of "neurological" re-
lative to the eligibility of autism, populations have been -
served which can in no way be construed to be suffering from
neurological impairments:
A. Prevention of mental retardation in "high-risk" (i.e.,

poverty) areas in Plainville, Conn. (p. 3 of report); and
B. Child Advocacy Models for ethnic, inner city, rural,

handicapped, infant nre-school, family, and institu-
tional populations (emphasis added) in twelve projects,
jointly funded with other federal agencies (pp. 11-13
of report).
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III. The definition is an area in which we do feel well quali-

fied to testify. That some changes are needed for the sake of

clarification is apparent from the amount of controversy and con-

fusion over who may or may not be planned for and served. For ex-

ample, in Maryland there has been a consumer representative for

autism on the State Council since its formation: at first the legality

of his appointment was questioned; more recently, his position has

been used to demonstrate that autism is included even though not

one autistic person in Maryland has been planned for and/or served

under DDA. Similar merry-go-rounds are operating in all areas of

the country; some specific examples are appended to this statement,

including a letter from the Chairman of the National Advisory Coun-

cil to the Secretary, protesting his appointment of the parent of

an autistic child to the Council before a finding had been made

on the eligibility of autism (Attachments 3 and 4A - 4F).

There really are two issues here:

1. The inclusion of autism as an eligible disability, and

2. The otimal wording of the definition to insure that
all eligible persons are served.

Several reasons have been given for excluding autistic persons

from the benefits of DDA. One is that NSAC had done nothing to get

the legislation passed - that we were coming in at the tail-end to

reap the benefits. This nosition, which might be termed "The Little

Red Hen Syndrome", is not without merit: it is perfectly true that

we didn't plant the wheat, haul it to the mill, or make the dough;

and it is equally true that we wanted a small slice of the loaf.

Our failure was due entirely to ignorance (in general and about the

proposed legislation itself) and inexperience. We are a relatively

young organization and small by comparison: our total annual national

budget, for example, is less than the Heart Fund allocates for fund-

raising in the Washington Metropolitan Area alone! Until this past

September we had no paid staff; we now have an Executive Director

with part-time secretarial and clerical help. We still have no

Washington staff; our National Affairs Committee is composed en-



423

NSAC STATEEENT ON H.R. 11511 PAGE 4

tirely of volunteers, none of whom are able to devote full time to

its activities. Last year the Committee's total budget was $100.
Please understand - this is not a plea for sympathy; it is an at-

tempt to acquaint the Subcommittee with some of the less obvious
realities of the situation.

Another reason offered for the exclusion of autism is that
there is not enough money to serve even the three named categories,
much less any of the so-called "wastebasket groups." Again, the
merits of such a position can hardly be denied. One need only
look at pictures of Willowbrook or walk through Rosewood to know
that we have a long way to go in treatment of the mentally retarded.
Listen to the story of an epileptic's troubles in getting a job or
a driver's license, then ask yourself if any group is more cruelly
discriminated against. Look at the multiple handicaps of a cerebral
palsied child - often mental as well as physical, and ask if any
effort to help can be too great.

But with all their pathetical and ethical merits, neither of
the above reasons for exclusion has any legal credibility. The de-

termination of who is covered by DDA is a medical one; it has - or

should have - nothing to do with politics or finances.

• It has also been suggested that autism is not neurological

and theeore cannot be covered by DDA. We realize that the old myth

of psychogenic causation dies hard and therefore submitted consider-

able scientific and medical evidence of organic causation. I am a

layman, so my discussion of this area must be superficial; I of-

fered to bring a neurologist to the hearing but was told the Sub-

committee would not have time to hear him. I can say that efforts

to cure autism or alleviate sits symptoms by methods traditionally

used in mental illness (e.g., psychotherapy) have failed, and that

researchers in physical medicine are finding more and more abnor-

malities in the metabolic and neural systems of autistic children.

At a conference on Severe Psychopathologies of Childhood held

in New York in December (1973), members of many disciplines (educe-
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tion, psychology, psychiatry, neurology) shared their recent work

on autism and childhood schizophrenia. The paper presented by Dr.

Jovan Simeon of the University of Hissouri (Dr. Simeon is a psy-

chiatrist.) would be of particular interest to the Subcommittee

because one factor which has -- operated against a neurological clas-

sification of autism has been the so-called "normal" EEG's of

autistic children. They have appeared normal, according to Dr.

Simeon, because the differences between the electrical activity

in an autistic child's brain and that in a normal child's are,so

slight, that the usual visual analysis of an EEG cannot detect

them. However, comparative analysis by digital computer has shown

these slight but consistent differences in autistic children: fewer

alpha waves, more slow and fast frequency waves, and shorter latency

periods between responses to an aural stimulus, none of which are

likely to be caused by poor parenting!

We therefore maintain that autism is a neurological impairment

with service needs similar to those of the mentally retarded, and

is therefore an eligible developmental disability as defined in the

Act.

It might seem then that we favor the definition of the target

population in Title IV. We believe it was the Subcommittee's in-

tention to specifically include autism; we respectfully suggest

that the Administration's definition, incorporated into E.R. 11511,

will not insure planning and services for autistic persons. It will

solve the "neurological-or-not" problem, but it still leaves the in-

clusion of autistic persons up to the Secretary. The present Sec-

retary has followed his predecessor's pattern of equivocation on

this; conflicting directives and "buck-passing" have been the Ad-

ministration's chosen techniques for dealing with inquiries from

states and regions, citizen groups, and even members of Congress.

(Please see Attacliot J131, Connecticut, for an example of this.)

Nor do we see the addition of "autism" immediately after

"epilepsy" as the best possible solution, although it is vastly
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superior wording to the Administration's. Every disability added
to those specifically covered makes the implied exclusion of those
not named even stronger. We do not believe anyone, no matter what
his position, has the right to decide which handicapped people will •
be helped and which will not. The whole point of DDA is efficient,
economical and effective delivery of services to a very special popu-
lation: those who never have been and never will be normal because
of a major interference in development. Dr. Elizabeth Boggs has ex-
plained the differences between DDA and traditional approaches this
way:

1. The target population is determined by functional level,
evidenced by developmental lags, rather than by etiology;

2. Clients need an individualized package drawn from the
entire human resource system.

The first point is the more germane one here. How can anyone look
at two children propped up, side by side, in the same day program,
neither of whom has control of his arms and legs, and say, "This
one gets help because his handicap comes from brain damage, but
the other one doesn't because his disability is the result of dam-
age to his spine"? Yet that is exactly what happens when we say
that DDA is for the child with cerebral palsy but not for his peer
with spina bifida. Including the autistic child but not the one
with severe developmental aphasia or some other major learning dis-
ability is the same thing. ,

We are therefore not going to request the inclusion of autism
by name in the definition. We do not seek service at the expense
A other equally deserving disabled people. We are very grateful
to Congresswoman Burke for her support; we feel her wording has
pointed up technical difficulties in both the present and proposed
definitions. We are also grateful to the more than seventy other
members of Congress who have gone on record as supporting the in-
clusion of autism in DDA (see Attachment #2). And we appreciate
the supportive remarks of Drs. Charles Edwards and Bertram Brown
in testimony to this Subcommittee last week.'
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Nevertheless, we feel the best possible approach would be a

non-categorical definition of the target group. Such a definition

received wide endorsement last year when the renewal legislation

was being considered. The National Advisory Council endorsed the

definition in a memo to Secretary Richardson; the relevant sections

of that memo follow:

8. The definition of developmental disabilities should be
revised to eliminate etiological factors, to focus on the
most substantially handicapned and to define the tarnet
population based on objective characteristics. The new
definition should be consistent with and referable to
legal definitions which set forth eligibility criteria for
services and payments to disabled persons in other 

established federal programs. The following language would 

Meet this criterion. ,
1 •

Dcvelopmontal Disabilities means a disability which

(1). is attributable to a medically determinable 

physical or mental impairment, (2) oriainates before 

the individual attains the age ei9hteen and has

continued or can be expected to continue indefinitely,

and (3) constitutes a severe handicap to substantial 

gainful activity (or in the case of a child under age 

eighteen a handicap of comparable severity).

-4s•an-alternative sub„paragraph-(1)-abeve•could read:

"(1) is attributable to Mental retardation,

cerebral palsy, epilepsy, or other medically •

determinable physical or mental impairments.”

