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Small Groups

LEADERS: (1) Barry/Chris (2) -Marca Bristo
Pat Figueroa Lynnae Ruttledge
Theresa Preda Charlie Carr
Ed Roberts Geni Laurie

Michael Winters

) ¥
\\ LEADERS: (3) Ray Zanella f (4) Max Starkloff
Barbara Bradford / Bernie Cantu
Lex Frieden | Judy Heumann
Tony Serra [ Bob Funk
; John Ross L Jean Mankowsky
A =
e di
QUESTIONS:

o How was the presentor recruited to the ILP?

e What was the external environment of the organization? (geographic
size, social, political circumstances)

e Structure of the program?

e Prehistory of the organization? What was being provided before and
by whom? How did the program get started? (critical factors)

e How strong was the struggle away from other, non consumer based
organizations?

e Funding -- its impact on program services, structure.

e Internal Resource Dynamics
- skills mastered
- staff recruitment, development and training
- authority, power structures
- service delivery strategies -- how effective are they? Have they
changed over time? What impacted them most?

1001 CONNECTICUT AVENUE, NW. O SUITE 310 O WASHINGTON, D.C. 20036 O (202) 822-8405
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July 25 = July.30, 1982

EVALUATION SURVEY

1. How valuable do you feel this seminar
was for you?

it 2 3 4 5

little very

2. What was the most wvaluable in this seminar
for you?

3. What had least value for you?

4. General comments and suggestions.

1001 CONNECTICUT AVENUE, NW. O SUITE 310 O WASHINGTON, D.C. 20036 O (202) 822-8405




W Disability Rights Education
- anad Derense [Fumna), Ine.

LAW,

PUBLIC POLICY,
TRAINING AND July 15, 1982

TECHNICAL

ASSISTANCE

2032 San Pablo Avenue
Berkeley, California 94702

(415) 644-2555
(TDD) 644-2629

Dear Friends,
Enclosed please find the following "UPDATE" information:
® A letter outlining events pertaining to revision of Section

504; the present status of PL 94-142; and information on the Rowley decision;

e A sample letter to be used by you requesting field hearings
and an extended comment period should the Department of Justice publish
proposed changes in the §504 coordination guidelines;

e A brief review of proposed revisions in PL 94-142;

e A copy of a resolution adopted by the President's Committee
on Mental Retardation supporting no changes in PL 94-142 and Section 504;

e Summaries of the Rowley decision by the National Center for
Law and the Deaf and by DREDF;

e An article published in the Washington Post (6/29/82) on the
Rowley decision

In order to help us defray costs, please copy and distribute
this information throughout your network.

Sincerely, _ . ,
4
/Wk MW-Q%/I« /K}uug___
Robert J. Funk Mary ¥ou Breslin
Executive Director/Attorney Deputy Director

A not-for-profit

public benefit corporation
dedicated to the Independent
Living Movement and

the Civil Rights of Persons
with Disabilities



- DREDF
Wi Disaibility Rigivts Ealveaiion
anal Defense [Funal, lnc.,

LAW,
PUBLIC POLICY,

TRAINING AND
TECHNICAL Uiy 7, 1982

ASSISTANCE

2032 San Pablo Avenue *%% RLERT *#%

Berkeley, California 94702
CALL FOR NATIONAL ACTIVITY
(415) 644-2555

(TDD) 8442629 m5. 504 Contacts in All 50 States

Re: Updates on Section 504, Public Law 94-142

Washington
field office: Fedands
202/659-4684 We are reaching a point where publication of regu-
lations for Public Law 94-142 (the Education of
All Handicapped Children Act) and Section 504 is
imminent. For those of you who have been following
this issue closely, you know that the Administration's
proposals have improved somewhat from bad to better
directly as a result of the thousands of letters you
have sent in to the White House, the Department of
Justice and the Department of Education. However,
as we move closer to the date of publication, it
is vital that we be assured by the Administration
that the public comment period will allow sufficient
time for us to respond and that regional hearings be
held to allow you to express your opinions on these
changes. These assurances must be received now.

1346 Connecticut
Ave NW, #1124
hington 20036

The Present Status of 504

e Fact: No later than July l16th., the final
Department of Justice draft of the proposed
504 Guidelines will be sent to the Office
of Management and Budget.

@ Issue: OMB has the authority under Executive
Order 12291 to hold the guidelines for review
and revision for up to 60 days (this could mean
a week and could mean up to a full two months).

® Fact: As a direct result of your letters, the

A An organization Department of Justice drafts have improved
dedicated to the Independent
Living Movement and somewhat over the last few months.

the Civil Rights of Persons
with Disabilities

e Issue: OMB has not been directly involved in
writing portions of the 504 drafts since early




Attachment 1
Sample Letter

Dear

I am strongly opposed to any changes in the 1978 §504 Inter-
agency Coordination Guidelines which are currently under review by the
U.S. Department of Justice.

Despite the fact that disabled people, their parents, advocates
and supporters throughout the U.S. have raised their voices to protest any
changes in the existing guidelines, we understand that the Department of
Justice is moving ahead with plans to publish proposed changes in the
Federal Register for public comment.

When and if the Department of Justice publishes proposed changes,
it is imperative that the disabled community be afforded an adequate amount
of time to prepare responses to any detrimental changes and have an oppor-
tunity to provide expert testimony on the proposed changes during field
hearings conducted by the Department. In order to ensure that disabled
persons are afforded an equal opportunity to respond to any proposed changes,
we demand:

e A MINIMUM 120-DAY COMMENT PERIOD;
o 10 REGIONAL FIELD HEARINGS.

The changes in the existing §504 Coordination Guidelines currently
under consideration by the Department of Justice represent a drastic depar-
ture from the long-sought-after and hard-won civil rights of disabled people.
It is the responsibility of the current Administration to afford the affected
class adequate opportunity to express its opposition to any changes. Your
immediate attention to this matter is imperative.

Sincerely,



Attachment 2

BRIEFING PAPER: PROPOSED CHANGES TO THE REGULATIONS IMPLEMENTING -
PUBLIC LAW 94-142 - DoEd

Summary

In its effort to deregulate the Education for All Handicapped

Children Act, PL 94-142, thle Department of Education has drafted a set of
proposed regulations. However, rather than eliminating federal regula-
tions which create unnecessary burdens, the Department has written draft
regulations which significantly reduce the likelihood that the Congressional
goal of a free appropriate public education for every handicapped child
will ever be realized by curtailing parental partic1patlon in the develop-
ment and implementation of educational programs for handicapped children.

Because of the egregious record of state and local neglect of
the education of handicapped children, Congress grounded its assurance in
the creation of rights for parents to participate in the planning and moni-
toring of the children's education. The change the Administration makes
in the draft regulatioms seriously undermines the ability of parents to
fulfill their role.

e The essential first step in achieving an appropriate educa-
tion for a handicapped child is an accurate evaluation. The proposed
change in the regulations would result in less accurate information about
a child's handicapping condition and learning needs.

e Furthermore, parents would have access to less information
about their child and the school's action as a result of these regulations.
At the very important Individualized Education Program (IEP) meeting
following a child's first evaluation, no one need attend the meeting who is
knowledgeable about the evaluation instrument used or the child's results.

When an agency initiates or refuses a change in a child's place-
ment, it need no longer explain to the parents the options it considered
nor the tests or evaluations the decision was based on.

When parents go to a hearing to contest an agency's action,
they may hear the agency's reasoning and evidence for its action for the
very first time.

e Parents trying to obtain an appropriate education for their
children at an IEP meeting or at a hearing are faced with new vague stan-
dards which make their ability to advocate for their child's rights much
more difficult.

- Handicapped children lose the right to be educated
with non-handicapped children to the maximum extent
appropriate if it is claimed that the child could be
a "probable" disruption;

- Handicapped children lose their right to related
services 1f it is claimed that a less expensive ser-
vice provided less often is of "substantially" equal
benefit,

In both cases, a pareﬁf confronted with professional educators would have
a difficult t:me arguing that their child's right to appropriate education
was violated.

e Finally, the handicapped child's right to an appropriate edu-
cation might never arise because no timelines are established for IEP imple-
mentation.



| The following is a brief review of some of the major

adverse revisions contained in the Department of Edu-- Y
cation's proposed PL 94-142 regulations.l N/
EVALUATIONS

Protections in evaluation procedures assure that children are
accurately classified and appropriately placed. The Department of Educa-
tion proposed regulations weaken the evaluation protections and greatly
limit parent participation.

: The proposed regulations remove the requirement fhat parental
consent be obtained before conducting a pre-placement evaluation.2 The
burden shifts to the parents to show why the evaluation is unnecessary.

The proposed rule eliminates the requirement that the test be
"validated" for the specific purpose for which it is used or that the test
be administered by "trained personnel."3 The changes would permit a class-
room teacher, school nurse or administrator to develop and administer evalu-
ations.

The proposed rule 1imits the current requirement that "the eva-

. luation is made by a multidisciplinary team or group of persons, including

at least one teacher or other specialist with knowledge in the area of

disability,"4 requiring a multi-disciplinary "approach" only for "ch11dren

suspected of having severe, multiple, or complex disorders, including a \ P

specific learning disability."5 The requirement that a child be "assessed (0

in all areas related to the suspected disability..."s has been deleted en- R

tirely. These changes also increase the likeIihood of misclassification.

In addition, many needs of a child would go undetected. A mentally re-

tarded child may be in need of additional services, such as physical or

occupational therapy or speech therapy. The proposed rule does not require

the school district to assess those needs.

1 The existing regulations were codified at 45 CFR §12la.l et seq. They
are currently at 34 CFR §300.1 et seq. This memo refers to the old codi-

fication of the existing provisions in order to easily distinguish them

from the current proposed regulations.

2 45 CFR §121a, 504(b) (i) The proposed rule also eliminates the re-
quirement that consent be obtained before initial placement, §121a.504(b)(i1).

3 Compare 45 CFR §121a.532(a)(2)(3) with 34 CFR §300.158(d), "tests... must

be properly and professionally evaluated" and "administered in conformance
~with instructions provided by the producers of the tests and materials."”

4 45 CFR §121a.532(e)

5 34 CFR §300. 158(g)

6 45 CFR §121a.532(f) | U




The requirement that the IEP meeting must take place 30 days
after the evaluation 7 has been eliminated. The proposed regulations pro-
pose no new timeline. A child who is deemed to need special education
could wait (and waste) several months before an IEP is even developed.

The proposed rule removes the requirement that a member of the
evaluations team participate 1in the IEP meeting for a child who has
been evaluated for the first time. 8 A parent attending his child's first
IEP meeting (and he may not even have consented to the evaluation) may have
no one present who understands the test or the results to question or con-
fer with. :

The requirement that a child be evaluated "every three years or
more frequently if conditions warrant or if the child's parents or teacher
requests an evaluation' 9 has been removed. The proposed rule provides
for reevaluation "at intervals determined by the State educational agency,
or more frequently if the agency is presented with substantial evidence
that such a reevaluation is necessary in order to meet the child's educa-
tional needs."10 A child could remain inappropriately placed indefinitely
under this provision.

While parents are required to present substantial evidence of the
need for reevaluation, the right to obtain an independent evaluation at
public expensell is taken away in the proposed rule. The proposed rule
requires parents to pay for independent evaluations unless "a reviewing
officer requests an independent educational evaluation as part of a hearing
or review."12 This provision discriminates on the basis of wealth.

NOTICE

The existing regulations require that written notice be provided
whenever a school district proposes to initiate or change a child's identi-
fication, evaluation, or educational placement. The proposed regulations
eliminate the requirement that this notice include "...a description of any
options the agency considered and the reasons why those options were re-
jected",13 and "a description of each evaluation, procedure, test, record

7 45 CFR §121a.344(b)
8 45 CFR §212a.343(c)
? 45 CFR §212a.534(b)
1034 ¢FR §300.141

1lrhe current regula?ions give parents the right to obtain an independent
evaluation at.publlc expense unless the public agency initiates a hearing
to show that its evaluation is appropriate. 45 CFR §121a.503(b).

1234 cFR §300.144(d)
1345 cFR $121a.505(a)(2)

-2-




or report the agency uses as a basis for the proposal or refusal."14 In- /J*\
stead, the school district may include "any other information deemed rele- \_/
vant by the public agency to assist the parent in understanding the agency's

proposal or refusal.l5
DUE_PROCESS

If a parent chooses to initiate a due process hearing to contest
the school district's action, the parent is still not entitled to know
the basis of the school district's decision until the time of the hearing.
Presently, either party to a hearing has the right to "prohibit the intro-
duction of any evidence at the hearing that has not been disclosed to that
party at least five days before-the heraing."16 The requirement has been
eliminated.

TIMELINES A ',.30 calendar ASAP
Now Request for — EVval: days N\ 1EP 7 N 1P

evaluation ///\\\~..-- ~ mtg implementation
NPRM Yo/ 0'/ N~ —

o~ 45 days
Now Reguest_: for \ Decision Request for ~30 days\ C s
earing \\\ y, review \‘ Decision
NPRM 60 days 45 days
RELATED SERVICES k\i)

Currently, related services must be tailored to the individual
needs of the child. The proposed rule provides: ’

34 CFR §300.4(10)(ii) In determining whether a
service is required to assist a handicapped child
to benefit from special education, in developing
the child's individualized educational program, a
public agency is not precluded from imposing rea-
sonable limitations related to
(A) The level, frequency, and duration of
services required;
(B) The qualifications of the providers of
those services;
(C) The cost of those services, where they
are selected from among alternatives
that would provide substantially equal
educational benefit; and

1445 CFR §121a.505(a)(3)
1534 CFR §300.146(a)(3)
1645 CFR §121a.508(a)(3) .




(D) Services required in 1ight of the educa-
tional placement appropriate for the child...17

A school district might decide that is "reasonable" tc place a ceiling of
two times a month on speech therapy or that an aide can provide the speech
therapy. Determining whether a service will provide "substantially equal”
educational benefit is an unworkable standard and runs contrary to the in-
tent of PL 94-142, : ' :

LEAST RESTRICTIVE ENVIRONMENT

The proposed regulations remove the requirement that a child be
educated as close to the child's home as possible.i18 This change encourages
segregation and the use of regional centers for the education of handi-
capped children. The proposed rule also eliminates the current require-
ment that a school district provide a "continuum of alternative place-
ments." 19 The continuum of alternative placement provision assures that
placement not be limited to what is currently available. For example,
many school districts only have segregated settings available for children
classified as trainable mentally retarded. The continuum of alternative
placement provision requires the school district to begin to develop al-
ternatives, such as special classes on regular school sites.20

The proposed rule also allows a school district, in determining
the Teast restrictive alternative, to "consider an actual or probable
substantial and clearly ascertainable disruption of the educational ser-
vices provided to other children."21 This provision is subject to abuse.
Stereotypes could result in a determination that "probable disruption”
would result from the participation of a mentally retarded or severely
handicapped child.

17The proposed regulations also provide that a school district is not re-
quired to provide "1ife sustaining procedures that can be provided out-
side the normal school day, must be performed under sterile conditions,
must be administered by specially-trained, 1icensed health care profession-
als or entail significant risk of illness or more than minimal injury."

34 CFR §300.4(10)(ii). This provision could result in the exclusion or
segregation of children in need of these services. For example, the right
of a child to receive clean intermittent catherization, Tatro v. State of
Texas, 625 F.2d 557 (5th Cir., 1980), may be jeopardized.

1845 CFR §121a.552
1945 CFR §121a.551
2034 CFR §300.161(c)(2)

?I1pid.
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(18-1) Public Law 94-142 and Section 504

g/

and Position of
The President's Committee on Mental Retardation

WHERLAS, disabled children and adults have historically been denied
- the right to obtain a meaningful education, approprinte
vocatio~al training, and sccess to basic human services,

and hav+ been relegated to a role of dependency and a loss
of human dignity; and

WHEREAS, The Education of All Handicapped Children Act, Public Law
94-142, was passed into law to guarantee disabled children
a right to a free public education provided in conjunction
with spucific related services which would allow them to
have an cqual educational opportunity; and

WHEREAS, Section 504 of the 1973 Rehabilitation Act guafantees
that as these disabled children grow into adulthood, they
will be provided with equal access to the educational,

training, employment, social services, transportation and
housing services available to the nondisabled; and

WHEREAS, the implementation of both of these laws through federal
regulations over the last five years has resulted in
greater opportunities for meaningful educational programs
for over 4 million disabled children throughout the
country, and uncounted numbers of disabled adults from
lives of total dependency and low self-esteem to productive
lives through increased employment and training '

opportunities and expanded avenues to social services and
community life; and

WHEREAS, the premise that some disabled persons would not be able
to benefit from meaningful educational and training
opportunities, and that a determination should be made
regarding the extent to which disabled people would either
benefit from or contribute to the operations of a program
in a manner which would be "socially beneficial" to all
parties, speaks to age-old prejudices against the disabled,
denies them basic human dignity, and is antithetical to the
concept of equal citizenship; and

WHEREAS, these two laws were passed because similar protections

were not and are not available through existing §tates'
statutes; ‘

THEREFORE, BE IT RESOLVED that the President's Committee on Mental

Retardation reaffirms their strong commitment to retaining
the existing laws and regulations pertaining to Public Law
94-142 and Section 504 in substantially their present form,
and encourages the President to take a positive and public
stand to halt all efforts to change these laws through
regulatory and legislative reform that would adversely
affect mentally retarded citizens. Through these laws, the
. way has been cleared for preparing a large segment of our
society to moving from lives of dependency to greater
independency by becoming tax-paying citizens. Public Law
94-142 and Section 504, and their implementing regulations
. constitute an investment, rather than a burden, to society.



Attachment 4

MEMORANDUM

TO: 504 Coordinators and Network
FROM: Arlene B. Mayerson, Staff Attorney
RE: Hendrick Hudson Central School District v. Rowley

WHAT WERE THE FACTS INVOLVED. IN THE ROWLEY CASE?

Amy Rowley, a deaf girl, attended an integrated elementary school.
An IEP was prepared for Amy during the Fall of her first grade year. The
IEP provided that Amy should be educated in a regular classroom, should
continue to use an FM hearing aid, and should receive instruction from
a tutor for the deaf for one hour each day and from a speech therapist for
three hours each week. Amy's parents requested that a sign language
interpreter be provided for all academic classes.

When the request for an interpreter was denied, the Rowley's
instituted administrative procedures under PL 94-142 to challenge the
school district's decision. The hearing officer ruled in favor of the
school district, finding that Amy was achieving educationally and socially
without an interpreter. ' :

: Pursuant to PL 94-142's provision for judicial review, the Row-
ley's filed suit in federal district court. The district court found
that Amy "is a remarkably well-adjusted child" who has "developed an
extraordinary rapport" with her teachers.* It also found that “she per-
forms better than the average child and is advancing easily from grade
to grade."** However, the district court also found that Amy “"under-
stood considerably less (59%) of what goes on in class than she would. if
she were not deaf", and therefore was "not learning as well academically"***
as she would with a sign language interpreter. The district court held
that Amy was not receiving a "free appropriate public education" (FAPE)
because without a sign language interpreter she was denied "an oppor-
tunity to achieve her full potential commensurate with the opportunity
provided to other children."**** The federal Court of Appeals for the
Second Circuit affirmed the district court's decision.*****  The school
district sought and was granted review before:the U.S. Supreme Court.

WHAT WERE THE ISSUES BEFORE THE SUPREME COURT IN ROWLEY?

The Supreme Court considered two issues: What is meant by the
PL 94-142 requirement of a "free appropriate public education" (FAPE),
and, what is the role of the state and federal courts in reviewing state
educational agency decisions.

* 483 F.Supp. 528, 531

** Id at 534

***Id at 532

***x*]d at 534

**x%%632 F.2d 945 (2nd Cir., 1980)



HOW DID THE COURT DEFINE FAPE?
The court stated:

“According to the definitions contained in the Act,

a "free appropriate public education" consists of
educational instruction specially designed to meet

the unique needs of the handicapped -child, supported

by such services as are necessary to permit the child
"to benefit" from the instruction. Almost as a check-
list for adequacy under the Act, the definition also
requires that such instruction and services be pro-
vided at public expense and under public supervision,
meet the State's educational standards, approximate

the grade Tevels used in the State's regular education,
and comport with the child's IEP. Thus, if personalized
instruction is being provided with sufficient suppor-
tive services to permit the child to benefit from the
instruction, and the other items on the definitional
checklist are satisfied, the child is receiving a "free
appropriate public education" as defined by the Act.

The court also stated:

We therefore conclude that the "basic floor of oppor-
tunity" provided by the Act consists of access to
specialized instruction and related services which are
individually designed to provide educational benefit
to the handicapped child.

'HOW DID THE COURT DECIDE WHETHER AMY WAS RECEIVING AN FAPE?

After defining the applicable standards, the Court recognized
that "the determination of when handicapped children are receiving suf-
ficient educational benefits to satisfy the requirements of the Act pre-
sents a more difficult question.” The Court stated:

We do not attempt today to establish any one test for
determining the adequacy of educational benefits con-
ferred upon all children covered by the Act. Because
in this case we are presented with a handicapped child
who is receiving substantial specialized instruction and
related services, and who is performing above average

in the regular classrooms of a public school system, we
confine our analysis to that situation.

The Court reasoned that when a child is being educated in the




regular classrooms of a public school system, "the system itself monitors
the educational progress of the child. Regular examinations are admis-
tered, grades are awarded and yearly advancement to higher grade levels
is permitted for those children who attain an adequate knowledge of the
course material. The grading and advancement system thus constitutes an
important factor in determining educational benefit."

~ Using the above reasoning, the Supreme Court held that Amy was
receiving an FAPE without a sign language interpreter:

...the District Court found that the "evidence firm-
1y establishes that Amy is receiving an adequate edu-
cation, since she performs better than the average
child in her class and is advancing easily from grade
to grade." 483 F.Supp at 534. In light of this
finding, and of the fact that Amy was receiving per-
sonalized instruction and related services calculated
by...school administrators to meet her educational
needs, the lower courts should not have concluded that
the Act requires the provision of a sign language inter-
preter.

WERE OTHER PROVISIONS OF PL 94-142 AFFECTED BY THE SUPREME COURT DECISION?

A The Court's decision did not affect the basic provisions of PL
94-142.

a) Each child must be given evaluations to determine the need
for special education and related services.

b) Each child must have an IEP (individualized education plan).

c) Parents have the right to participate in the planning and
development of the IEP.

d) Related services must be provided to enable the child to
benefit from his/her educational program. (The Court held that Amy did
not need a sign language interpreter to benefit from her educational
program. ) ‘

e) Disabled children must be educated with non-disabled children
to the maximum extent appropriate.

f) Each child's IEP must be reviewed at least annually.

g) Parents or guardians must be notified of any proposed changes |
in the "identification, evaluation, or educational placement of the child




or the provision of a free appropriate public education to the child. .
'h) Parents or guardians have the right to bring a complaint
about any matter relating to identification, evaluation, placement or
the provision of an FAPE.
i) Complaints brought by parents or guardians must be resolved
at "an impartial due process hearing" and appeal to the State educational
agency must be provided if the initial hearing is held at the Tocal or
regional level. '
j) If the parents or guardian disagree with the state adminis-
trative decision they can appeal in state or federal court.
HOW DOES ROWLEY AFFECT OTHER DISABLED CHILDREN?
Again, as noted above, the Supreme Court explicitly stated in
Rowley:
Because in this case we are presented with a handi-
capped child who is receiving substantial specialized
instruction and related services, and who. is perform-
ing above average in the regular classrooms of a public PN
school system, we confine our analysis to that situa- \\ )

tion.
(Emphasis added)

Each child must still receive "personalized instruction with
sufficient support services to permit the child to benefit educationally
from that instruction." The IEP must still be based on the unique needs
of the individual child.

If the child is in a regular classroom, &bove average performance
and passing from grade to grade will be considered very significant factors
in determining whether the child is benefitting from education.* Many
disabled children will need supportive and related services to reach this
level of achievement. Indeed, many deaf children will require interpreters
in order to advance to higher grade levels. Amy was an excellent 1ip-
reader, was doing well in class without an interpreter and the school
district was providing her with other supportive services. The inter-
preter was necessary for Amy to maximize her potential. The Court held
that PL 94-142 requires an "appropriate" education, not a potential-
maximizing education.

* )
The Court did state, however, that "We do not hold today that every .

handicapped child whp is advancing from grade to grade in a regular public

ighoo]lsystem is automatically receiving a 'free appropriate public educa- —
jon.'" ‘
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The Rowley decision is most applicable to disabled children in
"mainstreamed" public school classes. If a child is passing, it is assumed
that s/he is benefiting. Many disabled children attend special education
classes which are not graded. In these instances, the child's individual-
ized goals and objectives contained in the IEP are the only relevant measur-
ing stick. Unlike regular educat1on, there is no genera]ized goal, i.e.,
passing, app11cab1e to all children.in the class. Any service which assists
the child in reaching his/her individualized goals must continue to be
provided.

The development of a comprehensive IEP, with goals and objec-
tives which accurately reflect the child's potential, becomes all the more
important. Achievement toward the IEP goals will be used to determine
whether the child is "benefiting" from his/her educational program.

WHAT IS THE ROLE OF FEDERAL AND STATE COURTS IN REVIEWING STATE ADMINIS-
TRATIVE DECISIONS?

The Supreme Court specifically rejected the school district's
arguments that courts could only assure that PL 94-142's procedures were
followed. The Court reiterated the power of the courts to make "inde-
pendent decisions based on the preponderance of the evidence." In

summary, the Court stated that a court's inquiry is two-fold.

First, has the State complied with the procedures
set forth in the Act? And second, is the indivi-
dualized educational program developed through the
Acts procedures reasonably calculated to enable
the child to receive educational benefits.

It should be noted that the Supreme Court cautioned the Tower
courts to avoid imposing their own view of preferable educational "methods"
upon the States. Nonetheless, the federal courts do retain the power to
review the substance of the state's proposed educational program and to
order additional services if that program is not individually designed to
provide each child meaningful access to education.

CAN A SCHOOL DISTRICT PLACE A CHILD IN A SEGREGATED SETTING RATHER THAN
PROVIDING THE SERVICES HE/SHE NEEDS TO SUCCEED IN A 'MAINSTREAMED" CLASS-
ROOM?

The Supreme Court explicitly affirmed each child's right to be
educated with non-handicapped children to the maximum extent appropriate.
The Court quoted the statutory provision which assures that "removal of
handicapped children from the regular educational environment occurs only
when the nature or the severity of the handicap is such that education in
regular classes with the use of supplementary aids and services cannot be
achieved satisfactorily." Supplementary aids and services must be pro-




vided if they enable a disabled child to participate in regular. education. .

CAN A SCHOOL DISTRICT DENY A SERVICE BASED ON THE COSTS OF THE SERVICE?

Notably, the Supreme Court does not refer to the cost of pro-
viding interpreter services even though the school district stressed this
factor in its briefs before the Court. A school district must still pro-
vide those services which allow a child to benefit from her/his education,
regardless of the costs involved.




QUESTIONS AND ANSWERS ABOUT THE ROWLEY DECISION

Prepared by the National Center for
Law and the Deaf

Does the Rowley decision mean deaf children cannot get 1nferpreters in
public schools?

A. No. The Court only said that Amy Rowley does not need an inter-
preter. A deaf child who depends on an interpreter in order to bene-
fit from his/her education will get one. If the child's Individual-

 ized Educational Plan (IEP) requires an interpreter, it must be provided.

How will deaf children get the necessary services that they need in
classrooms?

A. If the school and parents agree that the child needs an interpreter, -
a qualified teacher, or a total communication program, the child will
get one. If the school disagrees, the parents must prove that the
child will not benefit from school without necessary services. For
example, parents could show that the child would not do well in school
without an interpreter, or that the child would not be able to under-
stand the teacher well enough to learn, without a total communication
program.

Why did the Supreme Court rule that the school did not have to provide
and interpreter for Amy?

A. The court recognized that Amy was exceptional. Amy was an excellent
lipreader, she was doing well in class without an interpreter, and the
school was providing her with other support services. For example,

they were providing her with an amplifying system, a certified teach-

er of the deaf for one hour a day, and a speech therapist for three
hours a week. The court held the school was already providing her

with an appropriate education.

How does the Court define appropriate education?

A. A]though the Court did not describe what is an appropriate educa-
tion in all cases, it said that schools must provide services which
are individually designed to allow each handicapped child to benefit
from his/her education. One of the things to be considered is whether
the child passes from grade to grade. But that is not the only thing
to be considered.

Does the decision mean handicapped children do not have a right to
the best education possible?

A. The law never required schools to provide the best education
possible. It only required schools to provide an "appropriate"
education. '




Does the decision hurt bright handicapped children?

A. Yes. If they are doing well in school (above average) without

specific support services, then it will be hard to convince the state

to provide new support services. If they already have some kind of
support services written into their IEPs, then these services should
continue. ' ‘

Does the Rowley case weaken the Education for all Handicapped
Children's Act (PL 94-142)?

A. No. The Court upheld the basic parts of the law.

a. Each handicapped child must still have an individualized
educational plan. :

b. Sufficient support services must be provided so the child
may benefit from his/her education.

c. The parents do not have to pay for the support services
or the IEPs.

d. Parents are to share in.the planning and development
of state plans and the child's IEP.

e. If parents are not satisfied with the child's IEP, they
can appeal and ask to have it changed.

f. If parents are not happy with the results of the appeal
and hearings, they can still go to court and have a judge
decide if the IEP is fair.

Does the decision weaken parent's rights?

A. No» it actually strengthens them. The Department of Education
has .been trying to stop parents from being involved with IEPs and
state plans. The Court held that FL 94-142 requires that parents
be involved in such planning and programs.

Does the Rowley decision mean that colleges, hospitals, and courts
do not have to provide interpreters for deaf people who need them?

A. No. Colleges, hospitals and other places receiving federal
money must provide interpreters because of Section 504 of the
Rehabilitation Act. of 1973. Section 504 was not involved in the
" Rowley case. The Rowley case was about PL 94-142, a different
Taw which applies only to public school.
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Washington Post (6/29/82)

Justices See a Limit to Services

Schools Must Offer Handicapped

By Charles R. Babcock

:Washington Post Staff Writer

Ruling for the first time on the controversial
question of how much special assistance a -public
schoo!l district must make available to a handi-
capped pupil, the Supreme Court held yesterday
that federal law requires school boards to provide
some services for the handicapped, but not all
those needed to “maximize” a student’s learning
potential.

The 6-to-3 decision, written by Justice William
H. Rehnquist, said that under the federal Educa-
tion for All Handicapped Children Act of 1975,
Amy Rowley, an 11-year-old deaf girl, is not en-
titled to a free sign language interpreter as or-
dered by a lower court.

The family’s attorney, Michael A. Chatoff, who
is deaf and read the justices’ questions in oral ar-
gument with the aid of a computer, described
Amy as a bright child who had been progressing
well in her classes by reading lips. But the inter-
preter was needed, he told the court, so Amy
would have a chance t reach her full potential,
the same as nonhandicapped students. The lower
courts agreed and ordered the New York state
school she attends to provide the interpreter.

The decision was the Supreme Court’s first re-.

view of the act, which assures that states provide a
“free appropriate public education” to students
with disabilities. Gwen Gregory, deputy legal
counse} for the National School Boards Associa-
tion, whose members have been fighting lawsuits
under the act. said the decision limits a board’s

duties and also limits the federal courts’ ability to .

“second guess” lucal educational decisions.

Al Pimental, executive director of the National
Assaciation for the Deat, said the ruling was “very
negative” and accused the majority of “making the
law, rather than interpreting it.” '

Nancy Rowley. Amy's mother, said yesterday at
her home in Montrose, N.Y., that “it isn't fair. She
was ready 1o he cqual. She has the right to prog-
ress.

The case turned-on the court’s interpretation of
what Congress meant by “free appropriate public
education.” Rehnquist said . that in passing the

1975 law, Congress “sought primarily to make

public education available to handicapped chil-
sien. But in seeking to provide such access w
public education, Congress did not impose upon
the states any greater substantive educational
standard than would be necessary to make such
access meaningful.”

He said Congress recognized it couldn’t guar-

~..antee any particular educational outcome for the 4

million students served under the law. “Thus, the
intent of the act was more to open the door of
public education to handicapped children on ap-
propriate terms than to guarantee any particular
level of education once inside,” he wrote.

States meet the act’s requirements “by provid-
ing personalized instruction with sufficient sup-. .
port services to permit the child to benefit edu-
cationally from that instruction,” Rehnquist
added. There is no requirement in the law, he
said, that the services provided “be sufficient to
maximize each child’s potential” with the oppor-
tunities provided other children.

The decision in Hendrick Hudson District
Board of Education vs. Rowley also warned lower
courts to “be careful to avoid imposing their view
of preferable educational methods upon the
states.” :

The act contains strict procedural protections
for parents, which Rehnquist said showed that
Congress meant “adequate compliance with pre-
scribed procedures will in most cases assure much,
if not all, of what Congress wished in the way ol
substantive content in an IEP [individualized ed-
ucational program).”

Chief Justice Warren E. Burger and Justices
Lewis F. Powell Jr., John Paul Stevens, Harry A.

" Blackman and Sandra Day O'Cunnor joined

Rehnquist. :

Blackman said he felt the law did require equal
opportunity for handicapped children, but that
the school board in the Rowley case had tried to
provide it.

Justice Byron R. White wrote a dissent, joined

- by William J. Brennan Jr. and Thurgood Mar-

shall, in which they accused the majority of mis-
reading the legislative history of the law. Provid-
ing Amy Rowley with some educational -benefits is
not enough, White argued. He said the majority
seemed to be saying “a teacher with a loud voice”
would be enough to satisfy the law’s requirements.

Pat Wright of the Disability Rights Education
and Defense Fund Inc. said the handicapped ed-
ucation law was drafted so strongly that the ruling
“couldn’t ta'te away the rights of disabled school
children and their parents.” She said her group "is
concerned the decision will be interpreted as a set-
back” 8o “we will be vigorously monitoring the ac-
tions of schuol districts and the Reagan adminis-
tration.”



THE EROSION OF SECTION 504
THE CIVIL RIGHTS MANDATE FOR DISABLED PEOPLE

Section 504 of the Rehabilitation Act of 1973 is under heavy attack by the Reagan
Administration. If successful, it would undermine all disabled people's right to public
transportation; threaten protections against discrimination in education to disabled people;
remove any protection against employment discrimination; and deny equal access to health
and soclal service programs receiving federal assistance.

Section 504, the first major revision of disability policy since 1920, was enacted as
the key national civil rights mandate conferring constitutional protections of equality
of opportunity upon a class of people perceived as "handicapped." It was a statement that
organized society would take steps to eliminate the historic patterns of exclusion and
discrimination and extend the privileges of full and equal citizenship to disabled people.
Four years after enactment of Section 504, the Department of Health, Education, and Welfare
(DHEW) issued its 50k implementing regulations and inter-agency guidelines. They were
developed after careful evaluation of public comments, public hearings, consideration of
administrative cost burdens to recipients of federal assistance, and a clear understanding
of the Congressional intent to end discrimination and exclusion of disabled people from
the mainstream of society. The 504 regulations were finally signed and issued after Con-
gressional requests, successful litigation, petitions, and peaceful assemblies and civil
disobedience by disabled people. They were in force two years when court and administra-
tion actions began to signal a rapid retreat from this hard-won civil rights mandate.

o The Administration rescinded the Department of Transportation 504 regulations that
provided for bus and fixed rail access, and re-issued old regulations which do not. This
action was taken in haste and without regard to its responsibility to provide equal treat-
ment to disabled people under the Urban Mass Transportation Act and Federal Aid Highways
Act; without consideration of remaining Section 504 mandates and without adequate notice
for comment by those affected by the changes.

o The Office of Revenue Sharing issued revised Section 50L regulations which violate
he existing guidelines by excluding transition plans and self-evaluation requirements.
Again, adequate notice for comment was not provided. 5

o The Department of Education has issued internal memos restricting investigation in
specified areas of Section 504 (employment, auxiliary aids, and others); this conflicts
with existing SO4 mandates and interagency guidelines. The process is occurring without
adequate notice and opportunity for disabled people to comment.

In the face of these actions, the Department of Justice has failed to enforce its 504
mandate. Further, it is reviewing the 504 Inter-Agency Guidelines for "burdensome" restric-
tions, a process that could drastically limit protections in employment; provide for means-
income tests; limit accommodations and modifications on the basis of perceived economic
costs; define qualified handicapped person in terms of perceived degree of impairment and re-
place the equal opportunity requirement with a requirement for "substantially" equal oppor-
tunity. This will result in a civil rights statute that will protect only those persons who
are able to meet all program criteria in spite of the existence of handicap, i.e., those
disabled persons least in need of protection of their civil rights.

BLOCK GRANTS--FROM LITTLE TO LESS

The disabled community depends on the interlocking relationship of benefits, services,
training opportunities, and communications and physical access to participate equally and
fully in the community. Although funding for rehabilitation services and independent
living programs has not yet been reduced substantially, their effectiveness is severely
undercut when concomitant ancillary services and programs are withdrawn.

Severely disabled persons can expect a reduction in services over the next years
because local communities cannot provide essential supplementary and back-up services
which provide access to the community at large. Without the life-support systems (e.g.r
accessible housing, attendant care), accessible public transit, and training opportunities,
employment for the disabled young adult becomes a fantasy. A low-income disabled person
who is a member of a racial or ethnic minority is likely to fall through the safety net
into a nursing hom- or state hospital.
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The continued integration of low-income severely disabled people into their communities
has been further threatened by the consolidation of federal programs into block grants.
Proposed by the Reagan Administration and adopted by Congress, the block grants make the
states responsible for administering and allocating funds. Many disabled persons rely on
community-based support services to maintain an independent, non-institutionalized life
style. Previously, the federal government assured implementation of policies in health,
education and social services, but, under the block grant program, the states decide what
programs should be funded and at what level.

Facing a drastic reduction in funding for such programs next year, the states must
decide which programs to cut and which populations to stop serving. This sets up a poten-
tial for friction among equally needy groups and a tendency to compete for rapidly dwind-
ling resources. Groups with special needs must form coalitions and support each other's
goals in order to prevent the block granting process from threatening the solidarity of
the low-income community. :

BUDGET PROJECTIONS FOR DISABILITY-RELATED PROGRAMS

The following areas are likely targets for upcoming budget slashing. It is difficult
to measure the effect on individual disabled people; however, a 25% to 35% (as reflected
in the right hand column) cut in any area, coupled with the need for all poor and disen-
franchised persons to fight for program funding on the state level leaves the 35,000,000
disabled persons, including children, the elderly and racial and ethnic minority group
members, 25%-35% less able to live with dignity and freedom of choice.

FY 1981 House Senate Adminis- Percent of
(pre- FY 1982 Appropri- Labor,HHS tration Proposed Re-
recis- Authori- ations Ed. Sub- Propo- duction from
sion zation Committee committee sals* FY 1981

Special Education

Programs include PL 94-142 (The Education for all Handicapped Children Act) state grants,
pre-school incentives and Title I set aside for the Handicapped.

1112.0 994 .8 1092.125 1077.625 733.66 3L4%
Vocational Rehabilitation :

Programs include State Grants, Service Projects and Training

912.6 954.5 905.8 898.3 1972 12%
Independent Living

Independent Living Programs (ILPs) have been the key to integration of disabled adults

into their home communities. ILPs, in most states, provide crucial direct services to
community residents such as attendant referral, transportation, housing referral, financial
advocacy, counseling and transportation

18.0 19.4 18.0 18.0 11.9 34%

Developmental Disabilities

Approximately 2.2% of the population of the U.S. are developmentally disabled (disabled
since birth or early childhood, or are functionally disabled according to the new federal
definition). Services and programs are keyed to serving this large, specialized population
and, although presently appear in tact, would be severely diminished if the administration
achieves its new cuts.

. 628.0 k91.0 48s5.0 450.0 b21.1 33%

Title XX Social Services

Among other programs, Title XX supports attendant care programs in some states. These are
critical, life support services without which severely disabled persons cannot live inde-
endently in the community.

P . i 2.9 2.4 2.1 2.4 1.9 347
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OTHER VITAL SERVICES AND PROGRAMS CUT OR ELIMINATED

Veterans Administration: While Veterans benefits have gone up, $16 million slated for
Veterans Outreach Centers in rural areas will not be spent. The Technical Assistance pro-
gram, which gave assistance to organizations serving veterans, has been abolished.

Job Training Programs: CETA cuts have eliminated all public service employment and the
program is doing classroom training only. The VISTA program has been severely restricted.
This program is the only one that allows disabled volunteers the opportunity to gain job
experience, while keeping life supporting SSI benefits. VISTA, in addition to providing
disabled people with Job experience, also provided staff people for community service
centers. The Youthwork Project, which provides independent living skills and Job placement
to disabled minority youth, is ending.

Low Income Housing for Disabled Persons: The HUD Section 8 rental assistance program was
cut from 254,550 units in FY 1981 to 153,000 in Fy 1982, 1In addition, families are now

required to pay 30 percent (rather than 25 percent) of their income before the subsidy
becomes effective.

Low Income Energy Assistance Program: The Low Income Energy Assistance Program (LIEAP)

which helps low income persons pay utility bills, has been cut almost in half. Moreover,
the states have now been relieved of the obligation to give priority in program participa-
tion to the elderly and disabled whose very lives may depend on thig assistance,.

Disabled persons must fight with other poor and disenfranchised groups to combat
these life and freedom threatening budget cuts. We must educate ourselves and others about
the extent of the reductions both now and for the years ahead.

———————————

’These figures were calculated using the President's March 10th proposal of a 25% re-
duction from FY 1981 levels and adding his requested additional 12% reduction.

Prepared by the Disability Rights Education.and Defense Fund, Inc., 2032 San Pablo Avenue,
Berkeley, California 9L702. If you wish further information, please contact us
(L15) 6bl-2555, :




Attachment 4

MEMORANDUM

TO: 504 Coordinators and Network
FROM: Arlene B. Mayerson, Staff Attorney
RE: Hendrick Hudson Central School District v. Rowley
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WHAT WERE THE FACTS INVOLVED IN THE ROWLEY CASE?

Amy Rowley, a deaf girl, attended an integrated elementary school.
An TEP was prepared for Amy during the Fall of her first grade year. The
IEP provided that Amy should be educated in a regular classroom, should
continue to use an FM hearing aid, and should receive instruction from
a tutor for the deaf for one hour each day and from a speech therapist for
three hours each week. Amy's parents requested that a sign language
interpreter be provided for all academic classes.

. When the request for an interpreter was denied, the Rowley's
instituted administrative procedures under PL 94-142 to challenge the
school district's decision. The hearing officer ruled in favor of the
school distriet, finding that Amy was achieving educationally and socially
without an interpreter. :

Pursuant to PL 94-142's provision for judicial review, the Row-
lTey's filed suit in federal district court. The district court found
that Amy "is a remarkably well-adjusted child" who has "developed an
extraordinary rapport" with her teachers.* It also found that “she per-
forms better than the average child and is advancing easily from grade
to grade."** However, the district court also found that Amy "under-
stood considerably less (59%) of what goes on in class than she would if
she were not deaf", and therefore was "not learning as well academically"***
as she would with a sign language interpreter. The district court held
that Amy was not receiving a "free appropriate public education" (FAPE)
because without a sign language interpreter she was denied “an oppor-
tunity to achieve her full potential commensurate with the opportunity
provided to other children."**** The federal Court of Appeals for the
Second Circuit affirmed the district court's decision.*****  The school
district sought and was granted review before:the U.S. Supreme Court.

WHAT WERE THE ISSUES BEFORE THE SUPREME COURT IN ROWLEY?

The Supreme Court considered two issues: What is meant by the
PL 94-142 requirement of a."free appropriate public education" (FAPE),
and, what is the role of the state and federal courts in reviewing state
educational agency decisions.

* 483 F.Supp. 528, 531

** 14 at 534

*xx[d at 532

***x]d at 534

**+x*632 F 24 945 (2nd Cir., 1980)



HOW DID THE COURT DEFINE FAPE?

The court stated:

According to the definitions contained in the Act,

a "free appropriate public education" consists of
educational instruction specially designed to meet

the unique needs of the handicapped child, supported

by such services as are necessary to permit the child
"to benefit" from the instruction. Almost as a check-
1ist for adequacy under the Act, the definition also
requires that such instruction and services be pro-
vided at public expense and under public supervision,
meet the State's educational standards, approximate

the grade levels used in the State's regular education,
and comport with the child's IEP. Thus, if personalized
instruction is being provided with sufficient suppor-
tive services to permit the child to benefit from the
instruction, and the other items on the definitional
checklist are satisfied, the child is receiving a "free
appropriate public education" as defined by the Act.

The court also stated:

We therefore conclude that the "basic floor of oppor-
tunity" provided by the Act consists of access to
specialized instruction and related services which are
individually designed to provide educational benefit
to the handicapped child.

HOW DID THE COURT DECIDE WHETHER AMY WAS RECEIVING AN FAPE?

After defining the applicable standards, the Court recognized
that "the determination of when handicapped children are receiving suf-
ficient educational benefits to satisfy the requirements of the Act pre-
sents a more difficult question.” The Court stated:

We do not attempt today to establish any one test for
determining the adequacy of educational benefits con-
ferred upon all children covered by the Act. Because

in this case we are presented with a handicapped child
who is receiving substantial specialized instruction and
related services, and who is performing above average

in the regular classrooms of a public school system, we
confine our analysis to that situation.

The Court reasoned that when a child is being educated in the

-




regular classrooms of a pub11c schoo1 system, "the system itself monitors
the educational progress of the child. Regular examinations are admis-
tered, grades are awarded and yearly advancement to higher grade levels
is permitted for those children who:attain an adequate knowledge of the
course material. The grading and advancement system thus constitutes an
important factor in determining educational benefit."

Using the above reasoning, the Supreme Court held that Amy was
receiving an FAPE without a sign language interpreter:

..the District Court found that the "evidence firm-
1y establishes that Amy is receiving an adequate edu-
cation, since she performs better than the average
child in her class and is advancing easily from grade
to grade." 483 F.Supp at 534. 1In light of this
finding, and of the fact that Amy was receiving per-
sonalized instruction and related services calculated
by...school administrators to meet her educational
needs, the lower courts should not have concluded that

the Act requires the provision of a sign language 1nter-'
preter.

WERE OTHER PROVISIONS OF PL 94-142 AFFECTED BY THE SUPREME COURT DECISION?

The Court's decision did not affect the basic prdvisions of PL
94-142, '

a) Each c¢hild must be g1ven evaluations to determ1ne the need
for spec1a1 education and related services.

b) Each child must have an IEP (individualized education plan).

c) ‘Parents have the right to.participate in the planning and
development of the IEP.

d) Related services must be provided to enable the child to
benefit from his/her educational program. (The Court held that Amy did

not need a sign language interpreter to benefit from her educational
program. )

~

e) Dijsabled children must be educated with non-disabled children
to the maximum extent appropriate.

f) Each child's IEP must be reviewed at least annually.

g) Parents or guardians must be notified of any proposed changes
in the "identification, evaluation, or-educational placement of the child
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'or'the'proviéionrof a free appropriate public education to-the child.

h)  Parents or quardians have the right to bring a complaint
about any matter relating to identification, eva]uat1on, p1acement or
the provision of an FAPE.

i) Comp1a1nts brought‘by parents or guardians must be resolved
at "an impartial due process hearing" and appea1 to the State educational

agency must be provided 1f the initial hearing is held at the local or
regional Tlevel.

j)y If the parents or guard1an disagree with the state adm1n1s-
"trative decision they can appeal in state or federal court.

HOW DOES. ROWLEY AFFECT OTHER DISABLED CHILDREN7

Again, as noted above, the Supreme Court exp11c1t1y stated in
Rowley:

Because in this case we are presented with a handi-
capped child who is receiving substantial §gecia112ed
"instruction and related services, and who is perform-
ing above average in the regular classrooms of a public

school sys: system we confine our ana1ys1s to that s1tua-
tion. .

(Emphas1s added)

Each child must still receive “"personalized instruction with
sufficient support serv1ces to permit the child to benefit educat1ona11y ,

from that instruction.” The IEP must st111 be based on the un1que needs
of the.jndivfduaT child.

. If the child is in a regular classroom, bbove average performance
and passing from.grade to grade will be considered very significgnt factors -
in determining whether the child is benefitting from education.* Many
disabled children will need supportive and related services to reach this
level of achievement. Indeed, many deaf children will require interpreters
"in order to advance to h1gher grade levels. Amy was an excellent Tip-
reader, was doing well in class without an interpreter and the school
d1str1ct was providing her with other supportive services. The inter-
preter was necessary for Amy to maximize her potential. The Court held
that PL 94-142 requires an "appropriate" education, not a potential-
max1m121ng educat1on-

* ' , 4 :
The Court did state, however, that "We do not hold today that every
handicapped child who is advancing from grade to grade in a regular public

_schoo]|sy$tem is automatically receiving a 'free appropriate public educa-
tion.""




The Rowley decision is most applicable to disabled children in
"mainstreamed" public school classes. If a child is passing, it is assumed
that s/he is benefiting. Many disabled children attend special education
classes which are not graded. In these instances, the child's individual-
ized goals and objectives contained in the IEP are the only relevant measur-
ing stick. Unlike regular education, there is no generalized goal, i.e.,
passing, applicable to all children in the class. Any service which assists
the child in reaching his/her individualized goals must continue to be
provided,

The development of a comprehensive IEP, with goals and objec-
tives which accurately reflect the child's potential, becomes all the more
important. Achievement toward the IEP goals will be used to determine
whether the child is "benefiting" from his/her educational program.

WHAT IS THE ROLE OF FEDERAL AND STATE COURTS IN REVIEWING STATE ADMINIS-
TRATIVE DECISIONS?

The Supreme Court specifically rejected the school district's
arguments that courts could only assure that PL 94-142's procedures were
followed.: The Court reiterated the power of the courts to make "inde-
pendent decisions based on the preponderance of the evidence." 1In

summary, the Court stated that a court's inquiry is two-fold.

First, has the State complied with the procedures
’ set forth in the Act? And second, is the indivi-
dualized educational program developed through the
Acts procedures reasonably calculated to enable
the child to receive educational benefits.

It should be noted that the Supreme Court cautioned the lower
courts to avoid imposing their own view of preferable educational "methods"
upon the States. Nonetheless, the federal courts do retain the power to

review the substance of the state's proposed educational program and to
order additional services if that program is not individually designed to
provide each child meaningful access to education.

CAN A SCHOOL DISTRICT PLACE A CHILD IN A SEGREGATED SETTING RATHER THAN
PROVIDING THE SERVICES HE/SHE NEEDS TO SUCCEED IN A "MAINSTREAMED" CLASS-
ROOM?

The Supreme Court explicitly affirmed each child's right to be
educated with non-handicapped children to the maximum extent appropriate.
The Court quoted the statutory provision which assures: that "removal of
handicapped children from the regular educational environment occurs only
when the nature or the severity of the handicap is such that education in
regular classes with the use of supplementary aids and services cannot be
achieved satisfactorily." Supplementary aids and services must be pro-
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vided if they enable a disabled child to participate in regular education.

CAN A SCHOOL DISTRICT DENY A SERVICE BASED ON THE COSTS OF THE SERVICE?

Notably, the Supreme Court does not refer to the cost of pro-
viding interpreter services even though the school district stressed this
factor in its briefs before the Court. A school district must still pro-

-vide those services which allow a child to benefit from her/his education,
regardless of the costs involved. ‘




Children’s Defense Fund

1520 New Hampshire Avenue, N.W.
Washington, D.C. 20036
Telephone (202) 483-1470

AN ANALYSIS OF THE REAGAN ADMINISTRATION'S PROPOSED
TEDUCAT ION OF THE HANDICAPPED AMENDMENTS OF 198Z"

SUMMARY
The Administration has written a very dangerous -- because it is a
seemingly "reasonable" -- bill which eviscerates P.L. 94-142's=assurance of a

"free appropriate public education" (FAPE) and virtually eliminates the power
of any party to enforce the minimal protections it retains. The terminology and
definitions remain substantially the same (with a few exceptions) but the
mandates and mechanisms for implementing the services and protections are so
qualified that they become almost meaningless.

Under the proposed law, the substance of a free appropriate public
education changes radically, first in the assurance itself. Current Taw
requires that

[t]he state has in effect a policy that assures

all handicapped children the right to a free
appropriate public education. [Emphasis added.]

Proposed law eliminates the individual right and requires assurances that

[tlhe State has in effect a pelicy that assures
that a free appropriate public education 1s
available for all handicapped chiidren ... between
3 and 21, unless state law provides otherwise].
[Emphasis added.]

By framing the requirement this way, any inquiry into compliance begins with the
question what programs are available, rather than what is appropriate for an

individual child. Implicit in the new language is a less individualized

approach to providing special education.
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Furthermore, under the proposed law the cost of education
and services may be considered by a local educational agency (LEA)

when ""choosing between placements of substantially equal benefit to

a hahdicapped child." An LEA evaluation of '"substantially equal
benefit" is a subjective judgment which advocates would have
difficulty overturning except in the most egregious situations.

The specific mechanisms which are used to create FAPE and the
elements which comprise it are very different under the Admini- |
stration bill. ;

« FAPE may no longer be interpreted to require education
in excess of the regular school year.

e The individualized education program (IEP) is elimin-
ated. States need only provide "individualized educa-
tional planning for each handicapped child.'" The pro-
posed law defines it no further.

o Handicapped children are required to be educated with
non-handicapped children only '""to the extent appropri-
ate'" (deleting the word "maximum,' which appears in the
existing law), '"taking into account the educational
needs of both handicapped and non-handicapped chil-
dren." The educational agency is no longer restricted
to segregating the child

only when the nature or severity of the
handicap is such that education in regular
classes with the use of supplemental aids

and services cannot be achieved satisfactorily.

This language from P.L. 94-142 is deleted entirely.

o Handicapped children are no longer protected from
being classified through the use of testing and
evaluation methods and materials which discrimin-
ate, but only from those which are

selected and administered in a manner
intended to be discriminatory on the
basis of race, color, or national
origin. [Emphasis added.]
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In other areas of the law, "intent'" has been very
difficult to prove. As a result of this change,
courts could hear evidence which proved

that certain tests discriminated against children
and yet be unable to prohibit their use unless
"intent" to discriminate were also proved.

LEAs are no longer prohibited from using only one
procedure to determine an appropriate program for
2 child.

e« The state is responsible for 'coordinating the
provision of any necessary related services," but
other provisions appear to undercut the ability to
argue that any services are necessary. Related
services are no longe¥ necessary for maximum
integration of handicapped children with non-
handicapped. Their cost may be considered when
choosing between placements of '"substantially equal
benefit." And there is no forum or opportunity for
parents to request services since the IEP is no
longer required.

Weak as these rights and protections now appear, they are even less
meaningful in view of the changes in the enforcement in the law.
Should a state or LEA fail to comply with even these minimal
requirements, little can be done.

Although parents have many of the same due process rights
under the proposed law as they now have, the value of these rights
is clearly in jeopardy since the administrative hearings may be
conducted by schoolboards, in many cases the very bodies setting the
policies parents are challenging. The proposed law also provides
for mediation or arbitration if all parties agree, but there would
seem to be little incentive for school boards to agree to arbitra-
tion when they can make the decisions themselves in hearings.

Should parents take their grievances to court, courts are

restricted in their review. They are limited to considering the

record from the administrative hearing and must affirm the admin-

istrative decision if it is supported by substantial evidence.




(Under existing law courts must hear additional evidence at the
request of any party and must base their decision on the prepon-
derance of the evidence.)

And throughout this process of review students may be forced
to attend the very placements or programs their parents are chal-
lenging as inappropriate and/or harmful to their learning and
development.. P.L. 94-142 now provides that while a cpallenged
practice is being reviewed, students will remain in their current
placements or be admitted to a school unless both the state or the
LEA and the parents agree otherwise. The proposed amendments give
states the authority to change that by adding to existing language
the qualification, "except to the extent that state law specifi-
cally provides to the contrary.”

Should the federal government somehow learn of a problem (an
unlikely occurrence since it is required to collect little infor-
mation) and should it then wish to take action against a state or
LEA, it must go through a lengthy procedure which presumes the state
to be in compliance and prevents the Secretary from withholding
funds until a final decision is reached if the state merely files
a petition for review. Under current law the Secretary is presumed
correct and may withhold money pending the outcome of the review.
(The only exception to the proposed process occurs when the Secre-
tary substracts money from state or local grants to pay for services
in private schools in these jurisdictions. In that instance, as is

true under P.L. 94-142 generally, the Secretary is presumed to be

correct and the money is withheld pending the final outcome.)




Should a state learn of LEA non-compliance (once again, somewhat
unlikely since the state is required to collect little or no information
which would reveal non-compliance) and should it desire to make the LEA
comply with the law, its only mechanism for enforcement appears to be in
the initial distribution of funds.

State power over LEAs is almost absolute in terms of funds
allocations. It may distribute 75% of its funds to LEAs in any manner
it "determines is consistent with meeting the educational needs of
handicapped chiﬁdren.“ Sincé the money flows to the state and not to

the state educational agency, whatever distribution "formula" a state

chooses to use may be subject to the political considerations of the
state Tegislative branch. This state discretion also creates a
situation in which all the various handicapped populations covered by
the proposed amendments must compete with each other for ever more
important and shrinking federal funds. Under existing law preschool-
aged handicapped children and the very severely handicapped in insti-
tutions receive special money under separate programs. Under the
proposed consolidation they will compete with the mentally and physi-
cally handicapped populations in public schools and handicapped children
in private schools, the only population to benefit from a strengthened
service mandate in this proposed law.

The Administration has succeeded in giving state and local
educational agencies essentially unfettered discretion in the education
of handicapped children -- even while retaining the appearance of

specific federal protections. The need for and importance of the

"Education for A1l Handicapped Children Act" are documented by the




background and history of P.L. 94-142. The specific changes proposed
and their effect on handicapped children are discussed in the section-
by-section analysis which follows. Careful analysis and explanation of

the Administration's legislation will be necessary to ensure that the

proposed amendments do not become -the law.




BACKGROUND AND HISTORY OF P.L. 94-142

P.L. 94-142 was the culmination of nearly ten years of
legislation. In response to states' widespread failure to provide
public education to millions of children, Congress had progres-
sively increased federal responsibility to guarantee appropriate
educational services to the nation's handicapped children.

federal involvement in education for handicapped children
began in 1966. Congressional hearings revealed that fully two-
thirds of the nation's handicapped children were either totally
excluded from school or were sitting idly in regular classrooms,
their special needs largely ignored. On the basis of these
findings, Congress established a program of grants to the states to
encourage both development of new special education programs for
handicapped children and improvement of existing services. Four
years later, in 1970, this program was expanded and federal funding
for special education was increased.

Congressional concern was heightened between 1971 and 1973
by a series of court cases filed by handicapped children and their
parents, seeking to establish a right to equal educational oppor-
tunity. The findings of the courts demonstrated that wholesale
exclusion of handicapped children from schools and neglect of those

in school remained a serious national problem.




Early in 1973, Congress began nearly a year and a half of
hearings. More than 200 witnesses testified about the harm being
done both to handicapped children and to society by the states'
failure to provide these children an appropriate education. These
witnesses included parents, teachers, school principals and super-
intendents, school board members, state and local officials, spe-
cial education experts and other professionals expert in the care
and education of handicapped children. They testified about large
numbers of children denied many critical services.

The testimony described the educational neglect of children
with all types of handicapping conditions, both severe and mild. It
revealed that none of the states in which hearings were held was
providing the broad range of services required to meet the varied
needs of these handicapped children. Hearings were held in a number
of states that had enacted state laws establishing a right to
education for handicapped children. Yet even in these states, the
testimony showed that substantial numbers of handicapped children
continued to be denied appropriate services. Some children were
placed on waiting lists, some children were excluded from school
completely because services were unavailable and still others were
placed in existing programs with little regard for théir special

individual needs.
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Extensive testimony of both parents and educators focused on
the wide range of services needed to educate appropriately these
special children. The service needs discussed in the hearings

included, inter alia, specialized diagnostic and evaluation ser-

vices, speech therapy and communication-skills training, sign-
language interpretation, vocational training, specialized tutoring
programs, behavior modification programs, psychological counsel-
ing, self-help and self-care skills training programs and specially
equipped resource rooms.

Figures ultimately adopted as congressional findings es-
timated that more than one million handicapped children were
excluded entirely from public school and more than half of the
estimated eight million handicapped children in the United States
were not receiving appropriate services. All categories of handi-
capping conditions and all age groups were affected. For example,
the Office of Education estimated that 29 percent of deaf and 82
percent of hard-of-hearing children were unserved. Figures for
other categories of handicapping conditions varied from a low of 17
percent of mentally retarded children to a high of 88 percent of

i learning-disabled children unserved.

‘ Congress found that this failure to appropriately educate
handicapped children harmed both the children and their families
and, furthermore, resulted in substantial costs to society. Chil-
dren were denied '""the chance to develop their abilities as indivi- |

duals and to reach out with their peers for their own personal goals

and dreams.'"" Parents' and brothers' and sisters' lives were often
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profoundly disrupted by the unending burden of caring for the
uneducated handicapped child. Moreover, Congress found equally
great costs to society. Children capable of becoming taxpaying
" members of society instead became permanently dependent on the
taxpayers. Thousands of the more seve}ely handicapped were forced
into public institutions when their families could no longer care
for them. Finally, society lost the benefit of the contribution the
children could have made if provided an appropriate education.
Based upon the voluminous record before it, including the
advice of special education experts and school officals, Congress

enacted P.L. 94-142. The amendments the Reagan Administration now

proposes must be understood in the context of the history that

precedes them.




From ARC's Government Report, April, 1982

HHS FINALTZFES RULIS EXTENDING SSI AND MEDICAID BENEFITS
FOR CERTAIN SSI RECIPTIFENTS WHO WORK

‘On April 9, 1982, the Social Security Administration published
final regulations implementing two provisions of P.L. 96-265, the
Social Security Disability Amendments of 1980. One provision provides

that individuals who lose eligibility for regular Supplemental Security
Income (SSI) benefits because they demonstrate the ability to perform
substantial gainful activity (SGA) may become eligibile for special
-SSI cash benefits. In essence, this provision eliminates the substan-
tial gainful activity test for SSI beneficiaries.

By law SSI recipients who earn in excess of $300 a month are con-
sidered to be engaging in substantial gainful activity and therefore not
disabled. Prior to P.L. 96-265 all such individuals had their SSI
.benefits abruptly terminated. The April 9 rules make it possible for
SSI recipients engaging in SGA to have their SST benefits continued
and reduced gradually as their ‘income rises. SSI benefits will be
phased out through a process whereby benefits are reduced one dollar
for every two dollars earned.

The second provision implemented by\the new rules extends eligi-
bility for Medicaid to certain former SSI recipients.

The purpose of both of these changes is to remove certain dis-
incentives for SSI recipients who want to work but cannot do so without
losing the SSI payments and medical support they need. Both provisions
are effective for a three year demonstration period beginning January
1, 1981l. To date, interim rules published January 22, 1981, have gov-
erned the operation of the provisions. At the end of the three years
SSA will report to Congress on the effectiveness of the changes in
promoting work by SSI disabled and blind recipients.

The special SSI cash benefits are payable through December 1983
so long as the individual continues to have a disabling impairment and
to meet all other requirements for SSI eligibility, e.g., the resources
test. 3

If an individual's earnings and other income are great enough to
reduce his or her federal SSI benefits to zero, eligibility for special
SSI cash benefits ends. However, even if cash benefits are stopped,
the individual may still acquire a special eligibility status for pur-
poses of Medicaid. This special eligibility status applies as long as
the individual: :

1. continues to be blind or have a disabling impairment;

2. except for earnings, continues to meet all the other
requirements for SSI eligibility:

3. would be seriously inhibited from continuing to work
by the termination of eligibility for Medicaid services;
and

4. has earnings that are not sufficient to provide a reason-

able equivalent of the benefits (SSI, state supplemental

payments and Medicaid) which would be available if he or she |
did not have those earnings.




From ARC's Government Report, May 1982

DEEMING RULES UNDER SSI ALTERED TO BE
CONSISTENT WITH TREATMENT OF KATIE BECKETT

The Social Security Administration (ssA) has altered the deeming
requlations for the Supplemental Security Income (SSI) program to allow
certain SSI beneficiaries who, in the past, were eligible for Medicaid
if institutionalized but not if living in the community, to retain their
Medicaid coverage when living at home or in other community-based
facilities.

In most states there is a direct connection between SST eligibility
and Medicaid eligibility and implementation, of the SSI deeming rules
therefore affects eligibility for Medicaid. As those rules are currently
implemented, they result, in some circumstances, in the unnecessary in-
stitutionalization of patients with consequent higher costs to state and
federal governments.

lInnecessary institutionalization is fostered by the provision in
the Social Security Act which applies the deeming rules only to indi-
viduals living in the same household as their parents or spouse. Under
current -requlations, an institutionalized individual is considerd not to,
be living in the same household as the individual's family, and as a
result, family income is not deemed to the individual. The institution-
alized individual may therefore be eligible for SSTI payments (and hence
in most states for Medicaid), even in cases where application of the
deeming rules would make the individual ineligible if living at home.
To retain SSI and Medicaid eligibility, some patients remain institution-
alized even though their medical needs could be met at lower costs if they
were living at home. :

President Reagan drew attention to one such case in November, 1981,
involving a child, Katie Beckett, who continued to be hospitalized despite
the fact that her medical conditions could be treated at home at sub-
stantially less expense. As a disabled individual, the child was eligikle
for SSI in the hospital, and hence in her state for Medicaid, but she
would have lost SSI and Medicaid eligibility had she moved home because
her parents' income would have been deemed to her and the income would
have exceeded SSI eligibility limits. In light of substantial cost savings
that would result to the federal government from the child's living at
home, the Secretary of Health and Human Services, Richard Schweiker,
determined that it would be inequitable under the circumstances to apply
the normal deeming rules in determining her eligibility. She was there-
fore able to move home, retain her SSI and Medicaid eligibility, and
continue to receive medical treatment at a substantial savings to the
Medicaid program. -

There are many other currently institutionalized persons who also
could be satisfactorily treated at home at less cost to the government
but who remain institutionalized to avoid losing Medicaid eligibility
through operation of the SSI deeming rules.

The new rules contain two approaches to resolving this problem.
First, there is an interim approach which involves the establishment of
a board within the Department of Health and Human Services (HHS) that
will, in appropriate cases, determine whether or not the normal SSI
deeming rules should be applied. The facts of each case will be indi-
vidually examined to determine whether it would be inequitable under
the circumstances. to consider family income and resources in determining

~10~




an individual's eligibility for SSI payments.

The board will apply two basic principles in every case. First, a
determination not to apply the SSI deeming rules must prospectively result
in savings to the Medicaid program.: This requirement would be met, for
example, by showing that a currently institutionalized Medicaid recipient
who would otherwise remain in the institution could be treated less ex-
pensively at home and that Medicaid expenses would therefore be less.

Second, in each case it must be shown to the satisfaction of the
board that the gquality of medical care provided to the person will be
maintained after deinstitutionalization. This guestion may be of concern
particularly in states whose Medicaid programs do not offer extensive
medical services for persons living at home. Ordinarily the board would
be satisfied by appropriate assurances of the attending physician or in-
stitution, subject to requests by the board for further information.

Tn addition to these two basic requirements, the board may impose
additional requirements or standards in particular cases depending on the
facts presented.

No specific method of application for a board determination is being
prescribed except that all applications must be made on behalf of the
individual by a state Medicaid agency, which must recommend that the SSI
deeming rules not be applied.

Where the board determines not to apply the usual SSI deeming rules,
it will ordinarily do so in a manner that maintains SSI eligibility, but
does not result in unnecessary SSI program expenditures. Thus, the board
will typically apply the deeming rules to the extent necessary to result
in a minimal SSI or federally administered, state optional supplementary
payment. That minimal payment would be sufficient to maintain Medicaid
eligibility, which is the purpose of the board's action. All determi-
nations by the board would be subject to revision based on new information
or changed circumstances.. The board would consider only application of the
SST deeming rules. All other aspects of determining SSI eligibility would
be handled by the SSA under existing policies and procedures.

The board would also accept applications from states that do not link
Medicaid eligibility to the receipt of SSI payments.

The other approach being taken is to allow states to take advantage
of the flexibility created under the Medicaid waiver for in-home and
community-based services. The Omnibus Budget Reconciliation Act of 1981
provided for a new waiver program to offer a wide array of home and com-
munity-based services that an individual may need to avoid institution-
alization. The purpose of this legislation was to bring about cost
savings and other benefits of deinstitutionalization.

Under the waiver program, a state Medicaid plan may provide approved
sme and community-based services to individuals who would otherwise re-
_lire the level of care provided in a skilled nursing facility or
intermediate care facility, the cost of which could be reimbursed under the
state Medicaid plan. This provision allows a state to provide home and
community-based services under its Medicaid plan to individuals who

L




would be Medicaid-eligible if institutionalized, even if they would be
ineligible for Medicaid while living at home because of the SSI deeming
rules, or some other reason. .

As stated earlier, the policy of individual deeming determinations
is being utilized on an interim basis only, pending development by the
states of appropriate programs under this new statutory authority allow-
ing waivers for home and community-based services. The regulations pro-
vide that the board will continue case-by-case evaluation only through
April 30, 1983, unless extended. Determinations made by the board would
continue in effect after April 30, 1983, but would be subject to change.
It is anticipated that determinations could be terminated for individuals
residing in states that have adopted programs of home and community-based

services.



SSA TO IMPLEMENT
WORK INCENTIVES UNDER
SSI AND SSDI

From Word from Washington, May 1982

With two April Federal Register
regulatory announcements, the
Social Security Administration

(SSA) has begun to implement
several work incentive
initiatives authorized by P.L.
96-265, the '"Social Security
Disability Amendments of 1980."

e Medicaid Services and SSI Flexibility

On April 9, SSA issued final regulations to implement sectious 201

(a) and (b) of P.L. 96-265 which authorizes a special benefit status and
continued Medicaid eligibility for certain severely disabled Supplemental
Security Income (SSI) recipients who recently earn over the substantial
gainful activity (SGA) level. The Carter Administration had begun the
implementation of these provisions and had set-aside $181 million for its
start-up; these efforts were postponed indefinitely by the Reagan
Administration but now appear to be back-on-track. Unfortunately, these

_ demonstrations are authorized for 1981, 1982, and 1983; because of

bureaucratic delay, the demonstration will run just over a year rather than
the originally scheduled three years.

P.L. 96-265 had also extended this eligibility for Title XX Social
Services but the Congress, through its P.L. 97-35 Budget Reconciliatiom Act,
no longer requires states to provide social services to SSI recipients and so
the P.L. 96-265 provision is moot. This demonstratiom is targeted to those
severely disabled persoms who can earn more than SGA (and thus lose SSI
eligibility) but who require supportive services in order to retain such
employment. Further information is available from Fred Miranda, Leagal
Assistant, 3-A-3 Operations Building, 6401 Security Boulevard, Baltimore, MD
21235 (301-594-7341.)

¢ Experiments and Demounstrations

On April 12, 1982, SSA issued proposed regulatioms to implement
Section 505 of P.L. 96-265 which authorizes SSA to conduct experiments and
demonstration projects to test alternative conditioms and limitations for
stimulating work opportunities for both SSI and SSDI (Social Security
Disability Insurance) recipients. SSA may waive compliance with benefit
requirements, may alter requirements, may alter Medicare benefits and
coverage, and may reduce benefits based on earnings. Additionally, SSA may
"seimulate new forms of rehabilitation." Information is available from Henry
D. Lerner, Legal Assistant, Office of Regulatioms, SSA, 6401 Security
Boulevard, Baltimore, MD 21235 (301-594-7414)




HUD ANNOUNCES FY 1982 The April 20, 1982 Federal

SECTION 202 FUND AVAILABILITY: ! Register contains an announcement
PURCHASE QOF EXISTING HOUSING of fund availability for Sectiom
FINALLY ALLOWED 202 loans to nonprofit

organizations for housing for the
elderly and disabled. These
loans are administered by the
Department of Housing and Urban
Development (HUD).

® Purchase of Existing Housing

P.L. 96-399, the "Housing and Community Development Act of 1980,"
authorized the acquisition and moderate rehabilitation of existing housing for
the handicapped under the Sectiom 202 program. The FR announcement declares,
"Subject to issuance of regulations that are presently being developed,
applications may also be accepted for loans for the acquisition with or
without moderate rehabilitation of housing and related facilities for use as
group homes for the nonelderly handicapped."

e Chronically Mentally I1l Eligible

For several years HUD refused to accept the chronically mentally ill
for Section 202 eligibility. The Carter Administration launched a special
demonstration program for this populationd The April 20 announcement now
allows "projects designed exclusively for the chronically mentally ill" to be

"eligible under the same conditions and criteria as other projects designed
solely for the nonelderly handicapped, except that only group homes for up to
15 persons and independent living complexes to serve up to 20 persons may be
proposed..."

e - Project Size Criteria

Existing program instructions for the nonelderly handicapped have
been modified by the FR announcement to permit group homes to serve up to 15
persons on one site and independent living complexes to include up to 40 units
on one site.

@ Deadlines and Further Information

~

The deadline for applications is June 30, 1982. Further information
is available from the HUD Field Office. The central office contact, merely
for field office location informatiom, is the Office of Multifamily Housing
Development, Elderly and Condominium Health Facilities Division, HUD, Room
6136, 451 Seventh Street, S.W., Washington, DC 20410 (202-755-6528).



From ARC's Government Report, May 1982

DISABILITY AMENDMENTS CLEAR HOUSE WAYS AND MEANS

on May 19, 1982, the House Ways and Means Committee approved H.R.
5700, now renumbered H.R. 6181, the Disability Amendments of 1982. Two
provisions, Sections 5 and 7, of the bill have been consistently opposed
by the ARC and other disability organizations as well as the Save QOur
Security (SOS) Coalition. (See lead article in April, 1982 Government
‘Report.) Due to this opposition the bill was withdrawn from full Commit-
tee consideration on April 28 for further modification. Subsequently,
on May 19 the revised bill, now H.R. 6181, was again brought to the full
Committee on Ways and Means. At this time the Committee approved the

bill and reported it.

The Subcommittee on Sccial Security's modification to Section 5 of
the bill was unsatisfactory to disability organizationms, SOS, and to
Representative Harold Ford (D-Tenn.) who again offered his amendment to
delete that portion of Section 5 which requires closing of the record
on evidence at the reconsideration level of appeal for persons whose dis-
ability benefits have been terminated. -~The Committee rejected Represen-
tative Ford's amendment by a vote of 14 yeas - 17 nays.

The basic problem with H.R. 6181 is that it does not adegquately
address the problems which have emerged as a result of the Social Secu-
rity Administration's massive terminations from the disability rolls of
severely and permanently disabled persons who are unable to work. 1In
addition, advocacy grcups feel that Sections 5 and 7, if enacted, will
aggravate the current problems by creating further delays in the adjudi-
cative process and violating the due process rights of disabled beneficia-
ries to an impartial hearing before an Administrative Law Judge (ALJ).
These opinions were born out in testimony on May 21 before the House
Select Committee on Aging. Representative Claude Pepper (D-Fla.), Chair-
man of the Committee, heard from Social Security beneficiaries, state-

agency personnel and an Administrative Law Judge regarding the problems
created by the Social Security Administration's continuing disability
review process. As a result of the hearing Representative Claude Pepper
will seek a rule governing consideration of H.R. 6181 on the House floor
which will allow amendments to be offered on both Section 5 and Section
7. Currently, the ARC and other disability organizations are communicat-
ing their concerns about H.R. 6181 and the need for amending Sections 5
and 7 to all members of the House of Representatives.




The Senate bill also endorses the requirement that tenants pay
30 percent of their income towards their rent and specifies that only
those families determined to be very low income (i.e., at or below 50
percent of the area median income) can qualify for assistance under
the modified certificate program.

The House bill continues support for the low income assisted hous-
ing programs including the Section 8 Rental Assistance program. Assist-
ed housing is authorized at $15.6 billion which is over a 10 percent
decrease from the 1982 authorization levels. However, this commitment

" to assisted housing represents a sound rejection of the Administration's

desire to virtually eliminate the assisted housing programs. H.R. 6296
also would repeal two major provisions of the Omnibus Reconciliation Act

adopted last year. The rent increase to 30 percent of income (up from -

25 percent) would be repealed as would the limits on the proportion of
tenants with incomes between 50 percent and 80 percent of the median
income. The bill would also prohibit other rent increases proposed or
under consideration by HUD including counting food stamps as income and
eliminating or reducing medical expense deductions. It would require
exclusion from income of $400 for each minor, handicapped or elderly
person or student, as well as extraordinary medical expenses and child
care costs related to working.

The good news is that both H.R. 6296 and S. 2607 retain the HUD
Section 202 Direct Loan program for housing for elderly and disabled
people. The House bill provides $843.1 million for Section 202 (up
from $830 million in fiscal year 1982) to finance 16,000 units. The
Senate bill authorizes $790 million for 15,000 units. In addition,
S. 2607 makes the following changes to Section 202:

(1) provides that the interest rate on Section 202 loans be
set annually at the rate of the average interest rate on
Federal obligations as of the end of the previous fiscal
year or at 9 percent, whichever is lower:;

(2) permits any sponsor to voluntarily provide funds from
other sources for appropriate amenities if they are not
financed or subsidized with federal money;

(3) directs the Secretary of Housing and Urban Development (HUD)
to assure the inclusion of special design features and con-
gregate space necessary to meet the needs of elderly and
handicapped people:

(4) encourages the provision of small and scattered site group
homes and independent living facilities for non-elderly
handicapped persons and families:; and

(5) provides that a Section 202 sponsor or borrower may select
the contractor to be employed in the construction of a
Section 202 project on either a negotiated basis or a
competitive basis, unless the Secretary disapproves the
selection.

The House bill caps the interest rate for Section 202 loans at 9.25
percent. H.R. 6296 also modifies certain requirements for the’'Section
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202 program which were recently proposed in regulation by HUD. First,

it would provide that unless otherwise requested by the sponsor, a
maximum of 25 percent of the units in a project financed under Section
202 may be efficiency units, subject to a determination by the Secretary
that such units are appropriate for the elderly or handicapped population
residing in the vicinity of the project or to be served by the project. The
intent of this orovision is to ensure the financial viability of projectsin
areas where marketing a higher number of efficiency units would present

a difficulty and to clarify that the Secretary shall not impose a re-
quirement that a certain percentage of units in such projects be
efficiency units.

The bill would also codify the current practice which requires a
minimum capital investment on the part of the sponsor. This investment
is designed to ensure the commitment of the nonprofit organization and
protect the initial viability of the project. Because the Section 202

| direct loan is intended to cover 100 percent of the cost of construction
and financing, the minimum capital investment is returned to the sponsor
after three years of operation. The House bill would direct the Secre-
| tary of HUD to limit. such an investment to no more than $10,000. The
House Committee believes that this figure is sufficient to ensure the
commitment of the nonprofit sponsor, but not so great as to limit the
ability of small nonprofit organizations representing minority, handi-
capped and rural elderly from participating in the program.

By prohibiting the Secretary from requiring an equity participation
by a sponsor, the bill would continue the current practice of providing
Section 202 direct loans that cover the entire cost of developing a pro-
ject. It would also, like the, Senate bill, permit sponsors to include
suitable amenities and design features which enhance the living environ-
ment for residents if the funds for such amenities are provided volun-
tarily by the sponsor.

Finally, both housing bills would provide for the continuation of
the Congregate Housing Services Program. This program provides support-
ive services to elderly or handicapped residents of public housing and
Section 202 financed housing. The House bill provides for a one year
authorization for fiscal year 1983 of $10 million. The Senate bill
authorizes $10 million for fiscal year 1983, and $11 million and $12
million for fiscal years 1984 and 1985, respectively.

HHS ANNOUNCES NEW PLAN FOR BOARD AND CARE FACILITTIES

The  Secretary of the Department of Health and Human Services,
Richard S. Schweiker, has announced an eight-point plan "to help im-
prove safety conditions in the nation's estimated 30,000 board and
care homes" serving elderly and handicapped persons. The new plan
involves expanded assistance to the states which are responsible for
overseeing board and care facilities. Specific attention will be
focussed on a law passed in 1976, the so-called Keys Amendment, y@ich_
requires states to establish health and safety standards fo; residential
settings serving a significant number of Supplemental Security Income

(sSI) recipignts.




Secretary Schweiker's announcement follows a year-long review of
' board and care policy and of Keys Amendment implementation. As part
of this review process a report on board and care was completed by the
HHS Inspector General. Secretary Schweiker's plan implements several of
the recommendations contained in this report. The new eight-point plan
includes:’ : !

® SANCTIONS--The new plan will enable HHS to impose sanctions
on any state which fails to certify that it maintains and enforces
safety and related standards. The amendments to the Older Americans
Act require nursing home ombudsmen to investigate complaints in board
-and care homes.. The department will require states to certify compli-
ance with the Keys Amendment as part of each state's Older Americans
Act plan. Where problems are apparent, some federal funding provided
under the Older Americans Act could be withheld. In the past, the only
sanction available to HHS has been to withhold some Supplemental Security
Income benefits from SSI recipients who live in unsafe board and care
homes, a sanction widely criticized.

® FIRE SAFETY STANDARDS--HHS will provide approximately $400,000
to the National Bureau of Standards this year to complete development of
fire safety standards for board and care homes.

r': TECHNICAL ASSISTANCE--HHS' Office of Human Development Services
will establish an information clearinghouse to disseminate data on best
current practices as well as research in the board and care area.

® HHS COORDINATION--A new management unit will be formed within
HHS to focus and coordinate board and care activities throughout the
department. , |
e MODEL STATE STATUTE--As suggested by states, a model statute

and state program will be developed under HHS contract by a national
organization concerned with the board and care field.

® REPRESENTATIVE PAYEES--Some SSI payments are sent to custodians,
including board and care home proprietors. The proprietors will now be
required to show their homes comply with applicable state standards in
order to receive SSI payments for the beneficiary.

2 MEDICAID WAIVERS--Under changes made last year, states may
seek waivers from HHS allowing them to use Medicaid funding for home and
community based care. The new plan will require that when such funding
would go to board and care homes, waivers could be granted only to states
which are in compliance with the Keys Amendment.

® REVIEW--The Keys Amendment requires states to certify they
maintain and enforce standards for board and care homes. This certifica-
tion will be reviewed by the Administration on Aging, the part of HHS
which administers the Older Americans Act.

The Administration on Developmental Disabilities (ADD), within the
Office of Human Development Services (OHDS), has been designated by
Secretary Schweiker to spearhead the implementation of the new plan.

The ARC and other organizations representing mentally retarded and develop-
mentally disabled people are in close contact with ADD and have been
assured that the new plan will address and be fully applicable to those
board and care facilities serving mentally retarded, developmentally dis-

abled and other handicapped persons.
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ARLINGTON VA 22202

ALL CONSUMERS, PROVIDERS, STATE OFFICIALS
AND MR/DD PROFESSIONALS

NOW AVAILABLE--THE FIRST INDEPTH ANALYSIS OF A RECENT CHANGE IN o
FEDERAL LAW PERMITTING STATES, UNDER CERTAIN CIRCUMSTANCES, TO

EXPEND MEDICAID DOLLARS ON COMMUNITY-BASED SERVICES TO ELIGIBLE

ELDERLY AND DISABLED PERSONS.

PROVIDES A DETAILED EXPLANATION OF THE PURPOSES AND OPERATION OF 8
THIS NEW WAIVER PROVISION, AUTHORIZED UNDER THE OMNIBUS BUDGET
RECONCILIATION ACT OF 1981.

Section 2176 of the Omnibus Budget Reconciliation Act of 1981

(P.L. 97-35) added a new proviston to Title XIX of the Soeial D
Security Act (Section 1915(e)), granting the Secretary of Health

and Human Services authority to waiver existing statutory requzre-

ments in order to permit states to finance non-institutional

services for certain elderly and disabled persons through the
federal-state Medicaid program. Only Title XIX-eligible recipients,

who otherwise would require care in a skilled nursing or inter- =
mediate care facility, may qualify for non-institutional, long

term care benefits.

The latest issue in NASMRPD's highly-praised series of special

reports on federal policy issues offers a comprehens¢ve explanation

of the legislative history leading to the enactment of Section ©
1915(c), as well as a detailed explanation of the statutory and
regulatory conditions a state must fulfill to qualify for a waiver.
Entitled The Medicaid Home and Community-Based Care Waiver Authority,

this fact-filled volume contains:

0 a review of the factors which motivated Congress to include &
the watver provision in the 1981 legislation;



¢ an indepth analysis of the assurance a state must provide
to qualify for a home and community-based care waiver;

e a deliniation of the types of non-institutional services
potentially reimbursable under a state's waiver program,
plus a review of the criteria and processes a state must
use in determining the eligibility of eZderZy and disabled
persons for such services;

® an elaboration of other features of the waiver process;
ineluding federal review, approval and monitoring pro-
cedures and the content and format of state waiver requests;

® suggested issues which state officials should consider in
drafting a waiver request;

® two hypothetical cases illustrating the numerous factors
that state officials must consider in calculating compara-
tive per capita costs of institutional and non-institutional
care; and

o copies of the verbatim language of Section 1915(c) and
HHS'"s implementing regulations, issued on October 1, 1981.

In summary, this new publication offers state mental retardation
offteials, providers of non-institutional services to Medicaid
reciptents and other interested parties a practical guide to federal
‘policies governing the new home and community-based care waiver
authority. Order your copy now!

%X X A X

Those interested in a global overview of the 1981 reconciliation
bill's impact on federally-funded services and benefits for devel-
opmentally disabled persons should order the two previous issues
in the 1981 Federal Funding Inquiry series: Status of the Reagan
Budget Proposals (April, 1981) and Congressional Action on the
Reagan Budget Proposals (August, 1981). For details on these
publications, check the appropriate box below.

»
1}

/7 I wish to receive __ (no.) of copies of THF WEDICAID HOME é
AND COMMUNITY-BASED CARE WAIVER AUTHORITY. ($10.00 per COPY);

Send information on previous issues in the Federal Funding

Inquiry series.

Payment enclosed’ /~/ Bill me

(All orders under $20.00 must be prepaid.)

Name :
Address:

Mail To: NASMRPD
2001 Jeff Davis Hwy., Suite 806
Arlington, VA 22202




Summary of Medicaid Home and
Community-Based Care Waiver Request

MONTANA

Types of Waivers Requested. Montana requested permission to
pay for certain non-institutional services through the
Medicaid program, and also asked for approval of waivers of

the "statewideness" (Section 1902(a) (1)) and "comparability"
(Section 1902 (a) (10)) provisions of the Act. The scope of the
requested waiver is quite limited, since the planned community-
based services are restricted to current residents of two
community ICF/MR facilities (Parkside Manor and Westmont
Community Center) located in one county. The primary motivation
for the request is to finance, through Title XIX, community-
based services for 39 of the 48 clients currently residing in
one private ICF/MR facility (Parkside Manor), which is
scheduled to be closed later this year, thus generating an
immediate need to locate alternative placements for such resi-
dents. In its waiver request, state officials indicate that
they plan to submit a second, more comprehensive waiver request
later this year. '

Reimbursable Services. The state requested approval to provide
the following types of Title XIX reimbursable, non-institutional
services under its waiver program for eligible developmentally

disabled clients currently being served in the two target ICF/MR
facilities.

e Habilitation services. This term is defined as "...inter-
vention which is designed to assist in the development
of client skills or the reduction of behavior which -
interferes with client development." The state intends
to deliver this service in "...all alternative living
arrangements that serve persons individually or in small
groups", as well as in adult day programs. The specific
types of habilitative services to be covered under the
State's waiver request are:

1. Residential

® adult community homes: includes habilitation and
training in such areas of daily living skills as
self-help skills and home and community life skills,
and the provision of supervision to developmentally
disabled individuals, 18 years of age and older.

e children's community homes: includes habilitation
and training in such areas of daily living skills
as self-help skills and home and community life
skills, and the provision of supervision to severely,
multiply-handicapped developmentally disabled
. individuals, ages 5-21 years.
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e semi-independent living and training: includes
habilitation and training in daily living skills
. by outreach workers, to assist developmentally
disabled individuals, ages 18 years and over, who
have achieved designated skills for semi-inde-
pendent living.

2. Family and children habilitation services

e family focused training: includes training family
members so that they can design and implement
developmental/behavioral programs, advocate fully
and appropriately for the utilization of community
services for their child. :

e child focused services: includes training family
members to conduct specific skill acguisition or
behavioral intervention programs with their child.

e client training: includes direct training by family
service staff with an individual living in a natural
or foster home for the purpose of skill acquisition
or behavioral intervention.

3. Adult day services: includes basic life skill training,
pre-vocational training, and retirement day skills
(leisure skills).

4. Respite care services: short-term services to temporaril
Telieve a MR/DD client's family or home provider in
the case of unforeseen emergencies or of the daily demands
and stresses of caring for a handicapped person.

5. Case management services: Is defined as "services whereby
an individual or organization is responsible for locating
coordinating, and monitoring services to developmentally
disabled individuals."

6. Homemaker services: This service includes "general
household activities (meal preparation and routine
household care) provided by an individual, either on
a temporary basis when the individual regularly
responsible for these activities is temporarily absent,
or on a regular basis because of the client's inability
to perform the tasks for him or herself."

7. Nursing and other professional services: Professional
Services will be provided as prescribed in the client's
approved written plan of care and may include: nursing,
physical therapy, occupational therapy, speech therapy,
and psychological services.
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The State's proposal makes it clear that, in the case of
habilitation-residential (provided in adult community home,
children's community home and semi-independent living),
Meidcaid reimbursements under the waiver will exclude all
room and board costs (e.g., the provision of shelter and three
meals a day to each resident). Only service costs will be
reimbursable under the Medicaid waiver.

Health and Welfare Safequards. In its request, Montana pro-
vides assurances that existing operating standards of the
Department of Social and Rehabilitation Services, which

govern the various elements of services to be provided, will

be observed. The existing standards cover the licensure and
certification of both programs and professional staff. 1In
addition, as of July 1, 1982, the health, safety and sanitation
portions of the standards of the Accreditation Council for
Services for Mentally Retarded and other Developmentally
Disabled Persons (ACMRDD) will also be applicable. Furthermore,
an annual review of service quality and appropriateness will

be conducted in conjunction with the Client Program Evaluation

. staff of the Developmental Disabilities Diwvision.

Financial Accountability. The State will maintain, and require
providers to maintain, financial accountability for funds
expended on services offered under the waiver. Current
accountability requirements imposed on state and contract
providers will be continued. These requirements include: the
submittal of monthly financial reports, records retention,
bookkeeping and financial transactions audit trial and client
funds policy. Reasonable, necessary and allowable cost methods
will be used to determine reimbursement rates for waivered
services, as is currently the state's practice with other
Medicaid-funded long term care services.

Individual Assessments and Service Eligibility. Level of care
determinations have already been made for the population
addressed in this waiver request, since they have been residing
in an ICF/MR-certified facility and state utilization control
procedures have confirmed their need for continued ICF/MR
services. However, an evaluation will be completed to ensure
that the alternative services offered properly address the
individual needs of the target population. This evaluation
will be conducted by, or under the supervision of, an inter-
disciplinary team consisting of a social worker, a physician and
at least one Developmental Disabilities Professional Person

(as certified by the State of Montana) or a Qualified Mental
Retardation Professional (42 CFR 442.401--QMRP). This same
interdisciplinary team is responsible for developing an
Individual Habilitation Plan within one month of the client's
Placement. Home and community-based services will only be -
furnished under a written plan of care which has been approved,

in writing, by the Montana Department of Social and Rehabilita-
tion Services.
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The Developmental Disabilities Professional Person, or QMRP,
is the individual responsible for ensuring that the client's
needs are evaluated and that the plan of care adequately
addresses his/her needs. :

As stated earlier, the eligible population for waivered services
has been defined as the current developmentally disabled resi-
dents of two ICF/MR certified facilities (a total of 55 clients),
who have been identified as needing the non-institutional
services proposed in the state's waiver request.

Client Choice. The Department of Social and Rehabilitation
Services (SRS) has provided assurances that if a resident is
determined to be likely to require the level of care offered in
a SNF, ICF, or ICF/MR facility, the recipient or his or her
representative will be informed of the feasible alternatives,
if any, available under the waiver, and will be permitted to
choose among them. If there is a finding that home or community-
based services are not feasible in a particular case, the
applicant and beneficiaries will be offered procedural protec-
tions afforded under the Medicaid administrative hearing
process, as required in 42 CFR Part 431, Subpart E.

Comparative Per Capita Expenditure Estimates. Estimates of the
total population in need of waivered services were based on
individual evaluations of clients served in the two target
ICF/MR facilities and the costs of services in FY 1980. The
proposed cost estimates are derived from present costs of
similar services and upon preliminary assessments of specific
client needs. The figqures represent annualized costs with

an assumed 8 3/4 percent inflation rate in FY 1983 and FY 1984.
The state's calculations on the population currently residing
in Parkside Manor are summarized in the following table:

1981-82 1982-83 1983-84

A 9 9 9
B $12,400 $13,500 $14,700
C 39 39 a9
D $15,200 $16,100 $16,000
F 48 48 48
v $16,300 $18,000 $19,700
H s v () -0-
: =0 -0- -0-

Where:

A = the estimated number of persons who would receive care
in SNF, ICF, or ICF/MR facilities if the proposed waiver
is approved. _

B = the estimated annual Medicaid payment if the waiver is

approved (N.B., the state has assumed an eight and three-
quarters (8.75) percent inflationary increase for both
FY 1983 and FY 1984).
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C = the estimated number of recipients of waivered services.

D = the estimated annual cost for clients receiving home and
community-based services under the waiver. (N.B., these
estimates are based upon present costs of similar ser-
vices, assuming an 8.75 percent inflationary increase in
both FY 1983 and FY 1984.

F = the estimated number of persons who would receive care in
SNF, ICF, or ICF/MR facilities in the absence of a waiver
(numbers reflect 47 persons for ICF/MR level of care, and
one person for ICF-general level of care.)

G = the estimated annual Medicaid payment per institutional
resident in the absence of a waiver. (N.B., assuming
an 8.75 percent inflation rate in FY 1983 and FY 1984.)

H = the estimated number of MR/DD beneficiaries who will be
eligible for Medicaid-reimbursable home and community-
based services in the absence of a waiver.

I = the average per client cost of services provided under H.

Applying these utilization and cost estimates to the mathematical
formula contained in Section 441.303(d) of HHS regulations,
Montana officials concluded that the average per client expendi-
tures for the provision of services under the waiver will not
exceed the costs of services without the waiver:

FY 1981-82 FY 1981-82
Expenditures Under the Waiver Expenditures Without the Waiver

(9_x $12,400) + (39 x $15,200) <« (47 x $16,500) + (0) + (1 x $6,300)
48 4 47 1

$14,700 < $16,300

Similar calculations are included for FY 1982-83 and FY 1983-84.
In an addendum to its waiver request, Montana officials pro-
vided similar calculations for a 7-bed, ICF/MR facility
(Westmont Community Center) which is also located in Lewis and
Clark County. These figures are not included here because the
state's request assumed no change in the status of such resi-
dents over the three year period.

Annual Impact Report. The Montana Department of Social and -
Réﬁébilitation Services will annually provide HHS/HCFA with infor-
mation regarding the impact of the waiver on the type, amount,

and cost of services provided under the State's Medicaid Plan

and the waiver, and on the health and welfare of the recipients,
This information will be consistent with a data collection plan

to be promulgated by HCFA.




Summary of Medicaid Home and
Community-Based Care Waiver Request

LOUISIANA

Types of Waivers Requested. In addition to permission to pay
for certain non-institutlonal services through its Medicaid
program, Louisiana asked for waivers of the "statewideness"
(Section 1902(a) (1)) and "comparability" (Section 1902(a) (10))
provisions of the Act, in relationship to one of its three
non-institutional services to be provided under the waiver.
"Adult Day Health Services" (defined below) would be limited
to four specified parishes "where centers are currentlv
operating,” and to eligible individuals age 18 and older.
Other services will be made available on a statewide basis.

Reimbursable Services. Louisiana requested approval to provide
the following types of Title XIX-eligible services under its
waiver program:

® Adult Day Health Services for eligible physically or
mentally-impaired clients who require day care services
because they cannot remain at home alone during the day.
The primary target population will be frail elderly and
other non-developmentally disabled individuals. Services
will be provided in a licensed day care facility, based
on the client's: (a) inability to prepare meals; (b) need
for supervision to keep him/her from potential danger;
(c) hearing and/or sight problems; or (d) other physical,
mental or emotional problems. Two snacks and a meal
will be provided as part of the client's program, as well
as transportation.