In addition to a revised definition, the Developmental 

Disabilities Act should provide for service eligibility

for all substantially handicapped Prsons who can

benefit from a service being provided for persons with 

developmental disabilities as defined in the primary 

12.1-E9._t group. The following language is suggested:

,

developmental disability or a lerson with 

another substantial handicap who has similar

• service needs and who is considered eligible 

for such Similar services by an agency or a
facility which is providing services primarily

.intended for persons with'devolopmental 

disabilities.
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Rationale: From the inception of the Developmental Disabilities Act, therelinn been a great deal of controversy as to the basic question, "Who are thedevelopmentally disabled?" Questions arose as to the coverage of theprimary. groups, the nature of substantial handicap and the intendedrelationship between mental retardation and other conditions. The majorinnue concerns the inclusion or exclusion of other neurological conditions.The Council has considered a wealth of testimony on this issue and heardfrom various groups supporting and opposing changes in the definition.While there is little agreement on proper interpretation of the presentlow and on specific language for a new law, there is widespread support fora functional definition as opposed to a definition which relies on •dingnostic labels. There is also agreement that regardless of the legaldufinition, service eligibility should be based on similar service needs.

The Council's suggested definition builds upon these areas of agreement andincorporates language used in the definition of disability under the Social.Security Amendments of 1972 (P.L. 92-603L) and anticipates new definitipnsfor "severely handicapped" under the new Rehabilitation Act (HR 8395). Theshift from the concept of "condition" (neurological or otherwise) to theconcept of physical or mental impairment provides the definition with afunctional basis which has been used in the Social Security disabilityinsurance program, and which will be further developed (especially in regardto children) as DREW prepares to implement H.R. I. The existing statutorylinkages to social services and rehabilitation services in the supplementaryincome program make it important to develop common approaches to the-definition whereever possible.

Inasmuch as blindness is defined separately in all Social Security Acttitles, the possibility of excluding blindness 22s: se from the abovedefinition should be considered.

The Council recognizes the complexity of the definitional issue and thenear impossibility of developing a solution satisfactory to all. However,the Council urges that the suggested approach be given serious considerationas a way to begin to rationalize our services and payments programs for thedevelopmentally dieabled within the context of the other major servicesystems.
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Other supporters of this non-categorical definition were: an Ad Hoc

Coalition on Developmental Disabilities (composed of the National

Association for Retarded Children, United Cerebral Palsy Associa-

tions, Epilepsy Foundation of America, Association of University

Affiliated Facilities, National AsSociation of State Mental Health

Program Directors, and National Association of Coordinators of State

Programs for the Mentally Retarded), National Association for Mental

.Health, Association for Children with Learning Disabilities, Easter

Seal Society, Spina Bifida Association of America, and our own or-

ganization.

Such a definition would seem as well to be consistent with the

Hobbs Study on the effects of 'labelling, which concluded that the

process does more harm than good. This study was ordered and funded

by HEW; the thought that the Administration might now disregard it

is both frustrating and infuriating.

The alternatives to a non-categorical definition are the so-called

"laundry list" - a demeaning term on the same level as "wastebasket

group" - or separate legislation and separate programs for each dis-

ability. Contemplation of just the administrative costs of the latter

is frightening, yet justice demands that equal provision be made for all.

We understand that enumerating all the eligible disabilities is

cumbersome and has fiscal implications upsetting to many people. How-

ever, the decision rendered in Mills v. the D.C. Board of Education

articulated a principle which is equally applicable here: no person

may be denied services because of lack of funds; whatever monies are

available must be shared among all eligible persons. While MAC

does not favor this type of definition, we find it preferable to one

which would exclude any eligible group.

We respectfully suggest that today's hearing format of separate

statements from each of the "wastebasket groups" could have the effect.

of reinfOli'cing the fear that there are masses "out there" clamoring

foe inclysion and fighting one another for first place in line. We
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hope our remarks have shown the Subcommittee that this is not the
case. We are talking today about that small percentage of the
handicapped who are developmentally disabled - but we are talking
about all of them.

In conclusion; the National Society for Autistic Children
urges that the Subcommittee consider H.R. 11511 favorably, but .
with changes that reflect our concerns relative to Titles II and
IV, and expresses its sincere appreciation for the Subcommittee's
attention and interest.

33-979 0 - 74 - 28
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Working Definition* of Autistic Children as Adopted by the

NATIONAL SOCUTY roa AUTISTIC CUILDaEN r.oard and
Ap-roved by the NSAC Professional Advisory Board

January 14, 1173

General Definition:

The term "autistic children" as used by the National Society for Autistic Children

sh,11 include pers-ns, regardless of age, with severe disorders of communication and

bahlvior disability became manifest during the early developmental stages of childhood.

"Autistic children" includes, but is not limited to, those afflicted with infantile autism

(.Zannee.s syndrome), profound aphasia, childhood psychosis, or any other condition characterized

by severe deficits in language ability and behavior and by the lack of ability to relate

aperoprietely to others. The autistic child appears to suffer primarily from a pervasive

impairment of hi, cognitive and/or perceptual functioning, the consequences of which are

manifested by limited ability to understand, communicate, learn, end participate in social

relationship,.

Specific Characteristics:

Such Children are typically multihandicapped in their abilities to receive and communicate

informati,,n, resAtieg in behavior inappropriate to physical and social demands of their

environment. As in apasia, the dominant communication disorder or learning disability

apeears to result from the inability to use and to underetand language appropriately. The

difficulty is often accompanied by impairment in motor, visual, and auditory perception. The

behavier of an autistic child is typically iMproved by the application of appropriate

educatienal procedures. A combination of some or all of the following behaviors characterize

the autistic child. These behaviors vary from child to child and time to time in severity and

manner.

1. Severely i .peired speech or complete lack of speech.

2. Impaired or complete lack of relatedneas and social inaccessibility to children,

parents, and adults.
3. Extreme distress for no discernible reason due to minor changes in the environment.

4. Lack of intellectual development or retardation in certain areas, sometimes accompanied

by normal or superior abilities in other areas.
5. Repetitive end peculiar use of toys and objects in an inappropriate manner, and/or

at inc repetitive and peculiar body motions, such as incessant rocking.
6. Unusual reaction to perceptual stimuli, such as seeming not to hear certain sound::

and over-r,acting to others (e.g., holding hands over ears) or "looking-through"

objects, pcor eye contact, or unable to perform certain gross and/or fine motor
activities (walking with peculiar gait, limpness in fingera, inablility to hold a
pencil appropriately).

7. Onset of disorder at birth or apparent normal early development followed by
deterioration in functioning.

S. Pyperactivity or passivity.
9. Apparent insenaitivity to pain.

It is anticipated that this working definition of autism will be changed and made more
specific with new research kne,fledge.
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INCLUSION OF AUTISM IN DD DEFINITION 
GAINING SUPPORT 17-7717C#°46A1

# Z-

72 Members of Congress have now sp
onsored bills to modify the defini

tion of dd

by including autism among the "oth
er neurological conditions" which 

may be found

by the Secretary "to be closely re
lated to mental retardation or to 

require

treatment similar to that required fo
r mentally retarded individuals...

' These

Members of Congress are:

Representatives 

Harley 0. Staggers (), W.Va.) (Adm
in. bill)

Samuel Devine (R, Ohio) (Admin. bill
) .

Representatives 

Bella Abzug (D, N.Y.)

Joseph Addabbo 0), N.Y.)

Herman Badillo (D, N.Y.)

Jonathan Bingham (D, N.Y.)

Corrine Boggs 0), La.)

Frank Brasco (D, N.Y.)

John Breaux (D, La.)

George Brown (D, Calif.)

John Buchanan (R, Ala.)

Clair Burgener (R, Calif.) .

Yvonne Burke 0), Calif.)

Phillip Burton (D, Calif.)

Hugh Carey (D, N.Y.)

Charles Carney (D, Ohio)

Shirley Chisholm (D, N.Y.)

William Clay (D, Mo.)

Harold Collier (R., Ill.)

John Conyers (D, Mich.)

James Corman 0), Calif.)

Paul Cronin (R, Mass.)

Ron de Lugo (D, V.I.)

Robert Drinan (D, Mass.)

Ronald Dullums 0), Calif.)

Don Edwards(D, Calif.)

Bill Frenzil (R, Minn.)

Harold V. Froelich (R, Wis.)

Ella Grasso (D, Conn.)