® Homemaker Services for eligible disabled persons needing
in-home and direct personal care. Services will include:
(a) general household activities, including meal prepara-
tion; (b) assisting the client in bathing, toileting,
grooming, eating and ambulating; (c) general supervision,
including administering medication and arranging for
health care services; (d) providing companionship, emotional
support, and social stimulation; and (e) arranging for
transportation, completing forms, and acting as a inter-
preter. Case Management is also covered as part of
"Homemaker Services," including: assessment of need,

arrangement for utilization of services, referrals and
follow-up.

® Habilitation Services Program (Day Developmental Training
Program) provides six hours of daily programming for

eligible mentally retarded clients to assist such individuals
in:




--developing social and personal skills which are
generally acceptable by the public and in a con-
trolled work environment;

--receiving the habilitation necessary for daily living
and successful participation in a structured work
program; and

--accessing extended renumerative employment in a
controlled environment for individuals whose handi-
capping conditions are a continuing barrier to
competitive employment.

An estimated 1,438 mentally retarded clients would be eligible
- for habilitation (day developmental training) services
financed under the waiver during FY 1983,

Health and Welfare Safequards. In its request, Louisiana pro-
vided assurances that Adult Day Health Services and Habilitation
Services will be available only through providers licensed by
the Division of Licensing and Certification in the State
Department of Helath and Human Services. Standards for licensure,
which were appended to the State's waiver request, cover: (a)

for Adult Day Health Services: staff-to-client ratios; qualifi-
cations of personnel; care of participants, including nutrition,
daily programming, and the physical environment; and general
requirements relating to safety and accessibility; and (b) for
habilitation services (Day Developmental Centers): client
advocacy; program guidelines; individual program plan guidelines;
other support services; operational practices; and accountability.
Homemaker services will be available from providers "who have
the ability to follow oral and written 1nstructlons, ability

to learn from in-service training and supervision, who have good
physical health, including evidence of absence of communicable
disease, neatness and cleanliness, means of personal transporta-
tion, and experience in household management." Compllance with
these standards will be assured by the Department's Office of
Family Security (OFS), the State's Medicaid Assistance Unit.

Financial Accountability. The State will maintain, and
require providers to maintain accountability for funds
expended under the waiver. All Medicaid providers are
required to 51gn a provider enrollment form prior to
participating in the program. This provider agreement
stipulates that such records as are necessary must. be
maintained. A similar statement is also on the claim
form which must be signed and submitted to bill for
Medicaid services. All providers of waivered services
will be required to submit annual cost reports which will
be subject to audit for purposes of assuring financial
accountablllty for funds expended. OFS will make appro-
priate financial records available to DHHS upon request.
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E. Individual Assessments and Service Eligibility. Louisiana

) proposes to provide services under the waiver only to individuals
who, but for these services, would require the level of care
provided in an intermediate care or skilled nursing facility,
as defined in federal regulations. Objective evaluations of
each client's need for ICF/SNF level of care will be conducted
by using the state's existing Title XIX medical and social
assessment forms. Medical evaluations will be completed by a
licensed physician, and social information will be provided by
the individual or agency arranging for the service. In addition,
psychological evaluations, by licensed psychologists, will be
secured, when appropriate. Reevaluations will be completed
periodically. Written documentation of the client assessments
will be maintained by the regional offices of the Office of
Family Security.

Each service under the waiver will be provided according to an
individual plan of care prepared by a team consisting of appro-
priate disciplines, such as a physician, nurse, social worker,
speech therapist occupational therapist, etc., and apporoved

by the Office of Family Security. Each team member will be
licensed according to state law. The individual plan of care
will be approved by a State Review Team, consisting of a licensed
physician, a nurse and a social worker.

Louisiana plans to deny home and community-based care services

) under the waiver to otherwise eligible clients when the cost
of such services can reasonably be expected to exceed the cost
of their care in a SNF or ICF.

F. Client Choice. Applicants for long term care services will be
advised of feasible service alternatives at the time of applica-
tion, unless there is a reasonable expectation that services
provided under the waiver would cost more than care in a SNF or
ICF. Residents of long term care facilities will be advised of
the choice at time of review. Provisions for a fair hearing
will be available through existing Medicaid procedures.

G. Comparative Per Capita Expenditure Estimates. Louisiana's
calculations combine figures for SNF, ICF/MR, and two levels of
ICF-general care. Estimates for each year 1982, 1983, and 1984
include factors of: (a) a utilization increase of three percent;
and (b) an inflation rate of 10 percent, per year, based on the
recent history of the State's Medicaid program. The State's
calculations are summarized in the following table:

1982 1983 1984

a $25,376 $25,439 $25,224

B 11,181 © 12,0830 13,052

) c 11,692 12,043 12,404
D 861 947 1,041

F 30,000 30,900 31,827

G 11,181 12,030 13,052

H 2,090 2,152 2317

1 673 719 769



Where:

) A = Estimated number of beneficiaries who would recieve
the level of care provided in an SNF, ICF/MR or ICF-
level I and ICF-level II (projected SNF-ICF/ICF-MR
population minus estimated number who would be
deinstitutionalized).

B = Estimated Medicaid payment per eligible user of such
care. (Current appropriation of $286,865,287 divided
by current population in SNF/ICF care, including ICF/MR,
inflated by 10 percent annually).

C = Estimated number of beneficiaries who would receive home
and community-based services under waiver or other non-
institutional services included under the State Medicaid
plan. (Current population receiving services under Title
XX or Home Health Services who appear to need SNF or ICF
care plus persons to be deinstitutionalized.)

D = Estimated Medicaid payment per eligible Medicaid user
of such home and community-based sérvices or home health
services. (Estimated aggregate expenditures under Title
XX and Home Health divided by persons receiving these
services).

F = Estimated number of beneficiaries who would likely
~ receive the level of care provided in a SNF, ICF or ICF/MR
) in the absence of a waiver. (Current SNF/ICF and ICF/MR
population plus population currently being served under
alternative funding who would be institutionalized in
absence of waiver; does not include those being served
under Title XIX Home Health Program).

G = Estimated Medicaid payment per eligible Medicaid user of
such institutional care. (Current appropriation of
$286,865,287 divided by current population in SNF/ICF
care, including ICF/MR, inflated by 10 percent annually).

H = Estimated number of beneficiaries who would receive any
of the non-institutional long term care services other-
wise provided under the State Plan as an alternative to
institutional care. (Home health recipients) -

I = Estimated Medicaid Payment per eligible Medicaid user of
the non-institutional services referred to in H.

Applying these utilization and cost estimates to the mathematical
formula contained in Section 441.303(d) of HHS regulations,
Louisiana officials concluded that average per client expenditures
for the provision of services under the waiver will not exceed
the cost of services without the waiver:




1982 1982

Expenditures Under the Waiver Expenditures Without the Waiver
(A x B) + (C x D) (F-x G) + (B x I)
(F + H) (F + H)
$294,913,968 $336,836,570
32,090 32,090
$2.190 $10,496

Similar calculations are included for FY 1983 and FY 1984.

One critical feature of Louisiana's waiver proposal is the pro-
jected dampening effect of waivered services on future demand

for care in Medicaid-certified institutions. Without the waiver,
the number of residents in SNF, ICF and ICF/MR facilities was
expected to increase to 30,000 in FY 1982, 30,900 in FY 1983

and 31,827 in FY 1984. These estimates included the 25,656
persons currently residing in such Title XIX-certified facilities,
plus an additional 4,344 (in FY 1982) whose care is presently
being financed through non-Medicaid dollars but who would require
institutional care in a SNF, ICF or ICF/MR facility in the
absence of a waiver.

By contrast, state officials estimate that the total number of
SNF, ICF and ICF/MR residents can be held to 25,476 in FY 1982,
24,489 in FY 1983 and 25,224 in FY 1984 under the approved
waiver. Built into these estimates is the assumption that

180 persons will be deinstitutionalized in FY 1982, 1,947 in
FY 1983 and 2,005 in FY 1984, while the demand for future
institutional placement increases at three percent per year.
The number of eligible residents in ICF/MR-certified institu-
tions is expected to increase only slightly over the three year
period -of the waiver (from 4,023 in FY 1982 to 4,268 in FY
1984).

Annual Impact Reports. On an annual basis, Louisiana will

furnish HHS information concerning the types and amount of medical
assistance provided and on the health and welfare of the bene-
ficiaries. This information will be consistent with a data
collection plan to be promulgated by HHS.

Financial Eligibility. In addition to all recipients of SSI
Benefits (who, by federal law, must be covered under a state's
Medicaid program), Louisiana plans to offer waivered services
to: (1) all individuals otherwise eligible for Medicaid under
the state plan; and (2) individuals who are otherwise categori-
cally eligible for SSI and have incomes no greater than 300
percent of the SSI benefit level. Individual's who qualify -
under the higher income levels will be required to share in the
cost of waivered services. They will be allowed, however, to
retain a reasonable amount for their own subsistence and for
the needs of any dependents.

Prepared by:
National Association of State Mental
Retardation Program Directors, Inc.

March 17, 1982




Summary of" Medlcald Home
"and Communlty-Based Walver Request

 FLORIDA

Types of Waivers Requested. The Florida Department.of Health and
Rehabilitative Services (DHRS) requested permission to pay for
certain non-institutional services through the Medicaid program,
and also asked. for approval to waive the "statewideness" (Section
1902 (a) {c)) and “"comparability" (Section 1902(a) (c)) provisions of
the Social Security Act. - In addition, Florida requested permission
to waive two other provisions of the Act:

® Free Choice of Providers (Section 1902(a) (23)): The State
requested permission for DHRS case managers "...to specify
through the individual care plan the specific provider,

- type of service, and frequency of services" to be delivered
to waiver-eligible clients. :

® Financial Eligibility (Section 1902(a) (17)): The State re-
quested approval to serve, under its waiver program, indivi-
duals applying for nursing home care in accordance with the
State's Institutional Care Program. This, in effect, would
waive the deeming of parental income for mentally retarded/
developmentally disabled children, who live at home  and are
SSI eligible due to the level of their disability, but who
are not eligible for SSI or Medicaid by virtue of their
parents' income level. 'DHRS has been notified by the Health
Care Financing Administration (HCFA) that federal officials.
intend to deal separately with this section of the State's’
waiver request. : ,

Reimbursable Services. The Florida waiver request included
services designed to be generally applicable to infirm elderly,
physically disabled, and developmentally disabled individuals
as well as services that were designed for specific populations.

The services requested for all flnenc1ally and otherwise eligible
elderly and disabled persons in the state lnclude. .

¢ Case Management. This service is deflned as a "...method
for the identification of individual client's needs, develop-
ment of immediate and long term goals, counseling in
developing a plan of care and arrangement and monitoring
of services through multiple resources for as long as
necessary to meet established goals, for the individual.”

®* Respite Care: This term is defined as "...a demand-response . -
service to provide supervision, companionship, and/or personal
care to a physically disabled person, an infirm elderly
person, or a developmentally disabled person for a specified
period of tlme. It allows the prlmary care. glver a "...leave
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of absence in order to reduce stress, as well ‘as meet a sudden
- family crisis or emergency." ‘ S S

In addition to the above-listed common service definitionms, the -
State identified four services which provide options to institu-
tional care for developmentally disabled persons. They include:

P

* Developmental Training: Thisvservice,“;..COnSiSts of training
in self-care, social, communication, motor, basic knowledge,
o . recreation, daily living, and human growth and development
.~ .. .  skills. . In addition to this comprehensive habilitation pro-
| ]
|

gramming, social services, health care, food service (less than
three meals per day), escort, and counseling services may be
included as.required by the individual." Both children and

adults are eligible to receive such primary support services T
when they are residing in the community. . : ‘ '

" Diagnosis and. Evaluation: This service involves ", ..assess-
‘ments provided by the D&E.Team and/or purchased from profession-
als." In order to determine the level of care needed, the
following D&E assessments are obtained: "psychological,
psycho-social, medical, dental, nursing, physical therapy, _
occupational therapy, recreational therapy, therapeutic visits, -

basic academic, self-care, daily living, human growth and.

. development, -communication, social, motor, and informed
_ consent skills." ! ' :

1 .

* Family Placement: This term refers to "...a range of services
‘available to the developmentally disabled-who live at home.”
Such services are "...directed at maintaining. the individual
in a home setting, and avoiding placement into an institu-
tional setting." All services to be provided must be
identified and authorized in the client's Habilitation Plan.

Training and Therapies: This service "...includes special-
ized training in the areas of self-care, vocational, social
and motor skills, occupational, physical, speech, recreation
therapies and daily living as they complement developmental
training services." - : '

| - 2 '
1 : - C. Health and Welfare Safeguards. Florida officials state in their
' request that "...all providers of the services requested under

) the waiver will be authorized as Medicaid service providers and

L must comply with any applicable State and/or Federal licensing.

o standards, policies, and procedures. Provision and operating
procedures of the Department explicitly ensure that the health
and safety of recipients will be safeguarded." The pertinent
regulations and forms: were appended to the waiver requests. All
service programs will be monitored by an on-site visit which -

. must occur at least annually. Monitoring will be done at both
the state and district office level, the request indicates.
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Financial Accountability. Funds expended on home and community-
based services under the waiver will be closely monitored by
means of a clearly defined audit trail which 'is applicable to
both State and Federal funds. Furthermore, all Medicaid pro-

‘viders must maintain records which fully account for  the extent

of services provided to eligible recipients and these records
will be accessible to appropriate State and Federal officials.
The recipient, provider, and paid claims histories are available
through the Florida Medicaid Management Information System
(FMMIS) . ' . ' _

Individual Asseésments and Eligibility. ©Only those beneficiaries

' who are determined at risk of institutionalization, based on

meeting the State's level of care criteria for skilled, inter-
mediate, or intermediate care facility services for the mentally
retarded, shall be offered the choice of utilizing the alternate
community-based services provided under the waiver program. 1In
addition, in order to receive home and community-based services
as an alternative to ICF/MR services, the person must also be
developmentally disabled (either retarded, autistic, epileptic,
cerebral palsied or otherwise developmentally disabled in
accordance with P.L. 95-602) and in need of services provided

by the State's Developmental Services Program.. A child under
five years of age who is a developmental risk, and in need of
developmental services is also eligible. :

Each person who applies for waiver-financed services must go
through a three-step process. The first step, or intake process,
involves DHRS social worker obtaining all necessary background
information, as well as relevant releases. Next, the applicant
is diagnosed and evaluated, which includes eligibility deter-
mination. The D&E team is comprised of a coordinator, a clinical
social worker, an academic consultant, a psychologist, and a
nursing specialist. All assessments are computed within 60 days

" of the receipt of the referral from the social worker. Lastly,

the habilitation plan is developed by the Habilitation Planning
Committee, whose membership includes representatives of the D&E
team, as well as the client and his/her parent/quardian, Develop-
mental. Services social worker, other medical, social, or. psycho-

. logical professionals, and other resource persons, as needed.

A Developmental Services social worker reviews each individual's
case semi-annually, with reassessment occurring annually. How-
ever, the habilitation plan may be amended at any time . the
individual's service needs change. '
Client Choice. As part of the Habilitation Planning Committee,
the client/guardian must concur with all the services, including
their amount, duration and scope, and, by signing the developed
plan, give authorization for the client to participate in such
services. Thus, prior to implementing a habilitation plan for
community-based or ICE/MR services, the individual/guardian has
participated actively in the choice of services, and decided
whetper to accept institutional or home and community-based care
services. .

‘
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G. Comparative Per Capita Expenditure Estimates. Florida offers three
Tevels of ICF/MR longterm care: sunland ICF/MR (state institutions);
ICF/MR Community Facilities; and the ICF/MR Cluster Facilities.

The average unit cost of these three levels of ICF/MR care were
used to calculate the cost impact of the proposed waiver services.
The waiver request included individual cost calculation formulae
for each of the levels, as well as a composite for all facilities.

For the purposes of this summary, we have elected to present the
summary of the composite formulae:

1981-82 1982-83 1983-84 1984-85
A 2,470 2,981 3,300 35350
B $1,834.33 82,332,715 $2,520.83 $4,683.58
e 3,281 3,414 3,560 3,702
D $316.38 . 8317 .76 $421.72 $421.72
F 5,57k 6,395 6,860 7,012
G $1,834.33 £2,332:75 52,.,520.83 $2,683.58
H -0- -0- -0- -0-
I -0~ -0~ -0- -0~

Where:
A = the estimated number of persons who would receive care in

Sunland ICF/MR; Community ICF/MR and Cluster ICF/MR
facilities if the waiver proposal is approved.

B = the average monthly cost of all Sunland, Community, and
Cluster ICF/MR facility residents if the waiver is

approved. (N.B., the state has assumed a 9.1 percent
inflationary cost increase in both FY 1984 and FY 198S5.
costs) .

C = the estimated number of recipients of waivered services.

D = the estimated cost for clients receiving home and community-
based services under the waiver. (N.B., this estimate is
based on utilization and cost information for the current
users of long term care services under consideration,
assuming a 9.1 percent inflationary increase in both

* FY 1984 and FY 1985.)

F = the estimated number of persons who would receive care in
Sunland, Community, or Cluster ICF/MR facilities in the
absence of a waiver.

G = the average monthly cost of a Sunland, Community, or Cluster
- ICF/MR residents in the absence of a waiver (N.B., assum-

| ing a 9.1 percent inflationary increase in both FY 1984 and
FY 1985). :
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H = the estimated number of MRyYDD beneficiaries who will be
eligible for Medicaid-reimbursable home and community-
based services in the absence of a waiver. =

I = the average monthly per client cost of sefvices provided - S
under H. B s P S ' e =

Applying these utilization and cost estimates to the mathematical
formula .contained in Section 441.303(d) of HHS regulations, Florida
officials concludée that the average per client expenditures for

the provision of services under the waiver will not exceed the

- cost of services without the waiver: .

___FY 1981-82 | o FY 1981-82
Expenditures Under ) Expenditures Without
the wWaiver the waiver

(2470- X $1834.33) + (3281 X $316.38) & (5751 X 1834.33) + (0 X 0)
(5751 + 0) . ' - (5751 + 0)

$968.33 £ $1834.33

Similar calculations were also included for FY 1982~83, FY 1983-84,
and FY 1984-85. It should be noted that while the above calcula-
tions reflect a composite of the Sunland, Community and Cluster .
ICF/MR facilities, separate calculations using the formulae, were
included in the request. The projected populations for these
programs (under the waiver) are as follows:

Population Projections

FY 1981-82 FY 1982-83 FY 1983-84 FY 1984-85
(9/82-6/82) - ' : ' ’

Sunland ICF/MR %1295 - %1295 #1295 - #1295

Cluster ICF/MR - "~ 80 : 528 648 _ 648
Community ICF/MR 1095 1158 1357 © 1367

*The Sunland ICF/MR_popuiation-remgins constant in the population
projections, because future ICF/MR growth will be restricted to
Community ICF/MR and cluster facilities. . : '

The following table shows the number of mentally retarded/develop-

mentally disabled persons Florida anticipates being eligible for

services' during each year of its waiver program:




FY - FY

81-82 b : ' 84-85

(4/82- °° FY ¢ FY (7/84~-

6/82) . 82-83 - 83-84 - 3/85):

' Case Management .. . 3 281 -} 3,414 3,560 3,702

' (Casework & D&E) - , - -

Transportation - 2,057 2,140 2,232 2,321 -

Respite 18l . 168 175 182

, Family Placement 44 - 45 47 49
. _Training and Therapy 2,016 . 2,098 = 2,188 2,275 °

: Developmental~Training" 1,959 - 2,039 2,126 2,211

Annual Impact Report. The Department of Health and Rehabilitative
Services will provide the Secretary of HHS with an annual report
describing the types, amount, and costs of home and community-

_based services provided under the waiver. This information will

be consistent with the data collection plan to be promulgated by

HHS ..

Financial Eligibility.' In addition to all recipients of SSI (who
by Federal law must be covered under a state's Medicaid program)
Florida plans to set income eligibility units, for individuals
participating in home and community-based services, up to 300%
of the SSI federal benefit level. Furthermore, they requested

- that Section 1902(a) (17) of the Act be waived for otherwise

eligible individuals residing in their natural homes and par-
ticipating in the Instltutlonal Care Program (see dlscu531on
under A above). : A

Organizational Responsibility. The Departmeot of Health and

" Rehabilitative Services is the single state Medicaid agency

and, therefore, is the agency responsible for administering the
Medicaid waiver program. The Deputy Assistant Secretary for
Medicaid, DHRS, will assure that necessary safegquards, including
health and safety, adequate and appropriate provider qualifications,
and sufficient procedures for financial accountability,. are met

by the provider. Additionally, staff from the Developmental
Services Program Office within the Department will be involved in
assuring that services made available to developmentally disabled
persons meet minimum quality standards.




Summary of Medicaid Home
and Community-Based Waiver Request

Oregon

Types of Waivers Requested. In addition to permission to pay
for certain non-institutional services through its Medicaid
program, the State asked for waivers of the "statewideness”
(Section 1902(a) (1)) and "comparability® (Section 1902 (a) (10))
provisions of the Act, since "...availability of these ser-
vices is not now uniform in all areas of the state."

Reimbursable Services. Oregon requested approval to provide
the following types of Title XIX-reimbursable services under
its waiver program:

@ For eligible elderly/disabled recipients: housekeeper/
chore services; homemaker services; non-medical trans-
portation; services in residential care facilities;
services in foster care; and minor physical adaptations
to the home.

® For eligible mentally and emotionally disturbed clients:
services in residential care facilities.

@ For eligible mentally retarded and other developmentally
disabled clients: case management; services in residential
care tacilities; services in satellite apartments; activity
center services; parent training; respite care; and minor
physical adaptations to the home.

Within the State's proposal, non-institutional services for
which MR/DD clients will be eligible are defined as follows:

e Case management (218l)*: A service "...responsible for
the location, coordination and monitoring of social,
habilitative, medical and other services, both formal and
informal, to meet the needs of mentally retarded persons
and their families.

The figure in parenthesis includes the estimate number of
clients who will be eligible for Medicaid reimbursement
under the proposed waiver. These figures do not include -
the 300 current ICF/MR residents who will be deinstitution-
alized during FY 1981-82., Cost estimates for the latter
group were derived by applying the weighed average cost of
home and community-based services to current program
participants. e
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Includes "...a variety of social services provided in
day and residential settings designed to maximize the
functioning of mentally retarded persons or persons with
related conditions." More specifically, the State plans
to cover, under its waiver program, the following types
of habilitative services:

\
’ e Habilitation services (2181): This term generally
|

® residential training (391): includes monitoring of
health care needs, behavior management, money manage-
ment, social, personal care and practical living
skills.

T e e N (T

@ residential care (173): includes monitoring of
health and personal care needs and maintaining
resident's skills/behaviors in order to permit con-
tinued community living.

@ satellite apartment living (214): includes rendering
necessary assistance and support in the areas of
social, personal care and practical living skills
which enable the client to live semi-independently
in the community.

® activity center (410): includes supportive and
habilitative services in critical independent living,
social, recreational/leisure time and work-related
skills to enable clients to live in the community.

® parent training (678): includes in-home services to
eligible MR/DD children and their parents to facili-
tate the acquisition of language and communication,
motor, social, and self-help skills.

e respite care (315): short-term services to temporarily
relieve a MR/DD client's family or home provider in
the case of unforeseen emergencies or of the daily
stresses and demands of caring for a handicapped person.

i @ Other Services: Minor physical adaptations to a recipient's
home also are covered when such modifications are considered
"...imperative to enabling persons to remain in or return
to the community..." (e.g., grab bars in bathrooms, wheel-
chair ramps, installing smoke alarms, removing physical
hazards, etc.)

The State's proposal makes it clear that, in the case of resi-
dential training, residential care and respite care services,
Medicaid reimbursements under the waiver will exclude all

room and board costs (i.e., the provision of shelter and
three meals a day to each resident). Only service costs will
be paid for through Medicaid.
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Health and Welfare Safequards. In its request, Oregon pro-
vides assurances that existing operating standards of the Mental
Health Division, which govern the various elements of service
to be provided under the waiver, will be observed. These
standards, copies of which are appended to the State's waiver
request, cover: the statutory authority, service definitions,
case or administrative management procedures, licensure, and
renewal requirements, supportive and professional services,
admission and release criteria, building and record require-
ments, resident rights and furnishings, food and health
services, safety, sanitation, and procedures for granting
exceptions and variances, as appropriate. Biennial, on-site
evaluations of each licensed program are conducted by personnel
from the State Mental Health Division. In addition, service
programs are monitored on an ongoing basis by the community
mental health program and the case manager of each individual
client.

Financial Accountability. For waiver services to MR/DD clients,
tThe Mental Health Division (MHD) will be responsible for
documenting the cost of services and maintaining financial
accountability. MHD contractors and subcontractors will be
required to complete a quarterly allotment and expenditure
report, detailing actual expenditure of state (DMH) funds.

In addition, monthly, computarized reports on the number of
recipients served, additions, terminations and reasons for
such terminations must be submitted to MHD, in accordance with
the provisions of the annual contract between the Division and
the provider agency. Finally MHD personnel will conduct
financial audits of provider agencies, both on a random basis
and upon request.

-,

" Tndividual Assessments and Service Eligibility. The Oregon

Mental Health Division 1s responsible for evaluating whether
potential MR/DD clients need home or community-based services
and if they are likely to require care in an ICF/MR-certified
setting in the absence of such home or community-based ser-
vices. The Division plans to carry out this function through
its Diagnosis and Evaluation Services (D&ES), a unit established

-~ gseveral years ago to assure that only persons who qualify for

ICF/MR services are admitted to such facilties. The process
will involve ‘an individualized assessment by an interdisciplinary
team, consulting of a physician, a nurse, a psychologist and

a social worker. Each member of the team must meet minimum
educational and/or experience requirements.

The Community Mental Health Program case manager is responsible
for assessing the availability of community resources to meet

 the identified needs of each client. In addition, in areas

of the state where no D&ES team exists, case managers, with

'fbspecial training and experience, will conduct the pre-placement

s TRRE RS o8
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assessment. All case managers must be Qualified Mental

 Retardation Professionals, in accordance with the specifications
-~ of 42 CFR 442.401.

G
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The D&ES team will screen all persons referred for ICF/MR

| placement and participate in the development of plans of care

| for individuals admitted to such facilities. The Client

! Evaluation Record, a computerized assessment tool used with

| recipients of residential care, residential training, satellite
apartment and activity center services, and the Parent

Training Evaluation Record, a behaviorial checklist used in
assessing early child development, will be employed by D&ES
teams to document the client's service needs and to develop
individual plans of care.

In order to qualify for services paid for under the State's
Section 1915(c) waiver program, a client must be found to

be mentally retarded and in need of care, treatment or training
normally provided in an ICF/MR-certified facility. In deter-
mining whether the client needs ICF/MR-type services, the
assessment team must document that the individual cannot be
maintained in the community (including his/her own home)
without services comparable to those offered by an ICF/MR,

as defined in applicable federal regulations.

Oregon has not elected to exclude specified groups of other-
wise-eligible recipients from waivered services on the grounds
that the anticipated cost of such services would exceed the
cost of care in a SNF, ICF or ICF/MR facility. However, State
officials plan to monitor the cost of waivered services care-
fully during the first year of the program and reserve the
right, at a later date, to limit services to clients for whom
the cost effectiveness of home and community-based services can
be established.

F. Client Choice. During the assessment and eligibility deter-
mination process, clients who are eligible for waivered
services will be informed of the feasible long-term care
service alternatives and given a choice regarding the type
of service they wish to receive. This choice, which in the
case of MR/DD clients ususally will be offered by the client's
case manager, will include both an institutional option and
feasible home and community-based services.

’ G. Comparative Per Capita Expenditure Estimates. Estimates of the
total population likely to receive waivered services were
derived, based on agency studies of the characteristics of
clients currently receiving service in institutions, nursing
homes and community settings. Then, separate weighed
average Medicaid expenditures per case were calculated for
client's served through the Adult and Family Services/Senior
Services Division and the Mental Health Division. Finally, the
cost effectiveness of planned services were developed separately
for clients who need institutional placement in ICF, SNF or
ICF/MR facilities, respectively.




The State's ICF/MR calculations are summarized in the following

table:
1981-82 '1982-83_ 1983-84
A 1.6H2 168 2 a2
B L 821233 L. 985 .25 PR 0 U Sl 7
& 2,481 2,481 2,481
D 197.39 215,16 232.37
F 1= 952 e 77 1972
G L2829 .33 1.,985:25 2,144,117
H -0~ -0~ -0-
ik -0- -0- -0-
Where:

A = the average monthly census of residents in ICF/MR-certified
facilities <f the proposed watitver ts approved.

B = the averace monthly cost of care for an ICF/MR resident
1f the waiver 13 approved. (N.B., the State has assumed
a nine (9) percent inflationary increase in FY 1982-83
and an eight (8) percent increase in FY 1983-84 costs.)

C = the estimated average monthly number of recipients of
waivered services. (N.B., This figure includes 300 MR/DD
clients removed from ICF/MR facilities, plus an additional
2,181 who would qualify for ICF/MR admission but can be
served more effectively and at less cost through home and
community-based services.)

D = the average monthly cost for clients receiving home and
community-based services under the waiver. (N.B., These
calculations were derived by listing the budgeted costs
for each identified element of reimburseable services
(see B above), deriving a weighed average cost per case
and adding a nine (9) percent inflationary increase in
FY 1982-83 and an eight (8) percent increase in FY 1983-84.)

F = the average monthly census of residents in ICF/MR-certified
¢ facilities in the absencz of a wativer.

G = the average monthly cost of care for an ICF/MR resident
in the absence of a waiver. (N.B., Assuming nine (9)
percent inflation in FY 1982-83 and eight (8) percent in
FY 1983-84.) :

H = the number of MR/DD beneficiaries who will be eligible
for Medicaid-reimbursable home and community-based ser-
vices in the absence of a waiver.

I = the average per client cost of services provided under H.
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Applying these utilization and cost estimates to the mathe-
matical formula contained in Section 441.303(d) of HHS
requlations, Oregon officials conclude that average per client
expenditures for the provision of services under the waiver
will not exceed the cost of services without the waiver:

FY 1981-82 FY 1981-82
Expenditures Under Expenditures Without
the Waiver the Waiver

(1672:% $1821.33) + (2481 x $197,39) <& (1872, 51821.33) + (0)

1972 1972

$1,792,59 8§ 1,;821:33

Similar calculations also are included for FY 1982-83 and FY
1983-84. Services for elderly and other disabled persons who
qualify for ICF and SNF level of care are calculated separately.
Utilization and cost estimates for non-institutional residential
care services for emotionally disturbed individuals are built
into the ICF calculations.

The key to the Oregon's waiver prooosal is the State's plan to
deinstitutionalize 300 current ICF/MR residents during FY
1981-82. In effect, the cost savings associated with this

step, state officials calculate, will permit the Mental Health
Division to extend Medicaid coverage to a total of 2,48l clients
in home and community-based services.

Annual Impact Reports. On an annual basis, Oregon's Medical
Assistance Unit will furnish HHS information concerning the
types and amount of medical assistance provided and on the
health and welfare of the beneficiaries. This information
will be consistent with a data collection plan to be promul-
gated by HHS.

Financial Eligibility. In addition to all recipients of SSI
benefits (who, by federal law, must be covered under a state's
Medicaid program) Oregon plans to offer waivered services to
three additional groups of recipients. First, in accordance
with 42 CFR 435.232, the State intends to provide coverage to
aged, blind and disabled individuals who:

@ because of their income are not eligible for SSI or
Oregon's supplement to SSI;

e have income below 300 percent of the SSI payment standard;
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e would be eligible for Medicaid if institutionalized;
and

e will receive home and community-based services.

Second, adults who receive benefits under Oregon's Supple-
mental Income Payment program will be covered, in accordance
with 42 CFR 435.230. And, finally, coverage will be extended
to AFDC-eligible children and their families, as specified in
42 CFR 435.711 and 42 CPFR 435.712.

The State plans to reduce Medicaid payment for home and
community-based services under its waiver program to the extent
that any eligible recipient has income and resources which
exceed the income disregards outlined in 42 CFR 435.726. 1In
such cases, the recipient will be expected to make up the
difference between the state's payment and the actual cost of
such services.

Organizational Responsibility. In Oregon the Department of
fduman Resources is the single state Medicaid agency. Responsi-
bility for Title XIX services under the State Medicaid Plan

has been delegated to the Medical Assistance Unit of the
Department's Adult and Family Services Division. Several other
divisions of the Department, however, also are involved in
delivering Title XIX services to Medicaid eligible beneficiaries.

In 1979, the Oregon Legislature transferred responsibility for
providing Title XIX services to mentally retarded/developmentally
disabled and mentally/emotionally disturbed clients to the
Department's Mental Health Division. MHD has entered into an
agreement with the Adult and Family Services Division, under

which MHD assumes responsibility for the following Medicaid
functions: :

(a) writing administrative rules governing Title XIX
serivces to clients over age 65 in institutions
for mental diseases, inpatient psychiatric ser-
vices to psychiatric patients, intermediate care
facilities services for MR/DD clients, Title XIX
outpatient services to eligible MR/DD and M/ED
clients and Title XIX training of the MHD admin-
istrative staff;

(b) budget preparation for the above services;
(c) conducting ICF/MR provider audits;

(d) conducting utilization reviews of the service pro-
grams outlined above;

(e) screening client eligibility for the above-listed
services; and



(f)
(g)
(h)
(i)
(3)

S

maintaining a client data system;
processing vendor and provider payments;
maintaining financial accountability;
reviewing MHD administrative rules; and

providing technical support to MHD.

This basic division of responsibility will apply to the
administration of waivered services as well. A somewhat
similar arrangement was authorized during the 1981 session

of the Oregon Legislature, in a measure establishing a new
Senior Services Division within the Department. This new
Division will assume certain Title XIX responsibilities
currently carried out by the Adult and Family Services Division.

Prepared by:

National Association of State
Mental Retardation Program
Directors, Inc.

December 24, 1981




Summary of Medicaid Home and Community-Based
Care Waiver Regquest

KANSAS

Types of Waivers Requested. The Kansas Department of Social
and Rehabilitation Services requested permission to pay for
certain non-institutional services through the Medicaid pro-
gram, and also asked for approval to waive the "statewideness"
(Section 1902 (a) (c)) and "comparability" (Section 1902(a) (10))
provisions for the Act.

Reimbursable Services. The Kansas waiver request did not
include separately defined services for mentally retarded
or developmentally disabled opersons; rather, all the non-
institutional services pronosed were aoplicable to all
financially and otherwise eligible elderly and disabled
persons in the state. The requested services include:

e Case Management: A service "...to assist the client in
retaining or achieving the maximum degree of independence
in daily living while assuring the individual's health,
safety and emotional well-being."

e Homemaker Services: This service "...consists of general
household activitles orovided by a trained homemaker when
the individual reqularly resoonsible for these activities
is temporarily absent or unable to manage the home and
care for himself/herself or others in the home."”

® Personal Care Services: Kansas requested a waiver to orovide
personal care services in a manner that departs from the
traditional definition. Personal care would "encomoass
assistance in daily living skills and personal adjustment
such as meal preparation, room maintenance, arranging for
referrals to mental/medical health care services as appro-
priate to meet the client's needs, non-medical attendant
care, night support and wellness monitoring"”. These ser-
vices would be provided in clients' homes as well as
in any of the following alternative living situations:

1. Adult Family Homes - Usually an adult family home is
a private household offering assistance in daily
living skills and personal adjustment for up to four
(4) adult clients.

2. Congregate Care - Similar to an adult family home

except that 1t will serve up to eight (8)
mentally retarded clients.
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3. Adult Residential Services - Teach elderly and
disabled people how to live on their own in the
community. Some of the services to be provided
are training in menu planning and meal preparation,
grocery and other shopping skills, laundry skills,
general housekeeping skills, budgeting, banking

and comparative buying skills.

4. Non-Medical Attendant Care - It is designed to
reduce the premature placement of disabled adults
in costly medical facilities by providing in-home
services (e.g., assistance in meal preparation,
the use of appliances, bathing, dressing, etc.)

for disabled individual.
|
\

" 5. Night Support - The purpose is to provide overnight
assistance to "...elderly and disabled clients who
are not able to be alone in the evening because of
anticipated medical problems."

6. Medical Alert and Monitoring System - Provides

W . .support to the individual having a medical need
which could become a crisis at any time." The

medical alert is a small instrument worn by the
client that, at a push of the button, alerts medical
staff.

7. Wellness Monitoring - Registered nurses visit clients
in their own homes or alternative living situations
| on a monthly basis to monitor blood pressure, breathing,
| pulse, and other wellness indicators, when necessary.

In all of the alternative residential settings, the residents
are responsible for their room and board costs, only service
costs will be reimbursable under the Medicaid wiaver.

e Home Health Aide Services: "...include the performance of
simple procedures such as the extension of therapy services
(physical, occupational, speech), personal care, ambulation,
exercise, household services essential to health care at
home, assistance with medications that are ordinarily self-
administered, reporting changes in the patient's condition
and needs and completing appropriate records.”

e Adult Day Health Services: "to provide both health and
Social services needed to insure the optimal functioning of
the client as well as habilitation services suitable for the
care of the mentally retarded and developmentally disabled.”
In Kansas, adult day care centers are generally attached to
an adult care home, home health agency or other approved
agency and may offer such services as: screening tests,
nutrition information, personal hygiene, grooming and other
health-related services, as well as such social services as
evaluation and diagnosis, supportive therapy, crisis inter-
vention, outreach, counseling, etc.
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e Habilitation Services: "...are health and social services
needed to insure the optimal functioning of the mentally
retarded or persons with related conditions." Habilitation
services that will be provided under the waiver program for
MR/DD clients include physical therapy, occupational therapy,
speech pathology, audiology, and minor physical adaptations
to the home.

® Respite Care: "...temporary short-term care for individuals
who are elderly or disabled. The purpose is to give relief
to the individuals or families who care for the client daily ."
Examples of times when respite care may be needed include
"illness, fatigue, vacation or attending special functions
inappropriate to the client." Respite services may be pro-
vided in the individual's own home, the respite provider's
home, or in an institution.

e Hospice Care: "...is made up of support teams of caring
people who are trained in meeting the physical and emotional
needs of the elderly, disabled and terminally ill clients
who have a limited life expectancy, and their families."

Health and Welfare Safeguards. 1In its request, Kansas states
that "the high standards for training, certification, licensing,
inspection and provision of services which are established in
Kansas statutes and administrative regulations will be maintained."
The pertinent regulations were included as an appendix to the
waiver request. Other ways in which Kansas will protect the
health and welfare of waiver beneficiaries include: monthly
monitoring by the case manager; random review of case managers
by the Department's Oversight Team; yearly review of the waiver
program by the University of Kansas Long Term Care Gerontology
Center; the utilization of licensed nurses and social workers;
and review of provider records by federal staff.

Financial Accountability. The Kansas Department of Social and
Rehabllitation Services has contracted with the Electronic Data
Systems--Federal (EDS-Federal) to expand the currently certified
Medicaid Management Information System (MMIS). The funds expended
on waiver services will be monitored by the Management Adminis-
trative Reporting System (MARS). The MARS will assist SRS in

its requirement that the state and providers maintain financial

accountability for funds expended on services offered under the
waiver authority.

Specific MARS services include reports on the financial status
of the waiver program, number of claims processed, number of
claims paid, number of claims denied, number of recipients,
number of providers participating, adequacy of service delivery,
extent of service delivery, usage trends, impact analysis,
status of payments and expenditure analysis.
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Individual Assessments and Service Eligibility. Only those
Peneficiaries who are eligible for a Skilled nursing facility,
intermediate care facility or intermediate care tacilicy for

the mentally retarded shall be offered the choice of utilizing
the alternate community-based services provided under the waiver
program. A pre-admission team will objectively evaluate the
needs and abilities of each client who might require the level
of care provided in a SNF, ICF, oOr ICEF/MR.

The pre—admission team, composed of a licensed social worker and
a registered nurse, develop a plan of care which must be approved
by SRS. The pre-admission team then meets with the case

manager who becomes responsible for seeing that the client
receives the needed services.

The pre-admission assessment is based on the Barthel Scale.
Using the Barthel score as a guide, the unigque needs and
abilities of each client are matched against the array of
services and living arrangements potentially available in
that community in order to ascertain what home and community-
based alternatives may be feasible.

The case manager will review each client's plan and the services
being provided, on a monthly basis, to ensure continual eligi-
pility. Changes in the plan are made on an as-needed basis.

Client Choice. The Department's Oversight Team will insure that
clients who are eligible for services under the waiver are
informed by the pre-admission screening team during the assess-
ment and eligibility process of feasible alternatives for long-
term care and given a choice as to which type of service to
receive. The choice will include both the institutional option
for which client need has peen established and the feasible

home and community-based care services available.

Comparative Per Capita Expenditure Estimates. Estimates of the
total population likely to receive waivered services were developed
from agency reports on the characteristics of clients currently
receiving services in institutions, nursing facilities, and
community settings. Estimates of Medicaid expenditures under

the waiver and .nder the current Medicaid State Plan were devel-
oped and compared separately for clients eligible to receive and
receiving Medicaid services in Title XIX certified long term

care facilities. v

The State's calculations are summarized in the following table.*

FY 1983 FYy 1984 FY 1985
A 14,049 14,049 14,049
B $730.62 $789.07 $852.20
C
D

2,569 2,819 3: 19
$ 63.92 $105.84 $133.64

* There is no separate preakdown for MR/DD clients or other
eligible populations. :
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¥y 1983 FY 1984 ¥2 1985
14,299 18,799 15,299

F
G §$962.69 $1,039.71 §1,222.89

»

H 2,063 2,069 2,069
I $ 52.67 $ 56.88 $ 61.43

Where:
A = the estimated number of persons who would receive care in

SNF, ICF or ICF/MR facilities if the proposed waiver is
approved.

B = the average monthly cost of an ICF, ICF/MR, or SNF resident
if the waiver 1s aoproved. (N.B., the state has assumed
| an eight (8) percent inflation increase in both FY 1984
and FY 1985 costs).

C = the estimated number of recipients of waivered services.

D = the estimated monthly cost for clients receiving home and
community-based care services under the waiver. (N.B.,
this estimate is based on utilization and cost information
for the current users of long term care services under \
| consideration, assuming an eight (8) percent inflationary |
increase in both FY 1984 and FY 1985.) |
|

| F = the estimated number of persons who would receive care
in SNF, ICF, or ICF/MR facilities in the absence of a
waiver. (These figures represent a 500 person annual increase)

G = the average monthly cost of an ICF, ICF/MR, or SNF resident
in the absence of a waiver. (N.B., Assuming eight (8)
percent inflation in both FY 1984 and FY 1985.)

H = the monthly average of persons budgeted to receive personal
care and home-health services under the current Title XIX
State plan, (in the absence of a waliver).

I = the average monthly per client cost of services provided
under H.

Apvlying these utilization and cost estimates to the mathematical
formula contained in Section 441.303(d) of HHS regulations, Kansas
officials conclude that the average per client expenditures for
the provision of services under the waiver will not exceed the
cost of services without the waiver: '

FY 1983 FYy 1983
Expenditures Under Expenditures Without
the Waiver the Waiver

(14,049 x $730.62) + (2,569 x $63.92) ¢ (14,299 x $730.62) + (2,069 x $52.67
(14,299 + 2,069) n (14,299 + 2,069)

$637.14 £ $644.92
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Similar calculations also are included for FY 1984 and FY 1985.
Kansas officials had predicted that if the waiver were not
granted, the ICF (including ICF/MR) resident population would
increase by 500 persons per year over the next three years.

Annual Impact Reports. The Oversight Team annually will pro-
vide the Secretary of HHS with information concerning the types
and amount of medical assistance provided and on the health and
welfare of the beneficiaries. This information will be
consistent with the data collection plan to be promulgated by
HHS.

Financial Eligibility. In addition to all recipients of SSI
(who, by federal law, must be covered under a state's Medicaid
program) Kansas plans to offer waivered services to persons

with income in excess of maintenance needs (protected income
level) who meet the eligibility criteria for the medically needy.

The state plans to reduce Medicaid payments for home and community-
based care services under its waiver program to the extent that
any eligible recipient has income and resources which exceed the
income disregards outlined in 42 CFR 435.726.

Organizational Responsibility. The Kansas Medicaid Waiver Program
wlll be administered by the Department of Social and Rehabilita-
tion Services, which is the single state Medicaid agency. The
orograms and services covered under the waiver will be imple-
mented, administered, and monitored by the Oversight Team. The
Oversight Team is composed of Directors of four branches of

SRS (Adult Services, Medical Services, Mental Health-Retardation
Services, and Rehabilitation Services), as well as other SRS
staff.

The Team's responsibilities include: ensuring that each of the
home and community-based services is provided in a professional
and cost-effective manner, routinely reviewing the programs and
suggesting changes as needed, and randomly and periodically
reviewing the assessments, plans of care, and services provided
to individual clients.

Additional input and reivew will 'e provided by the Long Term
Care Advisory Council and the University of Kansas Long Term
Gerontological Center. The Long Term Care Advisory Council is
a blue ribbon committee composed of the Secretary of the
Department of Social and Rehabilitation Services, the Secretary
of the Department on Aging, the Secretary of the Department of
Health and Environment, the Secretary of the Department of
Transportation, and representatives from minority groups, the
League of Women Voters, the Kansas Legislature, the Nursing
home industry, and various interest groups representing aged
and disabled Kansans.
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The main goal of the Council will be to coordinate and expedite

the waiver program as it pertains to other agencies and interest
groups and also to bring a variety of viewpoints to the Oversight
Team. The Long Term Care Gerontology Center will provide the

input of innovative and workable ideas into the home and community-
based care service program, state officials indicate.

Prepared by:

National Association of State
Mental Retardation Program
Directors, Inc.

April 9, 1982
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INTER-OFFICE COMMUNICATION NO.

June 24, 1982 DESTRUCTION DATE

Robert Rabe; Terry Etling, Lowell Morris, Doris Barcomb, Johi Laprlo,
Doug DeVoe, John Connelly

From: -
" Origin:

Subject:

Division of Policy and Procedures.

;/v David Cameron, Policy Development Coordinator

A~ a—d

Final Review. of Attendant Care Rules

This revised draft of ther proposed attendant care rules incorporates written
comments as well as the changes that were agreed om in the 6/15/82 dlscuSSLOn
among Several Central Offlce staff, as described below:

1. Thezdescriptions of various fiscal/accounting-systems have been deleted in:

favor of a very general statement in paragraph (J)(2)(c). This will give
the pilot progect the freedom to determine these procedures, which we then
can spell out in revxsed rules next year. :

2.. The priority groups will be served exactly as they appear in paragraphs
(B)(1) through (B)(4), with lower ranked groups served only as funds are
available. The fifth group, made up of people who cannot work or live

. independently, has been deleted entirely because 1t does not fit with the
intent of the legislation.

3.  The payment schedule incorporated in these rules has been reduced to just /
paragraph (H), viz., the hourly rate for attendant care. "All other payment
considerations (overmight costs, meals for attendants, etc.) will be left to -
negotiation between the disabled person and the attendant.

4. A minimum need of eight consecutive weeks of attendant care has been set as
" an eligibility criteria in paragraph (D)(4). TFor the sake of cost effective-
- ness, this would eliminate students between quarters and those w1th other
temporary situations.

5. Payment of any applicable income taxes or other payroll withholding costs
has been added to the list of attendant's duties in paragraph (F)(2)(b).
Also the rule about attendants seeking liability insurance is gomne because
there apparently is no such coverage avallable.

6. We will be flling permanent rules, not temporary ones as discussed in the
6/11/82 memo about these rules. Conversations with Representative Skeen's
- office revealed that permanent rules were definitely preferred. That means
we need to file the proposed rules by July 8.

4"

. One reviewer brought up a concern that the minimum of fourteen hours per week

may penalize some people who need just a little bit of help in order to get to
work. Would cost effectiveness be a factor in this just as it is in item #4
above? There will be administrative costs in serving such a person including
training the person, arranging attendants for him/her, and processing payments
for services rendered. Although the individual would doubtless be benefited, if
these costs outweigh the value received for the program as a whole, then the

" minimum hours requlrement might help serve more people for the money.. What is

your opinion?
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Although we discussed this matter in the 6/15/82 meeting, John Connelly has since
brought up his own concerns about deflnlng the business relationship between the
disabled person and the attendant: "It is 1mportant that this relationship be
clarified prior to the provision of any client services. The potential for acci-
dents 1is as great in the pilot project as the permanent. If the relationship is
not clarified in the rule and an accident occurs which gives rise to a suit, a
court rather than RSC would decide whether there is an employee—employer rela-
tionship between RSC and the attendant." What is your opinion?

I am going to share this draft with the Consumer Advisory Council's pollcy sub~-
committee on Friday, June 25. Unless that meeting reveals some ma jor issues, we
do not expect to need another meeting of RSC staff. Please try to return your
comments by June 30. We know that this is again very short notice but, consider—
ing the holiday, if we have all comments in by the 30th, we '11 have less than a
week to get the rules polished up for filing on the 8th.

DC:d1ld
Attachment

c: C. Schiefer
F. Gattas
W. Herbein
”E. Minteer]
D. Wysocki
R. Schuricht
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RULE SUMMARY AND FISCAL ANALYSIS

Rehabilitation Services Commission

Division of Policy and Procedures Carolyn J. Schiefer; David Cameron
Agency Name Contact Person(s)
4656 Heaton Road Cols., Ohio 43229 (614)438-1230
Agency Address Phone Number(s)
Amendment | New Rule | Rescission
3304-4-01 X
Rule Number _ >

Are you proposing this rule as a result of recent legislation? _yes

Bill #:Am. Sub.H.B.552 Sponsor: Representative Clifton Skeen 114th

Identify the appropriate ORC section(s) this rule amplifies: 3304.41

Estimate the total amount by which the proposed rule would increase/decrease either
revenues/expenditures during the current biennium (in dollars): $500,000

Identify the appropriation that authorizes each expenditure necessitated by the
proposed rule:

Provide a summary of the estimated cost of compliance with the rule to all directly
affected persons and the estimated cost to the rule-making agency for the
administration and enforcement of this rule:

Statement of purpose of proposed rule:

This new rule describes the requirements for providing personal care assistance (i.e.,
attendant care) to enable severely physically disabled persons to live independently or
work.



3304-4—-01 ATTENDANT CARE PROGRAM.

(é) FOR THE PURPOSES OF THIS RULE THE FOLLOWING DEFINITIONS ARE
" ESTABLISHED:

(1) "“SEVERELY PHYSICALLY DISABLED PERSON" MEANS A PERSON
WHO .HAS LOST THE USE OF AT LEAST TWO EXTREMITIES WITH
A RESULTING LOSS OF FUNCTIONAL ABILITY.

(2) MATTENDANT" MEANS A PERSON WHO PROVIDES ATTENDAN
CARE! : . ’

(3) T™MATTENDANT CARE" MEANS PERSONAL CARE ASSISTANCE THAT
INCLUDES. SERVICES TO ASSIST A SEVERELY PHYSICALLY
DISABLED PERSON IN PERFORMING THE ACTIVITIES OF DAILY
LIVING. SUCH ACTIVITIES MAY INCLUDE BUT ARE NOT LIM-
ITED TO DRESSING, TOILETING, GROOMING, BATHING, PRE-
PARING FOOD, FEEDING, TURNING, REPOSITIONING, TRANS-
FERRING (E.G., FROM A BED TO A WHEELCHAIR, FROM A
WHEELCHAIR TO A CAR, ETC.), GIVING MEDICATION, AND
ASSISTING IN AMBULATION.

ﬁ (4) "EMPLOYED" AND "EMPLOYMENT" MEANS THAT THE SEVERELY
- * PHYSICALLY DISABLED PERSON WORKS FOR AT LEAST TWENTY
: HOURS PER WEEK. ‘ ' e

(B) THE PURPOSE OF THE PROGRAM DESCRIBED IN THIS RULE SHALL BE
TO PROVIDE FUNDS TO PAY FOR ATTENDANT CARE TO ENABLE ELIGI-
BLE SEVERELY PHYSICALLY DISABLED PERSONS TO LIVE INDEPEN~
DENTLY OR WORK. THE REHABILITATION SERVICES COMMISSION
SHALL ADMINISTER THIS PROGRAM. WHEN SUFFICIENT FUNDS ARE
AVAILABLE, THOSE FOUND ELIGIBLE SHALL BE SERVED BASED ON
THE RANK ORDER OF PRIORITY GROUPS LISTED BELOW:

(1) THE FIRST PRIORITY GROUP SHALL INCLUDE PERSONS WHO
ARE EMPLOYED AT LEAST TWENTY HOURS PER WEEK AND WHO
NEED ATTENDANT CARE TO MAINTAIN EMPLOYMENT.

(2) THE SECOND PRIORITY GROUP SHALL INCLUDE.PERSONS_WHO
ARE READY FOR EMPLOYMENT BUT CANNOT ACCEPT A JOB UN-
_LESS ATTENDANT CARE IS AVAILABLE.

(3) THE THIRD ‘PRIORITY GROUP SHALL INCLUDE TRAINEES WHO
ARE PREPARING FOR EMPLOYMENT AND WHO NEED ATTENDANT
CARE TO CONTINUE THE TRAINING.
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(c) RSC'S

THE FOURTH PRIORITY GROUP SHALL INCLUDE PERSONS WHO
NEED ATTENDANT CARE TO LIVE-INDEPENDENTLY..

ADEINISTRATION AND MANAGEMENT OF THE PROGRAM SHALL

INCLUDE BUT NOT BE LIMITED TO THE FOLLOWING DUTIES AND.
RESPONSIBILITIES:

(1)

./.'

(2)
(3)

L ()

- (5)

- (6)

'ESTABLISHING A NINE—MEMBER ADVISORY/STEERING COMMIT—

TEE. MADE UP OF FIVE. CONSUMERS AND FOUR REPRESENTA-—
TIVES FROM HUMAN .SERVICE ORGANIZATIONS TO PROVIDE

ONGOING. EVALUATION AND ADVICE ON THE OPERATION OF

THE. PROGRAM..

.ESTABLISHINC PAY RATES FOR ATTENDANTS..

CHOOSING FACILITIES AND NEGOTIATING.TERMS. WITH THEM
FOR: OPERATING THE PROGRAM ‘AT THE LOCAL. LEVEL, AS

DESCRIBED IN PARAGRAPdS (E) . TO (E)(ll)

HELPING FACILITIES RECRUIT ATTENDANTS AND FIND APPRO- o

PRIATE SEVERELY PHYSICALLY DISABLED PERSONS TO APPLY

- FOR ATTENDANT CARE. .

DETERMINING'A'PERSON'S ELIGIBILITY TO RECEIVE ATTEN—E

DANT CARE UNDER THE PROGRAM BASED ON.THE ASSESSMENT
PERFORMED BY THE FACILITY (DESCRIBED IN PARAGRAPHS
(E)(2) TO (E)(é) AND (E)(s)).

PERIODICALLY EVALUATING THE PROGRAM TO ENSURE EFFI—

CIENCY AND TO DETERMINE WAYS. TO IMPROVE ITS EFFEC-

* TLVENESS..

(D) 1O BE
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(2)
(3

ELIGIBLE FOR ATTENDANT CARE,‘A PERSON SHALL:»_{

BE EIGHTEEN YEARS OLD'OR OLDER."

BE SEVERELY PHYSICALLY ‘DISABLED.

-NOT BE ELIGIBLE FOR ATTENDANT CARE FROM RSC'S VOCA~

TIONAL REHABILITATION. PROGRAM OR FROM ANY OTHER STATE

~ OR FEDERAL PROGRAM.

- (4)

(5)

NEED NOT LESS THAN EIGHT CONSECUTIVE WEEKS' OF ATTEN-
DANT CARE.

'NEED NOT LESS THAN FOURTEEN HOURS OF ATTENDANT CARE
PER WEEK.




(E)

(6)

(7)

(8)

¢ 9

(10)

NEED NOT MORE THAN THIRTY~FIVE HOURS OF ATTENDANT
CARE PER WEEK FROM THIS PROGRAM. IF THE PERSON NEEDS
MORE THAN THIS MAXIMUM, HE/SHE SHALL BE INELIGIBLE
FOR ASSISTANCE UNDER THIS PROGRAM UNLESS HE/SHE CAN
PAY FOR THE ADDITIONAL SERVICES NEEDED OR CAN. ARRANGE
TO HAVE THEM PROVIDED BY ANOTHER SOURCE.

HAVE TOTAL GROSS ANNUAL'INCOME OF LESS THAN $30,000.
HAVE BEEN DETERMINED CAPABLE OF INSTRUCTING AND
SUPERVISING ATTENDANTS, AS DESCRIBED IN PARAGRAPH
(E)(3).

BE LIVING, OR THROUGH THIS PROGRAM BE ABLE TO LIVE,

INDEPENDENT OF HIS/HER FAMILY OR OF AN INSTITUTION.

ACREE THAT HIS/HER NEED FOR CONTINUING ATTENDANT CARE
SHALL BE SUBJECT TO PERIODIC EVALUATION.

FOR RSC TO CHOOSE A FACILITY TO OPERATE THIS ATTENDANT CARE
PROGRAM AT THE LOCAL LEVEL, THAT FACILITY SHALL BE NON-~
PROFIT AND, AS ITS PURPOSE, SHALL EXIST AT LEAST IN PART TO
PROVIDE SERVICES TO PERSONS WITH DISABILITIES. THE FACIL-
ITY'S DUTIES AND RESPONSIBILITIES SHALL INCLUDE BUT NOT BE
LIMITED TO:

(1

- (2)

(3)

(&)

(5)

(6)

LOCATING SEVERELY PHYSICALLY DISABLED PERSONS WHO MAY
BE ELIGIBLE FOR THE PROGRAM. '

PRE-SCREENING THE PERSON ACCORDING TO THE CRITERIA
IN PARAGRAPHS (D) TO (D)(9) BY USING A CHECKLIST AND
GUIDE TO ATTENDANT CARE AS PRESCRIBED BY RSC.

ASSESSING THE PERSON'S APPROPRIATENESS TO RECELVE
ATTENDANT CARE THROUGH THIS PROGRAM; THE ASSESSMENT

. SHALL INCLUDE BUT NOT BE LIMITED TO DETERMINING THE

ABILITY TO INSTRUCT AND SUPERVISE ATTENDANTS, AND TO
MAINTAIN-  SCHEDULES AND RECORDS.

ASSESSING THE PERSON'S ATTENDANT CARE NEEDS.

RECRUITING POTENTIAL ATTENDANTS AND REFERRING THEM
TO ELIGIBLE ‘PERSONS.

PROVIDING INFORMATION TO ELIGIBLE PERSONS ABOUT THE
SKILLS NEEDED TO INSTRUCT AND SUPERVISE ATTENDANTS.
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(8)

(9)

(10)

(11

ORIENTING ATTENDANTS TO THE GENERAL DUTIES AND RE-
SPONSIBILITIES OF AN ATTENDANT.

PERIODICALLY EVALUATING EACH ELIGIBLE PERSON'S NEED
FOR CONTINUED ATTENDANT CARE.

MAINTAINING A POOL OF ATTENDANTS TO CHOOSE FROM FOR
HIRING PURPOSES AND FOR SERVING IN SUBSTITUTE AND/OR
EMERGENCY SITUATIONS.

SERVING THE COMMUNITY AS AN INFORMATION RESOURCE ON
ATTENDANT CARE.

PROVIDING INFORMATION AND REFERRAL SERVICES ABOUT
OTHER FINANCIAL ASSISTANCE AND/OR SOCIAL SERVICE PRO-
GRAMS THAT, BY SUPPLEMENTING THE ATTENDANT CARE PRO-
GRAM, MAY FURTHER ASSIST SEVERELY PHYSICALLY DISABLED
PERSONS TOWARD INDEPENDENT LIVING.

PARAGRAPHS (F)(1) TO (F)(1)(d) OF THIS RULE DESCRIBE THE
QUALIFICATIONS FOR AN ATTENDANT AND PARAGRAPHS (F)(2) TO
(F)(2)(£) DESCRIBE AN ATTENDANT'S RESPONSIBILITIES:

(1)

(2)

TO BE CONSIDERED TO WORK AS AN ATTENDANT UNDER THIS
PROGRAM, A PERSON SHALL:

(a) BE EIGHTEEN YEARS OLD OR OLDER.

(b) BE ABLE TO MEET THE PHYSICAL AND MENTAL DEMANDS
OF PROVIDING ATTENDANT CARE.

(¢) BE DEPENDABLE, STABLE, AND ABLE TO DEAL WITH
EMERGENCIES, AS ASSESSED BY THE FACILITY.

(d) NOT BE A RELATIVE LIVING IN THE SAME HOUSEHOLD
OR AN IMMEDIATE FAMILY MEMBER.

THE ATTENDANT'S RESPONSIBILITIES SHALL INCLUDE BUT
NOT BE LIMITED TO:

(a) AGREEING TO THE TERMS OF EMPLOYMENT AS SPECIFIED
BY THE ELIGIBLE PERSON.

(b) PAYING ANY APPLICABLE FEDERAL, STATE, OR LOCAL
TAXES ON WAGES PAID THROUGH THIS PROGRAM.




(c) PLRFORMING THE TASKS AGREED ON WITH THE ELIGIBLE
- PERSON.

(d) PERFORMING TASKS WITH CARE TO AVOID INJURY AND/
OR DISCOMFORT TO THE ELIGIBLE PERSON.

(e) REPORTING’TO WORK AS SCHEDULED.
(f) MAINTAINING THE PRIVACY OF THE ELIGIBLE.PERSON.-

(E) THE ELIGIBLE PERSON'S RESPONSIBILITIES SHALL INCLUDE BUT
NOT BE LIMITED TO:

(1) 1INSTRUCTING AND SUPERVISING ATTENDANTS.

(2) DISCUSSING AND COMING TO AGREEMENT WITH EACH ATTEN-
DANT AS TO WHAT SERVICES ARE TO BE PROVIDED.

(H) THE RATE OF PAYMENT FOR ATTENDANT CARE UNDER THIS PROGRAM
SHALL BE A MAXIMUM OF $4.50 PER HOUR.

(I) WHEN A PERSON WHO HAS APPLIED FOR ATTENDANT CARE IS DETER-
MINED INELIGIBLE OR WHEN AN ELIGIBLE PERSON WHO IS RECEIV-
ING SERVICES UNDER THE PROGRAM DISAGREES WITH ANY ACTION

" OR DECISION MADE BY RSC OR BY A FACILITY, HE/SHE MAY RE-
QUEST AN ADMINISTRATIVE REVIEW BY THE MANAGER OF RSC'S DI-
VISION OF COMMUNITY RESOURCES; IF NOT SATISFIED WITH THE
RESULTS, HE/SHE MAY REQUEST A FAIR HEARING WITH THE RSC
ADMINISTRATOR. TIME FRAMES AND ALL OTHER PROCEDURES CON-.
CERNING ADMINISTRATIVE REVIEWS AND FAIR HEARINGS SHALL BE
THE SAME AS THOSE DESCRIBED FOR VOCATIONAL REHABILITATION
APPLICANTS/CLIENTS UNDER RULE 3304-2-04 (EXCEPT PARAGRAPHS
(B) AND (F)) OF THE ADMINISTRATIVE CODE.

(J) RSC SHALL ADMINISTER THIS PROGRAM AS A PILOT PROJECT FOR.
THE PURPOSES OF DETERMINING THE MOST EFFICIENT METHODS OF
OPERATION, AS DESCRIBED IN PARAGRAPHS (J)(1) TO (J)(3):

(1) ELIGIBLE PERSONS SHALL RECEILVE PAYMENT FOR ATTENDANT
'~ CARE COSTS INCURRED AFTER ALL OF THE FOLLOWING HAVE
" .BEEN ACCOMPLISHED BUT NOT BEFORE QCTOBER 1, 1982:

(a) ﬁSC*HAS'CHOSEN FACILITIES AND NEGOTIATED'TERHS ‘
WITH THEM FOR THE OPERATION OF THE PROGRAM AT
THE LOCAL LEVEL.




(b) THE FACILITIES HAVE FOUND APPROPRIATE SEVERELY

. PHYSICALLY DISABLED PERSONS AND ASSESSED THEIR

ATTENDANT CARE NEEDS IN PREPARATION FOR RECOM-
MENDING THEM FOR ELIGIBILITY.

(c) THE‘FACILITIES HAVE RECRUITFD ATTENDANTS AND
- ORIENTED THEM. TO: THEIR DUTIES AND RESPONSIBILI~
. TIES.

" (2) ' THE OPERATION OF THE PILOT PROJECT SHALL INCLUDE BUT
" NOT BE.LIMITED TO THE FOLLOWING PROCEDURES:

§ ' " (a) RSC SHALL DESIGNATE A PILOT PROJECT DIRECTOR.

(b) RSC SHALL CHOOSE FACILITIES LOCATED BOTH IN
... SMALL TOWN/RURAL AREAS AND IN URBAN AREAS TO .
- OPERATE THE. PILOT PROJECT AT’ THE LOCAL LEVEL. T

: (e) RSC SHALL ESTABLISH VARIOUS FISCAL AND ACCOUNT-
o ING PROCEDURES FOR PRQVIDING FUNDS TO THE ELIGI-
BLE PERSON, THE ATTENDANT, AND/OR THE FACILITY
TO PAY FOR ATTENDANT CARE EXPENSES DURING THE
PILOT PROJECT. -

T (d). DURING THE PILOT PROJECT THE DIRECTOR OF RSC s
. . BUREAU OF PROGRAM SUPPORT, RATHER THAN THE MANA-
GER OF RSC'S DIVISION OF COMMUNITY RESOURCES AS
. STATED IN PARAGRAPH (I) OF THIS RULE, SHALL.CON-
" DUCT AN ADMINISTRATIVE REVIEW OF ANY APPEAL. -
ALL OTHER PROCEDURES LISTED IN PARAGRAPH (I) OF
THIS RULE APPLY DURING. THE PILOT 'PROJECT.

» . | .
L . (3) THE PILOT PROJECT SHALL END WHEN RSC DETERMINES THAT
. . THE PROGRAM IS READY TO SERVE SEVERELY PHYSICALLY

- : :  DISABLED PERSONS THROUGHOUT THE STATE OR ON SEPTEMBER
L ‘ o .. 30, 1983, WHICHEVER COMES FIRST. |

* EFFECTIVE: - s o 3 o

" REPLACES :

Certification

Date




RSC . ] |
= INTER-OFFICE COMMUNICATION NO,
S5~ Rehabilitation Services Commzsszon } -

DATE June 4, 1982 7 . DESTRUCTION DATE

To: John Caprio, Chief; Consumer Affairs

From: ~£§§Z— Douglas V. DeVoe, Chief, Division of Finance

Origin:

Subject: Payments for Attendant Care Services

I met with Bill Lenkey of the'Siate-Auditor's'office last week to»diséuss_
Attendant Care. In general we discussed three primary means of payment.

1) 'Payment directly to the client.
2) Payment to a facility who pays the attendant.
3) Payment to.the attandant.

I indicated that the -agency preference was payment to the client. Bill had

several reservations. First, he was concerned about the audit trail to indicate
the attendant services were actually being provided as paid to the client. Second,
he was concerned' about the obligation of the client for personal tax purposes.

The client would, because of the amount, receive an annual notification of earnings
(1099 form) and have those amounts reported to IRS. Third, he had concerns about
the ability of the client to maintain payroll records -along with appropriate
federal, state, and local taxes, workers compensation, unemployment compensation,
etc. Related to this is the concern that the attendant who is the subject of the

records may also assist in maintaining them and that.there is a potential for
fraud.

Bill indicated a preference that we provide facilities with a corpus, ask them

to hire and pay attendants from the corpus, and maintain records for audit.

Second preference would be direct contract with the attendant, recognizing that
facility payment would involve increased administrative cost for RSC. Bill would
like a follow-up meeting with a Deputy State Auditor involved, as well as attendant
care program staff to address this again once we decide the system of payment we
.desire. Under any system, Bill is concerned about who will audit the payments and
when. ' -

My preference would be a three-party contract with the attendant and the client
with direct payment to the attendant from a time sheet maintained by the client
and signed by the client and the attendant, processed on.a two-week pay period.
I'm concerned that facility payment will increase administrative costs beyond the
scope of the budget outlined to the Controlllng Board and could jeopardize future
fundlng. : : -

My reservations about client payment probably are a result of my experiences in
B.E. where auditors were almost never able to reconstruct a complete audit trail
for operators with considerable more training in record keeping and with monthly
supervision from agency staff. I'm afraid we may create an auditing nightmare we
. could never resolve. , - e

I think we should meet again at the earliest convenience to discuss this again
and make a final determination of preference so we may begin assembling sample
documents for record keeping, resolve client tax respon51b111t1es w1th IRS, and
proceed w1th plannlng. : E

c: R. Rabe
T. Etlipg




May 13, 1982

TO: Chairmen of Community Workshops on Attendant Care - Doris Brennan,
Alice Sporar, Cleveland; Joyce Quinliven, Toledo; Roger Flint, Dayton;
John Latcham, Phyllis Elmo, Youngstown; Sue Mahler, Jess Davidson,
Columbus; Larry Rossiter, Cincinnati; Gwen Callas, Jerry Snyder, Kent-
Akron

© FROM: Francis J. Gattas, Director, Office of Consumer Affairs

On November 19, 1981, the 1l4th Ohlo General Assembly Enacted Am. Sub H.B. 552,
Sec. 3304.41, which stated:

"The Rehabilitation Services Commission shall establish and administer a program
for the use of funds appropriated for that purpose to provide personal care
assistance to enable eligible severely physically disabled persens to live in-
dependantly or work, shall adopt rules in accordance with Chapter 119 of the
Revised Code as necessary to carry out the purposes of this sectlon and shall
apply to the Controlling Board for the release of the funds."

In December, RSC went to the Controlling Board in request of funds to imitiate
the program. The decision of the Board was deferred untll a program plan
(proposal) was developed.

On January 16, RSC hosted a meeting of consumers and some profe351onals to provide
input into the development of the proposal. On April 15th, the group met again

to discuss the draft proposal. (Attached is the finished product) On May 10, .
RSC again went before the Controlling Board in request of funds. THE CONTROLLING
BOARD, UNANIMOUS IN THEIR DECISION, WILL RELEASE $500,000 JULY 1, 1982 THRU

JUNE 30, 1983 FOR THE DEVELOPMENT OF AN ATTENDANT CARE PROGRAM.

The funds Wlll be released to RSC as follows:
July 1 thru Sept. 30 (1982) - $ 20,000

- Oct. 1 thru Dec. 31 (1982) - 77,000
Jan. 1 thru Mar. 31 (1983) - 128,000
Apr. 1 thru June 30 (1983) - 275,000

A1l the work done since the 1980 April state workshop in Columbus on attendant
care...the follow-up community workshops, developing the legislation, the evolu-
tion of ADO, and the consumer lobbying...has paid off! The legislation’ and ‘the
funding of the Ohio personal attendant care program is certainly the result of .
the statewide coordinated grassroots movement for such a program. Consumers.have
certainly impacted upon the legislature! Please share this good news with other
consumers within your respective communities. Certainly many consumers will be
contacting their local representativés thanklng them for their support of the
attendant care program.

For those who may also wish to write to members of the Controlling Board:

Senator Stanley Aramoff - Cincinnati
Senator William Bowen - Cincinnati
Senator Ted Gray -~ Columbus

Representative Cliff Skeen - Akron
Representative Robert Netzley - Laura
Representative Myrl H. Shoemaker — Bourneville

Address: Ohio State House

Columbus, Ohio 43215 " OVER.



The following are those who participated in ome or both of the meetings held
on 1/15/82 or 4/15/82.

Consumers:

Bill Schultz - President, Advocates for Disabled Ohloans, Kent, Ohio
Doris Bremnan - Cleveland, Services for Independent Living

Larry Rossiter — Dept. of Physical Medicine, University of Cincinnati
Roger Flint - Dayton

Linda Gerraci - Cincinnati

Mary Verdi -~ Services for Independent Living, Cleveland

Others:

Stan Sells — Ohio Dept. of Welfare

Martin Williams - Ohio Dept. of Welfare

Doris Combs — Dept. of Welfare, Summit County
Lynn Benjamin - Total Living Concepts, Cincinnati
Bob Strother — Cleveland

Gwen Callas — Kent State University

Donna Stauch - Dodd Hall, Columbus

Joyce Qulnllven - Toledo Society for ‘the Handicapped
Marcia Cooper — Ohio Legislative Comm1351on

E. Minteer - RSC .-

H. Radde -~ RSC

C. Schieffer -~ RSC

J. Caprio — RSC

R. Schuricht - RSC

D. Cameron — RSC

T. Etling - RSC

R. Rabe - RSC
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OHIO REHABILITATION SERVICES COMMISSION

A PLAN FOR A PERSONAL CARE ASSISTANCE (ATTENDANT CARE) PROGRAM

I PREFACE

On November 19, 1981, the 1l4th Ohio General Assembly Enacted Am. Sub
H.B. 552, Sec. 3304.41, which stated:

|

\

|

\

l

‘ "The Rehabilitation Services Commission shall establish and administer a
| program for the use of funds appropriated for that purpose to provide
personal care assistance to enable eligible severely physically disabled
persons to live independently or work, shall adopt rules in accordance
with Chapter 119 of the Revised Code as necessary to carry out the pur-
poses of this section and shall apply to the Controlling Board for the
release of the funds."

The purpose of this document prepared by the Ohio Rehabilitation Services
Commission (RSC) is as follows:

(1) To establish an Attendant Care Program for Ohio.

(2) To provide for the organization and administration of the Attendant Care
Program.

(3) To formulate administrative rules to be adopted in accordance with Chapter
119 of the Ohio Revised Code, and

(4) To meet the application requirement by the Ohio Controlling Board for the
release of funds based on program approval.

RSC would develbp the attendant care program in phases, or stages, contingent
on state funds appropriated for the program. Priority and stages in develop-
ment would be as follows:

B iy o 3
- 5::ﬁf,,&w/-—(l) For disabled persons who are employed and need attendant care to maintain
b8 M{' employment. 3
;zn~’} sz (2) For employable disabled persons seeking employment contingent on avail-
ERE ability of attendant care._services 0¢ bt
/ /;;17;/ (3) For program eligible students and trainees with an employment goal-"g " 7.
55 (4) For disabled persons to live independently " Lipdeany
ﬁﬁ@l&‘ _ (5) For disabled persons living at home in need of attendant care services, ¥
f*”,ﬁfh’;aéﬁég but not able to be employed or live independently sﬁlréff
r// ‘-’ > /‘n-'« /{ o —C.él’:«-éz
{,# £r I DEFINITIONS
Ky
¥ . / YAdministrative Agency" refers to the Ohio Rehabilitation Services Commission
A hereafter referred to as RSC.
i A &
'~CV7 "personal Care Assistance" or "Attendant Care", are those services, as designated

in RSC's "Checklist and Guide to Attendant Care Services", provided by an
attendant to assist a severely disabled person in performing the activities

of daily living. The attendant care services may include, but not limited to,
help in the performance of routine bodily functions: dressing, toileting,
grooming, bathing; preparing food; feeding; turning, repositioning, and trans-
ferring a person; giving medications; assisting in ambulation or other
permissible activities agreed upon between the disabled person and the
attendant in the employer-employee relationship. The services would be those
appropriate for a non-medical or non-family member to perform.
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"Attendant" refers to qualified individuals employed and trained by a disabled
person to provide the agreed upon personal care assistance.

. "Night Attendant' refers to provider of attendant care services
during the sleeping hours, such as repositioning and other bodily
needs.

. "Live-in Provider'" refers to an attendant who lives in the reci-
pient's home expressly for the purpose of providing attendant care
services.

"Independent Living" allows disabled persons to live with as much direction
and control over their own lives as possible.

"Tndependent Living Center" is a voluntary nonprofit resource facility, staffed
and managed primarily by persons with disabilities, that offers a number of
services to disabled persons to assist them in independent living. The centers
may have been established, in part, with competitive grant funds from Title VII,
Part B, of the 1978 amendments to the Vocational Rehabilitation Act of 1973.

"Severely Disabled Persons", defined for the purpose of this program, refers

to a person who has lost the use of at least two extremities (arms or legs)

and whose functional ability is limited by that loss. Such a severe physical
disability can have a number of causes, including spinal cord injury, muscular
dystrophy, multiple sclerosis, cerebral palsy, polio, spina bifida, amputation,
arthritis, rheumatism, Parkinson's disease, hemophilia, and stroke.

"Community-based Facility" is a non-profit organizatiom which, in part, functios
as a provider and/or vendor of services.

"Employed" refers to paid employment for at least 20 hours per week.

"Program Participant" or "Program Recipient" refers to a severely disabled
person determined eligible to participate in this program.

III PROGRAM GOALS AND OBJECTIVES

Although several other states have personal assistance care programs, a public
subsidized program in Ohio will, essentially, be a new venture. Since the

State Controlling Board will only be able to appropriate funds for the remainder
of the current biennium to end Jume 30, 1983, the following goals are planned

to be achieved in this period contingent on the amount of initial funds
appropriated:

1. To demonstrate the feasibility of a personal assistance care program
on a pilot project basis.

2. To focus initially on several local projects, involving both rural and
urban communities, rather than a statewide effort.

3. To involve local nonprofit facilities and local field offices of RSC
Bureau of Vocationmal Rehabilitation (BVR) and Bureau of Services for the
Visually Impaired (BSVI) in exploring the best models for service delivery.

4. To refine the model(s) for further expansion throughout the state as
additional funds are appropriated in subsequent years.
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To formulate criteria and standards for participant eligibility, attendant
qualifications, and community-based facility participant.

To resolve a workable method of "reimbursing' the program participant with
funds to pay the attendant for hours worked.

To use the dollars received from the State Controlling Board to maximize
the number of attendant hours and to serve the greatest number possible.

IV PROGRAM OVERVIEW: HOW IT WOULD WORK

A.

B.

Program Organization/Structure:

. RSC, as the administrative agency, would designate a project director
and provide the necessary clerical and support services.

. At least two urban and two rural facilities and corresponding field
units of BVR and BSVI would be invited to participate in the program.
The local RSC offices with assistance from the community-based facility
would serve as a resource in locating program participants, assist in
the recruiting and preliminary training of attendants and assist the
participants to become effective employers and trainers of attendants.
The facilities would conduct a preliminary assessment of a participant
applicant to determine qualifications to participate in the program
and an assessment of attendant needs. Final eligibility determination
of the participants would be made by RSC.

. The program participants would be trained to be employers of the
attendants. This would entail training, supervising, time record-
keeping, payroll computating, tax withholding, and paycheck writing.
The participant would also outline the duties or work expectations
from the attendant.

. The attendants would receive preliminary orientation by the facilities
and additional instruction by the participant to meet special needs.
The attendant would agree to the terms of employment (time, hours,
duties, etc.).

Duties and Responsibilities of RSC

As the administrative unit for the attendant care program, RSC duties would
include, but not be limited to:

. Implement the program according to an approval plan

. Assume fiscal accountability for the state funds designated for the
program

. Designate a project director or coordinator
. Assign necessary clerical and support personnel

Promulgate and adopt administrative rules and guidelines
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. Establish policy and rate of pay for hourly day attendants, night
attendants or live-in providers. Policy would address minimum hours,
hourly rates, allowance to participant for attendant food/meals, and
room and board consideration for live-in providers.

. Select communities and the facilities and local BVR/BSVI units to
participate in the program. Negotiate written agreements Or memo-
randa of understandings.

. Make final determination of applicant eligibility to participate in
the program.

. Establish and implement a procedure for attendant payment. Adopt
guidelines relating to frequency of payment and option for participant
to supplement pay to attendant. Monies would go to the participants
who, in turn, would pay the attendants. This would support the employer-
employee relationship between the participant and the attendant.

. Prepare a "Checklist and Guide to Attendant Care Services".

. Observe other management practices, including program evaluation, to
assure effective and efficient program operation.

Duties and Responsibilities of the Community-based Facility

Contingent on working agreements,. a facility may be expected to include,
but not be limited to, the following: ;

. Assist in program outreach for applicants who may be eligible to
participate in the program.

. Prescreen applicants (age, disability, financial need, employment
status, etc.).

. Conduct an assessment of the applicant's qualifications to participate
in the program (his/her ability to instruct or supervise the attendant;
ability to handle the business aspect (withholding taxes, paying the
attendant, etc.); and an assessment of personal care needs that the
attendant would be expected to serve.

. Assist with the recruitment of attendant applicants and refer to parti-
cipants to screen, interview and employ.

. Assist with providing participants with skills helpful to employ and
maintain the services of attendants.

. Assist attendants, or attendant applicants with general orientation
involved in serving as an attendant.

. Provide a list to participants of attendants who may be available for
substitute or emergency use; maintain a pool of attendants.

. Serve as a community information resource on attendant care.
. Provide information to participants and applicants on other resources

that may supplement attendant care and help the individuals to obtain
those services.
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D. Duties and Responsibilities of the Program Participant

The participant would include, but not be limited to, the following:
Screen, interview and employ the attendant(s).

. Outline and agree to specific attendant duties and job tasks; adhere
to the agreement.

. Provide the instruction or education required by the attendant to meet
the participants special personal assistance needs; provide supervision.

. Schedule attendant hours; keep time records; submit invoices for pay

reimbursement; pay attendants(s); and meet other applicable employer
obligations.

E. Duties and Responsibilities of the Attendant

The attendant duties would include, but not be limited to, the following:
. Agree to terms of employment.

. Carry out agreed duties and job tasks.

. Report to work as scheduled.

. Observe care to prevent participant injury when providing assistance.

. Consider liability protection (insurance).

V SPECIFIC CRITERIA, QUALIFICATIONS AND PROCEDURES

A. Participating Community-based Facility Qualifications

Participating facilities would meet the following qualifications:
. A non-profit facility
. A facility whose purpose is to provide services to persons with disabilities

. A facility who has provided, or has expressed interest in providing,
attendant care services for disabled persons

. A facility capable of carrying out and meeting the obligated respon-
sibilities and duties

. B. Eligibility Criteria for Individual Participants

Criteria to be considered in determining eligibility of participants
would include the following:

. Be at least 18 years of age

. Be severely physically disabled

‘ : : b
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SUMMARY

I. Background Information

According to severely physically disabled persomns, i.e. persons who have
lost the use of at least two limbs and whose functional ability is limited by
that loss, and to persons who work with them, additional financial assistance
with personal, or attendant, care services is needed by severely physically
disabled persons who want to work and/or live independeptly. Personal care
services are those services that assist a person in performing the activities
of daily living.

In response to this statement qf need, the Legislative Service Commission
approved the 113th General Assembly's request for a study of the relative
costs and benefits of ;‘program to provide personal care services to severely
physically disabled persons. The staff conducting the study was also charged
with evaiuating several altern#tive designs for a state subsidy program and
considering what agencies might administer such a program.

This report presents the staff's findings concerning the availability of
financial assistance in Ohio, attendant care programs in other states, and
program alternatives that could be used in this state. On November 19, 1981,
the 1l4th General Assembly enacted Am. Sub. H.B. 552, which contained a re-
quirement that the Rehabilitation Services Commission establish and administer
a program to provide personal care assistance to enable eligible severely
physically disabled persons to live independently or work. The question of
what state agency or agencies should administer a state subsidy program is

thus moot.

lom




. i i SURTPE P R ——

-1ii-

II. Staff Conclusions

A governmental entity that subsidizes personal care services for severely
physically'disabled persons might e#perience financial benefits as a result of
deinstitutionalization of some recipients and tax revenues from others who are
employed. Recipients could gain the psychological benefits of having control
over their lives and using their skills and talents to their maximum poten-
tial. Families of recipients could experience a lessening of stress and ten-
sion, and some members could return to their careers and interests. On the
other hand, a subsidy program might not be cost effective, and, if not well
organized, it could be difficult to administer. Additionally, Ohio might not
have enough attendants, accessible housing, and jobs to meet the needs of its
severely physically disabled population.

Financial assistance for personal care services is limited in Ohio and
is inadequate to meet the needs of the state's severely physically disabled
citizens, especially those who want to work and/or live independently. The
demand for this assistance is great among those persons and professionals who
work with them. Additional assistance is needed if severely physically dis-
abled persons are to lead more independent lives and/or enter the job market.
This report presents alternatives in Chapter 9 for administering a financial
assistance program; they include suggestions concerning possible funding
sources, persons to be éerved, the process for evaluating applicants, income
eliéibility, use of other available public moneys, and services to be provided.

III. Review of Financial Assistance in Ohio and Programs in Other States

The Ohio Rehabilitation Services Commission (RSC) provides services for
severely physically disabled Ohioans; it receives approximately 147 of its
moneys from the state and the remainder from the federal government. Part B

of Title VII of the 1978 amendments to the federal Rehabilitation Act of 1973
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creates a competitive grants program for independent living centers (11C's),
i.e. resource facilities offering services, including assistance with personal
care services, to disabled persons to help them live independently. In Ohic a
specially designated Office in RSC coordinates the ILC program. Two ILC's are
currently operating in Cleveland and Cincinnati. The Bureau of Vocational
Rehabilitation (BVR) and the Bureau of Services for the Visually Impaired
(BSVI) in RSC, under federal guidance, focus on providing rehabilitation serv-
jces for disabled people with vocational potential. As part of their program,
BVR and BSVI pay for attendant care only while clients are in the program.
Demonstration programs grants, which might be used to fund a personal care
services pilot project, are the only other federal rehabilitation moneys
available for attendant care. Ohio has not applied for such a grant.

Title XX is a federal program through which states may use federal moneys
to provide social services to their citizems. Prior to the enactment of the
federal Omnibus Budget Reconciliaﬁion Act of 1981, Title XX provisions in-
cluded the distribution of funds to states on a reimbursement basis, a re-
quirement of matching funds, income eligibility criteria, and a requirement
that fees for services be charged under certain circumstances. The Omnibus
Act eliminated these provisions. The Department of Public Welfare administers
Ohio's Title XX comprehensive services program plan, which was developed prior
to the enactment of the Omnibus Act. Services are provided through county
welfare departments. The Department uses Title XX moneys to provide homemaker/
home health aide and chore services, both of which can be used to assist with
attendant care. Title XX momeys are also used to support an Assistance for
Independent Living Program through the Commission on Aging. Under changes in
Title XX resulting from the Omnibus Budget Reconciliation Act, Chio could

develop an attendant care services program for severely physically disabled
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persons. However, this would entail reducing funds for other services
currently in existence.

Medicaid provides reimbursement for certain medical services, including
home health care, provided to eligible personms. Federal law provides that SSI
recipients are eligible for Medicaid and requires the cost of attendant care
to be excluded from the earned income of a recipient of SSI. This exclusion
is not a part‘of Ohio's Medicaid program because Ohio requires a recipient of
SSI to meet additional criteria in order to be eligible for Medicaid. Two
Medicaid services could provide attendant care services to a severely physical-
ly disébled person. The first of these is home health care, and the second is
personal care, an optional Medicaid service not offered in Ohio's program.

Two recent federal changes in Medicaid could affect the program's ability
to provide attendant care services for severely physically disabled personms.
The first is the new option of providing home or community-based services,
which might increase the availability of attendant care. However, the second,
the imposition of reductioms in federal Medicaid expenditures, may counteract
the potentially positive effects of the first change. Medicaid in Ohio is
not an ideal soﬁrce of funds for personal care services because, if those
services are funded through it, they must be provided by home health agencies,
and there are limitations with these agencies. Additionally, Medicaid eligi-
bility is income-based, and recipiehts of attendant care through Medicaid
lack certain elements of Eontrol over its provision.

Persons who qualify for social security disability insurance (SSDI) and
have been receiving benefits under it for at least two years are eligible to
receive Medicare, which provides home health services, among others, in accord-
ance with federal guidelines. SSDI provides monthly cash benefits to insured

workers who meet eligibility requirements concerning length of previous
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employment, severity of disability, and inability to work. Medicare is a
national health insurance program available to recipients of SSDI, among
others, witﬁout regard to income. It only provides coverage for home health
care visits if the recipient needs part-time or intermittent skilled care, is
homebound, and has the services prescribed by a physician. Medicare is prob-
ably not a viable source of funding for personal care attendants for severely
physically disabled persons because of the above restrictioms.

Limited federal assistance for personal care services is available from
the Veterans Administration through an allowance for aid ana attendants, from
the Department of Housing and Urban Development through subsidized housing,
and from ACTION through programs using senior citizemns to provide care. The
Bureau of Workers' Compensation pays for personal care services for persons
injured on the job if their need is verified by a physician. Ohio's state uni-
versities.provide varying degrees of help in locating attendants for severely
physically disabled students; the Ohio Rehabilitation Center at Ohio State Uni-
versity helps locate and train attendants for patients who are leaving. Local
govermments do not provide funds for personal care services. The only appli-
cable assistance from Ohio's hospitals that have rehabilitation inpatient units
is referral and occasional training of attendants. No consumer groups provide
funding, and only a few help with locating attendants.' No insurance companies
in Ohio will pay for personal care services rendered by nonmedical persons.

Of the nine states whose attendant care programs are described in this
report, Massachusetts uses Medicaid moneys as a funding source, California and
Alabama use Title XX moneys, and Rhode Island uses federal Title VII B moneys.
Massachusetts, Alabama, and Rhode Island also use state moneys to subsidize
personal care services as do Maine, Vermont, Washington, Connecticut, and

Illinois.




CHAPTER 1. INTRODUCTION

This report was prepared in response to Legislative Service Commission
approval of the Ohio Genmeral Assembly's request for a study of the relative
costs and benefits of a program to provide personal care services to severe-
ly physically disabled persoms. Amended H.J.R. 91 of the 113th General
Assembly, sponsored by Representative John Begala and others, requested the
Commission to study the relative costs and benefits of establishing state
subsidies to provide personal care services for severely physically disabled
Ohioans, including subsidies that would qualify for federal participation,
to evaluate éeveral alternative designs for a state subsidy program, and to
consider what agencies might administer a program.

Following the resolution's approval, the Commission staff began
preparing this report. The resolution did not call for the appointment of
a study committee, and, in the absence of such a committee, the staff sub-
mitted this report directly to the Commission. This report thus consists
of staff findings and conclusions. It does not represent the findings and
opinions of the Legislative Service Commission.

I. Background Information

Human disabilities are numerous and varied;.they include orthopedic
impairments, blindness, deafness, personality disorders, and mental retar-
dation. The disability group that is the focus;of this study is severely
physically disabled people, defined for the study's purposes as persons who
have lost the use of at least two limbs and whose functional ability is

limited by that loss. Such a severe physical disability can have a number
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of causes, including spinal cord injury, muscular dystrophy, multiple
sclerosis, cerebral palsy, polio, spina bifida, amputation, arthritis,
rheumatism, Parkinson's disease, hemophilia, and stroke. ‘

Frequently, persons who are severely physically disabled need personal,
or attendant, care services, i.e. those services that assist a person in
performing the activities of daily living. Persomal care services could
include help in the performance of routine bodily functions; dressing;
grooming; bathing; the preparation and consumption of food; turning, reposi-
tioning, and transferring a person; use of medications; and ambulation.
This study is concerned with the provision of personal care services to
severely physically disabled persons who need them.

The broad range of disabilities that can affect persons, combined with
a dearth of research on the number of disabled Americanms, makes estimating
the number of persons affected by a specific disability a difficult if not
impossible task. No definitive statistics exist on the number of severely
physically disabled Ohioans, but some general information is available.
The Bureau of the Census' 1976 Survey of Income and Education, which was
based on 1970 population figures, estimated that 1,410,000 Ohioans, or 14.17
of the state's population, had a "limiting health condition,”" a term that is
broader than a severe physical disability. A second limitation with the
Survey is that it did not include persons in institutions or children under
three years of age. In its 1975 Ohio Disability Incidence/Prevalence Study,
the Ohio Rehabilitation Services Commission (RSC) estimated the statewide
average disability rate at almost 6%, or over 656,000 persons. It also
estimated that, of these, more than 231,000 persons experienced orthopedic

impairments or amputations; they constituted 2.2% of Ohioans. The Study

omitted institutionalized personmns.
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Even more difficulty exists in attempting to estimate the number of
severely physically disabled persons who need personal care services. A
1972 Social Security Survey of Disabled and Non-Disabled Adults estimated
that 1.4% of noninstitutionalized Americans aged 20 to 64, or 1,534,000
persons, needed assistance with personal care activities. RSC estimated in
1981 that roughly 37,000 Ohiocans "with severe functional loss related to
extremities that prevent them from (their) major activity" needed personal
care assistance. This figure gives only a general idea of that portion of
Ohio's population with which this study is dealing. However, it is far
from exact, and it in no way reflects the number of persons who might use a
state subsidy for personal care services if one were available. That num-
ber could be much smaller; in the absence of a state subsidy program, no
accurate source of that information exists.

II. Statement of Problem

According to severely physically disabled persons and to people who
work with them, financial assistance with personal care services is especi-
ally needed by severely physically disabled persons who want to work and/or
to live independently in order to gain control over their lives. A problem
arises for those who want to work because their earnings probably would
disqualify them from federally funded services that provide such care, ,such
as Title XX programs and Medicaid, but they also could not afford to pay
for the care from their wages. Many thus remain unemployed and must be de-
pendent on family members or 1ive in institutions in order to get the care
they need. An additionmal problem is that persons who do qualify for the
federally funded services find that those services are often controlled by

the provider, i.e. the agency that administers the services, and the

recipients have little control over the care that they receive.
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Thus, as seen by both severely physically disabled people and persons
who work with them, the problem is twofold: (1) provision of financial
assistance for personal care services in order to foster employment and/or
independent living and (2) control of the personal Sare services by a recip-
ient in order to encourage independence. To deterﬁine if this statement
accurately reflects the situation in Ohio, this study examined public and
private assistance with personal care services available in Ohio as well as
innovative assistance programs in other states, evaluated the assistance
available in Ohio and the need in the state for additional assista;ce with
these services, and considered alternatives for providing that assistance.

III. Report Outline

Chapter Two describes RSC activities concerning attendant care.
Chapter Three discusses relevant services under the federal Title XX social
services program, Chapter Four, relevant Medicaid services, and Chapter
Five, social security disability insurance and Medicare. The sixth chapter
is a review of other services available in Ohio. Chapter Seven presents
personal care assistance programs in nine other states. Chapter Eight is
an evaluation of assistance in Ohio. Finally, the last chapter discusses
alternatives for an assistance program in this state.

Appendix A lists the maximum income an Qhiocan is allowed for free
Title XX services and for Title XX services with a fee payment. Appendix B
indicates the amount of the fees that are charged for Title XX services to
families of from onme to six persons. Appendix C lists the Title XX services
available in each county. Appendix D is a statement of need by RSC for

subsidized attendant care in Ohio.




CHAPTER 2. OHIO REHABILITATION SERVICES COMMISSION ACTIVITIES

I. Introduction 2

The Ohio Rehabilitation Servicestommission (RSC) is the state agency
that is most directly involved in providing services for severely physically
disabled Ohioans.. It receives approximately 14% of its moneys from the
state and the remainder from the federal government through the Rehabilita-
tion Services Administration (RSA) located in the federal Department of
Education. RSA and state agencies that receive funds through it are guided
by the Rghabilitation Act of 1973 and its 1978 amendments.

RSC, as the federally required designated state unit, uses federal
funds to administer two programs through which severely physically disabled
persons may receive assistance with personal care services. Following is a
discussion of the applicable federal rehabilitation statutes and RSC's
éctivities concerning attendant care.

ITI. Title VII of the Federal Rehabilitation Act

Part A of Title VIT of the 1978 amendments to the Rehabilitation Act of

1973 provides grants for comprehensive services for independent living,

among which is attendant care. Part A has not vet been and probably will

not be funded.

In 1978, in response to lobbying from disabled citizens and to the
results of the 1975 Comprehensiﬁe Service Needs Study conducted by the Urban
Institute for the federal Rehabilitation Services Administration, which
stressed a need for independent living programs for disabled persous,

Congress amended the Rehabilitation Act of 1973 by adding, among other

ke




sl

provisions, Title VII, Comprehensive Services for Independent Living. This
statute authorizes grants to states to assist them in providing independent
living services to persons who are so severely disabled that they currently
do not have employment potential but who "may benefit from vocational reha-
bilitation services which will enable them to live and function independent-
ly." This is a marked departure from earlier rehabilitation legislation
that authorized the proviéion of services to disabled persons Snly if they
were working toward a vocational goal (see below).