Edith Green (D, Oregon)

Orval Hansen (R, Idaho)

Michael Harrington (1), Mass.)

Augustus Hawkins (D, Calif.)

Floyd Hicks (D, Wash.)

Lawrence Hogan (R, Md.)

Barbara Jordan (D, Texas)

Peter Kyros (D, Maine)

Spark Matsunaga (D, Hawaii)

Senators 

Jacob Javits (R, N.Y.) (Admin. bil
l)

Mike Gravel (D, Alaska)

Senators 
Harold Hughes (ET, Iowa)

Hubert Humphrey (), Minn.)

Daniel Inouye (D, Hawaii)

Mike Mansfield (D, Mont.)

-John Pastore (D. R.I.)

Charles Percy (R, Ill.)

Ted Stevens (R, Alaska)

John Tunney (), Calif.)

Representatives (Continued)

Lloyd Needs OD, Wash.)

John Melcher (D, Mont.)

Ralph Metcalf (D. Ill.)

Parren Mitchell (D, Md.)

Robert Mollohan CD, W, Va.)

Frank Moss (), Utah)

Wayne Owens (D, Utah)

Charles Rangle (D, N.Y.)

Thomas Rees (D, Calif.)
Henry Reuss (), Wis.)

Robert Roe (D, N.J.)

Benjamin Rosenthal (D, N.Y.)

Edward Roybal (D, Calif.)

Paul Sarbanes 0), Md.)

John Seiberling (D, Ohio)

Fortney Stark (D, Calif.)

Alan Steelman (R, Texas)

Louis Stokes (D, Ohio)

Gerry Studds (D, Mass.)

William Whitehurst (R. Va.)

Charles Wilson 0), Calif.)

Antonio B. Won Pat (D, Guam)

Gus Yatron (D, Pa.)

Andrew Young (D, Ga.)
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MR. DILL BECKMAN
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HONORABLE DALE M. ENGSTROM
Chattanooga, Tennessee

DORIS S. FRASER, Ph.D.
Boston, Massachuset.

LEONARD J. GANSER, M.D.
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MRS. VIRGINIA GOULD
Camarillo, California

MR., GEORGE V. GRAY
Albany, New York

MR. DENNIS HAGGERTY
Philadelphia, Pennsylvania

MRS. JEWEL B. HAMILTON
Pssadena, Texas

MR- MARTIN T. I•aLP
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MRS. MARGARET 0. MURRAY
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• PAUL H. PEARSON, M.D.
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MRS. MARCILE L. PERRIN
Omai-a, Nebriska

RAYMOND R. RENS BOLT, M.D.
lows City, Iowa

• MR. EDWARD L. TAYLOR
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• ' MR. RAYMONDA.,i,n.T V;.VONYELL

ARTHUR WARD, .1 R., M.D.
• Seattle, Washington

FRANCIS X. LYNCH
Execu:ive Secretary
Washington, D.C.

October 25, 1973

The Honorable Caspar W. Weinberger
The Secretary of Health, Education, and Welfare
Washington, D.C. 20201

Dear Mr. Secretary:

Section 401(1) of P.L. 91-517 enacted in 1970 and extended
by P.L. 93-45 calls for a Secretarial "finding." No such
finding has yet been issued. A marked copy of the relevant
sections of the Act and the regulations as finalized is
attached. The language of this section as the Administration
proposed six months ago to amend it is also attached. The
failure to close on this issue in regulations, when looked
at currently in the context of statements made by you before
the House Sub Committee on Health and Environment last March,
and your recent appointment of the immediate past President
of the National Society for Autistic Children — who is the
father of an autistic child, as a consumer member of the
National Advisory Council, is, in my opinion, increasingly
and unnecessarily placing the Department, the Division
of Developmental Disabilities, and the National Advisory
Council in an untenable po8it3,on.

I urge you very respectfully to request of the DDD—RSA—DIS
a proposal for an amendment to the regulations which would
constitute a Secretarial finding under the existing statute;
if the language as proposed is substantiqlly acceptable to
you, I would further urge that it be submitted to the _ '
National Advisory Council for its advice and comment (as.-..
required by law) not later than November 16, 1973 which is
the date of the next meeting..

A resolution of this small but contentious issue would, I
am sure, be welcomed on the Hill, by the State Advisory Councils
and by the administering components of HEW.

UNS ouji

Enclosures

Yogk tff-

Elizabeth M. Boggs, Ph.D.
Chairman •
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4774C1-tMeOr
3

(3 pr- 3)

101 Richmond Street
Huntington, W.Va. 25702

February 5, 1971

Dr. 7.dwam: Newman
Commissioner of the Mehabilitative Service Admin.
Washington, D.C. 20201

Dear Dr. Newman:

It has come to my attention that part of the
11.2 millRon dollars appropriated for PL91-517 for
FY71 may be ear-marked for special projects. It
is this portion of the appropriation that I am
writing about. As you probably know, the mentally
ill child in the United States is, without any doubt,.
the most handicapped, discriminated against, of
all citizens. He is excluded from virtually every
public school in the country, often is not admitted
to state hospitals even those with children's wards,
is excluded from special classes, does not fit under
services as rendered at most community mental health
centers. Private schools are scarce and the fees

y out of reach of most families. Parents often spend
more money than they have just getting a diagnosis.
The next battle is trying to find where there is
help, and it is for this service that I am suggesting
our Society might be eligible for a special proj,ct.

For almost a decade I have been collecting
information about the meat.911y,il1 child and +reeve A"
been serving informally etrei-i- June, '70 as tho
center 1' In'.'orration and Referral Service for
Mentally In Children in the United States. I am
now officially the Director of this Service which
is a part of the National Society for Autistic
Children, Inc.

We have practically no funds for this desperately
needed service. I am operating out of my home with
12 hours a week of secretarial help and all the
volunteers I can get. Letters pour in from around
the country asking"where in the United States can I
find n school or a residential center for my child."
Several national organizations refer such inquiries
to me. I feel sure the information that I have in

r for my files is, to my knowledge, more up-to-date and
more detailed than can be found in any other source.

v•-•

•
t,-.̀v

e
P.° P.
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Dr. Edward T:ewm,In
February 5, 1971, p.2

Would it be possible for you to consider this
very Important Service for funding as a Special
Project under P191-517? It is my understanding
that since we are a "low incidence" group that we
are elicAble. In the original Senate Bill one of
the pateEories under "service" actually was for
Information and Referral.

We are an all-volunteer organization. I
work ki-mcrt day and night on this project with, of
courso, no pay. With some funding I could make a
much better effort to collect much more information
and could disperse it much more efficiently. This
Service could (has) saved parents and their children
precious years of looking for help.

I will look forward to hearing from you.

incercly,

Puth C. Sullivan, Director
NSLC-Information t: Referral Fervice

RC3:mcg
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•\

bcc: Dr. Palmquist r

101 Richmond Street
Huntincton, .1/v. 25702

February 12, 1971

1.r. William Crunk, Regional Commissioner
HeEion III
Rehabilitative Service7
P.O. 3ox 12900
Philadelphia, Pa. 19103

Dear Mr. Crunk:

In speaking to Mr. James Brew recently,

he suggested that I send to you the enclosed

letter which proposes a special project of

notional significance regarding funding of the

only national information and referral service
LI

specificallyAqr children. I hope that you will

be interested in my proposal and would

appreciate any comments or suggestions you might

hove to give.

incerely,

Ruth C. Sullivan, Director
3-Informstion & Leferrol Service

RCS:msg

ri!closure

ac: Yr. James Brew'
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STATE OF ILLINOIS

DEPARTMENT OF MENTAL HEALTH

ALBERT J. CLASS, M.D., Director

June 14, 1972

Ms. Rosalind C. Oppenheim, Director
Rimaldn School for Autistic Children
1224 Dempster Street
Evanston f Illinois 60202

Arnqc4"/Yigivr 4A (.4 pee)
GENERAL OFFICE.

401 SOUTH SPRING STREET

SPRINGFIELD. ILLINOIS 67.706

Dear Ms. Oppenheim:

May we take this means to acknowledge that your FY 1971 DDSA grant application.
received March 23, 1972 has been considered inappropriate for DDSA funding
for the following reasons:

1. The Governor's Advisory Council for Developmental Disabilities thought-,
that autism in children was not a disability that could be included •-
within the definition(s) of the developmentally disabled.

2. The Grant Evaluation Committee of the Governor's Advisory Council,
determined that lcri priority existed for these proposals planning '
to provide service to individuals categorized as having a
"neurological condition closely related to mental retardation".

This decision was the consensus of the Governor's Advisory Council on Devel7
opmental Disabilities, the Department of Mental Health Regional Staff and
DDSA General Office.

Please feel free to contact this office for further clarification of this
matter. Ks shall be happy In work with you concerning program development
for developmentally disabled individuals in your community and/or any
specific project you have in mind. Po know that the Department of Mental
Health Regional Staff in your locale are anxious to do the same.

Naturally, we are sorry that your proposal could not be funded; we can only
hope that this disappointment will not deter you from carrying on your finepurpose with other funding sources.

Please contact us if you have .any further question regarding your FY 1971
CDSA application disposition.

ERK:rlg

Sincerely,

cotw, vo
Eu*le R. Kelly
Director
Developmental Disabilities
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STATE OF 1..LINOIS

DEPARTMENT OF MENTAL HEALTH

ALBERT J. GLASS, M.D., Director

June 19, 1972

Mr. Joseph E. Oppenheim

President, Greater Chicago Chapter

• National Society for Autistic Children, Inc.

8224 North Ridgeway Avenue

Skokie, Illinois 60076

Dear Mr. Oppenheim:

GENERAL 0ICE

401 SOUTH SPRING STREET

SPRINGFIELD. ILLINOIS 6270G

This is in response to your letter of April 22, 1972, which was addressed

to Lieutenant Governor Paul Simon, in which you indicated that the Develop-

mental Disabilities Services and Facilities Construction Act of 1970 (P. L. 91-517)

is omitting the Autistic Child because lack of funds necessitates the omission of

a fourth category of the developmentally disabled—namely the "neurological

condition of an individual found by the Secretary to be closely related to mental

retardation".

It is true that currently this State has received information from Dill. E. W.

that "other neurological conditions" will not be included within the "substantially

handicapped" definitions of the developmentally disabled for FY 1972. Whether

this is because of lack of funds actually appropriated by Congress to the States

or a difficulty with the definition of the Autistic Child is an open question at

the present time. The majority of persons on the Illinois Governor's Advisory

Council on Developmental Disabilities think the Autistic cannot be considered

mentally retarded because of the causal factors relevant to the condition.

Most assume that the causal factors are primarily associated with emotional

dysfunction at an early age and therefore do not fall within the purview of

P. L. 91-517--which currently defines the developmentally disabled as individuals

with "substantial handicap" within the areas of Mental Retardation, Cerebral

Palsy and Epilepsy.

We think it is unfortunate that the Autistic Child seems to be "left out" although

other sources of funding within the Illinois Department of Mental Health are

available for program services to assist these children. Should a changed posture

regarding this matter occur at a Federal level, I am sure the Governor's

Advisory Council for Developmental Disabilities will reconsider the implications

of the Autistic Child's inclusion within "other neurologic condition" area of

definition.
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Mr. Joseph E. Oppenheim
June 19, 1972
Page 2

Your interest in this matter is appreciated and we hope this clarification
has been of some assistance to you. If we can be of further service to you,
please feel free to contact us.

Sincerely,

7

H. Dickson Buckley
Legislative Liaison
Office of the Director

HDB:mh
cc: Lt. Governor Simon

10?
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/11

Soptembor 21, 1972

State of Illinois .
Department of Mental Health
401 South Spring Street
Sprinafiald, Illinois

ATTENTION: Mr. Eugene R. Kelly
Director, Developmental Disabilities

Dear Mr. Kelly:

In a telephone conversation in Aucust, 1972 with Arlen

Gould of the GovernorTs Office of Hunan Resources, wa

prised him of the denial of our application for DDi. fundir

for Fiscal Year 1971. Mr. Gould at that time advizel us

that there was to be a change in policy and prioriti_. for

grants under the terms of DDSA for fiscal years suz—quent

to 1971; and he urged us to write you at once for for Grant

Application forms, so that we might apply for funding for

Fiscal Year 1972.

Ao yesa d rito j.. for n: .11Dot

ly L'ocivLa yoa.
1:ot 247,h

.•s:rant for 172;
:s1:71;:t0 of:Lco to   -

::cro a-v1a:,(1 that ',;hc doncllif-% 1.)on

to Oct9bor.

On Sar,tnmb3r wo tolc-honnd yo0 in fprin l

cono cuoctinnn ab•:at toUntr,.:ctionz for co -pl_ -

.7rant Durin7. th-.t az

th1;; 1-1:1 nn c:•an:;o polio- 7—X1 - rioritiu.; for
for ,:1 lf.)..r 1972;

_n .nsincio 
Dovolc. r.n; r.--

7)11cat:.on o filo,: for funac fc.r aut1n.; 0'41

dron for Ascal Y:ar 1'72 walla ha

nra not f7.1•7n': a a

":::ar.t for :Zownvovp

to filo for a D= crant forcc 1foar 1972 to '0-) c,

of rocord. That in tho pur.,...n.-o of tha cttcchod Lottor of

Intent.

Sincoroly,

A=TIC

G.
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Zecqbaven.
AmyL.Lettkk

Director

AdviJory Board

Robert LaCamera, M.D.
Rzthert Nagel, Ph.D.
Bernard Stoll, M.A.

A. Herbert Schwartz, M.D.
• Albert Celli, B.S.
Eleanor Some!, MA.
Louis Leers, Ph.D.

Carl Per ichel, Ed.D.
Margaret Shodell, Ph.D.
Jerome Schiller, Ph.D.

Vera Moretti, M.A.
Michael York, Ph.D.

Board of Trasten

Paul Johnson
Chairman

Beatrice Drazen
Sherman Medalie

Anthony Pegnataro, Jr.
Valentyna Stanford

Elmer Swanson
Rabbi Arthur Chit!
William DeMayo
Morfydd Glaser

Gilbert Glaser, M.D.
Barbara Everert
Charles Alpert
Richard C Lee

Virginia Riordan
Irving Saginor
James DeLucia

Carol King
Gary King

Ida Harrison
R. Petrillo

g17-,7c//111b-N7
A school for autistic and brain-damaged children
9 St. Ronan Terrace • New Haven, Conn. 06511 • 624-9819

July 6, 1973

Mr. David D. Berdon, Chairman
State Planning and Advisory Council
70 Livingston Street
New Haven, Conn. 06511

Dear Mr. Berdon:

1718

(S. p1,i6s)

(eolineci-te Ler)

Enclosed you will find a copy of a letter
which Secretary of HEW, Caspar Weinberger, wrote toSen. Weicker. In carrying out the recommendationsmade by both men, I am now writing to you to inquirewhether Benhaven is now in any better position toreceive funds through the Developmental DisabilitiesAct.

I would appreciate knowing whether our grantsnow can come under consideration in as much as the cate—gory of autism has been included in the definition ofthose with developmental disabilities. As Senator
Weicker states, I realize that Connecticut will be theone to decide this, and that is why I am writing to you.

Please let me know what our position is atthis particular point.

BAL/gb
Encs.

Sincerely,

Mrs. Birney A. Lettick,
Director
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?../Cuifeb Zfafer,-, -Senate
SELECT COMMITTEE ON SMALL BUSINESS
(CREATED PURSUANT To S RES. SI. SIST CONS.'S)

WASHINGTON. D.C. 20510

June 20, 1973

Mrs. Birney A. Lettick, Director

Benhaven School
720 Edgewood Avenue

New Haven, Connecticut 06515

Dear Mrs. Lettick:

Attached you will find a copy of a letter that

I received from Secretary Caspar Weinberger of the

Department of Health, Education and Welfare.

Based on Mr. Weinberger's letter, it appears

that the final decision as to how the Developmental

Disabilities Act funds will be allocated rests with

the individual states involved.

Accordingly I certainly think it would be in

order for you to contact Mr. David D. Berdon, as

Mr. Weinberger has suggested.

If I can be of any further assistance with

regard to this or any other matter, please don't

hesitate to contact my Bridgeport office at 915

Lafayette Boulevard, Bridgeport, Connecticut.