Part A of Title VII allots annual grants, of at least $200,000 to each
state that meets specified criteria, for the purpose of funding 90% of the
state's expenditures for comprehensive services for independent living. The
statute stipulates what the services may include; among them is attendant
care. However, Congress has not yet funded Part A, and spokespersons from
both RSA and the Ohio Rehabilitation Services Commission indicated that
little likelihood exists that funds will be available for Part A in the
foreseeable future.

Part B of Title VII creates a competitive grants program for independent

living centers (ILC's), i.e. resource facilities offering services, including

assistance with personal care services, to disabled persons to help them live

independently. In Ohio a specially designated Office in RSC coordinates the

ILC program. Two ILC's are currently operating in Cleveland and Cincinnati.

A second component of Title VII, Part B, creates a grant program for the
establishment and operation of independent living centers. An independent
living center (ILC) is a resource facility that offers a number of services
to disabled persons to assist them in living independently, i.e. living on
their own with as much direction and control over their own lives as pos-

sible. A center that is funded under a Part B grant must assure that
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disabled individuals will be substantially involved in policy direction and
management of and be employed by the center and must provide a combination
of the following services: intake counseling; referral and counseling con-
cerning attendant care; attendant care and training of persomnel to provide
it; counseling and advocacy concerning legal and economic rights and bene-
fits; independent living skills, counseling, and training; housing and
transportation referral énd assistance; surveys, directories, and other
activities to identify appropriate housing, accessible transportation, and
other support services; health maintenance programs; peer counseling; com-
munity group living arrangements; education and training necessary for living
and participating in the community; social and recreational activities; and
any other appropriate services. Federal law does not prohibit the use of
these grant moneys to pay persons to provide personal care services, but an
ILC projects specialist with RSA indicated that this is not a very economical
use of the moneys because the grants average $100,000 to $200,000 annually
and must be used to fund a wide range 6f services. Thus, in the area of per-
sonal care services, most ILC's attempt to locate and train possible
attendants but do not pay them directly.

A designated state unit may apply to RSA for a grant on behalf of a
public or nonprofit agency or organization that wants to operate an TLCy It
RSA decides to award that particular grant, it does so to the state unit,
which then contracts with the agency or organization for operation of the
center and passes the grant through to the agency or organizationm. The ILC
grants-are competitive, and thus there are no minimum or maximum funds al-
loted to each state. The funding level for the entire program is $18,000,000
for fiscal year 1981; it will probably remain the same for each of fiscal

year 1982 and fiscal year 1983.
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Prior to March 30, 1981, ILC projects could be funded on an annual basis
for up to three years. On that date a new regulation took effect that pro-
vided that new projects receiving grants after that»time could be funded on
an annual basis for up to five years. If a project is not self-supporting by
the end of the third or, for new projects, fifth year, its operating agency
or organization must submit a new application if it wants to receive addi-
tional grant moneys. A project year runs from July 15 to July l4. The pro-
gram does not reqﬁire a state or local match by an ILC project, but a local
match demonstrates local support and increases an agency's or organization's
chance of receiving a federal grant.

In Ohio the Office of the Program Specialist for Independent Living and
Welfare in the Division of Special Populations at RSC is the state designated
unit for the ILC grants program. The Program Specialist works with groups
around the state to assess the need for an independent living center in each
group's area and, if such a needvexists, to develop a grant proposal. His
Office submits grant applications to RSA, comtracts with recipients of grants,
and passes the federal moneys through to them. It does not receive any state
moneys for independent living centers. Currently Ohio has two ILC's that are
being funded under Part B, and RSC submitted a grant application in 1981 for
two new centers. RSC did not receive the grant, but it intends to reapply.
Following is a brief description of each center and its existing or proposed
personal care services program.

Services for Independent Living, Inc. (SIL) is located in Euclid and has
been providing services to the Cleveland area since March, 1981 .0 It 18 enr—
rently in its second year of federal funding (funding for the first year,

which ended July 14, 1981, was used to organize the center as well as begin

provision of services) and has received a grant of $230,417, part of which is
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funds not spent during the first year. The center is supplying a 5% in-kind
local match, equivalent to $12,128. One of its numerous services for dis-
abled persons is the compilation of a registry of attendants. A full-time
coordinator of attendant care development is attempting to recru;t and screen
persons who want to work as attandants as well as provide training, perhaps
by the Red Cross or a local hospital, for those who pass the screening.
Individuals who need personal care services can then contact SIL to locate
and hire a screened and trained attendant. If an individual hires an atten-
dant from the SIL registry, the center will provide follow-up including
client/attendant counseling.

Cincinnati's Total Living Concepts, Inc. (TLC) opened its doors in
September, 198l. 1It, too, is in its second ye;r of federal funding; its
first year's funding was used for organization. TLC has received a grant for
$186,809 for this second year and is providing a 12% in-kind local match of
$20,757. Because it only opened recently, it is not fully operational. Like
SIL, one of its services will be to assist its disabled clients in obtaining
personal carerservices. An attendant services coordinator will attempt to
locate and screen attendants and teach clients how to interview, train, and
work with attendants.

In 1981, RSC applied for, but did not receive, a $199,640 ILC grant to
be used to start two new independent living centers. Under it, $99,640 would
have gone to Wheelchair Pilots, Inc. (WPI) in Dayton, and $100,000 would have
gone to the Mid-Ohio Board for an Independent Living Environment (MOBILE) in
Columbus. The services WPI planned to offer included an attendant care pro-
gram that would include attendant training, matching attendants with clients,
client training, and emergency attendant care. As its personal care services

component, MOBILE intended to provide personal care assistance training for
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clients and attendants, information/referral and a central listing of
possible attendants, publicity and recruitment, and a model program that
would divide the city into foui areas and provide an on-call attendant in
each area. RSC will reapply for the grant and, in the meantime, is exploring
alternate funding sources for the centers.

III. Bureau of Vocational Rehabilitation/Bureau of Services for the Visually
Impaired

Tﬁe Bureau of Vocational Rehabilitation (BVR) and the Bureau of Services

for the Visually Impaired (BSVI) in RSC, under federal guidance, focus on

providing rehabilitation gservices for disabled people with vocational poten-

tial. As part of their program, BVR and BSVI pay for attendant care for

approximately 150 clients annually only while they are in the program.

Prior to the 1978 amendments to the Rehabilitation Act of 1973, the
federal rehabilitation program was aimed solely at providing vocational reha-
bilitation services for persons who had "a physical or mental disability .
(that constituted or resulted) in a substantial handicap to employment
and . . . (could) reasonably be expected to benefit in terms of employability
from vocational rehabilitation services . . . ." In spite of the 1978 amend-
ments, vocational rehabilitation remains the primary goal of the federal
program, which is administered by RSA. Under Title I of the 1973 Act, RSA
makes vocational rehabilitation services grants to states that have submitted
to it three-year plans for providing these services to their disabled citi-
zens. Ohio is a recipient of federal moneys for vocational rehabilitation
services; RSC, through its Bureau of Vocational Rehabilitation (BVR) and

Bureau of Services for the Visually Impaired (BSVI), administers the state's

program.
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BVR and BSVI work in tandem in implementing that program. For example,
if a physically disabled person who is also visually impaired qualifies for
the program, s/he will receive services through BSVI. When discussing pro-
visions of the program or compiling statistics concerning it, RSC considers
the two bureaus as a single unit. Thus, the following description of the
program refers to "BVR/BSVI," a single unit.

According to a spokesperson from BVR/BSVI, a person can be accepted into
the program if s/he is disabled and a "reasonable expectation' exists that
s/he will benefit from employability that stems from the program's services.
As one of those services, BVR/BSVI offers attendant care to clients whonare
going through its vocational program by paying the wages of the clients'
attendants. BVR/BSVI estimates that 150 clients per year, oT .2% of alilt per-
sons served . by RSC, receive personal care services through the program.
Under that program a client selects his/her own attendant, and BVR/BSVI then
negotiates with the attendant to set the attendant's fee. Because of this
system of determining wages for attendants, BVR/BSVI has no firm figures on
the amount it spends annually for personal care services, but it estimates
that the annual cost per client is between $1,000 and $3,000 for an approxi-
mate total annual cost of $300,000. This represents slightly over 1% of all
case service dollars spent by RSC. BVR/BSVI also estimates that 80% of those
moneys are federal‘and the remaindér are state.

Ohio's three-year rehabilitation services plan states that one of RSC's
vocational rehabilitation services is "postemployment services necessary to
assist -handicapped individuals to maintain suitable employment.'" However,
RSC does not include personal care services among postemployment services.
Thus, when a client meets his/her vocational objective in BVR/BSVI's program

and leaves the program, s/he is not eligible to have his/her attendant paid
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by BVR/BSVI. The only exception to this is if the individual acquires a job
but will experience a delay in receiving his/her first paycheck: in such a
case, BVk/BSVI will continue to pay for the person's attendant care for
perhaps one month,

BVR/BSVI1's payment for personal care services only for persons who are
going through its vocational program is one limitation of its attendant care
service. A second is that not all severely physically disabled people are
accepted into its program and thus do not receive even the limited service
that is available. RSC estimates‘that 35,000 Ohioans apply for its services
each year and that 5% are not accepted because they are too severely disabled
to be found eligible for vocational rehabilitation services. Thus, while
BVR/BSVI annually provides payment for attendant care for 150 disabled
Ohioans, another 1,750 disabled Ohioans receive no vocational rehabilitation
services, including BVR/BSVIfs payment for personal care services, because
of the severity of their disability.

IV. Other Rehabilitation Programs

Demonstration programs grants, which might be used to fund a personal

care services pilot project, are the only other federal rehabilitation moneys

available for attendant care. Ohio has not applied for such a grant. RSC

does not offer any other programs for personal care services.

Besides grantsbfor independent living centers and vocational
rehabilitation programs, the only other federal rehabilitation moneys that
could be used for any kind of personal care services program are special
demonstration programs grants made available under the 1978 amendments.
These grants can be used for, among other purposes, the establishment of

"
.

programs that . hold promise of expanding or otherwise improving reha-

bilitation services to handicapped individuals (especially those with the
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most severe handicaps) . . . irrespective of . . . vocational potential, who
can benefit from comprehensive services . . . ." Projects can be funded for
a maximum of three to five years; the amount of state or local match required
is determined by the type of project. Thé fiscal year 1981 funding level for
grants used for the above purpose is $9,000,000, and a spokesperson for the
Rehabilitation Services Administration indicated that the funding level for
fiscal year 1982 may increase by $1,000,000. The spokesperson also opined
that the grants could be used to fund a personal care services pilot project.
However, no one in Ohio's public or private sectors has yet applied for a
special demonstration programs grant for any purpose.
V. Conclusions

The limitation of federal moneys for personal care services for severely
physically disabled people ﬁo ILC programs, vocational rehabilitation pro-
grams, which stress employability, and demonstration programs is more than
evident at Ohio's Rehabilitation Services Commissiom. RSC does not provide
personal care services through any of its programs other than its embryonic
ILC program, by which it channels through federal moneys that are used to

locate and train, but not pay, attendants, and its limited attendant care

service in BVR/BSVI.




CHAPTER 3. RELEVANT TITLE XX SERVICES IN OHIO

I. Introduction

Title XX is a federal program through which states may use federal moneys
to provide social services to their citizens. As first implemented, the pro-
gram was based on income eligibility. As a part of its Title XX comprehe;sive
services program plan, Ohio now offers two services, homemaker/home health
aide and chore, through which eligible recipients might receive personal care
services. On October 1, 1981, the federal Omnibus Budget Reconciliation Act
of 1981 became effective; it made sweeping changés in Title XX, including the
elimination of income eligibility. Ho;ever, because the changes are so recent,
Ohio's program, as outlined in its plam, is operating under the earlier
provisions.

This chapter describes both Title XX and the changes made in it by the
Omnibus Act and Ohio's program in effect at the time this report was prepared.
In addition, it discusses the provision of personal care services for severely
physically disabled persons through Ohio's Title XX program and the possibil-

ity of increasing that provision by changing Ohio's program.

II. Overview of Federal Program

Prior to the enactment of the federal Omnibus Budget Reconciliation Act

of 1981, Title XX provisions included the distribution of funds to states on

a reimbursement basis, a requirement of matching funds, income eligibility

criteria, a requirement that fees for services be charged under certain cir-

cumstances, and a requirement that a state have a comprehensive services

G




b

program plan. The Omnibus Act eliminated the first four provisions and

changed the last to require a state to submit reports rather than plans.

Title XX was enacted in 1975 as a federal grant-in-aid program to allow
states, within certain federal guidelines, to select and provide social serv-
ices directed toward one or more of five goals set forth in the federal
legislation. The federal Omnibus Budget Reconciliation Act of 1981, effective
October 1, 1981, made major changes in the Title XX law. These changes are
explained in this sectiomn, as is the Title XX law that existed prior to the
Omnibus Act.

One of the changes the Omnibus Budget Reconciliation Act made was to
encourage each state to adopt the goals set forth in the original Title XX
legislation "as far as practicable under the conditions in that state" rather
than to require their adoption as the law had done until the Omnibus Act.

The three Title XX goals relevant to this study are: (1) achieving or main-
taining economic self-support to prevent, reduce, or eliminate dependency;

(2) achieving or maintaining self-sufficiency, including reduction or preven-
tion of dependency; and (3) preventing or reducing inappropriate institutional
care by providing for community-based care, home-based care, or other forms

of less intensive care. Under these goals, a state could provide home-based
personal care services through, for example, home health aide services.

From the annual federal Title XX appropriatioms, annual allotments are
made to each state based on its popuiation. From 1975 until the effective
date of the Omnibus Budget Reconciliation Act, arstate's allocation was avail-
able to it on a reimbursement basis after the state had provided services to
eligible persons, and a state was required to provide 25% matching funds for

all services except for family planning, which the federal government reim-

bursed at a 90% rate. A state's matching funds could come from public or
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private sources. Since October 1, 1981, however, no state matching funds are
required, and the federal funds are paid as a block grant, not om a
reimbursement basis.

Prior to the enactment of the Omnibus Budget Reconciliation Act,
eligibility for Title XX was based on an individual's income. The federal
government required each state to provide services to all Aid to Dependent
Children (ADC) and Supplemental Security Income (SSI) recipients (for a dis-
cussion of SSI, see Chapter 4) and permitted a state to provide services to
any other person over the age of eighteen whose income did not exceed llsz‘of
the state's median family income. A state could set its income eligibility
1imit below the 115% level for any or all services. With the exception of
the provision of protective services, family planning, and information and
referral services, the federal government would not reimburse a state for
services the state provided to an individual or family with an income above
115% of the state's median income level, adjusted for family size. However,
the Omnibus Budget Reconciliation Act eliminated all income eligibility cri-
teria from Title XX so that, after October 1, 1981, any Title XX service may
be provided to any person regardless of his/her income. A state may, of
course, establish its own income eligibility limits.

Until the Omnibus Act removed all fee requirements, a state had to
charge fees for services provided to an individual or a family whose monthly
gross income exceeded 807 of the state's median income for a family of four,
adjusted for family size, and the state could charge fees for services pro-
vided to an individual or a family whose monthly gross income was less than
807 of the state's median income, adjusted for family size. However, no ADC

or SSI recipient could be charged a fee for any service provided to him/her.

Federal regulations, now superseded by the Omnibus Act, required that, in a
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state in which geographic subdivisions, such as counties, were responsible

for providing services, each such geographic area had to provide at least
threé services for SSI recipients and at least omne service dirécted toward
each of the five program goals. Iﬁ addition, medical and medical-related
services available to an individual through Medicaid, Medicare, or an individ-
ual or group health insurance or health maintenance plan were not reimbursable
through Title XX. All these requirements have been eliminated.

Until the enactment of the Omnibus Act, a state had to have a
comprehensive services program plan, describing services to be provided; the
geographical areas in which they would be provided; categories of recipients;
plaqning, evaluation, and reporting activities; organizational structure; ex-
tent of the use of volunteers; coordination with Aid to Dependent Children,
child welfare, Supplemental Security Income, and Medicaid services; estimated
expenditures by service, category of recipients, and geographical area; and
steps taken to ensure that the needs of all eligible state residents were
taken into account. The services plan could be submitted every one, two, Or
three years, at the discretion of the state. The Omnibus Budget Reconcilia-
tion Act, however, reduced these requirements. Now, a state submits '"reports,”
rather than "plans," and the reports do not have to include information on
planning, evaluationm, organizational structure, use of volunteers, coordina-
tion with other programs, and steps taken to ensure that the needs of all
eligible state residents are taken into account.

1II. Overview of Ohio's Program

The Department of Public Welfare administers Ohio's Title XX comprehensive

services program plan, which was developed prior to the enactment of the

Omnibus Budget Reconciliation Act of 1981. Services are provided through

county welfare departments.
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Ohio's Title XX Comprehensive Annual Services Plan for state fiscal year
1982 was developed on the basis of federal Title XX law in effect prior to
the Omnibus Budget Reconciliation Act, and Ohio law requires that the provi-
sions of the state plan continue in effect throughout the fiscal year,
notwithstanding the major changes in federal Title XX law. However, this
Title XX plan assumed a $133 ﬁillion federal allotment to Ohio, and, because
this was subsequently reduced to $113 million, Ohio will have to reduce the
services included in its current plan or make up the $20 million loss from
other sources.

The Ohio Department of Public Welfare is the state agency responsible
for administering Ohio's Title XX program, but each of the 83 county welfare
departments is responsible for developing a plan of services for its county
and arrangiﬁg for the provision of the services, usually through contracts
with other "provider" agencies. The state allots to each county a share of
the state's Title XX allotment, and the county then determines what services
to provide to meet its particular needs. Former Title XX law required each
county to provide at least three services for SSI recipients and at least one
service directed at each of the five program goals, and these requirements
are included in the Ohio plan.

Ohio law requires that a portion of Ohio's Title XX allotment be paid to
two other state departments, the Department of Mental Health and the Depart-
ment of Mental Retardation and Developmental Disabilities, for social
services these departments provide. The statutes mandate that the Department
of Public Welfare enter into a contract with each of these departments to

| implement this required allocation of federal funds. Although the following
amounts will be reduced because of the federal reduction in Title XX funds in

federal fiscal year 1982, the state plan allocates federal funds as follows:
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$18.6 million to the Department of Mental Health, $18.4 million to the
Department of Mental Retardation and Developmental Disabilities, $2.1 million
for state administrative costs, $32.5 million to county welfare departments
for administration and services the departments provide directly, not through
contracts with‘other agencies, $20.7 million for day care for children, and
$40.8 millioﬁ for services to be purchased from agencies other than county
welfare departmen;s.

Ohio has established maximum income levels for free Title XX services
and for services with the payment of a fee. The state provides free Title XX
services to persons whose family incomes are equal to or less than 55% of the
state's median family income, adjusted for family size, and provides services
for a fee to persons whose family incomes are above 55% but do not exceed 807%
of the state's median family income, adjusted for family size. The maximum
income levels were frozen at the median income levels of fiscal year 1980 in
order to enable the state to maintain its expenditures within its federal al-
location and to assure state compliance with the federal government's
requirement that 50% of a state's Title XX expenditures be for persons who
are eligible for ADC or SSI. This so-called "50% requirement' was eliminated
by the Omnibus Budget Reconciliation Act.

IV. Personal Care Services Under Title XX

The Department of Public Welfare uses Title XX moneys to provide

homemaker/home health aide and chore services, both of which can be used to

assist with attendant care. Statistics on the numbers of severely physically

disabled persons who use these services are unavailable. Title XX momeys are

also used to support an Assistance for Independent Living Program through the

Commission on Aging.
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The state plan defines Title XX services and lists those that will be
provided in each county (see Appendix C). From the perspective of this study,
the most important of these services is homemaker/home health aide services,
which could be used to provide attendant care for a severely physically dis-
abled person, and which, according to the state plan, are available in every
county except Morrow, Preble, and Shelby. Homemaker/home health aide serv-
ices are defined as "professionally directed and supervised personal care and
home management services provided by trained homemakers and home health aides
to preserve or strengthen the functioning of individuals or families in their
own homes, or to supplement such functioning in the event of illness, dis-
ability, or temporary absence of a responsible person or during periods of
family or individual crisis where no other responsible person is available
for this purpose.”

A second service that could be provided under Title XX in conjunction
with homemaker/home health aide to assist a severely physically disabled per-
son in an independent living situation is chore services. These are defined
as the "provision of help for persomns unable to handle simple household tasks
necessary for them to remain in their own homes or other independent living
arrangements. Such tasks include running errands for food and other essen-:
tials and simple household repairs to maintain a safe environment (such as
changing light bulbs in ceiling fixtures, snow and ice removal, yard mainte-
nance, tacking loose carpet or tile, washing walls or.windows, moving of
furniture for periodic house cleaning, etc.).” These services do not include
those of a trained homemaker or a personal care specialist. According to the
state plan, 60 counties provide chore services.

According to the Department of Public Welfare, during the state's fiscal

year 1980, the most recent year for which the Department has these statistics,
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1,377 persons who met the SSI disabled definition received one or more units
of homemaker/home health aide services through Title XX, and 127,271 units of
homemaker/home health aide services were provided to persons who met the SSI
definition of disabled. During this same period, 378 persons who met the SSI
disabled definition received one or more units of chore services, and 24,362
units of these services were provided to SST disabled persons. Each unit qf
these services represents one hour spent providing the service, making col- |
lateral contacts, or making arrangements for the service. The total cost of
providing these homemaker/home health aide services was $1,319,063; the total
cost of the chore services was $113,801. Both these cost figures include a
proportionate share of state and county administrative costs calculated by
the Department of Public Welfare. These data do not include services pro-
vided through the Department of Mental Health and the Department of Mental
Retardation and Developmental Disabilities Title XX contracts.

The numbers cited above of persons receiving these services represent
more than severely physically disabled persoms because SSI's definition of
disabled is broader than that being used in this study. Consequently, these
data are of little help for purposes of estimating the number of severely
physically disabled persons in Ohio needing or receiving personal care serv-
jces. However, the staff included the data because they are the only such
information available on Title XX expenditures and recipients for these
services.

Ohio also uses Title XX funds to support an Assistance for Independent
Living-Program through the Ohio Commission on Aging for persons age 60 and
over. The Commission receives a state appropriation that it allocates among

its Area Agencies on Aging. These local agencies then enter into donation-

of-funds agreements with county welfare departments for the provision of
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independent living services, and the departments use the state moneys as the
25% match for the federal Title XX moneys that they have received for these
services. The services include homemaker/hcme health aide and chore services
as well as transportation services.. The state plan permits group eligibility
determination for individuals age 60 and over, which means that a county wel-
fare department need not determine the income eligibility of each person who
is age 60 or over. By virtue of being age 60 or over, a person is automati-
cally eligible to receive these services if s/he needs them to assist in
independent living and if the funds are available to provide the services to
him/her.

According to the Commission, the average statewide cost of the program
is $16 an hour. The actual cost of the services provided varies among the
counties, depending upon the type of agency with which the county welfare
department contracts, the particular services provided, and the level of
training and skill required to provide a particular service. Hourly rates
range from $1.50 to $17 or $18 for home health aides in some counties. Dur-
ing fiscal year 1981, $1,466,341 in state funds were spent on this program,
$775,735 for homemaker/home health aide services and $152,882 for chore
services.

Finally, the state plan allows each county to establish a maximum of two
groups to which to grant group eligibility for Title XX services in that
county. The plan states that counties must be reasonably certain that any
such group the county designates will meet the federal requirement that at
least 75% of the individuals who are members of the group have gross annual
family incomes of less than 907 of the state's median income, adjusted for
family size. Because the Omnibus Budget Reconciliation Act eliminated income

as an eligibility criterion of Title XX services, Title XX group eligibility
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provisions will be unnecessary under federal law. However, the General
Assembly directed that Ohio follow the current plan for the balance of fiscal
year 1982, and this stipulation thus continues in force.

V. Conclusions

Under changes in Title XX resulting from the Omnibus Budget Reconciliation

Act, Ohio could develop an attendant care services program for severely physi-

cally disabled persons. However, this would entail reducing funds for other

gervices currently in existence.

As Title XX existed before the Omnibus Budget Reconciliation Act changes,
homemaker/home health aide services could be provided in Ohio to a severely
physically disabled person whose income did not exceed 80% of the state's
median income, adjusted for family size. As explained earlier, homemaker/
home health aide services would be free if the severely physically disabled
person's income was 55% or less than the state's median income. This means
that a single ﬁerson could receive free services if his/her gross annual in-
come was $5,486 or less, and s/he could receive services for a fee if his/her
gross annual. income was $7,982 or less. With the recent elimination of any
federally mandated income limits, services may be provided for persons regard-
less of their income unless a state imposes income limits.

Under Title XX, Ohio has not developed an attendant care services
program specifically for severely physically disabled persons as have some
states although currently homemaker/home health aide services are available
in all but three counties and some severely physically disabled persoms in
Ohio probably receive attendant care services through Title XX. However, the
availability of funding for Title XX services is limited, and a severely
physically disabled perscon must compete with other persomns in need of similar

services from a homemaker/home health aide agency. Whether a severely
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physically disabled person receives personal care assistance services depends
upon his/her income being within the limits cited above, the amount of money
a county allocates for homemaker/home health aide services, and the demand
for homemaker/home health care services in that county.

As Title XX presently operates, a severely physically disabled person
does not control ﬁis/her attendant care services; s/he may not select and
train his/her own attendant but must receive services from personnel of an
agency under contract with the county welfare department.

With virtually all federal restrictions now removed from Title XX, Ohio
could create a state program to provide attendant care services for severely
physically disabled persons and fund it totally from federal Title XX funds
unless the General Assembly imposes restrictions on Title XX that would pre-
clude an attendant care program of this type. Assuming no such restrictions
are enacted, however, one major problem remains: the scarcity of funds.
Ohio has been spending all of its federal Title XX funds on its existing
services program; creating a new program of attendant care services for
severely physically disabled persons would require reducing funds from other

services. These reductions would be in addition to those already required

as a result of federal reductions in Title XX appropriatioms.



CHAPTER 4. RELEVANT MEDICAID SERVICES IN OHIO

T. Introduction

Some aspects of personal care services are medical in nature, and thus
a discussion of Medicaid, which provides reimbursement for certain medical
services provided to eligible persoms, including home health care, is appro-
priate in this study. This chapter describes the applicable federal Medicaid
requirements, Ohio's program, and the limited use of Medicaid in Ohio to pro-
vide attendant care for severely physically disabled persons. It also

addresses the problems of using Medicaid for personal care services in Ohio.

II. Overview of Federal Program

In accordance with federal guidelines, states that participate in

Medicaid must provide coverage to persons receiving or eligible to receive

ADC or SSI and must provide specified services, including certain home

health services.

Medicaid is a federal-state program authorized by Title XIX of the
Social Security Act that reimburses medical providers for certain medical
services provided to eligible personms. With an exception explained below,
federal law requires each state that participates in Medicaid to provide
coverage to the '"categorically needy," that is, persons who receive or are
eligible to receive‘Aid to Families with Dependent Children (ADC) or Sup-
plemental Security Income (SSI). The Supplemental Security Income Program
is a federally administered program of income support for the aged, blind,
and disabledQ. It became operative in January, 1974 and replaced the former

state-administered programs of aid to the aged, blind, and disabled. These

28
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"categorically needy'" must be included in a state's Medicaid plan, except
that a state may use more restrictive eligibility criteria for aged, blind,
and disabled persons than the federal Social Security Administration uses in
SSI determinations. A state must also allow a person whose income exceeds
the eligibility limits to receive Medicaid benefits if he spends a certain
amount of his income on medical expenses. In addition to covering the
"categorically needy," each state determines, within the limits established
by the federal government, what other groups of people will be eligible for
that state's Medicaid program.

Federal law requires states participating in Medicaid to provide the
following: inpatient and outpatient hospital services; laboratory and x-ray
services; physician services; skilled nursing facility services; certain home
health services; family planning services; early and periodic screening,
diagnosis, and treatment services for eligible persoms under age 21; and
rural health clinic services. A state must also provide tramsportation to
and from medical providers and may provide under its Medicaid program other
medical or remedial services recognized under state law. A 1981 amendment
to the federal Medicaid law permitting the Secretary of the Department of
Health and Human Services to allow state Medicaid programs to include "home
or community-based services' is discussed in section IV of this chapter.
Persons eligible for Medicaid may receive services from institutioms, groups,
and individuals who have signed provider agreements with the state agency
that administers the program.

Federal financial participation in the cost of Medicaid benefits is

based on the state's per capita income. For Ohio, the federal government

pays 55% and the state pays 45%. Federal reimbursement for allowable state
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administrative expenditures is generally at a 50% rate but varies according
to the type of administrative expenditure.

III., Overview of Ohio's Program

Federal law makes SSI recipients eligible for Medicaid and requires the

cost of attendant care to be excluded from the earned income of a recipient

of SSI. This exclusion is not a part of Ohio's Medicaid program because

Ohio requires a recipient of 39T to meet additional criteria in order to be

eligible for Medicaid.

As required by federal law, Ohio provides Medicaid -coverage to all ADC
recipients. Ohio has chosen the option, however, of using eligibility (oh sk
teria more restrictive than those of SSI in determining the Medicaid
eligibility of SSI recipients.

Before explaining Ohio's more restrictive criteria, a brief description
of federal SSI disability criteria will be useful. An individual is disabled
for purposes of SSI if s/he is unable to engage in any "substantial gainful
activity" by reason of any physical or mental impairment that can be expected
to result in death or that has lasted or can be expected to last
for a c;ntinuous period of not less than twelve months and that is
demonstrable by medically acdeptable techniques, The physical or mental
impairment must be of such severity that the individual is not only unable
to do his/her previous work but cannot, considering his/her age, education,
and work experience, engage in any other kind of sucstantial gainful work
that exists in the national economy. The Secretary for Health and Human
Services must prescribe, by regulationm, the criteria for deciding when serv-
ices performed or earnings derived from services show an individual's ability
to engage in substantial gainful activity. In 1980, the federal SSI law was
amended to require that, in making the determination of whether an individual

is able to engage in substantial gainful activity by reason of his/her
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earnings, when the individual's disability results in a functional limitation
requiring assistance in order for him/her to work, an amount equal to the
cost of his/her attendant care services and certain medical devices, equip-
ment, prostheses, and other similar items must be excluded from his/her
earnings. The amount of these exclusions is subject to reasonable limits
established by the Secretary.

These SSI exclusions from earned income are not a part of Ohio's
Medicaid program because Ohio has chosen not to allow all SSI recipients to
be automatically eligible for Medicaid. Instead, Ohio requires amn SSI recip-
ient to meet additional criteria in order to be eligible. 1In Ohio, a person
who receives SSI or is eligible for it but does not receive it and who has
independent living arrangements is eligible for Medicaid if the person's
income from all sources other than SSI does not exceed $222 a month. (This
amount is adjusted annually at the same rate as is used for the federal cost
of living adjustments in SSI payments.) In addition, a person who would be
eligible to receive SSI except that his/her income exceeds the SSI income
eligibility limit by $222 or more may receive Medicaid benefits on a "spend-
down" basis if the expenses s/he incurs for medical care in a month equal or
exceed the maximum allowable monfhly income cited above.

If a recipient becomes employed and his income exceeds the allowable
amount, his/her Medicaid eligibility ceases. In calculating "net countable
income" for Medicaid eligibility in Ohio, there are two allowable deductions:
first, $20 is deducted from income from all sources and second, $65 plus one-
half of that balance is deducted from earned income. The resulting income is
compared with the Medicaid need standard, which at present is $222 for a
single person in an independent living situation. Th£é means that a severely

disabled person in an independent living situation may earn no more than 3527
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a month and retain his/her Medicaid eligibility. As noted above, Ohio's
Medicaid program does not provide for the exclusion from a severely disabled
person's earned income of the costs of attendant care, medical devices, and
other similar items as.is required by federal law in states in which SSI
recipients are automatically eligible for Medicaid.

Two Medicaid services could provide attendant care services to a

severely physically disabled persom. The first of *these is home health care,

and the second is personal care, an optional Medicaid service not offered in

Ohio's program.

The 1967 Amendments to the Social Security Act made home health care a
mandatory Medicaid service, effective July 1, 1970. Home health care serv-
ices are provided to a recipient at his/ﬁer place of residence (mot including
a hospital, a skilled nursing facility, or an intermediate nursing facility
except under special conditions) on his/her physician's orders as part of a
written plan of care that the physician reviews every 60 days. Federal law
requires a state Medicaid plan to provide, at a minimum, three home health
care services: nursing services, home health aide service, and medical sup-
plies, equipment, and appliances suitable for use in the home. Nursing
services must be made available either on a part-time or intermittent basis
by a public or private home health agency that meets requirements for parti-
cipation in Medicare or by a registered nurse if thére is no such agency in
the area. Home health aide service must be provided by a home health agency,
and, at present, the maximum payment for home health aide service is $20 a
visit.. Home health care services thus can be used to provide personal care
services. They are available under Ohio's Medicaid program.

An optional Medicaid service is personal care services. These are

defined by federal regulation as services prescribed by a physician in
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accordance with the recipient's treatment plan and provided to the recipient
in his/her home by an individual who is supervised by a registered nurse,
qualified to provide the services, and not a member of the recipient's
family. Ohio's Medicaid plan does not provide personal care services.

Unfortunately, there are no data available from which to determine the

number of severely physically disabled persons in Ohio who currently receive

attendant care services through Medicaid home health care or the costs of

that care.

Medicaid data are reported by expenditures for each of the mandatory and
optional services and by expenditures for each of the various categories of
eligibility of Medicaid recipients, that is, expenditures for those who re-
ceive ADC or who receive SSI because they are aged, blind, or permanently and
totally disabled. However, the definition of permanently and totally dis-
abled includes not only persons with varying degrees of physical disabilities
but also those persons who have mental disabilities. Moreover, there is no
refinement of the data to indicate the particular types of services provided
within each of the service categories. Thus there is no way of knowing the
amount of attendant care services being provided through Medicaid home health
care services, much less the amount of these services being provided to
severely physically disabled persoms. With regard to the provision of attend-
ant care services through Medicaid, although the Department of Public Welfare
does not restrict the number of reimbursable home health care visits per
month for a recipient, the Department has a policy of not reimbursing home
health agency services for a particular recipient if, considering all the

Medicaid services the individual receives, it would be cheaper for Medicaid

if the individual were to reside in a nursing home.
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IV. Recent Federal Medicaid Changes

Two recent federal changes in Medicaid could affect the program's

ability to provide attendant care services for severely physically disabled

persons. The first is the new option of providing "home or community-based

services," which might increase the availability of attendant care. However,

the second, the imposition of reductions in federal Medicaid expenditures,

may counteract the potentially positive effects of the first change. >

As part of the federal Omnibus Budget Reconciliation Act of 1981,
Medicaid law was amended to provide that the Secretary of the Department of
Health and Human Services may grant a waiver to a state to allow its state
Medicaid plan to include "home or community-based services" that the Secre-
tary approves. These services would be provided pursuant to a written plan
of care to individuals who, but for the provision of the services, would re-
quire the level of care provided in a skilled nursing facility or an inter-
mediate care facility, the cost of which could be reimbursed under the state
plan. Under such a waiver, a state could provide, among other services,
homemaker/home health aide services, personal care services, and habilitation
services.

In order for the Secretary to grant a state's waiver request, the state
would have to meet certain requirements including that of providing for an
evaluation of the need for such services for individuals entitled to receive
skilled nursing facility or intermediate care facility services. The state
would also have to provide the Secretary with assurances of cost effective-
ness, that is, under the waiver, the estimated average per capita expenditure
for medical assistance for these persons could not exceed the state's esti-
mate of its average per capita expenditure for medical assistance for these

persons without the waiver.
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The Ohio Department of Public Welfare is presently evaluating the
possibility of applying for such a waiver to the state's Medicaid program.
Were a waiver granted, it could enable severely physically disabled persons
who are currently in nursing homes to receive personal care services in a
noninstitutional setting, assuming that altermative residential housing were
available and that the home or community-based services were cost effective.

Another change enacted as part of the federal Omnibus Budget
Reconciliation Act of 1981l is a reduction in federal Medicaid payments. The
federal Medicaid payment to each state will be reduced by 3% in fiscal year
1982, 4% in fiscal year 1983, and 4.5% in fiscal year 1984. However, if a
state can hold its Medicaid spending below 109% of its fiscal year 1981 esti-
mated federal share of expenditures, it will receive a dollar-for-dollar
offset against the reduction in federal payments. The 109% target will be
indexed for inflation after fiscal year 1982. The federal reduction will
also bé decreased by 1% if a state has a qualified hospital review program
or a high unemployment rate or if a state's third party and fraud and abuse
recoveries for the previous quarter equal or exceed 1% of the state's federal
share for that quarter.

Ohio does not have a qualified hospital review program, nor is Ohio's:
unemployment rate expected to be high enough to qualify for a reduction on
that basis. However, the Department of Public Welfare anticipates that Ohio
may qualify for a 1% reduction in the federal cutback based on Ohio's third
party and fraud and abuse recoveries.

V. Demonstration Projects Concerning Long Term Care Services for Medicaid
Recipients

State-administered demonstration projects that are testing new approaches

to long term care services for Medicaid recipients are not geared to
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accommodate severely physically disabled persons who need personal care

services and could be adapted to do so only with major changes.

In July, 1977, the General Assembly enacted Am. S.B. 237, which
authorized the establishment of demonstration projects in the state to test
new approaches to long term care services for Medicaid recipients, and Am.
S.B. 221, which provided supplemental state funding of community care alter-
natives. The Departﬁent of Public Welfare is the administrative agegt for
the development and administration of projects and grants authorized by Am.
S.B. 237. Five demonstration projects were developed; four remain in opera-
tion. Their services are targeted to Medicaid clients residing in nursing
homes that are participating in the projects and to community-based clients
at risk of being placed in a nursing home.

Because attendant care is a long term care service needed by severely
physically disabled personms, especially if they are to avoid institutionali-
zation, the staff studied the projects to learn if they can be used to help
provide personal care services for this group or if they could be adapted to
do so. It found that, as the demonstration projects now operate, they are
not really geared to accommodate severely physically disabled persons in need
of attendant care for three reasons. First, a major thrust of the projects
is assessing whether people in nursing homes are reEeiving the proper degree
of care to suit their needs; following such assessments, most people remain
in the nursing homes. Second, the project clients are primarily elderly per-
sons. Third, two of the community-based settings (foster care homes and
group homes) used by the projects to remove people from or prevent them from
entering institutions are not designed to meet the needs of severely

physically disabled people.
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Ohio might be able to adapt these projects to provide attendant care for
severely physically disabled people, but several major changes would need to
occur. First, the state Medicaid plan would have to be amended (see above).
Additional state funding would be needed to equip the community-based set-
tings properly. Finally, administrative problems involved in "re-gearing'
the existing projects to accommodate persons needing attendant care would
‘have to be solved. x

VI. Conclusions

Medicaid in Ohic is not an ideal source of funds for personal care

services because it funds those services only if they are provided by home

health agencies, and there are 1imitations with these agencies. Additionally,

Medicaid eligibility is income-based, and recipients of attendant care

through Medicaid lack certain elements of control over its provision.

For several reasons, Medicaid is less than an ideal vehicle for the
provision of attendant care services for severely physically disabled persons.
First, as long as personal care services are not included in a state's
Medicaid program, attendant care services may be provided only as a home
health service by a home health agency. If no such agency operates in the
vicinity of the disabled person's residence, the disabled person cannot re-
ceive attendant care services through Medicaid. Moreover, the availability
of a home health agency does not necessarily mean that a severely physically
disabled person will be able to receive attendant care. According to a staff
person in the Department of Public Welfare's Division of Medical Assistance,
there {s a very high demand for the services of home health agencies in Ohio,

and the agencies do not normally make multiple weekly visits to provide serv-

jces. If Ohio were to provide personal care services as part of its Medicaid
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program, attendant care services could be provided by persons other than home
health agency personnel.

Second, because Medicaid eligibility is income-based, eligibility ceases
as soon as a severely physically disabled person's income exceeds the
Medicaid need standard, as explained earlier. Furthermore, the Ohio Depart-
ment of Public Welfare has a policy of not reimbursing home health aide
services if, considering all the Medicaid Eervices an individual receives,

" it would be less expensive for Medicaid if that individual lived in a nursing
home. This policy is understandable from a Medicaid standpoint of reducing
costs, but it restricts the availability of home health aide services, and

it may not serve the psychological needs of a severely physically disabled
person.

Even if a severely physically disabled person is receiving attendant
care services through Medicaid, s/he lacks certain elements of control over
the provision of the services. Although the severely physically disabled
person is able to choose his/her service provider, s/he is limited to those
providers who have entered into provider agreements with the Ohio Department
of Public Welfare. Moreover, Medicaid home health services must be part of
a physician's written plan of care for an individual so that the services
are directed by someone other than the recipient. In addition, the recipient

does not control the service payment; the service provider is paid directly

by the Department of Public Welfare.




CHAPTER 5. SOCIAL SECURITY DISABILITY INSURANCE AND MEDICARE

I.. Introduction

Persons who qualify for social security disability insurance (SSDI) and
have been receiving benefits under it for at least two years are eligible to
receive Medicare. Because Medicare provides home health services in accord-
ance with federal guidelines, this chapter offers abrief look at both SSDI
eligibility and the applicable Medicare benefits available to an SSDI
recipient.

II. Social Securitvy Disability Insurance

Social security disability insurance provides wonthly cash benefits to

insured workers who meet eligibility requirements concerning length of

previous employment, severity of disability, and inability to work. However,

the 1980 Disability Amendments to the Social Security Act permit disabled

people who return to work to deduct from their earned income the costs of

personal attendant care and other devices and services necessary to enable

them to work when determining whether their income causes them to become

ineligible for SSDI.

In 1956, disability insurance was added to the social security system.
It provides monthly cash benefits to eligible workers who are totally dis-
abled. Like regular social security benefits, disability benefits are based
on workers' average monthly earnings in insured employment (i.e. employment
in which social security taxes are deducted).

Not all disabled persons are eligible to receive social security

disability benefits. Three categories of disabled people are eligible if

=36~



T R

they meet the definitions of "insured workers" and "disability" and do not
engage iﬁ substantial gainful activity (see below). The first of these is
insured workersvunder age 65 who become totally disabled for a period of ome
year or more. The spouse of a worker receiving benefits is also eligible
for a spouse's benefit if the spouse cares for a child under age eighteen,

is disabled, or is at least age 62. In addition, unmarried children of a
disabled worker are eligible for dependent's benefits up to age eighteen and
up to age 22 if they are in school. The second category is disabled widows,
widowers, or divorced wives aged 50 to 59 who meet other requirements for
widow's or widower's benefits, and the third is disabled sons or daughters

of a worker entitled to disability or retirement benefits. Tec qualify for
the last category, the son or daughter must have become disabled before
reaching age 22. These childhood disability benefits are payable as early

as age eighteen. Like old age and survivors' bemefits in the social security
system, persons who apply for disability insurance through the social
security system must have worked in employment in which social security taxes
were deducted for a stipulated length of time as prescribed by federal
regulations. .

The definition of disability governing social security disability
insurance is the same as that establishing SSI disability eligibility (see
Chapter 4). In the case of persons with whom this study is concerned, their
disabilities are so severe that there would probably not be any doubt that
they would meet the definition of disabled. However, their SSDI eligibility
may vanish if they engage in substantial gainful activity (SGA). SGA is de-
fined in federal regulations as "work activity that involves doing signifi-
cant physical or mental activities. (W)ork may be substantial even if it 1is

done on a part-time basis or if (the persom does) less, gets paid less, or
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' Workers who have earned

has less responsibility than when he worked before.'
more than $300 a month in any year after 1979 are judged to have engaged in
substantial gainful activity. Thus, disabled workers who are otherwise
qualified to receive social security disability benefits are disqualified if
they earn more than $300 a month.

The Social Security Disability Amendments of 1980 made some changes in
SSDI requirements that benefit severely disabled persons who wish to work.
Under the 1980 amendments, SSDI recipients who work may deduct the costs of
attendant care services, medical devices, prostheses, and similar items and
services that are needed for recipients to be able to work from their earmed
income when determining whether the above $300 limit has been exceeded.

Present federal law permits recipients of SSDI to engage in a trial work
period of 24 months as long as they do not medically recover. The trial work
period is designed to allow the persomns to learn if they'are able to return
to work without the threat of an automatic loss of their benefits. During
the first twelve months of the trial work period, participants receive both
SSDI cash benefits and Medicare benefits (see below). During the second
twelve months, they do not receive SSDI cash benefits, but they retain SSDI
eligibility. They also retain Medicare benefits, and, if they continue to
work after the 24-month trial work period, they retain Medicare benefits for
an additional 24 months. Thus, recipients who begin a trial work period are
entitled to 48 months of Medicare coverage from the time they begin the trial
work period. If an individual fails in a trial work period because his/her
income'dips below SGA or s/he is simply unable to continue working, s/he re-

turns to regular SSDI status and receives both SSDI cash benefits and

Medicare benefits.
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III. Applicable Services Available Under Medicare

Medicare is a national health insurance program available to recipients

of SSDI, among others, without regard to income. It provides coverage for

home health care visits if the recipient needs part-time or intermittent

skilled care, is homebound, and has the services prescribed by a physician.

Medicare is a national health insurance program available without regard
to income to persoms who are at leasﬁ 65 years old, persons eligible £or S5D1,
and certain workers or their dependents who need kidney transplants or
dialysis. It consists of two parts. Part A is insurance for hospital costs,
care in skilled nursing facilities, and home health care. Further require-
ments concerning home health care are that the recipient must be in need of
part-time or intermittent skilled nursing service or physical or speech
therapy, have had the service prescribed by a physician,.and be homebound.

If a person meets these requirements, s/he may receive assistance with

"simple procedures' in addition.to the skilled care (i.e. skilled nursing
service or therapy). This assistance consists of personal care services as
well as certain household services that do not materially increase the amount
of time required for the visit if they are necessary to prevent reinstitution-
alization. It is provided by home health aides under the supervision of a
registered nurse. A Medicare recipient usually does not receive this assis-
tance on a daily basis. Home health care must be provided by a home health
agency that participates in the Medicare program.

The Omnibus Budget Reconciliation Act, effective July 1, 1981, removed
some previous limitations on home health services. There is no longer a
requirement that a recipient must have been in a hospital for at least three
days prior to receiving services or that a recipient may only receive 100

visits per year.
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Part B of Medicare is a voluntary program paid for in part by the
participants. As a result of the Omnibus Budget Reconciliation Act, its
features and requirements are nearly identical to those of Part A. The
major difference is that a payment cannot be made under Part B if the parti-
cipant is eligible for a similar payment under Part A.

IV. Data

No specific data exist on the numbers of severely physically disabled

persons who are receiving personal care services through Medicare.

As of June 1980, the most recent date for which statistics are available,
132,036 persons in Ohio were annually receiving social security disability
benefits according to the Rehabilitation Services Commission. The federal
Health Care Financing Administration reported that, as of January 1, 1980,
139,838 SSDI recipients in Ohio were insured under Part A Medicare per year,
and 128,319 SSDI recipients were insured under Part B Medicare. These
figures include persons with other types of disabilities, and the staff is
unable to project what percentage of SSDI or SSDI-Medicare recipients are
severely physically disabled or what percentage are severely physically dis-
abled and receiving personal care services through Medicare.

V. Conclusions

Medicare is probably not a viable source of funding for personal care
attendants for severely physically disabled persons because Medicare's restric-
tions require that skilled care be needed and that the recipient be homebound.
Personal care services are not covered unless they are accompanied by the
provision of skilled care. Not all severely physically disabled persons re-
quire skilled care, nor are all of them homebound. Additionally, in order to
qualify for‘Medicare, a severely physically disabled person must either be 65

years old or have been receiving SSDI for at least two years. The latter
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requirement means that the recipient must have been a member of the work
force. Again, not all severely physically disabled persons were working

prior to the time they developed a need for personal care services.