With kind regards,

Lowell Weicker
United States

LW:hkf
Enclosure

nator

0
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THE SECRETARY OF HEALTH, EDUCATION, AND WELFARE

WASHINGTON. D.C. 20201

Honorable Loell P. !:;oicker, Jr.
United States Senator
915 Lafayette Lonlevard
HridEeport, Connecticut 06503

Dear Senator ".:eicker:

Thank you for your letter of Nay 23 in behalf of Hrs. Dirney Lettick
who is aslain whether the extension of tho Developmental Disabilities
Act will enable states to serve the autistic mul others with
neurole,Licnl.disorders.

It is true that the lanp:ua7o of the e..;:tension of the Act no..r includes
the autistic by cate.7,ory as one of the "other neurolo,:ical dir;orders
associated with rental retardation or r=din efrilor servicen."
However, the decision to serve this 'oup vial rent uith the individual
state; it is not mandatory.

Tour constituent should once aain approach the Connecticut
Develop=tal Disabilities Council with her wopooal. It is this
Council's decision whether or not ouch construction is the top
priority for the use of 50 percent of Connacticuttl Dsveloomental
Disabilities formula grant. o sua3est that nre. Lattick contact
the Council re7,nrdin?, her continuin interest in the developmentally
disabled in Connecticut. She should direct her inquiry to
Vr. awid D. Derdon, Chairman, State Planning and Advisory Council,
70 Livingston -Street, Neu Haven, Connecticut 05511.

We hope this information will be helpful in responding to your
constituent.

Sincerely,

Secretary
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SrATI3 Oi CONN C'r C 1.T T
S A 1. DEI'ASTIIENT OF HEALTH

79 121 p, STREIT • I 1 RTIVM:D. CONNECTICUT (1(15

OFFICE OF MENTAL RETARDATION

Mrs. Amy L. Lettick, Director
Benhaven
9 St. Ronan Terrace
New Haven, Connecticut 06511

Dear Mrs. Lettick:

DEVELOPMENTAL DISABILITIES PROGRAM

February 1, 1974

I am writing in response to your letter of January 14, 1974, in which you
explored the possibility of apnlying for Developmental Disabilities funds.

Upon receipt of your letter I was particularly struck by the cony of the
June 19, 1973 letter to Senator Lowell Weicker from Secretary Caspar
Weinberger in which it was stated that it is the responsibility of the
State Developmental Disabilities Council to decide whether or not to fund
programs for the autistic. Most certainly this was not our understanding
of the Developmental Disabilities Act and I have very carefully explored
this issue before responding to your request.

I have presented this question to Robert Briggs, Coordinator of the Develop-
mental Disabilities Program in the Boston Regional Office of Health, Educa-
tion and Welfare. This question has also been presented to the office of
Mr. Fran Lynch, National Director of the Developmental Disabilities Divi-
sion, Rehabilitation Services Administration, Washington. Both offices
agree that current legislation limits the use of Developmental Disabilities
funds to the three categories of mental retardation, cerebral palsy, and
epilepsy.

In addition, the National-Conference on Develonmental Disabilities has
outlined the pronosed bill (HR 11511) which would broaden the definition
of Developmental Disabilities to include autism and other neurological
conditions. I am sending you the synonsis and status report of that pro-
posed legislation which indicates that hearings on this bill shall be held
in late January or early February of 1974. Even if the proposed legis-
lation were enacted, I doubt if it would be effective during this fiscal
year which ends on June 30, 1974.

Because of all of the above, I find that I am currently unable to evaluate
your proposal requesting Developmental Disabilities funds-for your program.
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Lib
Mrs. Amy L. Lettick -2- February 1, 1974 ,

I shall keen your material on file in this office, however, and contact you

personally if we are advised at any time in the future that the definition

of Develonmental Disabilities has been broadened to include autism.

Very truly yours,

Danie J. O'Conpell, A.C.S.W.
Dire tor

DJO:jc
encs.

cc: Mr. David Berdon
Mr. Robert Briggs

33-979 0 - 74 - 29
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MARY STEWART GOODWIN, M. D.

T. CAMPBELL GOODWIN, M. D.

COOPERSTOWN, NEW YORK 13326

RHONE 607 547.8192

Dear Ruth:

fi rTgeilmtv--r L1C

Mew yokK

(‘-tectqes)

Dec. 29, 1971

Here is some more material about the Developmental Disabili-
ties Act. As you can see it has been grossly misused in
New York 6tate. I as sending copies of the enclosed to
various legislators and others and also to Sheridan Meimark.
Any additions and corrections will be appreciated, .after the
holidays, of course.

Love to all, yours,

1
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aVELDPMEWTAI. DLSAB1LtTkE5 frCT PL 91-517
OEM' YORK STATg. 1971

• - ere1o.7:menta1 Lisebilities ,ervices ead Facilities
, nEtretion Act sirned by .President Hon. 2L91-517.

▪ !sit.4 York Litate allpted 450.000 to implemiint the Act.

+ Lolo retyponeiallity for exp.auaturs of funtis asciined
Tho or Department of ‘Iontel Hyziene without

notice to concerned public. •

reques.tc for information about expenditure of-
▪ funds under the Act aad about requirements for project
zupport, eddressed to br. k'rederic Lirunberg.
Departroent of F4ental Ilyienn. by parents end others
lateresteZ in handicapped children. Answergpto the
recuests gumested that o1,2,ns for expenditure of
funds vere'still under edvii,ekent, r.resumably deferred
pe'diiL the snnouncement of the Advisory Council,

• d'afine.fl in terms of DDA.

• T:euelopt,ntra Disnoilitlaz Act 6tate 11,..n submitted
to Realer) II of the Dep*ArteLent of Aoalthe Lducation
end ,elfere by York :;tate Department of hental
K7aiene.

- Developmental Lisabilitleo :et I;tate elan ex
approved 14ithout condition by the degional Commissioner

or.the Deportment .ot heLlth. Education

:'.ceAtco inquiries aderezs,,d to Dr. ,;ruaderes office
rt,6artzin the membership of the tAate Ldvisory Council.
regoirsd• Cy eL-91-517. 'Apcolnteehts under coesieera-
tion'.

- Letters of. illquiry resarftin the Council address6d to
..cnrItor :;:ne ;.,enter Jecoa Jmvits.

• inrannel communl,nitiohs the i:opartment of ilentel
Oipt ell ;:undil under the DDA fiscal

ye,r 1971 hr.c }Jaen n.opropritec.
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1571

-- the 1e1&t te tuns fro the, 1,evelomenta1
ties Act Pi. 91-517 to lw adwihitoren by the iit. ,,rt,tant of P.ental hyoiene.

-- the neeecs thc, reciAqntt of the pmje.cts ,,q,7raved for ,1)71.

▪ the perenei qualflootioae of th.,, alezl)cm 31' the Advir:ory Countli of
the tevalol,mentul 4.ct eannahrecea oh ,,,noemher 1:6, 1071.

-- the asfAtmment or the funt!e tor nisabilitiea orlinotln before the
eF,e of el,teen to a Lepartmmt vtaffen by Aciams traihel in adult
psychiatry and iheaperincoG in child care.

-- the asameht or funds to a Dopartment which h,,o3 fal/ed in the pest
to provide apprapriLe tervicev for nentally hhnicapped children with
developmentfl

-- the failure of the jovernar ta onnaunce the oembership of the
hdvivory CoJlc;/ ixant Loniec had been asLi,ned to specific
service an0 c,z,nstruction pro)cets.

• the fellur to prv:Ide citizens with eceoAnte preliminnry information
In tiam for rant sor4icgitiqn to Ix preecntec curin,! 1971.

-- the failure to 'tfo!re ,,clectUtitt• reprelientfitiov on the Council from the
nisciplinvs neer. *tiiillpy.,d to kyi,:pii0e, rvIco r crAlUren ith develop-
aentel (i.e. i.ea?ninf, Disability :ehlteri. ,i,eech And Hesrin8
ceotera. ;rteoreers ainlcs chd Clinic for the dllnd end

-- the failure. to .-,Latarse th(:- funjL towardy etfective coum.anity
projecte in ;,.t,ny ;.arte thE :Ante ,,here such euF:enniture, could reault
in maxi-in:4. benefit6 :or 110inium, outloy.

-- the fellre to rui-;cort irnav,?.ti‘,e projectespecielly for children
2utka, nad eiwilar ceveloonentel disehilltles

who have !)0eh cyclo,te- -frov, Ieny services in trLe puGt.

.... the yo,:t ol• u0;Atlik:itmtinn if'9000U) ih a tephztwent elreatly heavily'
st.Asfed s,izh sws:inis?.r7ttv p.,,rsomel nhe rith ah Oepartmental
ouat of ,;•fer c,5V4f4

the fisEL,Aolent faa.;1', pr•:ijecti; e-rAttence “nd
t'or 5a7,7"hrt by t%;e of ,entf,1 Fly.ijenc,

JrivrAte or zopREA

• the expowAtnre far -:.Ariz>cru.n't1 or near14 ono-iif of t-A, available
funds (cant,triecti',i%. rervIc:ca - :,:j61,411; amtnibtrutt,u1
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;4ormbi,r .?.6„ 

eaw2e•

▪ ..nnotiacememt In i:eatta I1cUE e1J, of that
:late, of nineteen memoo:::, Dr the !IhitrAdvis,4ry

cI;memb4;rDhip inelvded reprnsentetives
fro): the «tat e Zepartmt of Health and
• ctition, respectively; local avernment
oi;eotiev. t.edical ceAters.end reprinentetives

• frol,„ orivate kzeaolea intlueihe hoo4atfe11er
Center. The. lnoc nine "arnbtrn here cate61r-
iuml "000mners". 4jr the term, 3: the
IZA, oe-ttr f the meubert of the tate
Counc:1 Tont re;)rescIlt Lasirunievtt.

lpber 1. 1371 - Article lithe Times..UnItIn•namlpaper of Alban:.
• Xork. that Hr. Alton 4nroha1l hpd been nom*
ac. Chairman of the litate Aduicory council, under

• tom: of the LevrlopAental DisatAlit:les Act.
• :,.archnll forterly 4ecretriv to Governor

•• tmr,orkereller an4 IE prenentli ereuident of
;;co74=7,fe114r Center.



ur
sd
ay
ls

il
dr
en

4n
Ac

ti
me
vr
 4
 b
 (
Alp

, 
-

Th
eA
ss
 
Ct
tu
,s
eT
iS

P
U
B
L
I
S
H
E
D
 B
Y
 A
S
S
O
C
I
A
T
I
O
N
 F
O
R
 M
E
N
T
A
L
L
Y
 I
L
L
 C
H
I
L
D
R
E
N
 O
F
 M
A
S
S
.
 L
A
M
I
C
I
,

o
n
t
r
r
t
u
r
t
r

Di
sa
bi
li
ti
es
 A
c
t
 a
 q
ue
st
io
n

As
ke
d 

to
 
c
o
m
m
e
n
t
 
o
n
 
th

e 
Di
sa
bi
li
ti
es
 
At
h.
, 
an
 a
m
e
n
d
m
e
n
t
 

M
e
a
n
w
h
i
l
e
 

in
 

Wa
sh
in
gt
on

ex
cl
us
io
n 

of
 
au
ti
st
ic
 
ch
il
dr
en
 

to
 
th
e 

Me
nt
al
 R
et
ar
da
ti
on
 
Ac
t,
 
at

te
mp

ts
 t
o 
ge
t 
au
ti
st
ic
 c
hi
ld
re
n

f
r
o
m
 

p
r
o
v
i
s
i
o
n
s
 
o
f
 
t
h
e
 

"
A
n
d
 
st
at
is
ti

cs
 s
h
o
w
 t

ha
t 
th
er
e 

u
n
d
e
r
 

t
h
e
 

"
D
e
v
e
l
o
p
m
e
n
t
a
l

De
ve
lo
pm
en
ta
l 

Di
sa

bi
li

ti
es

 
Ac

t 
ar
e 

se
ve
n 

to
 

ei
gh
t 

mi
ll
io
n 

D
i
 s 
a 
bi
li
ti
es
 

Se
rv
ic
es
 
a
n
d

an
d 

of
 
A
M
I
C
 
fr
om
 
th

e 
St
at
e 

re
ta

rd
ed

 a
nd
 u

nd
er
 o
n
e
 m

il
li
on
 
F
a
c
i
l
i
t
i
e
s
 
C
o
n
s
t
r
u
e
 t
io
n

D
e
v
e
l
o
p
m
e
n
t
a
l
 

Di
sa
bi
li
ti
es
 

se
ri
ou
sl
y 
me
nt
al
ly
 i
ll
."
 

•
 
Am
en
dn
ie
nt
s 
of
 1
9
7
0
,
"
 i
ts
el
f 
an

C
o
u
n
c
i
l
,
 

Dr
. 
Do
ri
s 

Fr
as
er
, 

"
I
 j

us
t 

fe
el

 t
ha
t 
yo
u 

sh
ou

ld
 

ac
t 

to
 a
m
e
n
d
 
th

e 
1
9
6
3
 M
en
ta
l

,
di
re
ct
or
 

of
 
th
e 

Bu
re
au
 

of
 

fi
gh
t 

fo
r 

th
is
 2
0
 
mi
ll
io
n,
" 
sh
e 

R
e
t
a
r
d
a
t
i
o
n
 

Fa
ci
li
ti
es
 

an
d

De
ve
lo
pm
en
ta
l 

Di
sa
bi
li
ti
es
 s

ai
d,
 

sa
id
. 

C
o
m
m
u
n
i
t
y
 

Me
nt
al
 

He
al
th

"
Y
o
u
 
do
or
.

Ce
nt
er
s 

Co
st

ru
ct

io
n 

Ac
t,
 w

er
e

ar
e 

po
un
di
ng
 
o
n
 

th
e

g
i
v
e
n
 

a 
o
s
 

w
h
e
n

wr
on
g 

"

Re
pr

es
en

ta
ti

t
ve

"C
,o
ng
re
ss
 
pa
ss
ed
 
le
gi
sl
at
io
n 

Ap
pr
oa
ch
ed
 
fo

r 
in
fo
rm
at
io
n 

Ma
ss
ac
hu
se
tt
sb
o 

gr
an
ti
ng
 
2
0
 
mi

ll
io

n 
do
ll
ar
s 

fo
r 

o
n
 t

hi
s 
fe
de
ra
l 
ap
pr
op
ri
at
io
n 
by
 
Mi
ch
ae
l 

Ha
rr
in
gt
on
 

re
qu
es
te
d

th
es
e 

ch
il
dr
en
 

(m
en
ta
ll
y 

il
l 

an
 
A
M
I
C
 
m
e
m
b
e
r
,
 
Dr
. 

B.
F.
 
H
E
W
 

S
e
c
r
e
t
a
r
y
 

El
li
ot
t

an
d/
or
 s
er
io
us
ly
 d
is
tu
rb
ed
) 
as
 a
n 

H
u
t
c
h
e
s
o
n
,
 
M
a
s
s
a
c
h
u
s
e
t
t
s
'
 
Ri
ch
ar
ds
on
 
fo
r 

a 
st
at
us
 r

ep
or
t

a
m
e
n
d
m
e
n
t
 

to
 

t
h
e
 

1
9
7
0
 

A
s
s
i
s
t
a
n
t
 

M
e
n
t
a
l
 

H
e
a
l
t
h
 
o
n
 t
hi
s 
in
ni
os
io
n.

'
,

C
o
m
m
u
n
i
t
y
 
Me
nt
al
 
He
al
th
 
Ac

t 
Co
mm
is
si
on
er
 

fo
r 

Ch
il
dr
en
's

ta
t 
"
 

qu
es
ti
on
 y
ou
 r
ai
se
d

an
d 
Ni
xo
n 
ha
s 
ne
ve
r 
re
le
as
ed
 t
he

 
Se
rv
ic
es
, s

ai
d 
th
at
 t
he

 m
on
ie
s 
ar
e 

Ri
ch
ar
ds
on
 s
 
re
pl
y 
(
O
c
t
 
5
)

S 
ed

, 
T
h
e

m
o
n
e
y
,
"
 s
he
 s
ai
d.
 Y
o
u
 s
ho

ul
d 
be
 

be
in
g 

he
ld
 u
p
 b

y 
th

e 
Bu
re
au
 o
f 

is
 „

jo
g 

ca
te
,
ol
ly
 
ex

am
in

ed
 
as

pa
rt

 
of
 
th

e 
de
ve
lo
pr
ne
nt
 
of

go
in
g 
af
te
r 
ev
er
yb
od
y 
to

 g
et
 t
hi
s 

th
e 

Bu
dg
et
 
du

e 
to

 
th
e 

fi
sc
al

cr
is

is
.

D
r'
 

Dr
. 