CHAPTER 6. OTHER SERVICES IN OHIO

I. Introduction

In order to present as complete a pilcture as possible of the provision
of personal care services to severely physically disabled people in Ohio, the
staff looked at the resources offered by public and private entities that
provide various kinds of assistance to or work with the study's subject group.
The staff learned that few financial sources exist beyond those discussed in
Chapters 2, 3, 4, and 5. The staff also learned about the availability of
other types of assistance concerning personal care services, such as locating
attendants. Information on that topic is included in this chapter.

II. Federally Funded Services

Limited federal assistance for personal care services is available from

the Veterans Administration through an allowance for aid and attendants, from

the Department of Housing and Urban Development through subsidized housing,

and from ACTION through programs using senior citizems to provide care.

Additional moneys for personal care services are available on a limited
basis from three other federal sources. Chief among these is the Veteranms
Administration (VA), which provides an allowance for aid and attendants to an
eligible veteran who needs that assistance because of a service or nomservice
connected injury. The VA determines eligibility by evaluating the person's
disability and other income; additionally, the veteran must show his/her need
for funds specifically for this purpose. The maximum annual allowance for
aid and attendants is $2,700. A recipient is responsible for hiring his/her

own attendant. The staff attempted to obtain more specific information on

L
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this service from the Veterans Administration, including statistics concerning
the number of severely physically disabled Ohioans who are receiving an al-
lowance and the total annual cost of providing it for them, but the VA did

not respond to the staff's request.

An apparently small number of severely physically disabled Ohioans may
receive subsidized personal care services indirectly if they live in housing
units cénstruZted for handicapped persons with assistance from the Department
of Housing and Urban Development (HUD) . HUD aids in the comstruction of
housing units for elderly and handicapped persons by making insured loans for
their construction or insuring their mortgage. It also provides a rent sub-
sidy for the residents of such units. Under it a resident does not have to
pay more than 257 of his/her income for rent, and HUD will pay the difference;
if any. Because some apartment complexes composed of BUD units provide a
24—hour‘attend§n: who is paid through each complex's operating budget, which
in turn is established in part through HUD-subsidized rent, HUD is indirectly
paying for this type of attendant care.

An example of this housing is the Center for Creative Living in Columbus.
Creative Living 1s an apartment complex composed of 18 units that are special-
ly designed for severely physically disabled persons. An attendant is on
call 24 hours a day; however, the residents also hire their own attendants
because the on-call attendant cannot meet all of their needs. Creative
Living is located near Ohio State University and thus has a strong support
system of persons to work as attendants and of other services from the uni-
versity and the rehabilitation center located there (see below). In this
sense it is unique in the state. Other HUD-supported housing units for handi-
capped persons exist in the state, but HUD was unable to provide the staff

with an estimate of their number. It did indicate that in Columbus HUD has
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constructed 400 units for elderly and handicapped persons; of those,
approximately 50 are designed specifically for handicapped persons. Not all
handicapped units are part of a complex whose operating budget pro&ides for
a 24-hour attendant. .

ACTION operates two programs that provide limited attendant care among
their services. Under the Senior Companion Program, which is located in the
Columbus, Cleveland, and Marietta areas of the state, persons who are at
least 60 years of age and who meet income eligibility are hired for $2.00 an
hour to provide assistance and light housekeeping for persons who are also at
least 60 years old, frail, and homebound. The program serves 480 people at
an annual cost of $650,000. The Retired Senior Volunteer Program (RSVP)
operates 31 local programs in Ohio through which retired senior citizens pro-
vide voluntary services needed in their area. Not all of the programs offer
attendant care as a service. Those that do are currently providing it to 50
disabled persons.

The only other possible source of federal assistance for personal care
services is community action agencies, which receive a portion of their fund-
ing under the Community Services Block Grant Act of 1981. However, in a spot
check of the state's 48 agencies, the staff learned that, while some agencies
do provide some services for handicapped persous, their only activity with
regard to attendant care is referral, and not all provide it.

III. Other State Services

The Bureau of Workers' Compensation pays for personal care services for

persons injured on the job if their need is verified by a physician. Ohio's

state universities provide varying degrees of help in locating attendants for

severely physically disabled students; the Ohio Rehabilitation Center at Ohio

State University helps locate and train attendants for patients who are leaving.
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As noted in earlier chapters, the Rehabilitation Services Commission,
Department of Public Welfare, and Commission on Aging are involved in the
provision of personal care services for some of Ohio's severely physically
disabled persons. The only other state agency SO involved is the Bureau of
Workers' Compensation, which is funded through payments made by Ohio's em-
ployers. If an Ohioan becomes severely physically disabled as a result of an
industrial accident and needé attendant care, s/he may request the Bureau to
pay for nursing services rendered by a nonprofessional. The request must be
verified by a physician and appro?ed by the Rehabilitation Division of the
Industrial Commission. If the person's request is approved, s/he must select
his/her own attendant and may select his/her spouse to serve in that capacity.
In 1981, a sﬁouse’serving as an attendant could receive between $8 and $30
per day.' No other statistics concerning the Bureau's payment for nonprofes-
sional nursing services were available from the Bureau when the staff
prepared this report.

Since 1978, the General Assembly has funded an Arthritis Care Education
Program (ACE) by appropriating over $200,000 annually to the Department of
Health, which passes the appropriation om to the Arthritis Foundation. Under
the home care assessment aspect of the program, an occupational therapist
will determine if personal care services, among others, are needed by an
arthritis patient living at home. If a need exists, the ACE program will
attempt to locate a source of care for the person, but it does not subsidize
the care.

Ohio's twelve state universities do not subsidize attendant care for
those severely physically disabled students who need it, but slightly more
than half of the universities do provide other assistance with personal care

services. Wright State University's Office of Student Services advertises
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for attendants and puts successful applicants on its payroll. An attendant
must turn in the hours s/he has worked/for a disabled student to the Office,
which in turn bills the attendant's employer (i.e. the student). The em-
ployer verifies the hours and pays the Office, and the Office pays the
attendant. The Office also supervises the attendants and gives seminars on
relevant topics. Wright State has approximately eighteen students who re-
ceive assistance with personal care services in the 1981-82 school year. The
Office of Services for Handicapped Students at Kent State University operates
an active Attendant Referral Program. It advertises for and screens attend-
ants, maintains a referral list, and educates physically disabled students
concerning how to be employers. Approximately 30 Kant students are receiving
personal care services with the Office's aid in the 1981-82 school year. Of
the other state universities, three help locate an attendant if a student
needs one, one maintains a list of possible attendants, and one has no speci-
fic program but helps with personal care services on an individualized basis.

The twelve state universities currently have fewer than 100 severely
physically disabled students who need personal care services. Persons at the
universities who work with the students indicated to the staff that one of
the reasons for this small number is an inability to pay for attendant care
that will enable the students to leave home and attend school. Although the
Bureau of Vocational Rehabilitation/Bureau of Services for the Visually
Impaired in the Rehabilitation Services Commission will pay for attendant
care while a severely physicaliy disablediperson attends school (see Chap-
ter 2), it requires the person to carry at least twelve quarter hours per

term and maintain a scholastic average of at least 2.5. These requirements

sometimes prove to be prohibitively stringent.
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Sections 3335.50 through 3335.55 of the Revised Code establish the Ohio
Rehabilitation Center at Ohio State University. The Center, located in and
commonly referred to as Dodd Hall, is a part of University Hospital and has
as one of its statutory requirements the rehabilitation of "handicapped or
disabled persons whose rehabilitation requires extended residential care or
intensive study and services . . . ." While a patient is in residence at
Dodd Hall, the nursing staff provides his/her persbnal care services. When
the patient is ready to leave, Dodd's social service component attempts to
find him/her an attendant; if one is found, the nursing staff will help train
the person. Dodd Hall maintains a list of possible attendants that it uses
to help locate attendants for its discharged patients and that it shares with
the Center for Creative Living (see above). However, a patient's attendant
frequently is a member of his/her family. Locating and training attendants
constitute Dodd Hall's activities with regard to personal care services for
persons who are leaving the facility.

IV. Other Services

Local governments do not provide funds for personal care services. The

only applicable assistance from Ohio's hospitals that have rehabilitationm in-

patient units is referral and occasional training of attendants. No consumer

groups provide funding, and only a few help locate attendants. No insurance

companies in Ohio will pay for personal care services rendered by nonmedical

persons.

Publicly offered personal care services for severely physically disabled
people.that are funded solely through local public sources apparently are not
available in Ohio. This was determined through staff contact with the county

departments of welfare of Summit, Lucas, Hamilton, and Montgomery Counties;

the Governor's Committee on Employment of the Handicapped in the Rehabilitatiomn
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Services Commission; the Columbus Office of the Handicapped; the Federation
for Community Planning of Cuyahoga County (contacted through the Northeast
Ohio Epilepsy Foundatioﬁ); Cincinnati General Hospital; the County Commis-
‘sioners Association of Ohio; the Ohio Municipal League; and the Montgomery
County Human Relatioms Council. Each of those contacted stated that some
local services are available in their areas of the state but that funding for
them comes from a combination of federal, state, and local sources. Those
contacted believed the local money comes from nongovernmental agencies, such
as Easter Seals, or takes the form of paying administrative expenses and not
the actual cost of the services themselves.

In addition ﬁo Dodd Hall at OSU's University Hospital (see above),
fourteen other hospitals in Ohio have rehabilitation inpatient units. The
staff contacted these hospitals to ascertain what they are doing concerning
attendant care for patients who are leaving their rehabilitation units. Nine
of the féurteen help locate attendants or, alternately, provide referral
service. Three of them train attendants hired by or family members of the
patients, and two others train only family members. Two hospitals "work with"
a patient's family members, presumably to aid in adjustment, but they do not
provide training for personal care services. The hospitals obviously are not
a source of funding for attendant care.

The staff also contacted six consumer groups, in addition to the
Arthritis Foundation (see above), to learnm if any of their activities include
help with personal care services. Two of them indicated\that they attempt to
locate attendants when requested to do so. None of them provide any finan-
cial assistance for attendant care.

Finally, the staff contacted the Life, Accident, and Health Division of

the Ohio Department of Insurance to inquire if any insurance companies in
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Ohio pay for personal care services that are provided by nonmedical persoms.
The head of the Division indicated that he knows of no companies that offer
such coverage.
V. Conclusions

If a severely phyéically disabled Ohiocan is a veteran, lives in HUD-
assigted housing, or was injured om the job, s/he may receive financial
assistance for personal care services. However, if s/he does not fit info
one of these categories or is not receiving aid under any of the programs
discussed in Qhapters 2,3, &, or'S, the only help s/he would probably re-
ceive for personal care services is assistance in locating and perhaps

training an attendant. Even that assistance is not always available.




CHAPTER 7. PROGRAMS IN OTHER STATES

I. Introduction

This chapter discusses nine other states that use federal moneys, state
moneys, or a combination of them to provide assistance with personal care
services. The staff selected the states because of their use of federal funds
or their varying methods of operating state-funded programs. Massachusetts
has two programs, one of which uses Medicaid moneys. California and one of
Alabama's programs use Title XX funds. Massachusetts, Maine, Alabama,
Vermont, Washington, Rhode Island, Comnecticut, and Illinois all have state-
funded attendant care programs.

II. Massachusetts

Massachusetts has two programs of attendant care services for severely

physically disabled persons. One is funded by state moneys and provides

attendant care services for employed severely physically disabled persouns.

The second is funded through Medicaid and provides attendant care services

for nonemploved severely physically disabled persons and those on a trial

work period. The first program has 61 participants and the second, 240

participants.

MRC-PCA Program
The Massachusetts state-funded personal care program, called the
Massachusetts Rehabilitation Commission-Personal Care Attendant program or
the MRC-PCA program, is administered by the Massachusetts Rehabilitation
Commission. It is designed to assist severely physically disabled persons

who become employed and thus lose Medicaid eligibility or eligibility for

By
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assistance with personal care services from other sources. The intent of
this participant—directed program is to enable severely physically disabled
persons to enter Or maintain employment by providing them with attendant care
services.

An individual is eligible for the MRC-PCA program if é/he has a severe
physical handicap, 1is receiving or has_received vocational rehabilitation
services from the Massachusétts Rehabilitation Commission, is employed or
ready for employment, is not eligible for assistance with personal care serv-
jces through any other program, and has a documented need for not less than
fourteen nor more than 40 hours a week of personal care services, excluding
the services of a night attendant.

A severely physically disabled person makes his/her initial application
at a local MRC office, and the MRC office refers the applicant to a personal
care attendant vendor for an evaluation of his/her attendant care needs by a
registered nurse and an occupational therapist. The cost of this evaluation
is approximately $60. In addition to performing these evaluations, personal
care attendant vendors serve several other functions in the MRC-PCA program,
including being a fiscal conduit for the payments to attendants. To serve as
a personal care attendant vendor in the Massachusetts program, an agency must
be a nonprofit corporation with previous experience in personal care services
or equivalent experience in working with severely physically disabled persoms.
The agency must also be able directly, or through contract, to assess an ap-
plicant's need for personal care attendant services, orient severely
physically disabled persons in the supervision of a personal care attendant
and in the filling out of time sheets, recruit, train, and maintain a pool of
personal care attendants, prepare invoices from time sheet summaries and

transfer moneys from the MRC to severely physically disabled program
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participants to pay their attendants, and respond promptly to problems that
program participants report. At present, the MRC-PCA utilizes four such
vendor agencies. :

Within ten days after receiving the vendor's evaluation of the applicant,
the MRC determines the applicant's eligibility for the program. The Director
of the MRC-PCA program reviews all applications and makes the final decision
on each applicant. Once a severely physically disabled person is determined
to be eligible, the MRC determines his/her financial need using a formula
described below. The formula was adopted in 1978 and was modeled generally
on the Medicaid "spend-down" formula. According to a program spokespersom,
the formula is somewhat arbitrary and it favors single persons who pay more
of their income in taxes. The spokesperson indicated that he is in the
process of developing a new formula for the Massachusetts program to try to
allow for the extraordinary expenses incurred by the severely physically
disabled persomns.

The existing formula operates in the following manner. First, $1,260 is
subtracted from the severely physically disabled person's after-tax annual
income. Then one-half of the remaining amount is subtracted, and that bal-
ance is reduced by $3,504. The amount remaining after these calculations is
the amount the severely physically disabled person must contribute toward the
cost of his/her personal care attendant services.

The MRC-PCA program is participant directea. This means that the
severely physically disabled person is responsible for selecting, training,
supervising, and paying his/her attendant, preparing time sheets for the

hours his/her personal care attendant works and sending them to the vendor

center every two weeks, and notifying his/her MRC-PCA counselor of any
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changes in the participant's need for personal care services or in his/her
financial status.

The severely physically disabled person selects his/her own attendant or
attendants and his/her night attendant if needed, but the MRC-PCA program
will not pay an attendant who is related by blood or marriage and who resides
in the same residence as the severely physically.disabled person. According
to the program spokesperson, most of the severely physically disabled program
participants live in residential facilities in the community, not in
specially designed residential independent living centers.

The MRC-PCA program presently has 61 participants, of whom between 715%
and 80% are quadriplegics. In its first year, the program had 30 partici-
pants. Ten were added in the second year, and 20 more during the third year.
The spokesperson estimated an increase of approximately 20 more participants
in the program's next year. The average cost per participant is $7,200 a
year, and the average number of hours of personal care services per partici-
pant is 32 a week. The program's appropriation for 1981 is $575,000. The
program pays an attendant $4.25 an hour and pays $6.07 a night for a night
attendant. In addition to providing personal care services to employed
severely physically disabled persons, the MRC-PCA program provides each
participant with Medicaid coverage that is 100% state financed. The purpose
of this coverage is to fill in any gaps in an employed severely physically
disabled person's health coverage.

Medicaid Independent Living Program

Massachusetts' Medicaid Independent Living Program for severely
physically disabled persons is intended to prevent such persons from being
institutionalized and to foster their deinstitutionalization. The Independent

Living Program is designed for severely physically disabled persons who are
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fully aware of their own health needs and are able to direct and supervise
their own care by an attendant or attendants selected by the disabled person.
Personal care services are an optional Medicaid?service defined in federal
Medicaid regulations, which limit the personal care attendant provider to a
nonfamily member. In additiom, as with any Medicaid service, the personal
care services must be prescribed by a physician in conjunction with a plan of
care for the individual and must be supervised by a registered nurse.

To be eligible for this Independent Living Program's personal care
services, an applicant must be at least eighteen years of age, require the
use of a wheelchair to carry out routine daily living activities, demonstrate
the ability and skills to manage a personal care attendant, be medically and
emotionally stable, and require at least fourteen hours a week of assistance
in the functions of daily living. A majority of his/her attendant's time
must be devoted to the disabled person's health care and physical needs.

1f the evaluation team, composed of a registered nurse and an
bccupational therapist, determines that an applicant meets all the criteria
except that of having specific personal care attendant management skills, the
applicant is eligible for skills training, reimbursable under Medicaid. This
training is provided thfough one of the four independent living centers that
are utilized as vendors in the MRC-PCA program described above; these non-
profit centers serve basically the same functions in this Independent Living
Program as they do for thé MRC-PCA program, including performing applicant
evaluations.

After determining that an applicant is eligible for the program, the

evaluation team determines the number of hours of attendant care the appli-

cant needs. The evaluation is then sent to the applicant's physician for
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approval and then on for Medicaid authorization. Each participant must be
reevaluated annually.

A severely physically disabled person selects his/her attendant and
forwards biwggkly or monthly time sheets to the independent living center
serving as a vendor for the program. The vendor then submits a claim to
Medicaid, the Medicaid reimbursement is sent to the vendor, and that agency
forwards it to the severely physically disabled persom, who pays his/her
personal care attendant or attendants.

There are 240 severely physically disabled persons participating in this
program; on the average, the participants use 30 hours of personal care serv-
ices a week. The pefsonal care attendants are paid $4.25 an hour, and night
attendants are paid $6.11 a night.

III. California

California uses Title XX moneys to provide personal care services

through its In-Home Support Services program. In 1980, 12,685 severely

impaired persons received services through that program.

California has a program of In-Home Support Services (IHSS) that
provides attendant care services for aged, blind, and disabled persoms that
is funded through Title XX. An individual is eligible for the IHSS program
if s/he is a California resident who is a United States citizen or a lawfully
admitted alien; resides in his/her own home or in a dwelling of his/her
choosing that is not an institutiom; is eligible for or receiving Supplemen-
tal Security Income (SSI) benefits, meets all the SSI eligibility criteria
except-that his/her income exceeds the amount allowed, or has been eligible
for SSI in the past and continues to suffer from the impairments that made

him/her eligible for SSI but is now engaged in a substantial gainful activity
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and is earning income in excess of that allowed under SSI; and requires IHSS
care and his/her income is not sufficient to pay for his/her care.

The California Departhment of Social Services supervises the IHSS program,
and county departments of social services administer the program at the local
level. They determine an individual's eligibility, prepare a needs assess-
ment of each applicant, and, if requested, assist a disabled program
participant in finding an attendant.

Under the IHSS program, a participant may hire and train his/her own
attendant who may be a relative. A severely impaired participant, defined as
a person needing 20 or more hours of services a week, has the option of re-
ceiving monthly payments from the county social services department and using
these to pay his/her attendant directly. Attendants are paid the minimum
hourly wage.

If a participant's monthly income exceeds the amount of his/her SSI
payment plus the state's supplemental payment to each SSI recipient, an
amount that is $439 for a single individual, s/he must pay all of his/her
income in excess of $439 toward the costs of his/her attendant care services.'
If his/her monthly income exceeds the monthly cost of his/her attendant care
services, s/he is no longer eligible for the IHSS program.

In 1980, there were 97,000 persons receiving in-home support services
through the IHSS program; the average cost per participant was $215 a month.
Oflthe 97,000 persons receiving services, 31,811 were disabled, either men-
tally or physically, and 12,685 of those were severely impaired as defined
above. . Of the total number of severely impaired persomns, 2,342 were employed
or in school or training programs. The maximum amount the program would pay
for a severely impaired individual was $838 a month, and the maximum amount

the program would pay for any other nonseverely impaired participant was $581

®




B S

a month. Both of these figures include the state's and the participant's
shares of the costs of the in-home supportive services.

IV. Alabama

Alabama helps provide personal care services through three programs.

Its Homebound Program uses state subsidies to pay for attendant care for per-

sons who have no other source of assistance. Currently it spends between

$63,400 and $68,600 per month for 238 persons. The state also pays $60 per

month for attendant care to over 16,000 clients as aid to disabled. Alabama

igs also using Title XX moneys to hire ADC recipients to provide personal care

services as home care aides to eligible disabled persons. Ninety persons are

currently receiving such care at an average monthly savings of $800 for each

of the 25 home care aides.

Alabama provides assistance for personal care services through three
programs. The first is its Homebound Program, which has been operated by the
Division of Rehabilitation and Crippled Children Service in the Department of
Education since 1975. State-subsidized attendant care is only one aspect of
this program. To be eligible for it, a severely physically disabled person
must be under 65 years of age, be homebound, not have sufficient income or
resources to meet the cost of the services needed, have no other program
available to him/her to provide personal care services, and be under the care
of a family member who is a potential wage earnmer and who would be relieyed
to engage in outside employment if the applicant receives subsidized attend-
ant care. Employed severely physically disabled persons usually do not
receive personal care services subsidies under the Homebound Program.

A home health team evaluates each applicant and determines how many
hours of personal care services, if any, s/he needs. The Homebound Program

will subsidize up to 40 hours of care each week for each participant; a



-58-=

spokesperson estimated that the average number of hours subsidized per day
per participant is four. The participant must select his/her own attendant
who must be approved by the participant's family and the home health team.
An attendant can receive training either at one of the Division's centers,
which are located in urban areas around the state, or from the nurse member
of the home health team. The program pays $3.35 per hour, and the Division
withholdskonly unemployment compensation from an attendant's pay and sends
checks for the remaining amount directly to the attendant who is considered
to be self-employed and thus is responsible for paying his/her own taxes.
Out of approximately 1,297 persons who are receiving some sort of service
under the Homebound Program, 238 are receiving attendant care at a monthly
cost to the state of $63,400 to $68,600.

According to the program spokespersom, some attendants do not understand
that they must pay their own taxes even though they signed forms when they
were hired indicating that they understood the tax system. They thus owe
rather large sums of money at the end of each year, and this creates finan-
cial difficulty for them. The only other problem noted by the spokesperson
is that the age limit prevents some persons who are over 65 from receiving
personal care services.

A second Alabama program is provided through the Department of Pensions
and Security. Prior to the implementation of SSI (see Chapter 4), the
Department paid a monthly aid-to-disabled stipend to disabled persous for
personal care services. As required by federal law, it is continuing this
public .assistance program and is currently paying up to $60 a month in state
moneys to over 16,000 clients.

The third program has been in existence only one year and is also

administered by the Department of Pensions and Security. Under it the
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Department uses Title XX moneys to hire Aid to Dependent Children (ADC)
recipients to serve as personal care attendants for severely physically dis-
abled persons who meet income criteria, which approximate Medicaid eligibil-
ity, and Title XX eligibility. The disabled person must also be "nursing
home material," i.e. unable to work, but be able to live at home with assis-
tance. The provision of personal care services must be part of an overall
service plan for the person. The program is designed to provide employment
for ADC recipients, help disabled persoms leave or stay out of nursing homes,
and enable family members of disabled persons to work.

County departments of pensions and security operate the program and are
responsible for determining if home care services are appropriate for an ap-
plicant, hiring and training the home care aides who provide the services,
assigning an aide to a client, and supervising the aide. Currently only six
of Alabama's 67 counties have the program. Twenty-five aides are providing
care for 90 participants for an average of 3.35 clients per aide. The most
hours of care that are provided for a client are seventeen per week; the
average ranges from eight to twelve. The Department, through the county
departments, expends for each employee $937.37 per month. This figure in-
cludes wages, social security, insurance, travel, a home care supply kit, and
food stamps benefits. The program was originally funded under the Comprehen-
sive Employment and Training Act (CETA), but, because of a reduction of CETA
funds, Title XX moneys have been used since October 1, 1981.

In a cost analysis of the program, the Department compared the amount of
public -moneys ;pent to maintain both a family on ADC and a disabled person in
a nursing home with the amount spent to hire a person as a home care aide.

It calculated that the net savings of public moneys per month per aide is

slightly more than $800. It also noted in the analysis that, through the
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program, ADC recipients have demonstrated their employability and disabled
persons have been able to remain out of nursing homes. A program spokes-
person could think of no problems or difficulties with the program.

V. Maine

Maine's personal care assistance pilot program is almost identical to

Massachusetts' state-funded program; it received a $145,000 two-year state

appropriation. It is cost effective and will probably be continued.

Maine's state-funded personal care assistance two-year pilot program in
the Bureau of Rehabilitation in its Department of Human Services is nearly
jdentical to Massachusetts' MRC-PCA participant-directed program. The pro-
gram had a $55,000 appropriation for its first year and has $90,000 for its
second year; it has twelve participants in 1981. The average number of hours
of care per participant per day ranges from four to six. Wages for an attend-
ant are $4.00 per hour, but a spokesperson for the program informed the staff
that they may increase to $4.25 or $4.50 per hour in order to get ''quality
help."

The program spokesperson noted that maintaining a pool of attendants to
provide permanent help is a problem and that, at the start of the program,
1iability was an issue. However, the Bureau decided that the recipient and
not the state is an attendant's employer, and it thus.relieved the state of
liability. In spite of these problems, the spokesperson stated that the
program is a success, it is cost effective, and its administrators will ex-
perience little difficulty in convincing the state legislature to continue 1E-

VI. Vermont

Vermont currently subsidizes persomal care services for 30 to 35

emploved or employable severely physically disabled persons at a monthly cost
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to the state ranging from $125 to $675 per person. The subsidy program is a

pilot program, but its success indicates that it might become permanent.

On July 1, 1980, Vermont began a pilot program in the Division of
Vocational Rehabilitation in its Department of Social and Rehabilitation
Services to provide state moneys to subsidize attendant care for severely
physically disableq’persons. An applicant to the program must be at least
eighteen years old, be able to manage an attendant, be employed or enabled by
the program to become employed (i.e. work for at least 20 hours per week for
remuneration) or experience deterioration in employability in the absence of
attendant care, have a current medical evaluation, and be approved by a
three-person selection committee that includes at least ome severely
physically disabled person who uses an attendant.

Once accepted into the program, a participant must select and train his/
her own attendant although the Division will assist the participant in learn-
ing how to be an employer. The participant, and not the Division, is
considered the attendant's employer and thus must obtain an employer identi-
fication number fof tax purposes, do the necessary paperwork for social
securit} and worker's compensation withholding, and pay the attendant after
receiving a biweekly check from the Division for the verified number of hours
worked by the attendant.

The program's specifications stipulate that the state will subsidize
fourteen to 42 hours of attendant care per person per week; however, the
Division has lowered the minimum to seven hours per week for a few partici-
pants to learn if that amount of care is beneficial to anyone. The state
pays $3.80 per hour for personal caré services. This amount was calculated
to enable social security and worker's compensation to be withheld and still

provide attendants with minimum wage take-home pay. Currently between 30 and
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35 severely physically disabled people participate in the program with a
monthly cost to the state ranging from $125 to $675 per participant. The
program received a $75,000 state appropriation for its first year of opera-
tion and a 3125,000'state appropriation for its second year; 5% of the momeys
go toward administrative costs.

A spokesperson for the program indicated to the staff that the Division
has no hard data on savings of public moneys resulting from the program but
that the program has kept some people out of institutions. Other benefits of
the program that he discussed include assistance in career development for
both the participants and their family members by enabling the former to
enter and the latter to return to the job market, and alleviation of temnsion
in families by providing outside care for disabled members. Additionally,
Vermont allows a participant to hire a family member as his/her attendant,
and thus a family member who stays home to provide personal care services
will be able to accumulate social security benefits for the future. The only
problems noted by the spokesperson are "paperwork headaches," which he stated
can be iromed out at the beginning of a program, and difficulty in calculat-
ing the social security and worker's compensation matches. Overall, the
Division believes that the program is quite successful and hopes that the
legislature will make it permanent.

VII. Washington

Washington subsidizes attendant care for disabled employed adults if,

among other criteria, their earned income after subtracting work and medical

expenses and the cost of chore services is less than 40% of the state median

income.
The state of Washington has a program of attendant care services for

disabled employed adults that is administered by the Department of Social and
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Health Services. To be eligible for the program, an applicant must (1) be a
resident of Washington and be eighteen years of age; (2) be employed; (3) not
be a recipient of SSI or state supplementation benefits; (4) have been deter-
mined to be disabled for the purpose of receiving social security disability
insurance (SSDI), Supplemental Security Income (SSI), or Washington's Medical
Care Only program and have experienced no appreciable improvement in the dis-
abling condition since the disabiligy deéérmination waé made, or be deter-
mined by the Department of Social and Health Services to have a medically
determinable physical or mental impairment that, except for the applicant's
ability to perform gainful activity, is comparable in severity to a disabil-
ity that would qualify the applicant for SSI and Medicaid coverage; (5) be
willing to submit to examinations that the Department considers necessary to
establish the extent and nature of the applicant's disability; (6) need at-
tendant care as determined by the Department using a client review question-
naire; (7) have earned income of less than 40% of the state median income
($423/month for a single person) after subtracting work expenses, the cost of
chore services, any medical expenses that are not covered by insurance or
another source, and medical expenses incurred to allow the disabled person to
work; a disabled recipient may choose to deduct either 20% of his/her gross
income as work expenses or his/her actual work expenses; (8) have unearned
income of less than 40% of the state's median income; (9) have resources
(real or personal property) of $10,000 or less for a single person and
$15,000 or less for a two-persomn family; an increment of $1,000 per person is
permitted for each additional family member; (10) agree to report promptly,
in writing, any changes in income or resources that may affect eligibility;

(11) agree to pay all attendant care services costs in excess of the state's
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contribution; and (12) be at risk of being placed in a residential facility
if attendant care services are not provided.
The state's contribution is based on the disabled person's earned income

as follows:

: Percentage of Monthly Rate
Percentage of State Median Income of Attendant Care Services

(after deductions listed in (7) above) Paid by the Department
Between 0% and 10% 90%
Between 117 and 20% 80%
Between 217 and 307 70%
Between 317 and 407 60%

The disabled person hires his/her own attendant and may pay him/her up
to $3.75 an hour. The program permits a disabled person to hire a relative
to provide attendant care services, but payment will be made to a spouse,
mother, father, son, or daughter only if that person has to give up, or would
otherwise have to take, paid employment of more than 30 hours a week to pro-
vide the service, or would otherwise be eligible for general assistance.

The Department pays its share of the disabled person's attendant care
costs to the disabled person after the Department receives documentation that
the disabled person received the sefvices. The Department will pay no more
than the lesser of $510 a month or the cost of the services calculated from

the following table:

Hours of Service Per Day Payment Per Day
16-24 up to $17
; 12-15 up to $15
8-11 up to 512

4=7 up to $8
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Hours of Service Per Day Payment Per Day
2-3 up to $5
1 up to $3

The Department estimates that there are presently 20 persons in the
program. No other data are available.

VIII. Rhode Island

Rhode Island's subsidy program uses state and federal Titfe VII B moneés

to pay for attendant care for 29 persons who are unable to meet the cost of

that care. The average weekly cost per person is $113.75. Participants

indicate that they have experienced improvement in health, personal care,

employment outlook, and quality of life.

To administer its personal care services program, the Rhode Island
Department of Social and Rehabilitation Services has contracted with the
Paraplegia Association of Rhode Island (PARI), which operates the state's
only Title VII B in&ependent living center for severely physically disabled
people (for a discussion of these centers, see Chapter 2). While the Depart-
ment has final responsibility for the program, PARL evaluates applicants and
acts as a conduit for the state and federal moneys that are used to pay for
attendant care. The annual budget for the program is 5142.000.  Of that,
$70,000 is a state appropriation, and $72,000 is from the federal government
as a line item in the independent living center's Title VII B grant. None of
these moneys are used for administration.

A participant in the program must be determined to be eligible for it by
an evaluation team consisting of a registered nurse, occupational therapist,
and case manager from the independent living center, get an authorized serv-

ice plan from those administering the program, be capable of directing his/

her personal care services, and not have sufficient income or resources to
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meet the cost of his/her home care. Employability is not a requirement for
participation. If a person is accepted into the program but needs training
in order to be an epployer, the center will provide it. A participant must
advertise for, select, and train his/her own attendant. S/he may hire a
family member who does not live in the same household.

Under the program attendants are considered to be self-employed
consultants. They are paid by the participants who receive the attendants'
verified wages from PARI and who are responsible for handling withholding.
The program pays up to $3.50 an hour for a maximum of 35 hours per partici-
pant per week for personal care services; it also pays $5.00 per night for a
night attendant. PARI calculates into the cost of the care $.19 per hour for
preparing the invoices used to determine attendants' wages. Rhode Island
currently has 29 persons who use its program to receive an average of 32%
hours per week of personal care services at an average weekly cost of $113.75.

The program is permanent and has been in existence for two years. A
spokesperson for it told the staff that during the first year, the program
experienced a 60% to 70% turnover rate of attendants because the recipients
were inexperienced as employers and because gasoline prices increased, making
attendants leés willing to travel to the recipients' homes. The turnover
rate has since decreased as participants improve as employers. The spokes-
person sai@ that the program hopes to increase the hourly wage to $4.00 or
$4.50 to decrease the turnover even more. A second problem at the beginning
of the program was the attitude of some of the participants who "were used to
being waited on' and wanted this to continue. The program now stresses that
participants are expected to increase their independence through their re-
ceipt of public-funded persomal care services, and the attitude problem has

disappeared.
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_ On the positive side the spokesperson indicated that the program 'has
done so much" for severely physically disabled people in Rhode Island. In
March, 1981, PARI surveyed its personal care assistance program participants
to gauge the program's impact. The results indicated that the participants
experienced "substantial improvement” in health, personal care, employment
outlook, and qualitj of life. Additionally, the survey compared the costs of
hospitalizétion, visiting nurse association or homemaker visits, and private -
duty nurses for the respondents before and after they entered the program and
found a 50% reduction in these costs as a result of the program.
IX. Connecticut

Connecticut pays up to $4,000 per year for attendant care for employed

severely physically disabled persons and up to $2,000 for six months for

employable persons. Recipients cannot earn more than $18,000. Eleven per-

sons are in the program. In spite of problems with the funding limits of the

program, it is popular with the clients.

Under Connecticut's personal care assistance program, which began as a
pilot program in 1979 and is now permanent, the Department of Human Resources
pays up to $4,000 per year for personal care services for each participant
who is employed ("employed" has the same definition as in Vermont) and up to
$2,000 for no more than six months for each participant who is employable and
actively seeking employment or who is unable to seek or accept employment be-
cause of a lack of personal care assistance. If the latter type of recipient
finds employment during the six-month period, s/he may begin receiving the
annual .stipend; if s/he does not, s/he is dropped from the program.

In order to qualify for the program, an applicant must need at least one

personal care service for at least two hours every day, be ineligible for any

other state or federal personal care assistance, have an annual net income of
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not more than $18,000, and be able to provide a monetary or in-kind match
equal to the amount s/he receives under the state subsidy program. Once a
severely physically disabled person is accepted into the program, s/he must
locate and train his/her attendant. The client, attendant, and Commissioner
of the Department of Human Resources sign a contract that provides for the
use of the moneys that the client will receive; the amount of moneys is deter-
mined on an individual basis. That amount, which cannot exceed the limits
discussed above, is then sent to the participant in a lump sum, and the
participant uses it to pay his/her attendant.

Connecticut's program is currently serving eleven severely physically
disabled persons. It is funded completely with sta“« moneys. The most cur-
rent expenditure figures that the staff was able to obtain are $16,000 for
fiscal year 1980 and $22,000 for the first half of fiscal year 1981.

A spokesperson for the program noted several difficulties with it.
First, $4,000 may not be enough to pay for all of some people's needed per-
sonal care services, and, rather than participate in a program that is
inadequate to meet all of their needs, these people choose not to apply at
all. Second, the requirement that participants provide a match for the state
subsidy is a deterrent for some persons. Third, according to the spokes-
person, the $18,000 income limit does not allow for family incomes, and the
program thus serves only single people or ﬁeople who are "on their own."
Finally, participants are experiencing some problems in finding attendants.
However, the spokesperson also indicated that the program is receiving a
great Qeal of support from clients and that the Department is hoping for an
increase in state appropriations and is studying the possibility of using

some Title XX moneys in the program.
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X. Illinois

I1linois's Department of Rehabilitation Services operates a state-funded

Home Services Program through which persons who are facing institutionaliza-

tion may receive subsidized personal care services. Approximately 768

severely physically disabled persoms are receiving those services at a

monthly cost of slightly over $263,715. The Department has calculated a

monthly public savings of $350 per client.

In 1978, Illinois began an In-Home Care Supportive Services Program in
the Department of Public Aid. The program was divided and transferred in
1979 to the Department of Rehabilitation Services (DORS) for persons under
age 60 and the Department on Aging for persons over that age. The move to
DORS was made by the state to stress independent living for disabled persomns;
because of this emphasis, the staff focused on that department's Home
Services Program.

The program, which is currently state-funded, provides chore housekeeping,
homemaker, and home health services to persoms who are medically and finan-
cially eligible. A person must be unable to pay for home care services and
must need those services in order to stay out of an institution. As part of
the application process, a service plan is written by the Department for each
applicant. The plan delineates the person's needs and determines the cost of
services to meet those needs. The state will pay for the services if their
cost does not exceed the cost of putting the recipient into an institution.
If the service's cost is greater than the cost of institutionalizing the per-
son, s/he has the option of participating in the program by paying for the
additional cost.

Attendant care is provided through the chore housekeeping component. A

participant is responsible for hiring his/her attendant although the
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Department will assist him/her in locating one. The client may hire a family
member unless s/he is legally responsible for the client. The Department
also pays the attendant after receiving from the client and verifying a
voucher for the number of hours worked by the attendant; the Department with-
holds only social security from the check. In spite of the fact that the
Department, and not the recipient, gives the check to the attendant, it still
considers the recipient, and not itself, to be the attendant's employer.

Eighty per cent of the clients in the Home Services Program use chore
housekeeping, and 48% of those are severely physically disabled persons.
Illinois is subsidizing attendant care for approximately 768 severely physi-
cally disabled persons per month. Very few of thedg persons are employed.
The average number of hours provided per month is 96 at a cost of $343.38 per
client. The total cost per month for severely physically disabled persons is
slightly over $263,715. The Department is investigating the possibility of
using Medicaid moneys for the program.

By comparing the assessed institutional cost for a client with the
projected cost of providing services for the client through the Home Services
Program, the Department has calculated a monthly public savings of $350 per
client. This figure does not represent the savings for attendant care by
itself; that figure is unavailable. According to a spokesperson for the pro-
gram, the only difficulty with it has been administering the payment process.
Until that process was operating smoothly, attendants experienced delays of
up to six weeks in receiving their wages. The spokesperson thus recommended

refining the payment process prior to the beginning of a program.



CHAPTER 8. EVALUATION

I. Intreduction

This chapter first discusses the possible benefits of and problems with
providing financial assistance for personal care services for severely physi-
cally disabled persons as well as the demand for that assistance in this
state. It then briefly reviews the provision of assistance in Ohio. Finally,
it presents the staff's findings concerning the need for additional assistance
in this state.

II. General Discussion of Financial Assistance for Personal Care Services

Both providers and recipients of financial assistance for personal care

services could benefit from it, but a few problems could arise in providing

it. The demand for such financial assistance in Ohio is great.

The use of public moneys to assist in the provision of personal care
services for severely physically disabled people cbuld have tangible and in-
tangible benefits for both the providers and the recipients of the moneys.

In Ohio the statewide average of personal‘care costs in institutions, exclud-
ing medical care costs, is $57.50 per person per day. States that are
subsidizing in-home attendant care are paying considerably less than that
amount in their programs (for example, see the discussions of Massachusetts
and Vermont in Chapter 7). Thus, for the governmental entity or entities
that provide financial assistance for personal care services, a savings in
public moneys might occur if a recipient were able to leave an institution as
a result of the assistance. Additionally, new tax revenues could be gener-

ated if a recipient or a member of a recipient's family who is currently
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staying home to provide attendant care were able to enter the job market
because of the assistance. Finally, society in general could be improved if
severely physically disabled persons who are currently residing in the often
stultifying atmosphere of many institutions were free to use their talents
and become contributing citizems.

Recipients of financial assistance could also benefit from the
opportunity to use their talents that the agssistance could provide. In addi-
tion, they could have the chance to lead a more independent life by leaving
institutions or their families' homes and having control over their personal
care services if the financial assistance were provided in such a way that
the recipients were allowed to select, train, and dismiss their attendants.
Third, a severely physically disabled person could experience an enhancement
of his/her dignity if the financial assistance enabled the person to be in
charge of his/her personal care and/or to make decisions about the future.
These activities, which are conducted and frequently taken for granted by
many able-bodied adults, are important for a disabled person's sense of inde-
pendence and self-esteem. Fourth, families that have a severely physically
disabled member and that try to provide that person's care by themselves fre-
quently experience a great deal of stress, which in turn can lead to a
splintering of the families.or the institutionalization of the member.
Financial assistance for personal care services could help to alleviate that
stress and its consequences. Finally, a severely physically disabled person
who would be able to acquire gainful employment because of aid with his/her
attendant care could gain an improved standard of living.

Several problems could exist with a program to provide public moneys for
personal care services. The program might not be cost effective because,

even though a severely physically disabled person might be able to leave an
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institution, s/he might still need financial assistance with medical expenses
and housing, for example, in addition to attendant care. Additiomally, if
the program were not organized well before it was implemented, it could
create numerous administrative difficulties.

Finally, in order to meet the goals of independent living and employment,
attendants, accessible housing, and jobs would need to be available. The
staff learned that in Ohio attendants are most likely to be available in mef-
ropolitan areas that have colleges or universities and thus large student
populations. Difficulty in locating attendants occurs in rural areas, small
towns, and even some cities that do not have colleges or universities. The

Ohio Rehabilitation Services Commission study, Disabled Ohiocans: Their

Housing and Employment Needs; Preliminary Report, published in October, 1981,

indicated that problems exist with both accessible housing and jobs. Acces-
sible housing is especially limited in urban areas, which have larger numbers
of disabled persons than do rural parts of the state. Jobs exist for which
disabled persoms are qualified, but the depressed state of the economy and
discrimination by employers hamper the employment of those persomns. Also, a
lack of adequate transportation frequently exacerbates both housing and
employment difficulties. Thus, problems with locating attendants, accessible
housing, and jobs could lessen the potentially positive impact of a program of
subsidized attendant care in Ohio by frustrating recipients who might have
hoped for an immediate change in their lives.

Nevertheless, the demand in the state for additional financial assistance
for personal care services is great. While conducting the research for th;s
study, the staff was in contact with severely physically disabled persoms,
consumer groups representing them, persons at state universities and at hos-

pitals with rehabilitation centers who work with them, and state agencies
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that provide services for them. When asked by the staff if additional funding
sources were needed for attendant care, the overwhelming response from all

these groups was a definite yes (see Appendix D for a statement of need by

the Rehabilitation Services Commission). Many persons stated that a lack of

help with personal care services is one of the greatest problems facing
severely phisically disabled Ohioans.

III. Review of Assistance Available in Ohio

Financial assistance for personal care services is limited in Ohio,

especially for persomns who want to work and/or live independently.

The availability in Ohio of financial assistance for personal care
services that fosters employment and independent living as well as allows a
recipient to control his/her own care is limited. The Rehabilitation
Services Commission subsidizes attendant care only for persons who are parti-
cipating in a Bureau of Vocational Rehabilitation/Bureau of Services for the
Visually Impaired rehabilitation program. . When they complete the program,
their subsidies end.

A severely physically disabled person can receive Title XX homemaker/
home health aide services only if s/he meets income eligibility standards and
only through a home health agency under contract with the person's county
welfafe department. However, home health agencies are in great demand in
Ohio. This means that they usually cannot provide services on a daily basis.
Because they offer professiomal services, their rates are high. Finally,
they are not available in all parts of the state. As a result of the federal
Omnibus Budget Reconciliation Act of 1981, Ohio could use Title XX moneys to
fund a personal care assistance program that does not have the above restric-
tions; however, that would entail reducing Title XX funds for other services

currently in existence.
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Federal guidelines permit the cost of attendant care to be excluded from
a person's income when determining Supplemental Security Income eligibility;
they also establish personal care as an optional Medicaid service. Neither
of these provisions is part of Ohio's Medicaid program. Thus, income-
eligible severely physically disabled Ohioans receive Medicaid assistance for
personai care services only if those services are provided as a home health
service by a home health agency. As discussed above, problems exist with the
use of home health aéencies to provide attendant care. Finally, Medicaid home
health services must be part of a physician's written plan of care for a per-
son, and the service provider is paid directly by the Department of Public
Welfare. Both of these elements reduce the recipient's control over his/her
care.

In order for a severely physically disabled person who is under age 65
to receive Medicare assistance with personal care services, s/he must have
been receiving social security disability insurance for at least two years,
need skilled care in addition to the attendant care, and be homebound. These
requirements mean that a severely physically disabled person who needs only
attendant care in order to work probably would not receive assistance under
Medicare.

The only other available financial assistance for Ohiocans is through the
Veterans Administrationm, for veterans; through the Department of Housing and
Urban Development (HUD), if a disabled person lives in HUD-assisted housing
that provides a round-the-clock attendant; and through the Bureau of Workefs'
Compensation, if a person was injured on the job.

All of the above programs contain either eligibility or disbursement

limitations that prevent them from being ideal sources of financial assis-

tance for Ohio's severely physically disabled persons who need that kind of
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help with personal care services. Because of these limitations, they provide
assistance for only a limited number of people. However, the programs do
provide at least a small amount of assistance for some Ohioans.

IV. Conclusions

The sources of financial assistance in Ohio for persomal care services
are not adequate to meet the needs of the state's severely physically dis-
abled population. This is evident after reviewing those sources and talking
with both severely physically disabled consumers and professionals in the
area. Additional assistance is needed if these citizens are to lead more
independent lives and/or enter the job market.

The staff cannot state unequivocally that an eventual net savings in
state and/or federal moneys would occur if Ohio were to subsidize attendant
care for some or all of its severely physically disabled citizemns. The only
way to determine if such a savings would occur in Ohio would be to implement
a program in this state and monitor it closely during its first years of
operation to determine its fiscal effect. However, based on the experience
of several other states (again, see Chapter 7), the possibility of a savings
in public moneys exists.

Additionally, a problem might exist if the state began to subsidize
attendant care only to learn that there were insufficient numbers of attend-
ants, accessible housing, and jobs. However, the opening of two centers for
independent living in the state as well as the effort to open additionmal cen-
ters (see Chapter 2) indicates an awareness of this problem and an attempt to
deal with it.

Finally, a state-subsidized program of attendant care could have
unquantifiable benefits for both the recipients and their families. The

recipients could experience an improved quality of life through having
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control over their lives and using their skills and talents to their maximum
potential. Their families could undergo a lessening of stress and tenmsionm,
and some members could return to their careers and interests. The state in
turn might benefit from the contributions of all of these people. In fact,
most other states that have specific personal care assistance programs (for
example, see the discussion of Rhode Islané,in Chapter 7) view the programs

as an important social service; any savings in public moneys through them are

merely an added benefit.




CHAPTER 9. PROGRAM ALTERNATIVES

I. Introduction

Amended House Joint Resolution 91 of the 113th General Assembly, which
requested this study, stipulated that the study should include an examination
of the relative costs and benefits of establishing state subsidies for per-
sonal care services (see Chapter 8), an evaluation of alternative designs for
a state subsidy program, and a consideration of what agencies might adminis-
ter a program. However, on November 19, 1981, the ll4th General Assembly
enacted Am. Sub. H.B. 552, which contained, among other provisions, a require-
ment that the Rehabilitation Services Commission establish and administer a
program to provide personal care assistance to enable eligible severely
physically disabled persons to live independently or work. Thus, the ques-
tion of what state agency or agencies should administer a state subsidy
program is now moot.

This chapter thus discusses possible funding sources for personal care
services and presents alternatives for organizing and administering an attend-
care program. The latter presentation includes the staff's suggestions
concerning which alternatives might be most effective. The chapter also
presents the staff's estimate of how much a state-subsidized program could
cost.