Fr
as
er
 
po
in
te
d 
ou
t 

th
at
 

"I
t 

is
 $
1
0
 
mi
ll
io
n,
 n
ot
 $
2
0
 
re
gu
la
ti
on
s 

an
d 

po
li
ci
es
 

tc

D
b
i
l
 it
 e
n 

ro
gr
am
. 
W
e
 p
la
n 
to

P
th

e 
$
2
0
 
mi
ll
io
n 

re
qu
es
t 

w
a
s
 

mi
ll
io
n,
" 
Dr
. 
Hu
tc
hi
so
n 
sa
id
. 
H
e
 
im
pl
em
en
t 

th
e 

De
ve
lo
pm
en
ta
l

al
mo
st
 d
ou
bl
e 
th

e 
$
1
1
 m
il
li
on
, 5
 

ha
d 

n
o
 

fu
rt
he
r 

in
fo
rm
at
io
n 

is
a

th
ou
sa
nd
 

au
th
or
iz
ed
 

fo
r 

5
0
 

re
la
ti
ve
 t
o 
th
e 
po
ss
ib
le
 r
el
ea
se
 o
f 

co
mp
le
te
 

pr
ep
ar
at
io
n 

of
 
th

e
st
at
es
 
in
 
th

e 
fi
rs
t 

ye
ar
 f

or
 t

he
 

th
e 
m
o
n
e
y
 
an
d 

he
 
of

fe
re

d 
n
o
 
re
gu
la
ti
on
s 

in
 

pr
op
os
ed
 

ru
le

ch
il
dr
en
 

pr
es
en
tl
y 

un
de
r 

th
e 

c
o
m
m
e
n
t
 o
n
 p
la
ns
 f
or
 i
ts
 u
se
. 

co
nt
in
ue
d 
on
 p
ag
e 
2

N
O
.
 2
 

D
E
C
E
M
B
E
R
e 
1,
97



451

Disabilities Act
still a question
continued from page!

making form soon. Prior to the
adoption of these proposed
regulat;ons, consideration wiil be
given to all comments submitted
to the Department,"

On Oct. 27, Harrington read
into the Congressional Record a
report, which started out:

`Mr. Speaker, one of the
most , diificult and least
understood of all childhood
diseases is autism, a handicap
which causes untold anguish to
families. Children afflicted with
autism require special treatment
and care. Many are unable to
speak or relate to other
individuals. When a child has
autism, he is legitimately
handicapped and the long years
of care are an acute and
unending expense for their
parents.

"There is a great deal of
controversy about, whether
autism is a physical or emotional
illness, or both. Whatever the
cause, the effect is that an
autistic child has little chance of
ever leading a normal life, or
even a somewhat sheltered life
unless proper treatment is
available. But proper treatment
is prohibitively expensive . ."

The Development Disabilites
Council for Massachusetts was
sworn into office Sept. 30 by
Governor Sargent.

In England

Editor's note: it is interesting
to compare the highly important
but individual attempt of Rep.
Harrington to introduce the
concept of autism to the
Congress of the United States
with a presentation or "debate"
in the House of ,,Loars in
England, reported from the
"Hansard," or House record, of

, Feb. 17, 1970. The June, 1970
Newsletter of the English
National Society for Autistic
Children (la Golders Green Rd.,
London, NWII) has a 14 - page
(legal size, single space) report of
the discussion about autism
between four Lords alid two
Baronesses. Replete with
references to the writingi (If Drs.
borne Wing and Michael Flutter,
the discussion highlights history
of diagnosis and importante of
education' in treatment. '

Excerpts:
Quoting Wing, "They • are

tone deaf to any kind of
language . . They are also
unable to entertain concepts and
to work out causal connections.

Quoting Rutter: "It has been
suggested that we do not at the
moment know the best way to
educate autistic children, and
that therefore it is difficult to
lay down the regulations or to
know what the result of them
would be . . . But one thing
seems clear: and that is
expressed better than I could by
(Rutter) in his book, 'Schooling
and the Autistic Child,'" 'In our
present state of knowledge
education probably constitutes
the most important aspect of
treatment and it is to the school
In one form or another that we
must look for the greatest hope
of bringing about improvement
in the child.'"

'My Lords...'

Lord Bishop: "My Lords, ...
Like the last speaker, I must
confess with some shame that
until this matter was brought to
my notice recently, I was quite
ignorant of this particular group
of children . . . What has been
stated, elsewhere seems to put
these children, so far as they can
be diagnosed, in a very peculiar
category of their own ... They
have the ordinary organs for
receiving through their senses,
the experiences of the world out
of which wa build our
personalities; but, somehow or
orther, they lack entirely a
capacity to co 'ordinate, assess
and build these up into a
framework of like which can be
theirs."

'Alas!'

Baroness Elliot: (She cites
statistics which estimate some
3,049 autistic children in
England that year) "If this is
compared with blind children,
where the United Kingdom is
1,427, or with deaf children,
totalling 3,356, it shows that
autistic children are, alas! in a
very high category indeed. The
special provision for them
nowhere compares with the
special provision for deaf or
blind children."

---have—reCently defined education
as a right; they have stated that
it must no longer be considered
a privilege but a right.

We are the advocates for our
children. If we do not speak
they will be forgotten. We must
not allow our ability to speak
for our children to be belittled
by bureaucrats who stand
between us and the programs
our children need.

At a recent meeting of the
Council for the Vocational
Education of the Handicapped
(of which we are a member), I
was impressed by the
representatives of various •
disabled groups. Who
represented the physically
disabled? A man in a wheelchair.
The deaf? One who was deaf.
etc.

We are the login at advocates
for our children because we
daily see the need. For those
unable to communicate, we are
perhaps best able to interpret
their needs.
Our recent two day

conference on Child Advocacy
(sponsored jointly, by the
Department of Mental Health,
McLean Institutes for Education
and Mental Health, and AMIC)
stressed the need for people in
the field to advocate effectively
for children and to prevent
further institutionalization of
children.

We are supported in our role
as moral activists for children by
the Coalition for Children and
the Task Force on Children Out
of School. We have recently
been asked to serve on that Task
Force and we are now working
with that group on a review of
750.

Regional Conferences to
review 750 will be held
throughout the State. We intend
to present our views at every one
of them.

When and where there are
opportunities, let as all speak up
for our handicapped children. If
we don't we may find the years
make little difference, and
children in 1981 will still be
looking for help.

THURSDAY'S CHILDREN
Published by AMIC

ASSOCiitiOri for Mentally
III Children in Massachusetts,

7 Teresa Circle.
Arlington, Mass. 02074 •

President: Barbara Cutler

Editor: Barbara Lillard Povvers
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JOHN J. GILLIGAN
GOVERNOR

Kenneth D. Gayer, M.D.
Director

/1977-fictiMEAJT 746*
OF If
MENTAL HYGIENE AND CORRECTION
OHIO DEPARTMENTS BUILDING

65 SOUTH FRONT STREET

COLUMBUS, OHIO 43215

April 26, 1972

Lorine H. Reid
accutive Director - Lucas County M.H. & H.R. Board
Comaunity Services Building
1 Stranahan Square
Toledo, Ohio 43604

Dear Hiss Reid:

e also Ot-ito

re-Cerevtce Ifl

F
Ok,

/74,

The Developmental Disabilities Planning and Advisory Council
at its meeting on April 21st, 1972, recommended that project grant
application number 1971-46-02, entitled "Program for Autistic Child-
ren" for a state grant under P.L. 91-517 be disapproved.

It will not be possible for your project grant application to
be funded. P.L. 91-517 affirms categorically those types of pro-
grams eligible for funding and not fundable under other state or
federal auspices. The 1972 State Plan for Developmental Disabilities

'sets forth a priority system as well as its objectives to serve the
needs of the developmentally disabled. imy we encourage you to con-
tinue seeking funds for your project as other state and federal
programs may be more amenable to your needs.

Should you have any questions in relation to your project
application, a project review may be requested by contacting the
Office of Developmental Disabilities, Division of Mental Retarda-
tion, (614) 469-3002.

BAK/pf

Sincerely yours,

Baird A. Krueger
Director .
Developmental Disabilities Section
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621 Central Avenue, Albany, New York 12206
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Leonard Berger
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WEST' Vet-ii`J 1 A CIUTISTIC HILDREN

February 18, 1974

Mrs. Mary Akerley
10609 Glenwild Road
Silver Spring, Maryland 20901

Dear Mary:

518/489-7375

I hope the enclosed copies of letters I've received or
sent over the last few years will be of some help in document-
ing the exclusion of autistic children from DDA funds.

When, as NSAC's Legislative Chairman, I began to work on
DDA, I was told (by Mrs. Elizabeth Schoenfield of the Phila-
delphia HEW office) that at a meeting where the DDA definition
of handicaps was being discussed, someone from NIMH objected to
autism being included because "there's 10 million dollars over
at NIMH for autistic children." As we now know; that $10 million
was for "child mental health" and was earmarked for "prevention".
Since there is no known way to prevent autism, this meant that
autisl was excluded from DDA and from the NIMH program.

As you see from my letters to Russell McQuain, Director of
W.Va.'s Commission of Mental Retardation, my requests for funds
were denied.

I have asked Barbara Cutler of AMIC to send you an article '4
from their-naWsretter, Thursday's Child, in which they report
being turned down for DDA funds in Mass. -

I have also asked Mr. Thomas M. Wernert, Executive Director
of the Lucas County*Mental Health and Mental Retardation Board,
to send you a copy of the letter which disapproved their request
for funds for an autism project. I asked him for some documents
that reported DDA funds being withdrawn from an ongoing
DDA autism project, but he could find nothing in writing. We
all know, however, that the autism program had been in existence
for one year when DDA funds were withdrawn because someone
decided autism could not qualify under the definition.

Toledo, Ohio

Dedicated to the education and welfare„: of children with severe disorders of communication and behavior
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Page 2
Nary Akerley
February 18, 1974

At one point soon after the DDA guidelines were published, Sheridan Neimark,

Past Legislative Chairman, and an attorney, questioned the legality of denyin
g

services to handicapped persons who so clearly fit the definition. In fact, a

much larger percentage of autistic children fit the present DDA definition than

do mentally retarded, epilepsy, or cerebral palsy. Also, it would be interesting

to have someone on the Committee holding the hearings to give a definition of

mental retardation. Could they give one that could exclude autistic children?

Daniel and Connie Torisky of our Pittsburg chapter have organized all the

handicapped groups in their area into the Combined Parents Legislative Action

Committee, representing 26,000 (!) parents of handicapped children--including

mentally retarded, epilepsy and cerebral palsy. Their Committee adamantly supports

the inclusion of autism as a separate category.

The best solution to the present dilemma, it seems, would be to eliminate

all categories and let the description be the guidelines--e.g. "substantially handi-

capped","severely developmentally disabled", "originated before age 18", "can be

expected to continua indefinitely", and "constitutes a substantial handicap".

It is surprising that there is such a fuss over the idea that autism may

not be neurological, when even the most analytically oriented now admit that

there is at least some organic impairment. Dr. Edward Ornitz of UCLA said in an

article for California Nedicine*that hypotheses based on psychogenic causation

of autism "are no longer accepted by the majority of serious investigators...

and are now only of historical interest". •

I hope some of this will be of help.

Best wishes,

Ruth C. Sullivan, Director
NSAC - Information and Referral Service
306 31st Street
Huntington, West Virginia 25702

RCS:bf

* April, 1973
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101 Richmond 3treet
Runtington, West Va.'
25702

January 124 1972

nr. Russel H. McQuain, Acting Executive Director
Commission on Yenta/ Retardation . • •
State Capitol Building
Charlecton, West Virginia 25305

Dear Mr. neQucin:

• I an trying to get none funding for thin In-
formation and Referral Zervico, the only one of its
kind serving the entire nation. As you probably
know, West Virginia comes in for a good share of
the service that I give, It occurs to me that it
mi4,tit be possible under the Wvelopmental Disabilities
Act to work out a project that night be mutually
beneficial.

1 would like to propoae a special national pro-
ject sponsored under the Weat Virginia DDA. / don't -
kno;1 how thin would work out, and if you are inte-
rented, portions we could discuss this on the phone.
Since I an located in West Virginia, it would pro- -
bably be more expedient ton you to receive the Federal
funds for the project. I believe that there is a
special wording of the Act which speaks of "special
projects of national interest".

This is the only national Information end Re-
ferral Service for mentally ill children, and judg-
ing from the mail I get daily, and how our service
is expanding, I judge that it is filling an urgent
neod, not only for West Virginia but for the entire
country. I will enclose some material Which I hope

sq
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nr. Russell Xeq.uain

Pace 2

January 12, 1972

will give you sone idea of what we are doin. Tho operation is almost
completely volunteer. I have two eart-time secretaries, two days a
week. I think that we could work out something which would be a unique
project under the DDA. I look forward to hoarinc from you.

Sincerely,

Ruth D. Sullivan, Director
liSAC - Information & Referral

Service

RCS/lm

Enclosures

cc: Z. John D. T9inene, Ad!,inistrator

Social and- nehebilitation Service
Dopart:f.ent of J..feelth, Education and Welrere
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COMMISSION ON MENTAL RETARDATION
170.4. WASHINGTON STIRECT.

CHARLESTON, WEST VIRGINIA 25305

February 7,. 1972

Mrs. Ruth C. Sullivan, Director
NSAC-Information and Referral Service
101 Richmond Street
Huntington, Is'est Virginia 25702

Dear Mrs. Sullivan:

This will acknowledge receipt of your recent letter of January 31, 1972,
and of your previous communication of January 12, 1972, the latter dealing
with your proposed information and referral service for mentally ill children.

As the situation presently exists, the state service program is involved
with mentally retarded, cerebral palsied, and epileptic, all of substantial
handicap. The national planning and advisory council, recently meeting,
attempted to deal with "substantially handicapped," and, we understand, with
"another neurological condition" and other terminology.

I am planning to meet soon with our regional consultant from Philadelphia
with regard to your idea of submission of a proposal under the "special projects
of national interest" concept.

In the meantime, I an forwarding you material on the Developmental
Disabilities Act, including guidelines for services, tentative federal register,
etc.

I will be in touch with you by the end of the month after talking with
the Region III DDA consultant.

Sincerely,

Russell H. McOuain, Jr.
Acting Executive Director

Enclosures

1
/
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I

• 101 Richmond Street
:Tuntington, West Va.
25702

February 10, 1972

•
Mr. Russell H. McQuain, Jr.
Acting Executive Director
Commission on Mental Retardation
1704 Washington Street, East
Charleston, West Virginia 25305

Door. Mr. McQuain:

Thank you for your letter. Since there
seems to be some question about the inclusion
of mentally ill children under DDA, I am enclosing
for you some recent correspondence concerning in-
clusion of autistic-like children. There is no
question that they fit under the DDA terminology.
The ry2, certainly neurologically impaired, are
substantially handicapped, and are among the most
severely developmentally disabled. Perhaps the
enclosed material will help you in your discussions
with your regional consultant from Philadelphia.
Best wishes. I look forward to hearing from you.

Sincerely,

Ruth C. Sullivan, Director
ITSAC - Information 8, Referral

Service

RCS/lm

Enclosures

Mr. YcCfusin: I n(A,er received a reply to the en-
elOselOett14.-"Ceuld-you give me some up-to-date
information? For instance, who serves on the Ad-
visory Council, their backgrounds, what plans are
beinc, made for DDA spending in West Virginia, etc.?
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M. MITCHELL-BATEMAN, M.D.
DIRECTOR

WEST VIRGINIA DEPARTMENT OF MENTAL HEALTH
CHARLESTON 25305

January 4, 1972

Mrs. Ruth Sullivan, Director
National Society for Autistic Children
Information and Referral Service
101 Richmond Street
Huntington, West Virginia 25702

Dear Mrs. Sullivan:

q r

ADDRESS ALL REPLIES

TO THE DIRECTOR

Concerning the possibility of state support for an Information and Referral
Service for Mentally III Children, I have been informed that Developmental
Disabilities Act (DDA) funds may be applicable.

May I suggest that you contact Mr. Russell McQuain for details, however,
before submitting a formal written request for DDA support:

Russell H. McQuain, Jr., Acting Executive Director
Commission on Mental Retardation
State Capitol Building
Charleston, West Virginia 25305
Telephone: 348-2963

Sincerely,

Hillel Liebert
Program Consultant

cc: M. Mitchell-Bateman, M.D.
Mr. Russell ii. McQuain, Jr.
Mr. Robert E. Marshall

_J
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