II. Possible Funding Sources

Amended Substitute House Bill 552 required the Rehabilitation Services
Commission (RSC) to use '"funds appropriated for that purpose' to establish a

personal care services program. However, no funds were specifically
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appropriated for the program, and RSC is investigating what moneys are

available for it to use in administering the program.

A program that uses public moneys to pay for personal care services
could be funded in several ways. Following are possibilities that the state
might consider to provide moneys for such a program. The staff has included
explanatory comments as needed.

--The General Assembly could make a specific appropriation to RSC for
the program.

--RSC could use moneys in its budget that have been earmarked for other
programs. This might mean a decrease in services offered by those programs.

--RSC could apply to the federal Rehabilitation Services Administration
(RSA) for a special demonstration programs grant (see Chapter 2). Such a
grant could be used to fund a pilot project or perhaps a particular aspect of
the personal care services program. Because of the length of time needed to
apply for and receive a grant and because federal funds in general are becom-
ing less available, the state probably should not rely on such a grant as a
source of initial funding.

-—RSC could increase its effort to obtain grants for independent living
centers (ILC's) from RSA (again, see Chapter 2). Existing and future IIC's
might be able to include in their budget proposals line items for the direct
payment of attendant care for severely physically disabled persons. In addi-
tion, ILC's help locate attendants, accessible housing, and jobs; these
activities are not directly related to the funding of a personal care serv-
ices program, but they do assist the operation of such a program. However,
RSC's grant proposal for ILC's in Dayton and Columbus was rejected; similar

rejections in the future could limit the feasibility of using ILC grant

moneys to subsidize personal care services.
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—The Department of Public Welfare could use Title XX moneys to pay for
personal care services, With the elimination of restrictions on the use of
Title XX moneys brought about by the Omnibus Budget Reconciliation Act of
1981, Title XX could be an ideal source of funding if the state wanted to use
all federal momeys to pay for attendant care. However, all of Ohio's Title
XX allocation is being used by existing programs; moneys for a personal care
services program would have to be taken from them. This withdrawal of funds
would be in addition to the gemeral cutback in federal funds occurring at the
time of this report. In addition, if Title XX moneys were used for this pur-
pose, the program would probably be administered by the Department of Public
Welfare.

--The Department of Public Welfare could amend Ohio's Medicaid program
to provide attendant care for unemployed severely physically disabled persons
by adding personal care services as a Medicaid service and by applying to the
federal govermment for a waiver to allow the state Medicaid plan to include
home or community-based services (see Chapter 4). The use of Medicaid moneys
in these ways would ensure at least partial federal participation in subsi-
dizing attendant care. However, the federal government is trying to reduce
Medicaid expenditures, and the Department of Public Welfare probably would
need to evaluate these uses of Medicaid moneys in terms of cost savings in
order to justify the uses. Additionally, the Department of Public Welfare,
and not RSC, would have to administer this type of program.

III. Program Alternatives

Amended Substitute House Bill 552 requires RSC to establish and
administer a personal care services program for severely physically disabled

persons. The General Assembly's intent seems to be the creation of a program

geared specifically to providing assistance with attendant care. The staff
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thus prepared alternatifes for such a program. Guidelines are already in
place for the use of Medicaid moneys, for example, should the staté decide to
change its Medicaid program to include personal care services.
Persons To Be Served

Prior to the enactment of Am. Sub. H.B. 552, this section would have
discussed altermatives concerning what persons might be included in a subsi-
dized program to provide personal care services. Such a discussion would
have considered, for example, whether a program should provide services for
employed severely physically disabled personms, severely physically disabled
persons who live in or might have to enter institutions, or both. However,
the applicablevstatute enacted by the above bill stipulates that personal
care assistance funded under éhe program that is to be operated by RSC must
enable eligible severely physically disabled persoms to live independently or
work. Thus, this topic need not be considered in detail in this report.

Howevér, the staff suggests that, within the above guidelines, a
personal care services program be established in phases. The first phase,
which could last two years, could provide financial assistance for severely S
physically disabled persons who are employed or who could be employed if they
received that assistance. These persouns might best be able to direct their *é {
own care, and the administering agency would thus be able to implement the
program and correcﬁ any difficulties with it while working with a group of
people who would not need training in how to be an employer, for example.

Following this first phase, the program could then include persons who
need financial assistance with personal care services in order to live inde-
pendently but who cannot work. These persons, many of whom presumably are in
institutions or who are at risk of institutionalization, might need close

supervision initially in working with their attendants. A program that has
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/’had time to have its difficulties worked out might be able to serve these

L people better.

'As a third phase, the staff suggests that the administering agency
consider expanding financial assistance to persons who need attendant care
but who are unable to work or live independently. These persons would be
primarily children or elderly persons who are living with their families and
receiving personal care services from one or more family members. Under this
third phase, financial assistance could be provided to families who want ﬁo
keep their disabled member at home but are unable to do so because of finan- &
cial difficulties and the emotional stress of providing attendant care by
themselves. Financial assistance could also enable some family members to ?i;g¢}q
return to their careers who are currently staying home to provide personal
care services. The staff suggests this phase could be implemented after the
administering agency determines the costs and procedures of administering the
first two phases.

Process for Evaluating Applicants

——An evaluation team organized expressly for the program's purposes
could evaluate each applicant to determine that person's eligibility for the
program.

--An applicant could present to the administering agency proof of an
earlier evaluation by the Bureau of Vocational Rehabilitation/Bureau of
Services for the Visually Impaired or, in the absence of such an evaluation,
a statement of need from a physician.

The staff suggests the use of an evaluation team and further suggests
that the team be composed of a registered nurse, an occupational therapist,
and a severely physically disabled person who uses attendant care. Such a

team could use consistent standards when evaluating applicants and also could
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be used by the administering agency to establish a service plan for each
applicant (e.g. numbef of hours of personal care services needed by the
applicant).

Income Eligibility

--The administrator of the program could examine each successful
applicant's income or, as appropriate, his/her family's income and determine
if, after subtracting living expenses, medical expenses, and expenses unique
to severely physically disabled persons, the applicant or his/her family is
able to pay for any services the person needs beyond those that the program
will subsidize (see Services, below) or for any services that could be sub-
sidized by the program. The applicant or his/her family could then be
required to pay for those services for which s/he or it is able.

——The administering agency could establish an income limit for
applicants, either as a dollar figure or as a percentage of the state median
income.

--The administering agency could use the formula devised by Massachusetts
(see Chapter 7).

—The program could have no income eligibility criterion.

The staff suggests the use of the first alternative, which enables
subsidies to be granted on a case-by-case basis. While this method is more
time consuming than the other alternatives, the staff believes that it is
also more fair because it allows a severely physically disabled person to
receive the assistance that s/he needs, within the guidelines of the program
(again, see Services, below), based on his/her or his/her family's unique

financial situation. At the same time, the recipient is respomsible for

paying for as much attendant care as s/he or his/her family is able.
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Use of Other Available Public Moneys

--The program could be used to subsidize attendant care only for those
persons who are ineligible for any other state or federal moneys that could
be used for this purpose.

--The program could disregard an applicant's eligibility for any other
applicable state or federal moneys.

The staff suggests that the program funds be used only for applicants
who are ineligible for other public moneys that could be used for this
purpose.

Services
Amount of Care To Be Subsidized

-~The administering agency could establish minimum and maximum numbers
of hours of personal care services that it will subsidize per day, per week,
or per month, éxcluding care provided by a night attendant.

--The administering agency could subsidize care provided by a night

attendant on a per-night basis.

—-The administering agency could subsidize any amount of attendant care
needed by an applicant.

The staff suggests that the administering agency subsidize fourteen to
35 hours of personal care services per person per week for services rendered
during the day. This limitation has been used and found to be effective by
several other‘states (see, for example, the discussion of Rhode Island in
Chapter 7). The staff also suggests that the administering agency monitor
this limitation on hours during the program's initial months of operation to
determine if different specifications might be more beneficial to the pro-
gram's participants. The monitoring could include a lowering of the minimum

aumber of hours to learn if that amount of assistance is useful to anyone.
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Finally, the staff suggests that the administering agency also subsidize care
by a night attendant on a per-night basis.
Compensation for Attendants

--The program could pay day attendants on an hourly basis.

--The program could pay night attendants on a per-night basis.

--The program could pay all attendants a daily wage.

--The program could provide each recipient with a yearly stipend and
allow that person to pay his/her attendant or attendants however s/he chose
to do so.

The staff suggests that day attendants be paid $4.00 to $4.50 per hour.
This amount would enable an attendant to net approximately the minimum wage
after allowing for the necessary withholdings. The staff also suggests that
night attendants be paid $6.00 per night. Both of these figures are based on
the experiences of other states (again, see Chapter 7). By establishing set
fees for services provided, the administering agency should be able to
monitor quite closely the amount and cbsts of services paid for by the
program.

Payment of Attendants

——The administering agency could send an attendant's paycheck to the
severely physically disabled person who employs him/her after receiving
verification of the number of hours worked by the attendant; the severely
physically disabled person could in turn pay his/her attendant.

—~The administering agency could pay an attendant directly after
receiving verification of the number of hours that s/he worked.

The staff suggests that the administering agency allow each severely

physically disabled person to pay his/her attendant in order to foster the
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ideas that the severely physically disabled person is the attendant's employer
and that s/he is in charge of his/her own care.

Withholding from Attendants' Paychecks

—The administering agency could do the paperwork necessary to withhold
taxes, social security, and workers' compensation from attendants' paychecks
and could issue the paychecks with those items ﬁlready withheld.

—The recipients of the financial assistance could be responsible for
their attendants' withholding.

The staff suggests that the administering agency be responsible for
attendants' withholding both to assist the severely physically disabled
participants and to ensure that the necessary items are withheld.

Selection of Attendants

——The program could allow a severely physically disabled person to hire
any person of his/her choosing as an attendant.

—The program could encourage a severely physically disabled person to
hire as an attendant a person who is unemployed and receiving public
assistance.

--The program could allow a severely physically disabled participant to
hire any person as an attendant except a member of his/her family.

--The program could require a severely physically disabled person to
hire as an attendant a person who is unemployed and receiving public
assistance.

-=The admiﬁistering agency could select a severely physically‘disabled
person's attendant for him/her.

Because of the personal nature of attendant care, the staff suggests
that the program allow a severely physically disabled participant to select

his/her attendant. This could include a member of the person's family. By
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enabling a family member to serve as an attendant, the program would permit
the participant to have as an attendant someone who is already familiar with
his/her care. In addition, the family member would receive remuneration,
thus aiding the family's financial status, perhaps alleviating stress by
compensating the family member, and providing for the family member's future
through social security withholding. The staff recognizes that a personal
care services program could be a source of jobs for persoms who are currently
receiving public assistance. The gtaff thus'suggests that the program en-
courage participants to hire such persons as attendants and that the
administering agency establish a roster of such persons and provide training
for them.

IV. Cost Estimate

In the absence of an operational state-subsidized program to provide
personal care services for severely physically disabled persons or of pro-
posed specifications for such a program, estimates of the cost of a state-
subsidized program are at best educated guesses. The staff applied data from
other states' experiences to Ohio and used the suggestions discussed above
concerning the amount of care to be subsidized and compensation for attend-
ants to arrive at dollar figures that give only an idea of the possible cost
of a program in Ohio.

From the states described in Chapter 7, the staff selected those that
use state moneys to fund a personal care services program. It then calculated
the percentage of each state's population that the state's program serves and
applied each of those percentages to Ohio's population. For example,
Illinois's program serves .00007% of that state's population, or 768 persons;
a program in Ohio that would serve the same percentage of this state's popu-

lation would assist 756 persoms. By averaging the results of the application
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of these percentages to Ohio, the staff determined that, under this formula,
the number of Ohioans served served by a state-subsidized program would be
336. This number could be quite low because participation in some other
states' programs is minimal and response to a program in Ohio might be higher
than those states' experiences would indicate. The staff also used the above
formula to determine a ;oQ number of Ohio participants, 43, and high number,
756.

As discussed above, the staff is suggesting that an attendant care
program subsidize fourteen to 35 hours of care per week at $4.00 to $4.50 per
hour. The staff used these figures to determine a yeafly low, average, and
high subsidy for a program participant. The low subsidy was calculated by
multiplying fourteen hours by $4.00 per hour by 52 weeks, the average by
multiplying 25 by $4.25 by 52, and the high by multiplying 35 by $4.50 by 5.
The results are $2,912, $5,525, and $8,190, respectively.

The following table shows the amount of money needed to fund personal
care services at the above levels for a low, average, and high number of
Ohioans. The staff stresses that these figures are merely estimates and
should not be interpreted as actual program costs.

Number of Persons To Be Served

Annual Cost Per Person 43 336 756
$2,912 $125,216 $ 978,432 $2,201,472
§5:929 $2317,575 $1,856,400 $4,176,900
$8,190 $352,170 $2,751,840 $6,191,640

ele



APPENDIX A.

MAXIMUM INCOME LEVEL FOR SOCIAL SERVICE ELIGIBILITY
IN OHIO UNDER TITLE XX

, 1
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(from Ohio Title XX Comprehensive Annual
Services Plan, July 1, 1981-June 30, 1982)



APPENDIX B.

SCHEDULE OF PARTIAL PAYMENTS FOR SOCIAL SERVICES

IN OHIO UNDER TITLE XX

(For Families of One to Six Members)

i i !
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Family of Five famiiy of Six j

f_firamily Monthly Monthly | Additional /Additional Family Monthly Monthly !Additional |Additional

i Monthly Dollar |[Dollar Fee | Monthly Monthly Monthly Dollar |Dollar Fee | Monthly Monthly
Gross Amount For One [Dollar Fee |Dollar Fee Gross Amount For One Dollar Fee (Dollar Fee

’ Income Available | Service For Two Far Three Income Available| Service For Two |For Three

l For Services or More For. Services | or More

| Services Services Services Services

| From Thru : From Thru

i

021 1079 3 12 12 12 | [1se 1228 e 13 13
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(from Ohio Title XX Comprehensive Annual
Services Plan, July 1, 1981-June 30, 1982)
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APPENDIX D.

REHABILITATION SERVICES COMMISSION STATEMENT
OF NEED FOR ATTENDANT CARE PROGRAM

In the absence of specific data, the following general statement can be made:

A major criteriomn for eligibility for services requires that a client be
employable following a program of vocational rehabilitation. If it is deter-
mined at the omset that a client's employment and income potential is not at
a level to maka it economically feasible for the client to pay for attendant
care, the client is considered too severely disabled and is not found eligible
for services. Similarly, some clients face the loss of other benefits should
they become employed and may not wish to become empioyed if there is mores to
1ose than to gain. This situatiom is also taken into consideration at the
time of eligibility determinatiom.

It is not surprising that mest of our clients currently receiving attendant
care services are individuals with higher IQ's although otherwise quite severely
physically disabled, e.g., quadraplegia, and cerebral palsy. This group has

the potential to prepare themselves for a professiom or vocatiom that would
offset the disincentives to employment. These clients only receive attendant
care services during their vocational rehabilitation programming. For even

this group, ongoing attendant care following vocational rehabilitation would
greatly provide financial relief to individuals and families for whom the
disability imposes a high cost in other ways such as transportatiom, equip-
ment, ongoing therapy and other medical costs. :

If ongoing attendant care were available, a considerable number of other
individuals would be good candidates for employment possibilities at lesser
earning levels, 2.8. clerical and office-related, etc. Although the income
might be slightly more than the minimum wage, other incentives would prevail,
especially in cases where othar benefits would not be affected.

PM & R centers report only a small number of patients (5%) end up in lomng-
term care facilities following discharge. This means that a number of family
members assume attendant care responsibilities, either directly or by hiring
personnel. Aside from a cost burden on the family, it places the individual
in a position of dependency. Ongoing attendant care for many is seen as one
way that individuals could begin to think about independent living, employed
or not. Many family members who are getting up there in years are not able
financially, physically and psychologically to cope with the demands of caring
for family members who are severely disabled.

It is the gemeral feeling among severely disabled pecple in Ohio that homemaker/
health aid services provided under Title XX and Medicaid programs do not meet
the basic needs of severely disabled people. The services are limited, foster

dependency and eventually relegate people to institutions and serve as dis-
incentives to independent living and employment.

RSC believes a strong case can be made for subsidized attandant care.

RSC/9-81

B
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July 1982
MEMORANDUM

TO: Participants/Independént Living Leadership Strategies
Project

FR: Margot Gold

RE: esource Guid ssu i o e t

o v tio

The planning committee for the strategic planning session
thought it would be helpful to participants if we identified
major sources of information curreﬁtly available in the areas of
progrém management and program evaluation. While time and
resources did not permit an exhaustive search, we hope the

R information contained in this paper is useful to you.

1001 CONNECTICUT AVENUE, NW. OO SUITE 310 O WASHINGTON, D.C. 20036 O (202) 822-8405




I. Management

Issue/Discussion

Management Resources

“Summary of Trends and Thelr Impllcatlon for Independent

' Living Management“ (Lundgren and leklnd)

"Registry of Independent L1v1ng Programs"
"Accountability and Management" (Shreve, ilitatio
Gazette)

Suggested Resources

II. Evaluation

Issues/Diecussion

Enempies of Ev&iuation Questions/Forns
A. Washington State Eneiuation Pnoﬁect
B. California State Department ofiRehabilitation
C. Nen York and Pennsylvania Statewide Questionnaires
D. RSA Draft Guideiines |

E. Quarterly Cost Data Form (Tim Muzzio)



I. MANAGEMENT

ISSUE: PROPER MANAGEMENT OF ILPS, LIKE OTHER NON-PROFIT
ORGANIZATIONS, IS CRITICAL TO LONG TERM SURVIVAL. WITH
SHRINKING FEDERAL SUPPORT CAUSING THE SHIFT TO SMALLER
AND LESS PREDICTABLE PRIVATE SOURCES OF FUNDING,
MANAGEMENT ISSUES OF ILPS BECOMES MORE IMPORTANT,

‘Today, with shlftlng federal priorities, the effective
management of ILPS is of -critical importance. - -Management has
become more difficult- since long range planning is hampered by
the uncertalnty of federal and prlvate fundlngg

The search for alternate fundlng sources takes time and
money. Since private grants rarely approach the fundlng level
of federal grants, an increase in the number of small grants is
necessary to make up the difference. Managers are often faced
with the dilemma of having to decide whether to use monies that
otherwise would go into services for fund seeking or development
activities. |

. - o]

. Another dilemma that makes program planning and
administration difficult is that the most needed service may
turn out to be the most difficult to f£ind. Discretionary money
from private sources is extremely difficult to f£ind. As a
result, a manager may lose partial dec131onmak1ng control over
program direction, ‘emphases or services. i

Innovative ideas (such a 'adjunct businesses) are needed to
generate money "without strings" so that resources can be- spent
according to the needs prioritized by program deCLSlonmakers,
rather than preferences of external groups. -However, there is a
Catch-22 at play here. 1Innovative ideas require start-up
capital, and during initial implementation, adjustments and
refinements are often necessary, all of which addiup to the need
for additional time and resources. Often-new_ strategles fail,
or a considerable amount of time passes before benefits are
realized. Organizations need slack in-their budgets to
encourage and implement new ideas. Now, when programs need new
methods most, their economic positions make exploratlon and
development -impossible. This Catch 22 not -only applies to
funding strategies but also to other changes a manager may want
to implement.




One way to help break the Catch 22 cycle is to limit the
guess work involved, by sharing information and experience with
other ILPs, as well as with other non-profit, grass roots--
organizations. Of course, it would be most instructive for a
manager to-find parallel groups in size, age, staffing,
services, and environment. As this is not always possible,
representatives should keep in mind the differences between
groups, sSo strategies can be adapted, and-accepted or rejected.
This type of exchange-among ILP representatives is-one objective
of -.our sessions, and is represented in the agenda -under the
headings of “organlzatlonal histories™ and "operatlonal/organlza-
tional CllnlCS.

MANAGEMENT RESOQURCES

The Independent Living Research Utilization -Project (ILRU)
in conjunction with Cornell University's Human Services
Administration Program, has conducted a number of management
simulation training sessions for directors of independent living
programs-nationwide. The results of these sessions are :
synthesized in the attached paper,--"Summary of Trends and Their
Implications for Independent Living Management". Also included
in this section are a list of recommended resources for managers
developed by the Cornell team, a review of management related
resources written specifically on ILPs, and a copy of an
article, "Accountability and Management - An Open Letter to
Directors™ that was included in the 1981 issue of the
"Rehabilitation Gazette." '

For more information on the tralnlng se581ons, you can
contact eithers

Lex -Frieden ///
Project Director - :

Independent Living Management Progect -
Independent Living Research Utilization Project

The Institute for Rehabilitation and Research

P.0O. Box 20095

Houston, Texas 77025

Ronald House

Program Director - - -

Human Services Admlnlstratlon Program-
N.Y. State School of Industrial and Labor
Relations

P.0O. Box 1000

Ithaca, NY 14853

(607) 256-7727

\




. Lex Frieden will also be able to provide information on the
technical assistance capabilities of the ILRU« It is my
understanding that Board Training, Staff Development, and an
orientation program designed for communities on independent
living, are three of a number of training sessions provided by
ILRU staff.

In addition to the general management material recommended
by Cornell, one other report specificallly directed to ILPs
should also be considered.

e ent t on o d dent o) ms
thgQ;L;;gL;gg is a report whose primary aim is to prov1de a
resource for managers in the planning, development, and
operation of ILPs, which was developed as a result of a meeting
of the Plannlng Committee of the Institute for Rehabilitation
Issues in 1979.

I would recommend ordering this report for .Chapter IV
alone, which is on "Supporting an Independent Living Program."
This is not to take away from sections on Staffing, Program
Evaluation, or Staff Training. Chapter .IV, however, is--the most
comprehensive-and clear presentation I've seen on funding
alternatives and resources. The chapter begins-with
descriptions of federal programs. The uniform format used to
describe each program is structured by a series of questions-
which include: "What are the program goals? What services can
be -provided? How to access program funds or services? How to
learn more?" Following this section there are three discussion
sections on Foundations, Corporations, and Other sources of
support. The chapter ends with a bibliography.

This report is available from the Arkansas Rehabilitation
Research and Training Center, University of Arkansas, Arkansas
Rehabilitation Services, Hot  Springs, Arkansas, 71901. Douglas
Rice was the University sponsor of this paper. '

ILRU SOURCEBOOK

Justin Dart describes the ILRU. Sourcebook in his liter-
ature review of independent living programs in a forthcoming
report on ILP management written by Peg Nosek and Justin and
Yoshiko Dart. As I have not had the opportunity to read the
book, the comments that follow are directly from Mr. Dart's
review.




The- ILRU Sourcebook by Frieden et al is a
compendium -of valuable-information -geared
toward individuals wishing to develop an ILP
in their community. It contains a glossary-
of terms related to independent living which
have set the standard for the field, a
discusssion of possible ILP models, -a registry
and brief profile on the ILPs operating in 1979,
matrices of federal, state and local -sources
of funds, and a presentation on community
organizing and consumer involvement.

Independent Living is avallable from the Independent L1v1ng
Management Project, Independent Living Research Utilization
Project, The -Institute for Rehabilitation and Research, P.0O. Box
20095, Houston, Texas 77025.

CURRENT INFORMATTON

As stated in the beginning of the section, information
sharing on -program administration and operations is-one
objective of our conference. In scanning--the literature on
ILPs, I have come across only two resources that provide current
information on management- practices of ILPs. The only
consistently updated source is the "Registry of Independent
Living Programs," a computerized printout available from the
Independent Living Research Utilization Project. In order to
provide the-reader with a thorough understanding of the data
available on ILPs in the ILRU registry, a copy of the "Key to
the Computerized Printout" is attached.

The second source is the forthcomlng report by Peg Nosek
and Justin and Yoshiko Dart, entitled, Independent Living
Progams: A Management Perspective., This-report is the result
of a nationwide trip undertaken by the authors in 1980-.at which
time they visited 29 independent living programs and interviewed
the top administrative staff. The report not only contains in-
dividual profiles on the 29 centers but.it begins with summary
of the issues addressed in the interviews combined with analyses
of the administrators' responses and data collected during each
visit.

Information collected on each-center is summarized in
profiles under the following categories:

-—- "Background"™ (how the program was started);

—-— "Clients" (per month and available demographic
information on race, national origin, and
disablility);

-—- "Eligibility Requlrements“




"Fee Structure";

"Office Space" (in square feet, if- rented, and some
brief description of the buildings)

"Staff" (number of staff, percent disabled, percent
members of minority groups);

"Volunteers™ (number of);

"Board"- (size, percent disabled and number of minority
members) ;

"Budget and Funding” (size of annual budget and list of
funding sources);

"Community Relations" (summary of center's act1v1t1es)

"Client Relations”

"Advice for new Independent LlVlng Drograms (on
management issues);

"Comments"™ (authors given their impressions of their
visit) .

L 4

This report will soon be published by the ILRU. For more

information contact:

Justin Dart

2012 Lear Avenue
Austin, Texas 78745
(512) 442-9755
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SUMMARY OF TRENDS AND THEIR IMPLICATIONS

FOR INDEPENDENT LIVING MANAGEMENT

Compiled by: H. David Lundgren
Tan Ziskind

Based on research done by the Independent Living Management
Project, a joint effort of the Independent Living Research
Utilization (ILRU) Project at The Institute for Rehabilitation
and Research, Houston, Texas and the Human Services Administra-
tion Program at Cormell University, Ithaca, New York. Work

on the project was funded, in part, by a grant from the Rehabil-
itation Services Administration (# 629XH00031) to the Independent
Living Research Utilization (ILRU) Project.



A SUMMARY OF TRENDS AND THEIR IMPLICATIONS
FOR INDEPENDENT LIVING MANAGEMENT

Although many organizations claim to have written goals and objectives,
few have measurement techniques for ascertaining their accomplishment.
Therefore, there is a clear need for comprehensive data collection systems
and better control between various organizational programs. A proactive
rather than reactive approach to long-range planning and policy making
must be adopted.

There.exists a great deal of confusion regarding the role of the board of
directors vis-a-vis the executive director. Boards must be apprised of
their policy-making function and discouraged from pursuing administrative
responsibilities. Therefore, board members must be trained in specific
skill areas including: long-range planning, policy development, and
community relations. Furthermore, board members must be made aware of

the importance of a proper mix of individuals based on their qualifications,
backgrounds, and disabilities. In particular, a proper balance must be
struck between the social, political, and economic strengths of board
members, and the need to maintain an appropriate disability representation.

Executive directors will need to improve their time management and delegation
skills in order to enhance their staff development efforts and allow them-
selves more time to do long-range planning.

Another issue related to staff development would be the adequacy of per-
formance appraisals. The weakness in this area stems from a poor under-
standing of what people do in their jobs. Because 1ittle effort has

been made to clarify people's job responsibilities, job descriptions

are generally of marginal quality, and staff members and administrators

are consequently unclear as to what constitutes good performance. There-
fore, there is a need to place more emphasis on improving job descriptions
and performance appraisals. Since these organizations are labor intensive,
the quality of job descriptions and performance evaluation systems will
directly impact upon the selection, training, and development of staff.




Community relations has been approached haphazardly. QOften, there are

no controls over the process and little thought is given to the coordination
of efforts between staff members. In addition, community relations has

not been approached with a major goal such as community acceptance,
consumer awareness, or fund raising in mind.

Most IL programs currently rely on a core of three or four primary funding
sources including Title VII, I & E, Community Chest/United Way and some
form of fee for services. This limited funding structure poses a risk
related to the changing economic scene, and requires IL programs to
diversify thejr funding base.

Based on the probability that IL programs will have to look to the private
sector for future monetary support, there is a need to develop cost

centers for financial accountability. In addition, a proactive approach

to financial management must be taken to prevent executive directors from
placing all the blame for their financial woes on funding sources. Executive
directors must begin to consider the Tongevity and continuity of services

and attempt to establish an equilibrium. -

The majority of IL programs provide the following services: information
and referral, peer counseling, outreach and recruitment, independent

living skills training, and advocacy. However, as organizations grow their
services often expand to include financial counseling, attendant services,
attendant care management, apartment registries and/or transportation.
Service diversification must be accomplished at a sensible and controlied
rate. There is a need to evaluate the implications of expansion for
changes in management style.
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REGISTRY
OF
INDEPENDENT LIVING PROGRAMS

KEY TO THE COMPUTERIZED PRINTOUT

Since 1978, information has been gathered on the following features of an independent
living program:

(1

Type of Program:

(a)

(b)

Independent Living Center (ILC) - A community based, non-profit, non-
residential program which is controlled by the disabled consumers it
serves, provides directly or coordinates indirectly through referral
those services which assist severely disabled individuals to increase
personal self-determination and to minimize unnecessary dependence upon
others. The minimum set of services that are provided by an independent
living center are housing assistance, attendant care, readers and/or
interpreters, peer counseling, financial and legal advocacy, and com-
munity awareness and barrier removal programs.

Independent Living Transitional Program (ILTP) - An independent living
program that facilitates the movement of severely disabled people from
comparatively dependent living situations to comparatively independent
living situations. The primary service provided by these programs is
skill training in such areas as attendant management, financial manage-
ment, consumer affairs, mobility, educational-vocational opportunities,
medical needs, living arrangements, social skills, time management,
functional skills, sexuality, and so forth. Additional services may be
provided. Transitional programs are usually goal-oriented and/or time
linked. Like any independent living program, a transitional program is
community-based and offers opportunities for substantial consumer involve-
ment.
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(c) Independent Living Residential Program (ILRP) - a live-in independent
living program that provides directly or coordinates through referral
shared attendant services and transportation. Related services which
increase personal self-determination and minimize unnecessary dependence
on others may be provided. Like any independent living program, a
residential program is community-based and offers opportunities for
substantial consumer involvement.

(d) Independent Living Service Provider (ILSP) - An organization which
provides several discrete services which can be used to increase an
individual's ability or opportunities to live independently. For
example, a medical rehabilitation facility may provide out-patient
services which are designed to maintain the physical health of a person
who lives independently in the community. However, if the center does
not provide or coordinate a full set of services including transportation,
attendant care and so forth, it would be an independent living service
provider rather than an independent living program. While an independent
living service provider does not meet the criteria necessary to be
classified as an independent living program, the services it provides
may be used or coordinated by an independent living program.

(2) Disability Served:
(a) One Type - focus on one type of disability, such as ''visual impairment,'
or '"cerebral palsy," although there may be an additional disability

associated with the primary one, such as '"blind-deaf."

(b) Many - focus on more than one particular type of disability, such as
"spinal cord injury" and "hearing impairment."

(3) Target Disability Type - the following is an explanation of the abbreviations

|
| used:
| ADLT Adult (persons 18 and over)
AG Aged (persons 55 and over)
AMP Amputation
AUT Autism
BL Blindness or Visual Impairment
BR.INJ. Brain Injury
642 Cerebral Palsy
DD Developmental Disability
DF Deaf or Hearing Impaired
EP Epilepsy
MD Muscular Dystrophy
MI Mental Illness
MIN Minor (persons under 18)
MR Mental Retardation
MS Multiple Sclerosis
ND Neurological or Neuromuscular Disorders
POL Polio g |
SCL Spinal Cord Injury |

SPLBIR, Spina Bifida
STK/ST Stroke

EEEE e e R e
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(4)

(5)

(6)

(7)

(8)

(9

Number of Persons Served Per Year:

=25

26-50
51-150
151-500

over 500

Goal Orientation:

(a)

(b)

Transitional - The frogram's goal is to facilitate the movement of severely
disabled persons from a state of dependence to a state of independence.

Ongoing (maintenance-based) - The program aids disabled persons in main-
taining maximum independence in the community where they live.

Service Setting:

Residential
Non-Residential
Both (some programs have residential and non-residential components)

Neighborhood:

Urban Central Business District (Urb Central Bus Dist)
Urban Residential (Urb Residential)

Suburban Residential

Rural

Campus-Style

Other

Service Delivery Method:

(a)

(b)

(c)

Direct - The program's staff is primarily involved in delivery of hands-
on services, such as peer counseling, independent living skills training,
transportation, etc.

Indirect - The program's staff primarily provides information referral
services to aid the disabled person in locating attendant care services,
accessible housing, transportation, wheelchair repair companies, financial
or legal counseling, and so forth.

Direct and Indirect - The program provides both direct services as well as
indirect services for the disabled individual.

Service Delivery Style:

(a)

(b)

Non-Handicapped (directive) - This style describes a program which is
staffed primarily by persons who use a directive, prescriptive approach
to working with clients.

Consumer (non-directive) - This style describes a program which is staffed
primarily by persons who use an interactive, non-directive approach to
working with clients.
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(10)

(11)

Note:

4
Vocational Emphasis:

(a) Primary - Vocational goals are prerequisites for participation in the
program.

(b) 1Incidental ~ Vocational goals are not necessarily required for admission
to the program, although they may be a part of a client's goals.

(c) Nonvocational - Voactional training and counseling are not provided by
the program.

Services Provided:

Listed are services that the independent living program offers. Services that
are primary to a program are marked by an asterisk.

The information contained in the Registry is continuously being updated,

and new programs and previously unsurveyed organizations are constantly
being added. Double asterisks (**) before a program's name indicate that

it is not currently active. Any information you can provide regarding
changes in existing programs or newly established programs would be

greatly appreciated. Please send this information to ILRU, P. O. Box 20095,
Houston, Texas, 77025, telephone: (713) 797-1440, extension 504.

- The ILRU project staff and national advisory committee developed the method
of categorizing independent living programs. These are related to defini-
tions found in "A Glossary for Independent Living,'" available from the
ILRU project.

Copyright ILRU, 1981
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Independent Living Centers

Accountability and Management

An Open Letter to Directors

by Maggie Shreve

As | have become more involved in the administration of
Independent Living Programs, [ have grown increasingly
concerned about the accountability and management of
our programs. This accountability is most important to
consumers of our services, but is also important to current
and potential funding sources. One of my favorite anal-
ogies on this subject is the relationship of Independent
Living Programs to consumers. [n many cases, these pro-
grams are demonstrating how to ask for help to their con-
sumers. So, if Independent Living Programs need help
with administrative issues, they also should be able to
ask for help. From what [ have seen over the last four
years, Independent Living Programs are having difficulty
doing this.

Most Independent Living Programs have similar phi-
losophical bases but management techniques (or the lack
thereof) vary widely. Of the 20 programs [ have visited or
with which [ have worked, a majority of directors have
ignored or not clearly recognized several factors which de-
mand the attention of management: a) the limited time
available for Title VII Part B grants; b) the positive impact
that sound internal organization has on services provided,
public relations, and the potential for funding; c) the fact
that Independent Living Programs are competing with ex-
isting and traditional service providers for limited dollars;
d) the need for effective communication at all levels of
organization and how such communication bécomes a
major part of the management structure; and e) how im-
portant money is in relationship to quantity and quality of
services provided.

Many program directors (and perhaps, Boards of Direc-
tors) have seemed reluctant to admit their lack of manage-
ment skills and their need for help. | have attributed much
of this attitude to the fear of becoming bureaucratic or too
much like traditional agencies. [ think this is an invalid fear
and would like to point out some benefits that manage-
ment has to offer Independent Living Programs.

[ believe that on-the-job experience is crucial to un-
derstanding the need for management but it is not solely
sufficient. Understanding the need should translate into
a request for help with specific questions to be asked, per-
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haps of Board members, professionals, educators, or con-
sultants. Once a program’s philosophy is set, management
should be the next step in program development. The
establishment of a management structure begins with a
5-step planning process:

1) Defining the mission — What is the program’s philos-
ophy and main effort?

2) Setting a goal or goals — What should happen as a
result of the program'’s efforts in 5 years?

3) Listing the objectives to reach the goal(s) — How will
the program address the goals during the first year,
second year, etc.?

4) Developing action steps — How can each yearly ob-
jective be met?

5) Assigning responsibilites for action steps — How
many and which staff or volunteers will be necessary
in order to complete each action step?

Objectives should be quantifiable from top to bottom,
i.e., from the Board of Directors to staff to the program’s
consumers. Most important, this planning process should
be written down. A written plan not only helps the Board
and director review progress, but also helps the entire staff
understand their role(s) in the overall scheme of the pro-
gram and how they contribute to meeting larger goals.

As the plan begins to take shape, a program'’s Board of
Directors and chief executive officer (staff) should begin to
address the need for management policies. Policies are
simply pre-determined methods of action. They can be
rigid or they can allow for great flexibility. They are de-
veloped (and written down) in order to be prepared for

. any eventuality. The areas where policies are needed are

as follows:-

1) Govermance — Who has ultimate authority and re-
sponsibility for the program? How will the program
be governed? What state or local laws must be met
by the governing body? What is the relationship be-
tween the Board and the staff?

2) Legal — What federal, state, and local laws must
be addressed by the program? What are the legal
implications of the program'’s services? How will the

REHABILITATION GAZETTE




program protect itself, its board, staff, volunteers, and
possibly consumers from legal actions?

3) Personnel — Who has the authority to hire staff?
How will staff be trained and supervised? What ben-
efits will be available to staff?

4) Fiscal — Who manages the program's money? How
many staff or board members have access to records
and cash? How does the program intend to reach
financial stability? What methods of accounting are
used and are these methods adequate for a certified
audit?

5) Program — What services will be offered, by whom,
and to whom? How will services be monitored for
quality? What procedures are needed to insure equi-
table services to all eligible individuals?

6) Office — What are the day-to-day operating proce-
dures in the program's physical office space? How
will clerical work be delegated? Should clerical priori-
ties be set?

7) Evaluation — How will goals and objectives of the
program be measured and by whom? What meth-
od(s) will be used to review the effectiveness of ser-
vices provided, policies, and procedures?

8) Optionals — Other policies may include outreach,

Innovations

Adaptive Equipment Center/David Tyrey

Opportunities Unlimited, Independent Living Center of
Mid-Missouri, Inc. was funded in the fall of 1981 as a refer-
ral and information agency which will eventually expand to
include an eight-county area.

One important aspect of Opportunities Unlimited’s ser-
vice delivery system will be providing assistance to dis-
abled children and adults in the selection of necessary
adaptive equipment. The center will stock a large assort-
ment of various types of adaptive devices, which will be
solicited from manufacturers and providers as sales dem-
onstraters. Participants will then, with the consultation of
the Adaptive Equipment Coordinator, be able to evaluate
the effectiveness of a piece of equipment and select neces-
sary modifications before purchasing the item directly from
the supplier.

The Division of Special Education of the State of Mis-
souri is strongly in support of the component and has
pledged its financial, as well as staff support. The Division
will provide the salary of the Adaptive Equipment Coordi-
nator and other expenses of this component.

Strong support has been pledged by a number of de-
partments of the University of Missouri. Members of these
departments interacted to form a task force in 1979-80 to
establish a similar adaptive equipment center. This project
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public relations, volunteer programming, fees for ser-
vices, etc. Questions similar to those above should be
asked before determining the need for desire for poli-
cies on these optional subjects.

As | struggle with all of these issues, I know that other
program directors struggle also. My purpose here is to urge
other administrators to ask for help when it is needed and
to carefully examine what help will be given by those the
program asks. [rrelevant advice can always be disregarded
if it does not fit the program’s philosophy or needs. Effec-
tive management allows for efficiency and flexibility. [
believe it is a must if the program is to survive and provide
quality services to disabled individuals. The ultimate ques-
tion yet to be answered is “What will happen to the pro-
gram when the mission is fulfilled?”” Only thorough plan-
ning and thinking, ie., effective management, will help
Independent Living Programs find that answer.

Address: Maggie Shreve, Project Director, The Whole Person
Center for Independent Ljving, 9805 Pennsyluania Avenue, Kan-
sas City, Missouri 64114 Maggie is writing a management man-
ual. If you'd like a copy, write to her and ask to be advised when it
is published.

was not funded by the State of Missouri, but the members
of the task force have pledged their support of Opportuni-
ties Unlimited’s program on an informal basis.

Opportunities Unlimited will establish fee-for-service ar-
rangements with school disiricts throughout the state, and
this component will contribute to the economic viability of
the center independent of Title VII funds.

This component could also be expanded to include a
wheelchair repair service. pending negotiations with the
Electrical Engineering Deparmment of the University of
Missouri-Columbia, which currently provides this service.
This will provide an additional income-producing activity
for the center.

Opportunities Unlimited will provide a much needed
service and provide a much needed closure of gaps in
service for severely disabled individuals in the mid-
Missouri area. In addition, the Adaptive Equipment com-
ponent will provide a greatly needed benefit to the school
age children of the entire state of Missouri.

Address: Dave Tyrey, Director, Opportunities Unlimited,
Independent Living Center in Mid-Missouri, Inc., 111
South 9th Street, Suite 211, Columbia, Missouri 65201.

The Free University/Barbara G. Hummel

“Where can | find a good place to get my wheelchair
fixed? And what parts of it could [ fix myseif?”
“How did you adapt your kitchen so you could cook?”’

17
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ITI. EVALUATION

ISSUE: THE CRITICAL NEED FOR PROGRAM EVALUATION OF ILPS CAN
BE BEST UNDERSTOOD IN LIGHT OF TODAY'S ENVIRONMENT: THE
CURRENT ADMINISTRATION HAS DE-EMPHASIZED THE FEDERAL
ROLE IN THE PROVISION OF HUMAN SERVICES; THE
UNEMPLOYMENT RATE IS EXTREMELY HIGH, AND, THERE IS NO -
APPARENT END TO THE ECONOMIC RECESSION. CRITICAL ,
CHOICES HAVE TO BE MADE BY FEDERAL AND STATE
ADMINISTRATORS RESPONSIBLE FOR DISTRIBUTING THE LIMITED
_HUMAN SERVICES DOLLAR. IN ORDER TO COMPETE EFFECTIVELY,
. A HUMAN SERVICES PROGRAM HAS TO BE ABLE TO ACCOUNT FOR
ITS PAST EXPENDITURE OF PUBLIC MONIES, AND HAS TO BE
ABLE TO DOCUMENT THE IMPACT OF ITS SERVICES ON THE
TARGET POPULATION. SUCH INFORMATION IS LACKING IN A
CONSISTENT MANNER ON THE INDEPENDENT LIVING PROGRAM
NATIONWIDE. ONE REASON FOR THIS IS THE LACK CF A
PRACTICAL EVALUATION TOOL TO MEASURE PROGRAM
EFFECTIVENESS.

It has been anticipated by members of the planning committe
that a discussion on program evaluation will take place during
"the meeting. With this in mind, they requested a review of
current evaluation literature and the highlighting of the major
issues involved. The following is by no means an exhaustive
review of the literature. Time and resources prohibit such an
undertaking. : .

Briefly, the need -for program evaluation was underscored in
all the readings and in subsequent conversations I have had with
program directors, and officials in State Depatments of
Rehabilitation and in the Federal office. of RSA. However, why
it is needed varied as did the recommended sophistication of the
evaluation tool. 1In addition, there were divergent views on the
use of a uniform tool by ILPs and related to this, who would
design and disseminate it. :

The material I read fell into two categories: (1)
conference reports; and (2) papers prepared by research groups.
Most of the papers were written between 1980-1982, -
understandably corresponding with the passage and lmplementatlon

of the Title VII amendments.

~




Program Level. Self evaluation by ILPs has been urged for a
numbex of reasons., First, it is a useful tool to be used by
managers in determining if current-program practices are
accomplishing their objectives. This type of information
permits managers -to make refinements in service delivery--
methods, and a reallocation of their resources in-an informed

. manner. In addition to the value evaluation -has for program

operatlons, lt ls also avallable as a tool for (1) legitimizing
1 0 Ci it . C ity, (2) documenting
;hg;;__gg_gﬂ_ﬁgngg and their need for continued support, and
(3) providing policymakers and advocates at the local, state -
and federal levels with the kind of information that -is needed
to support the continuation, development, and financing of
favorable legislation. One major identifiable characteristic of
ILPs-is the role disabled people have in the formation, :
policymaking, and administration -of the programs.  Evaluations
of IL services by consumers should go hand-in-hand with-this
philosophy as it provides another avenue for consumer input in
the design and delivery of services.. :

--State. Statewide evaluation of ILPs has been:urged not only
for monitoring, accountability, and reporting reasons but also
for identifying common needs for technical assistance, and for

_identifying gaps in services and people served in the state,

thereby providing information to reshape future pollcy and
funding prlorltles. . )
--Ng;ignal_giﬁiggL_BSA. To fulfill its responsibility to
report to Congress annually on- the status.of IL programs, the
national office has to know how many people were served, who
they were, and what happened with the money.l Also it would
be helpful for the staff of the - national office as well as
advocates to have documented information on cost-benefit
comparisons between ILP -service delivery models and-more
traditional service modes .as a means to provide information -
about the importance of Title VII to severely disabled people
and the American taxpayer.

EVALUATION DESIGN

The design of the evaluation tool will depend on the
information needs of the evaluator. Thus, in examining the
various reasons for evaluation we see that the focus,
sophlstlcatlon. and depth of questioning will differ dependlng

on who is asking the questions and why. The three components
most often included in evaluations are: (1) demographic and




disability information on the people served; (2) services being
provided, -and their cost; (3) effectiveness of the services,
measured by consumer progress/improvement. Three other areas
also often mentioned in the -literature are: (1) consumer
satisfaction with the program and its services; (2)
participation of disabled people in the policymaking and -
administration of the program; and (3) the impact the ILP has on
the community. : ) "

Of these six areas, consumer. improvement seems to be the
predominant focus of current research. This is understandable- -
since evaluation tools developed to measure- outcome benefits for

" other rehabilitation programs are not considered -suitable for

assessing the effect IL services has-on the- consumer. Unlike
vocational rehabilitation which has a centralized goal :
(employment) that can be used-with cost data as--a standard for
evaluation, the goal of IL differs for each individual based on
their needs and desires in light of services available at the
center and in the community.2 :

Recommended methods to evaluate consumer outcomes -vary
greatly in sophistication. Ted Muzzio, writing in ‘ entin
Ind t Livi ters, recommends that administrators keep
the evaluation instrument as simple and basic as -possible,
limiting questions to those that satisfy the information needs
of the manager.3 Using an individualized service plan (IWILP)
as a measure of improvement,-matching written goals and -
timetables with actual progress, has been suggested in two of
the reports reviewed.4 Activity measures, such as Activities
of Daily Living (ADL), or social activity can also be used by
program staff if questionnaires are adiministered to consumers
at entry to the program and then compared to the results of
periodic ministrations. In addition to more sophisticated-
functional assessments,--psychosocial, medical, environmental- -
ones have also been developed. Yet there does not seem to be
general agreement on the number of categories or extent of
questioning that is sufficient to measure a participant's
progress. dJames Budd, Director- of Research and Training Center
for Independent-Living at the University of Kansas, is currently
attempting to get-consensus- from the field on’'valid and reliable
measures for consumer improvement that are also economical.- For
a review of consumer assessment techniques see: Strategies for

Evaluating Independent Living Programs; Implementation of
' ‘ ivi i : ilitation; Independent

n _Livi -ograms in ¥ 2bi ion ‘ v
Living Program FEvaluation: Issues and Beginning Alternatives:;
"- -.!_ i b - win
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. methods judged.s, ' S

One suggestion made by Urban Institute Researchers is that
ILPs develop a two-stage approach to client evaluation: The
first stage would be a-simple, short range, data collection
system which would meet the program's minimum information needs
and -reporting requirements. In this first phase they suggest
inclusion of three components: " (1) the client data form used by
vocational rehabilitation agencies (RSA 300); (2) basic
functional ability information; (3) information on progressive
diseases and sensory limitations."S The second stage would
be the development of -a more comprehensive evaluation tool that
could be tested and changed-over the years. This, they suggest,
would include additional functional measurements of the -
individual which would be given to a sample of the program
participants in order to avoid draining the center's

One problem facing a natlonal assessment of Title VII

'programs may be an unanticipatéd problem for the new wave of

decentralized -programs promoted under New Federalism. Title VII
permits, if not encourages, flexibility in the design of ILPs so
that they meet the particular needs of their community. As a
result services and their delivery methods vary as does' the
organlzatlon and administration of the program.

Thus it is argued, using a standardized evaluation
instrument may not be feasible. 7 Yet the needs for such
national data remains. Decisionmakers today are faced with
competing demands for the limited human serv1ces_dollar. Sound
evaluation data demonstrating the value of IL is needed as
ammunition for lobbyists and state and federal officials in
order to keep IL a competltlve program. In Ingepen_en;_nxz;ng

d - ojects, it
is also argued that a common reportlng evaluation system is
needed so people involved in IL can take advantage of, and learn
from, the varlety of service delivery experiments and methods
currently in practice. To do this, comparable data is needed so
that programs can be compared and organizational and operational

!
I3

' ' |

CURRENT PRACTICE
——Program Level. In Rep_n:__o_f_tme_s_t_t_lm:_:._cu;s_nieren_e_gn
] t Livi ces, a concern was voiced that

national evaluation guidelines be developed quickly in response
to political préssures. Participants felt that this top down
effort would be misdirected, and that leadership for program-
evaluation should come from the bottom ' up instead, using
evaluation methods developed by programs as the building block
for national guidelines.9
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: |

A -noticeable gap in the reviewed literature is information
on individual programs' evaluation techniques. This leaves the,
reader with the impresssion that there is not much being done at
the program level and that strong leadership in this areas is
lacking.- The only. exception was in the Evaluability Assessment

- Titk ‘ » iving . Writers of this

report indicated that in the nine centers suryeyed, procedures
for documenting services and the participants served, were
consistently in place. They also stated, however, that the kind
of information gathered differed from Center to Center. They
thought this was due to-a large extent to the lack of overall
federal -standards for data collection.l0 1In the report they
' did emphasize the need for federal guidelines. As in the
Sturbridge report, they strongly recommended that the Federal
office, in the development of these guidelines, turn to the
Centers for guidance and example.ll ‘

There is some indication in the literature that interest in
program evaluation by program directors is growing. The
Sturbridge conference for Federal Regions I and II was held in
October 1980. The conference was structured so that invitees
could select the topic area they wanted to participate in during
‘the two day meeting. This was accomplished through a ranking
system. Invitees were asked to rank their first three
preferences from a list of seven topic areas. "Evaluation and
Accountability™ was one of the topics listed. It is_reported
that no participant from an ILP chose this workshop.l2 Yet,
barely.a year and a half later, 25 executive directors from ILPs
nationwide attending an Independent Living Management Training
Workshop ranked the need "for a functional model of program
evaluation which is relevant to the field of Independent Living"
number 1 out of a self generated list of 16.13

--State. A number of states have impleménted'statefwide
evaluation programs. Three states worth noting here are the
states of Washington, California, and New York.

The Washington State Division of Vocational Rehabili-
tation funds the Independent Living Evaluation Project (ILEP) ,
which is part of the Department of Rehabilitation Medicine at
the University of Washington, Seattle. The ILEP with input from
‘ILP. directors, the project's disabled consumer committee, DVR
program staff, ILP literature and researchers, has designed an
innovative and practical evaluation program at the heart of
which is a computer.- Basically, programs are asked to fill out
two series of forms, one addressing the individual, and the
other center administration. Then they are asked to-return the
completed forms to the ILEP for computer entry and analyses. 1In
return, they receive periodic computer printouts on their pro-
gram, plus statewide aggregate data. Printouts on all centers

_Lll._




are sent to the State Division of Vocational Rehabilitation, and
thus, the ILEP acts as an -intermediary between-the two groups.
The ILEP-encourages centers to use the system for their addit-
ional information-needs and it is also available to perform
different types of analyses.

The ILEP has written two publications that are worth read-
ing. The first provided a thoughtful review of the multi-level
needs for evaluation, the problems associated with it, and a
review of .other research projects in progress.l4 The second
gives a clear description of the ILEP state evaluation process,
plus samples of their data collection forms, and computer
printouts.l5

The -California State Department of Rehabilitation has
been working with the California-Coalitiion of ILPs in the
refinement of their statewide evaluation program that they plan
to implement this year. The program-has two phases. The first
phase will collect data on the following items: (1) .an
unduplicated annual count of participants; (2) demographic
information on the particpants; (3) program information:- (A)
number of clients per service provided; and (B) number of
service units (15 minutes - one service unit) spent by service
provider per participant. The second phase will be an effort to
collect data on participants' progress and the severity of their
disabilities). A revised client gains scale questionnairel6
will be- used to measure improvement while a.revised Personal
Capacity Questionnaire (PCQ) will be used two determine the
level of disability.l7 ~ (Both these revised forms are included
in the next section of this paper.)

. New York State is also implementing a statewide program
this year. Their evaluation system-is quite comprehensive,
requiring quarterly -xreports that cover a number of areas. These
areas ‘include: consumer satisfaction with the ILP's services;
consumer progress, determined by comparing intake information on
13 status indicators with -the results of similar follow up
questionnaires; data on information and referral requests;
demographic information on each participant that comes to the
center; statistics on: the number of persons served, units of
services provided (one unit - one service provided per person),
and, the number of self support plans initiated. 1In addition to
this information, they require a narrative summary.ons the ILP's
impact on the community; their fundraising efforts; Board
activities; and, the-ILP's effort to establish interorgan-
izational links. (The N.Y.S. plan is included in the next
section of this paper )

These three states were 1ncluded in this paper because they
represent three current, yet dlfferent'approaches to-how to
collect data and what data to collect in order to evaluate the
ILPs in their states.

-] 2~-




-=Federal.- Accordlng to Bob Jones (Independent LlVlng Program .
Analyst, Independent Living Projects Branch, RSA), the Office of:
Management and-Budget -has not permitted RSA to disseminate an
extensive evaluation questionnaire. However, in 1980 they did
disseminate a 14 page_draft questionnaire to RSA regional of-
fices for their review and comment. This gquestionnaire, accord-
ing to Bill Bean (Chief, Independent Living Pro:ects -Branch, .
RSA), represents the kind of concerns his staff is interested in '
gatherlng information on. (A copy of this is included in the

next section of this paper.) Because of the comments from the.
reglonal .of fices the questionnaire was never implemented. The

. major criticism was-that-it would require too much staff time as

- independent living was. just one of -the many programs the
reglonal staff had over51ght respon31b111t1es for. N

fegegal gu;dellneg and methods, Because of llmlted resources,,

Mr. Jones said RSA would not have the funds available to sponsor
such a meeting. '
. : The limitations set on RSA by OMB mentioned above, 1s
collaborated in a study funded by the Department of Educatlon s

Division of Progress Assessment., it t
Title- VII Independent Living Prodram, conducted by the

American Institute of Research (AIR). -The purpose of this-
report was- to identify the objectives that are generally agreed
upon for Title VII, and then-determine if-these objectives are
plausible and measurable. One federal object- ive they
dlscussed as--as being 1mplau51ble was the assumption by RSA that
~procedures - realistic in -

S sources . uire. Such procedures should
provide enough information to.give a-clear picture of program
activities, accomplishments, and problems, and to guide
management decisions-on resource allocation.- AIR questioned
this objective for two reasons: (1) the practlcal difficulties
in developing generally acceptable  -forms and gaining approval
for -them; and (2) the need to develop generally acceptable
indices of certain key concepts such as '1ndependence' and
'employablllty.

13-




SUMMARY
o Everyone agrees on the need for program evaluation.

o At this point, there is not a generally approved method to
determine program effectiveness of ILP services.

0 The federal office of RSA needs evaluation data in order to
fulfill its legislative responsibilities, yet, it is
restricted by OMB and its limited staff and resources from
implementing a national program.

0 We can look to.a number of the states for leadership in this
areae. :

o Information on program level self-evaluation procedures,
though needed, is lacking in the literature.

Having said all this, I think there is a phenomenon which

- has not -been mentioned in this paper, but is germaine to this
issue, and that is the-coalition-building occurring at the state
level among ILPs, the formation of the National -Coaliiton of
ILPs, and our planning session. The need for information on
program efffectiveness, cost, programmatic and -administrative
innovation, plus the identification of other data for advocacy
and other purposes-will undoubtedly be raised in these .groups.
It may-be that forums such as these will provide the direction
and leadership in the area of program evaluation.

-14-




EXAMPLES OF EVALUATION OUESTIONS AND FORMS

While the preceding section gave a summary of the issues
bouncing around IL/Evaluation circles, this section will provide
some examples of evaluation questions and forms that are
currently being used or are recommended by researchers. These
illustrate the variety of evaluation systems in the field, and
provide a reference point for people who want to enhance or
change their current evaluation procedures.

0 The first series of forms are sample forms from

g oy stare! 3 ; o nc B i T nAant,

o] The second series of questlonnalres are from the
ion. These are the
forms that were adapted for use in the second phase of their
statewide evaluation program. The first is a shortened version
of the Client Gains Scale; and the second, an adapted version of
Nancy Crew's (University of Minnesota, Department of Physical
Medicine and Rehabilitation) Personal Capacities Questionnaire.

o0 The third section contains two S;a;g_u;dg_ﬂyalua;;gnL

Information Questionnaires (N.Y. and Pa.) demonstrating, once
again, the different types of data currently being collected.

o The fourth section includes the draft guidelines

developed by the RSA Central office to its regional offices
for review.

o The fifth section is a copy of a "Quarterly Cost Data"
Form recommended by Timothy Muzzio et al in the Urban
Institute's study, Independent Living Rehabilitation: TLessons
¥ : tRora

-]5=




10.
11.
12,

l3'

14.
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Timothy Milligan (ed), Implementing Independent Living
Centers, Conference Proceedings, p. 63.

Peter Janero, Deborah Wilkerson, David Haley, Independent
Living Program Evaluation: Issues and Beginning Alternatives,
Working Paper One, pp. 9-10.

Timothy Milligan (ed), Op.cit., pp. 63-64

B. Douglas Rice (univ. sponsor), Implementation of
Independent Living Programs in Rehabilitation, pp. 122-123.

Gerben DeJong, Janice Hughes, Report of the Sturbridge
Conference on Independent Living Services, p. 37.

Timothy Muzzio, Jeffrey Koshel, Joseph LaRocca, Independent
Living Rehabilitation: Lessons From Five Demonstration
Projects, p. 53.

Ibid., pp. 52-53.

Gerben DedJong, Janice Hughes, Op.Cit., p. 33.

Timothy Muzzio et.al., pp. 50-52.

Gerben DeJong, et. al., Op.Cit., p. 34.

Peter R. Dahl, Evaluability Assessment of the Title VII

Independent Living Program, p. 58.

Ibid., p. 79.

Gerben DeJong, et. al., Op.Cit., p. 33.

"Operating Independent Living Programs: The Five Most Critical
Areas of Current Need", from material sent by Lex Frieden to
participants of the ILRU Natlonal Independent Living Management
Seminar, January 17-21, 1982.

Petex Jamero,@Deborah Wilkerson, David Haley, Op.Cit.

Peter Jamero, Deborah Wilkerson, Stephen Weinhouse, Independent

Living Program Evaluation Dababase Development, Working Pater Two.

For full discussion on the development of this questionnaire,

see: Gene Hiehle, Measuring Independent Living Program Effective-

ness: A Working Paper, pp. 58.

Based on conversations with Bridget Robins, Research Analyst,

"California State Department of Rehabilitation.
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A. SAMPLE FORMS FROM WASHINGTON STATE'S
INDEPENDENT LIVING EVALUATION PROJECT

Intake Questionnaire
Services Provided
‘Non-Intake Services

ILC Community Services

Gaps in Service Availability

O00OO0O0

These forms were copied directly from

Development, Working Paper Two, June 198l.




. as .

THE FORMS

This section contains samples of the data collection forms. Most of them
are printed on two or three-part NCR paper. One copy is forwarded to the
Project for data entry and processing, with only the participant's ID number
as identifying information. Other copies are retained in the participant's

file or in a Center tickler file for follow-up purposes.

Preceding each group of forms in this section is a flow chart indicating

the kinds of information included in both participant and Center data sets.




Independent Living Evaluation Project

i INDEPENDENT LIVING DATA BASE

PARTICIPANT INFORMATION

Intake Services Provided

Status. Indicators

\L \%

Exit or Update

Status Indicators

4

!

Participant Record
(WILP or Intermediate Case)

Intake Ongoing

\

Descriptive Data

Feedback to Centers

Accumulation of Data Base

V

Termination or
one year

v

Determine Change

Analyze Impacts
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DEPENDENT LIVING EVALUATION PROJECT

SERYICES PROVIDED

CODE _LIST

|
| i A
0 ADVOCACT
012 Assercivesess, advocacy training
a1k Provisisa 3f advocacy services
0 ASSESSMEST AND TYALJATION
02l Refermal
024 Provisica
0 ATTENDANT, FOMEMAKER, CHORE
031 Asaistance a3 locating PCA, chore
032 Training in attendant zanagenent
034 Provisica
.0 CASE PTANNTNG AND COORDINATION
0L Assistance and referTal
obh Provisico’
50 COMMCIICATICNS
051 Laterpreter referral
052 Commmicaticn skills traiaing
ineludinsg sign language
053. Zquipment, izel. TTT, TID, Sraillers
054 Provisicn - intarpreters, readars
;TN Peer Counselisg
JTL Refarral
Q72 Traizizg
0T4 Provisiocn
Tocational Counsell
081 ReferTal
084 Provision
%0 Family and Other
091 3efarral
o9k Provisicn
20 DUCATION
101 Refer—sl, assistance i locsting schooling
10k Provisicn of schooling, L.e., subject matter
111 ReferTsl, asaistaoce o locating
112 Training in finaccial skills
0 30USITIC
121 Assistance in locating
127 Zousing zodificatica, barrier re=moval
125 Provisicn of housizg services
30 INDEPSYDENT LIVING SIS
150 Child Care
141 Refer=al
142 Truinizg
143 Equipment
150 Cognizion
151 lemembering and arienting referTal
152 Gemembering and orienting +raining
153 Remembering sod orieating equipment
150 Cozmunity Pesource Access Skills
161 ReferTal
162 Training
170 Hcmemaking, O ing, “eal Sreparation
171 Referwal
172 Trainizg
_ 173 Zguipmeat
180 Personal Care
181 ReferTal
132 Traipicg
183 Zquirmeat
130 Problem Seolvic and Decisicn Magi:
191 Zefermal
192 Tradping
300 Socialization and SelZ I2age
201 ReferTal
202 Trainizg
210 Tizme Management
211 Referral
212 Truining
213 Equipment
20 LECAL ITGETS
30L Referral, sssistance, {nformation
302 Legal rights STaining
204 Provision of legal services
10 MEDICAL/ERALTE
111 Refarral/coordinstion - medical/heslth
712 Medical/Health zaintenance trainizg
314 Provisicn of medical/health services
20 PERSONAL MOBILITY
322 Parsoosl DobLLITY eraining
123 Personal 30bdlity equipment
30 RECTEATION
331 AeferTsl, assistaacs in locating services
3132 Recreaticual sxills traizniog
333 Recrestional squifment
334k Provision of recreaticaoal sexrvices
4Q TSERAPY/MENTAL FEALTS SERVICES
341 Refarral and sssistance
bk Provision of lental Zealih servicas
50 TRANSPORTATION it

e

151 Referral, assistaace {3 locating

1$2 Traosportaticn use %
153 Transportation equipmeat(e.g., Tenicle mod. )
1S4 Provisica of +ransportation -

60 TOCATTONAL TVALUATION
.'E ReferTal IoT Tocational evaluation
163 Iquipment (e.3., Jjob site modification)
364 Provisicn of vacatiomal svaluation

Q0 OT=ER

DATE

SERVICE
CODE

salect from
code list

UNIVERSITY OF
WASHINGTON

INCEPENDENT
UVING

-
e
=
m




Independent Living Evaluation Project

INDEPENDENT LIVING DATA BASE
CENTER INFORMATION

Form Non-Intake Services
Informa- Short-term Individual
tion
¢ ured

\V4
Quantita- Adds to "Number Served"
tive Value

Community Service

Activities

V

Group-oriented Services

V

Staff Hours of Service

to Community

Service

Gaps

V

Need for Services

V
Number of Partici-
pants in Need;
Number of Needs



;,’ INDEPENDEN

LIVING
ame:

Date:

ddress:

Phone:

eferral Source
roblem:

Solution/Referral:

General Comments:

Followup Date: Completed: Yes No
(This section 1s to be torn off and returned to ILEP)
. TYPE OF NEED AREA OF NEED
Yt Accessibilit{
1/—7 Information only 2 L/ ADL, IL skills
2/ ] Ad/assistance 3 [_/ Child Care
3/ Advocacy 4 /] Communication or Interpreting
: 5 /] Counseling
6 /] Education, training
OUTCOME 7 [7 Equipment
8 /] Financial, Income support

1/ 7] Completed

(in house)

2/ 7 Referred to any-
one outside of

IL Program.
3/ 7 Couldn't completeld/_/ Program Services(Ctr. Information)

(transfer need
to gaps form if

appropriate).

TIME (OPTIONAL)

hrs.

Copyright (€) 1981 Uniy. of Wash,

“min.

9 /=7 Health Care and Medical Services
10/—7 Housing

11/ 7 Legal Problems

12/—7 PCA, Chore services, training

13/ 7 Personal Mobility

15/—7 Recreational, Social needs

16/_] Rights and Responsibilities

17/—] Sexuality

18/—7 Transportation

19/—7 Vocational, business, employment

20/—] Community Resources (Other than
those 1isted above

21/_7 Other (Please List

‘\,] {VT{/)IHV‘;.,NULN! FeigNRe
Name: Date:
Address: Phone:

Referral Source:
Problem:

Solution/Referral:

General Comments:

Followup Date: Completed: Yes

__..__._._______.._—__—_—___.__—._-_—..__._—_‘—_—.___.—_____._

(This section is to be torn off and returned to ILEP)
TYPE OF NEED AREA OF NEED

——t

1 /)] Accessibilit

1/ 7 Information only 2 L/ ADL, IL skil{s

2/ 7 Aid/assistance 3 [ _/ Child Care

3/ ] Advocacy 4 /7 Communication or Interpreting
5 /] Counseling
6 /7 Education, training

OUTCOME 7 7 Equipment

8 /] Financial, Income support

1/ ] Completed
(in house)
2/ Referred to any-

9 /—7 Health Care and Medical Services
10/_—_7 Housing
11/—7 Legal Problems
one outside of 12/ —7 PCA, Chore services, training
IL Program. 13/—7 Personal Mobility
3/ 7 Couldn't completeld/ ] Program Services(Ctr. Information
(transfer need 157 Recreational, Social needs
to gaps form if 16/_/ Rights and Responsibilities
appropriate). 17/_7 Sexuality
18/__7 Transportation
19/ 7 Vocational, business, employment
20/—7 Community Resources (Other than
those listed above)
2177 Other (Please List)

TIME (OPTIONAL)

hrs. min.

Copyright ® 1981 Univ. of Wash,




Lasdbod

BT T

ACTIVITY CODES

"WHAT" / FOCUS OF ACTIVITY

"TO WHOM"/TARGET GROUP #1

"TO WHOM"/TARGET GROUP #2

“HOW" / METHODOLOGY

-~ N)U'IVNULN' LUMILNL LY senvitLs
U LIVING
“WHAT"/ FOCUS OF ACTIVITY “TO WHOM"/ Tarxurl GROUPS “HOW" / METHODOLOGY
1 Center admininistration, mtgs, w/board 1 Participants, disabled persons/consumers §1 Staff presentation
ILEP, grantor 2 Community service, govt.& other agencies |2 Workshop, panel, training program
2 Training 3 Private businesses/grps., individuals 3 Newsletter, public relations, media spot
3 Program development internal 4 Own agency, umbrella; staff, advisory 4 Conference, attendance at meeting
4 Program development external (only) 5 General public : 5 Letters, phone calls, and other individual
5 Consultation and advocacy 6 Multiple groups( this is only to be used contacts
6 Information sharing and/or gathering, for 2nd target group 6 Planning and preparation
general public relations
9 Other 9 Other 9 Other
NUMBER OF | LENGTH OF STAFF
SERVICE ACTIVITY STAFF ACTIVITY HOURS OUTCOME NUMBER
INVOLVED { HRS. ) SPENT

Copyright (@ 1981 by the University of Washington.

Independent Living Evaluation Project
P. Jamero, D. Wilkerson, 8. Weinhouse



S TR
WaSHING A ZRVICE AVA TY
[ SN ENT GAPS IN SERVICE AVAILABILI
LIVING

INDEPENDENT LIVING EVALUATION PROJECT

ELOW PLEASE IDENTIFY ANY GAPS IN THE CURRENT SERVICE DELIVERY SYSTEM

THAT YOUR STAFF HAS BECOME AWARE OF IN THE PROCESS OF PROVIDING SERVICES TO YOUR

PARTICIPANTS. LIST THE SERVICE NEED UNMET AND THEN IN THE RIGHT HAND COLUMN PUT THE
GAP. IF YOU HAVE IDENTIFIED A

PARTICIPANT NUMBER/s OF THOSE WHO WERE mmmmnammm<qu
GAP AND IT DOES NOT PERTAIN TO A PARTICULAR CLIENT, LIST IT WITHOUT ANY PARTICIPANT

NUMBER.

IN THE SPACES B

SERVICE NEED UNMET ID #s

—————————————————————
——————

Copyright © 1981 by the University of Washington



B. TWO REVISED FORMS FROM THE CALIFORNIA STATE
DEPARTMENT OF REHABILITATION

o0 Shortened Version of the
Client Gains Scale
0 Revised Personal Capacities Questionnaire

The Client Gains Scale was taken directly from

Measuring Independent Living Program Effectiveness,
A Working Paper by Gene Hiehle.



APPENDIX C: SHORTENED VERSION OF THE
CLIENT GAINS SCALE
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INSTRUCTIONS

The attached questionnaire deals with various aspects of
your life. Some of the answers may not describe your
present situation or feelings exactly, but please mark

each question with the answer which fits you best.

PLEASE GO TO THE NEXT PAGE
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SECTION E - YOUR HEALTH

During the last six months about how many times have you seen a medical
doctor for routine medical care? (CHECK ONLY ONE)

[] 16 or more
Q1L o 15
6 to 10

Oirees
(] none

puring the 1
hospital or used emergency medical care?

] none
Dlorz
[(J3ox4
[]5ox6

(] 7 or moze

How many different drugs (including prescription and non-prescription)
do you take as pain killers, tranquilizers, o sedatives? (CHECK ONLY ONE)

D S or more

[]3o0x4
[Jiler2

ast six months how many separate +imes have you stayed in a
(CHECX ONLY ONE)

Aside from your disability, how would you describe your general physical
health? (CHECK ONLY ONE)

[] Excellent

] Goed

O Fair

] poer

5. About how many hours a week do you S
physical therapy)? (CHECK ONLY ONE)

] none

[J1 to S hours

[}6 to 10 houzs

] 11 to 15 hours

D more than 15 hours

pend in physical activity (including




i

SECTION F - YOUR SOCIAL LIFE AND YOUR FEELINGS ABOUT YOQURSELF

1. How many people in your life do you consider to be close friends?

(CHECK ONLY ONE)

Jooerl
F] 263
[Q4oxrs
[]6ox7

E] 8 or more

How many of these close friends do you have contact with at least once
(CHECX CONLY ONE)

a month?

Joer
Ll 2oz
J4er
s er

O 8 or more

N UM W

Which of the following kinds of groups or organizations do you belong to
and how active are you?

Social/recreational
group

Organization of or
for disabled people

Political action
organizations

Groups concerned with
community issues

Professional or work-
related groups

Church or
religious groups

Other (please list)

(CHECX ALL THAT APPLY)

DO YOU BELONG?

O wo

No
No

No

Pyt B et 1
8

a
O

B 8 g 5 1 R

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Rttt vy

ELET B L) Bl ]

IF YOU BELONG,

How often do you take part?

Qften

Sometimes

i

B ML

Rarely

e BRI Bl
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SECTION F - YOUR SOCIAL LIFE AND YOUR FEELINGS ABOUT YOURSELF (continued) l

4. How would you describe your present emotional well-being?
(CHECX ONLY ONE)

(] Excellent .

[ Geed
(] raiz
(] epoor
(] ben't know
S. Please check all of the following activities that you take part in

reqularly. »
[] Reading - magazines, books, newspapers, etc.

E] Hobbies - stamp collecting, model building, coin collecting, inventing,
repair work for amusement, photography, etc.

E] Crafts - sewing, leatherwork, woodwork, refinishing furniture, etc.
D Arts - playing music, acting, drawing, painting, creative writing, etc.

E] Games - chess, cards, backgammon, etc.

Ej Qutdoor Activities - fishing, hunting, camping, rafting, hiking, etc.

E] Physical Activities - swimming, basketball, bowling, racing, dancing,
etc. =

(] othexr Activities (describe)

PLEASE INDICATE HOW MUCH YOU AGREE OR DISAGREE WITH TEE FOLLOWING STATEMENTS
BY CHECXING ONE OF THE BOXES TO THE RIGHT OF EACH STATEMENT.

Strongly "Agree ; Disagree Strongly
agree somewhat Sheeroan somewhat  disagree

 emaibtRe g Ede [ B ]
o e B o= Bilgs ol
8. ;’.a:.;i;? my problems D D D D D
g - Wa B O

| 10. I feel that people : A
|

| almost always treat

i g [ ] [] [ w

| Strongly Agree Disagree Strongly

Uncertain e
| agree somewhat somewhat disagree
‘ :
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SECTION F - YOUR SOCIAL LIFE AND YOUR FEELINGS ABOUT YOURSELF (continued)

Strongly Agree Had Sin Disagree Sgronqu
agree somewnat somewhat  disagree

11. I find it easy to

start a conversation D D D D D

with a stranger. oy

12. I always feel that I
can accomplish the
things I want to do.

13. I like to take on new
and important respon~
sibilities such as
organizing pecple.

B
=

14. I become nervous and
tense when competing [:]
Ol
-

with other pecple.

15.. L start work on a new
project with a great
deal of enthusiasm.

16.+ I am usually confident
of my abilities

0 g o
= el
O e ©
0 a0
= o

17. My friends seem to

have a better time D D

than I do.

B
£l
O
=
B
B

2 2

Strongly Agree e 3 Disagree SFrongly
agree somewhat - somewhat  disagree

INSTRUCTIONS FOR MAILING

Thank you for completing this questionnaire. We want your
answers to count, SO please be sure you ha' 2 answered all
the questions. Return the questicnnaire in the envelope

provided. It should be addressed to:

Independent Living Research Study
P. O. Box 428
Broderick, & 95605



PERSONAL CAPACITIES
QUESTIONNAIRE "

$ 1981
University of Minnesota
All Rights Reserved
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Nancy M. Crew, Ph.D., Associate Professor, Department of Physical Medicine and
Rehabilitation, University of Minnesota

Gary T. Athelstan, Ph.D., Professor, Department of Physical Medicine and Rehabilitation,
University of Minnesota

This work is supported in part by Social and Rehabilitation Service Research and
Training Grant Number 16-P-56810

DIRECTIONS

‘ THE PURPOSE OF THIS QUESTIONNAIRE IS TO FIND OUT WHAT YOUR
STRENGTHS AND WEAKNESSES ARE, THIS INFORMATION WILL HELP US TO
‘ UNDERSTAND HOW WELL THE INDEPENDENT LIVING CENTER CAN MEET YOUR NEEDS.
FOR THE FIRST 16 QUESTIONS, YOU WILL BE ASKED TO RATE YOURSELF
ON A SCALE oF 0, 1, 2, orR 3. NEXT TO THE NUMBERS IN EACH SCALE ARE
SHORT STATEMENTS DESCRIBING HOW YOU WOULD ACT OR APPEAR IF YOU HAD
NO LIMITATION (0), some (1), QUITE A BIT (2), OR A GREAT AMOUNT (3)
OF LIMITATION. FOR EACH QUESTION CHOOSE THE STATEMENT THAT BEST
DESCRIBES YOU, THEN MARK YOUR ANSWER BY CIRCLING THT NUMBER THAT
MATCHES THAT STATEMENT. (FoR exaMPLE, FOR QUESTION #2, IF YOU DO NOT

HAVE ANY DIFFICULTY HEARING, YOU WOULD MARK YOUR ANSWER IN THE
FOLLOWING WAY: 2, (:) 1.2 %

QUESTIONS #17 TO 22 ARE A LIST OF POSITIVE QUALITIES. PuT A
~ CHECK MARK (V') BY ANY OF THEM THAT APPLY TO YOU. REMEMBER THAT
YOUR NAME WILL NOT BE USED I[N CONNECTIOM WITH THESE ANSWERS BUT THE
RESULTS ARE IMPORTANT. PLEASE BE AS ACCURATE AS POSSIBLE,

*Revised by the California Department of Rehabilitation for Indepenqent Living
applications.




1. VISION (WITH EYEGLASSES OR CONTACT LENSES IF YOU WEAR THEM) .

S

0. | HAVE NO TROUBLE SEEING.

., IT IS HARD FOR ME TO SEE SMALL PRINT.

. | CANNOT DO SOME IMPORTANT ACTIVITIES (FOR EXAMPLE, READING
OR DRIVING) BECAUSE | CANNOT SEES WELL ENOUGH.

3. | HAVE LITTLE OR NO VISION.

NS =

2. HEARING (WITH A HEARING AID IF YOU USE ONE)

0. [ HAVE NO TROUBLE HEARING.

1. [ SOMETIMES HAVE TROUBLE UNDERSTANDING CONVERSATIONS OR
USING THE PHONE,

2. My HEARING IS SO POOR THAT [ CANNOT USE THE TELEPHONE.

3. | CANNOT HEAR CONVERSATION WELL ENOUGH TO UNDERSTAND IT.

3. ABILITY TO GET AROUND

0. [ AM ABLE TO WALK WITHOUT DIFFICULTY.
1. [ HAVE SOME DIFFICULTY GETTING AROUND. (FOR EXAMPLE, YOU

DO NOT USE A WHEELCHAIR BUT FIND IT HARD TO WALK EITHER
AS FAST OR AS LONG AS MOST PEOPLE; OR YOU USE A WHEELCHAIR
AND CAN OPERATE AND MOVE IN AND OUT OF IT WITHOUT HELP
FROM OTHER PEOPLE; OR YOU HAVE A VISUAL IMPAIRMENT
THAT HAS SOME EFFECT ON YOUR ABILITY TO GET AROUND, BUT
YOU ARE ABLE TO GO WHEREVER YOU NEED TO WITHOUT HELP
_FROM OTHER PEOPLE.)

2. [ HAVE QUITE A BIT OF DIFFICULTY GETTING AROUND. (FoR
EXAMPLE, YOU DO NOT USE A WHEELCHAIR BUT CAN WALK ONLY
FOR VERY SHORT DISTANCES OVER FLAT SURFACES; OR YOU USE
A WHEELCHAIR AND CAN TRAVEL IN IT FOR AT LEAST A BLOCK
WITHOUT HELP FROM OTHERS, BUT YOU NEED HELP TO MOVE IN
AND QUT OF IT; OR YOU HAVE A VISUAL IMPAIRMENT THAT
SOMETIMES REQUIRES YOU TO HAVE HELP FROM OTHERS IN ORDER
TO GET FROM PLACE TO PLACE.)




4.

o

2

[ MUST HAVE THE HELP OF OTHER PEGCPLE TO GET AROUND. (FOR
EXAMPLE, YOU USE A WHEELCHAIR AHD NEED HELP IN ORDER TO
TRAVEL MORE THAN A BLOCK; OR YOU HAVE A VISUAL IMPAIRME. .
AND NEED HELP IN GETTING AROUND WHENEVER YOU ARE AWAY
FROM HOME.) —

USE OF ARMS

0.
L

2

¥

BoTH OoF MY ARMS WORK NORMALLY,

My PREFERRED ARM (MY RIGHT IF [ AM RIGHT-HANDED OR MY LEFT
IF [ AM LEFT-HANDED) WORKS WELL, BUT THE OTHER DOES NOT.
BOTH OF MY ARMS ARE A LITTLE LIMITED IN HOW WELL THEY WORK.

: OR _
MY PREFERRED ARM DOES NOT WORK WELL, BUT THE OTHER IS OKAY.
[ HAVE LITTLE OR NO USE OF EITHER OF MY ARMS,

USE OF HANDS

0. BOTH OF MY HANDS WORK NORMALLY.

1. My HANDS ARE A LITTLE CLUMSY OR SLOW.

2., USE OF MY HANDS IS QUITE LIMITED, 2UT (WITH OR WITHOUT AIDS
OR DEVICES) [ CAN WRITE, FEED MYSELF, AND DO MOST OR ALL
ORDINARY SELF-CARE TASKS,

3. My HANDS WORK SO PQORLY THAT [ CANNOT DO MY OWN SELF-CARE.

COORDINATION

0. My COORDINATION IS AS GOOD AS MOST PEOPLE’S,

1. [ TEND TO BE SOMEWHAT UNCOQRDINATED.

2., My COORDINATION IS MUCH POQRER THAN MOST PEOPLE'S.

3. | AM UNABLE TO GCONTROL MY MOVEMENTS AND TO DO THINGS SMOOTHLY.,




& - SPEED

0, [ MOVE AS QUICKLY AS MOST PEOPLE,

1. [ MOVE A LITTLE MORE SLOWLY THAN MOST PEOPLE,

2. [ MOVE QUITE SLOWLY. JOBS THAT REQUIRE SPEED (FOR EXAMPLE,
KEEPING UP WITH AN ASSEMBLY LINE) WOULD NOT BE SUITABLE
FOR "ME.

3. [ MOVE VERY SLOWLY.

8.  STABILITY OF CONDITION

0. My DISABILITY IS STABLE., (IN OTHER WORDS, IT WILL NOT
BECOME WORSE.)
1. My DISABILITY COULD BECOME WORSE UNLESS [ KEEP IT UNDER
CONTROL WITH DIET, TREATMENT, OR EXERCISE,
2., My DISABILITY IS SLOWLY GETTING WORSE,
OR
IT IS HARD TO PREDICT HOW MY DISABILITY WILL CHANGE, [T
COULD STAY THE SAME, OR IT MIGHT GET QUITE A BIT WORSE,
5. My DISABILITY IS LIKELY TO BECOME MUCH WORSE IN THE FUTURE.

9. LEARNING ABILITY

0. [ LEARN JUST AS FAST AS OTHER PEOPLE,

1. [ CAN LEARN DIFFICULT THINGS, BUT [ NEED EXTRA TIME,

2, IN scHooL [ WAS IN SPECIAL CLASSES FOR STUDENTS WHO
NEEDED EXTRA HELP, i :

5.. LEARNING IS VERY HARD FOR ME, [ NEED EXTRA TIME AND HELP
TO LEARN MOST NEW THINGS. '

10.  PERCEPTION ——— e c

0. WHEN [ LOOK AT THINGS, THEY NEVER SEEM CONFUSED OR MIXED-UP,
1. [ DON'T DO WELL AT THINGS THAT REQUIRE LOOKING CLOSELY

AT DETAILS.
2. IT IS VERY HARD FOR ME TO FOLLOW MAPS, TO PUT TOGETHER

JIGSAW PUZZLES, OR TO DO OTHER THINGS THAT REQUIRE ME TO
SEE HOW THINGS FIT TOGETHER.




3, THE WORLD SEEMS.CONFUSING OR MIXED-UP TO ME. [ OFTEN GET
LOST, EVEN IN PLACES THAT [ xnow.

1L, MEMORY o

0. My MEMORY IS GOOD.

1. FORGETTING THINGS IS OFTEN A PROBLEM FOR ME,

2. MEMORY PROBLEMS OFTEN MAKE IT HARD FOR ME TO LEARN NEW
THINGS. [ USUALLY NEED TO HAVE DIRECTIONS AND
INFORMATION REPEATED TQ ME,

3. My MEMORY IS VERY POOR., | OFTEN FEEL CONFUSED. [T IS HARD
FOR ME TO REMEMBER THINGS FROM ONE DAY TO THE NEXT, '

12, SPOKEN COMMUNICATION

U, [ UNDERSTAND AND SPEAK ENGLISH WITHOUT ANY DIFFICULTY,

1. [ HAVE SOME PROBLEM COMMUNICATING IN ENGLISH WITH OTHER
peoPLE, (IF [ AM HEARING IMPAIRED, | CAN USE LIPREADIN-
SPEECH TO COMMUNICATE.)

2. IT IS HARD FOR ME TO COMMUNICATE IN ENGLISH WITH MOST
PEOPLE, [ CANNOT SAY MORE THAM. A FEW WORDS, (IF [ am
HEARING IMPAIRED, [ USE SIGN LANGUAGE BUT CANNOT :
COMMUNICATE THROUGH LIPREADING AND SPEECH.)

3. [ CANNOT COMMUNICATE THROUGH SPOKEN ENGLISH WITH OTHER PEOPLE,

13, READING AND WRITING (IN PRINT OR IN BRAILLE)

0. [ HAVE NO TROUBLE READING AND WRITING ENGLISH,

1. [ HAVE A LITTLE TROUBLE READING OR WRITING ENGLISH (FOR
ANY REASON; FOR EXAMPLE, LACK OF GOOD SCHOOLING OR
BECAUSE THE FIRST LANGUAGE [ LEARNED WAS NOT ENGLISH),

2. 1T IS VERY HARD FOR ME TO READ OR WRITE ENGLISH.

3. | CANNOT READ OR WRITE ENGLISH.



14, SPEECH

0. [ HAVE NO DIFFICULTY SPEAKING

1. PEOPLE CAN UNDERSTAND MY SPEECH MOST OF THE TIME, BUT IT
MAY SOUND UNUSUAL,

2. My SPEECH IS DIFFICULT FOR OTHER PEOPLE TO UNDERSTAND.
[ OFTEN HAVE *TO REPEAT MYSELF,

3. MoST PEQPLE CANNOT UNDERSTAND MY SPEECH.

15, JUDGMENT

0, [ ACT WISELY ALMOST ALL OF THE TIME,

1. [ SOMETIMES MAKE THE WRONG DECISION BECAUSE [ RUSH INTO
THINGS WITHOUT THINKING OVER THE CHOICES,

OFTEN GET INTO TROUBLE BECAUSE OF UNWISE DECISIONS.

HAVE CAUSED ACCIDENTAL INJURY TO MYSELF OR SOMEONE ELSE
EITHER BY DOING SOMETHING FOOLISH OR BY FORGETTING TO DO
SOMETHING | SHOULD HAVE DONE,

N
—

16, PERSONAL ATTRACTIVENESS

0. [ AM AT LEAST AS ATTRACTIVE AND WELL-GROOMED AS MOST PEOPLE.

1. [ HAVE SOME PROBLEM WITH MY APPEARANCE OR HYGIENE, BUT
PEQPLE USUALLY GET USED TO IT AND ACCEPT ME WITHOUT
MUCH DIFFICULTY.

2. PEOPLE FIND IT HARD TO ACCEPT ME BECAUSE OF MY APPEARANCE
OR GROOMING,

3. MoST PEOPLE AVOID ME,

SPECIAL STRENGTH ITEMS (PuT A CHECK MARK ON THE ANSWER SHEET FOR ANY
THAT APPLY.)

17. [ AM VERY GOOD LOOKING.

18, | HAVE A VERY PLEASING PERSONALITY,

15, | AM UNUSUALLY INTELLIGENT,

20, My FAMILY IS EXTREMELY UNDERSTANDING AND EAGER TO HELP ME,

21, [ HAVE NO FINANCIAL WORRIES THAT COULD INTERFERE WITH MY
REHABILITATION PROGRAM, '

22. | HAVE UNUSUALLY GOOD COMMON SENSE.




C. IWO STATE-WIDE EVALUATION QUESTIONNAIRES
o New York

o Pennsylvania




NEW YORK INDEPENLCENT LIVING PRCGRAM EVALUATION

Introducsion

S-udies and evaluations c: the needs of and services for severely hanciczppad indivicuals Izr
independent living rehabilitation services were mandated by the Rehabilitation, Comprenensive
Services, and Developmental Disabilities Amendments of 1578 (PL 95-602), 34CFR365.8, and the
State Plan for Independent Living Services. The State Plan (Section 8) requires that evaluations te
conducted periodically with the participation of consumers or, as appropriate, their representatives
and providers to measure the adequacy of State unit performance in providing independent living
services to severely handicapped individuals in the light of program and financial resources available

in the State.

Independent Living Programs provide services which should enable severely handicapped
incividuals to increase their a) functional capacities and life options, b) abilities to live independently
in home and community, c) potential for employment, and d) access to a barrier-iree environment.

r evaluation questions focus on the extent to which the Independent Living Program is
accomplishing its stated objectives and individuals are experiencing gains in important life areas;
e.g., physical, economic, psychosocial, and educational-vocational.” These gains in personal func-
tioning should also have a direct relationship to the level of satisfaction the individual has with the
services provided. Hence, client satisfaction is another dimension appropriate for assessment of
Independent Living Programs.

Although assessing both project operations and client independence, th‘is evaluation wiil
separate center operations from client gains resulting from program services. Described below are
the components of the evaluation which have been designed to measure the extent t© which the

Independent Living Program is accomplishing the above objectives.




2.

3.

4.

i 8
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etc., reports from the centers will include statistics on the number of persons served, the wnits
of service provided, and the number of self support plans developed. Individuals served, units ci

service, and each specific service are now defined.

For information and referral requests, a log will be kept which records services requested and
re;pective services provided. Callers (or visitors) will be asked if they would beewilling to
respond at a later date to an inquiry regarding the accuracy and adequacy of the information
provided. If the caller expresses a willingness to participate a post card will be sent asking the
above questions. Comments/suggestions will also be solicited. Such a log and follow up will not
only provide information on those services provided but will also act as an ongoing needs
assessment by recording those services frequently requested which the centers are not
providing., Centers will also have the benefit of.réceiving anonymous suggestions from tr;eir
clients.

The third component of the evaluation is based upon a demographic survey completed for each
client who comes to the center. The data collected from this wide range of client
characteristics will provide information on the populations served by each center individﬁa.lly as
well asthe Statewide Independent Living Program in its entirety.

\\
Theiourth component of the evaluation is actually an intake supplement consisting of 13 status

indicz

tors. Information collected through this supplement will serve as a basis against which
future changes will be measured in clients' major life areas (physical, economic, social,

educational and vocational).
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¥ The fifth comgenent, and the most critical to later analysis, is the follow-up questionnaire. The
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suppiement forms. Client outcomes will be measured in terms oi changes in

areas. Measures of client satisfaction are also included in this section.
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Progress Ragort Cutline
Centers for Indagendent Living

Progress reports should cover a three month period and zre dus fiftzen days afzer
the period ends. They should include the following:

Project Title -
Beginning 2nd end dates for period being reported
Progress made in following areas:

A) Impact on Community - List the in-services, public addresses, and presenta-
tions given by center staff to agencies and organizations. Include in this
section a description of the significant impact (if any) that these presentations
had on the community.

B) Fundraising - Explain the effforts that have been made to secure other than
Title VII funds. Include a description of the progress made in deveioping

L. Fee for service

2. Contracts and grants with other public agencies
3. Contracts and grants with private agencies

4, Private donations

5.  Other (specify)

C) Board of Directors - Describe the board of directors, including the size, mode
of selection, member characteristics, percentage of disabled members, and
committee structures. Also, describe progress made by the board in the
following areas: d

1. Development of center's goals and objectives

2. Center budget preparation and review i

3.  Developing policy in regard to independent living service delivery
4,  Establishing community program awareness

5. Developing alternate funding sources

6. Selection and directing Executive Director

If there have not been significant changes in the board since last reporting period,

state "no change”. Also include in your initial report an organizational chart. If there are

" any changes from one reporting period to the next which result in changes in the way the
center functions, include a new chart.

D) Establishing Service Linkages - Explain the efforts the center has made in
developing linkages with local agencies and interagency groups. Include a
description of cooperative agreements (either formal or informal) reached and
joint ventures (example: workshops) undertaken.

1 - Number of people served this quarter - :
This should be a count of the number of different people served during

the three month reporting period.

2 - Number of OVR clients served this quarter -

| E) Statistics -
Again, this should be an unduplicated count of people served.

o Clocar e e B il R e e e e



b)-

d)

e)

f)

h)

i)
j)

k)

3 -. Total number of people served curing this grant vear -

Unduplicated count oi peopie served.
4 - Number of self-support plans initiated.

5 -. Number of service units provided -
A unit of service is defined as one service provided to one person, one
time. The following categories are to be used: ' :

Peer counseling - This is the sharing of experiences by disabled individuals
with disabled individuals, and includes counseling done on a one-to-one basis or
in a group.

Housing Assistance - This includes referring individuals to accessible housing,
informing consumers about Section 8 and other rent subsidy assistance, and
providing other assistance necessary to aid individuals in securing suitable
housing.

Information and Referral - This includes providing information on any topic
not listed as a separate category (3a - k). Examples include information on

programs and services available in your community. Referral to other "in
house" departments should not be included.

Service Referral - This category includes interpreter, attendant, and reader
referrals. ' :

Advocacy - This includes advising consumers of their legal and economic

rights, and assisting them in securing these rights, if requested to do so.

Include in this category the number of units of service of

1) individual advocacy - advocating for an individual and

2) systems advocacy - advocating on behalf of a group of people to change the
system.

Special Transportation - If the center has a modified van, count the number of
units of transportation provided to consumers.

Independent Living Skills Counseling and Training - Include ILS training done in
a group and on a one-to-one basis.

Equipment Maintenance, Repair, and Loan - Include in this category classes
held to teach consumers how to maintain and/or repair their equipment
(wheelchairs, van lifts, etc.), equipment loaned to consumers, repairs done by
center staff, as well as referrals made by the center which enables consumers
to have their equipment repaired.

TTY Relay Service

Architectural Barrier Consultation - This category includes technical
assistance the center gives to real estate developers, construction companies,
restaurants, stores, and other agencies (both public and private), as well as to
consumers and their families.

Other - (specify)
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INFORMATION & REFERRAL
RECORDING PROCESS

i IS 4 ;
" FCEIVES ENTER RECORDS . FERRES NO CEN}[R MLtIES:
CONTER RECE CENTER REC INFORMAT1ON \ OF CALLS
N rormrion  HP ,\:D iy f1LLING TO COMPLETE CALL OR VISIT TYPES OF QUESTIONS
REESE TOR d /\ch?{ : FOLLOW-UP L f OF FOLLOW-UP
11 ORPAT 102 i ; CARD e
. } s 1 |
CENTER RECORDS
NAME & ADDRESS ,
OF PERSON INFORMATION 1S
DATA 15 B INCORPORATED INTO
¥ COMPILED & ANALYZED| | EVALUATION REPORT
FOLLOW-UP CARD IS
SENT 10 PERSON
} CARDS WITH
S kit SUGGESTIONS  SENT
cARD 1S RECEIVED | | CARD RESPOL P{ 10 APPROPRIATE
IN CENTRAL OFFICE ARE TALLTED CERTES
- h




INFORMATION AND REFERRAL LOG

(Call
'!i() .

Information or Service
Requested

Information or Service
Provided

Send Card

Yes

No

If Yes,
Name and Address

B W]

P ey s e e




COYER LETTER FCR POSTCARD

Dear Friend:

As someone who uses the information services of (name of IL center),
you can help us. In order to provide accurate information to others who
call, we need to know if the information you received from us was useful

to you.

Please take a few minutes to answer the questions on the enclosed
card. We would also welcome any comments or suggest1ons you have.
When you have completed the card please drop it in the mail. No post-
age is requ1red

Thank you for your help.

Center name or
name of staff person
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Did you receive the information you raquestad?
L. Yes
i NG

Was the- information vou recsived useful to you?
L ras
T NG

If you were in need of other information would you contact

the IL Center?
1. Yes
2. " No

Please describe what happened as a resultc of the information
you received.

-




CLITNT IS ACCEPTED

FOR IL SERVICES

e

INTAKE Forii IS
COMPLETED & FILED

COPY OF INTAKE
SENT TO
CENTRAL OFFICE

PROCESS

LONG TERM AND SHORT TERM
CLIENT RECORDING

CLIENT
RECETVES
SERVICES

IS CLYENT
LONG TERM?

*

CLIENT CONTINUES

OR
COMPLETES SERVICES

INFORMATION
INCORPORATED

- INTO ;
EVALUATION REPORT

. DATA IS COMPILE
INTAKE SUPPLEMENT 8 ANTZED
5 .
CONPLETED
INFORMAT ION
FIVE o SUBMITTED
“"EgﬂpfétEa"E 70 CENTRAL OFFICE’
SR
TEN MONTH
QUEST IONNAIRE
COMPLETED

*A long term client is defined as a client

who has received 5 or more sev
an indenendent 1iving center

'es from
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. LD.i# - six digits

INSTRUCTICNS FCR COLPLETING INTAKE FCRM

hd T o) - 7S = Tk i JORPET X
MALIE - Parsens full name: Lasy, Tirst, siiddle

® TR N Y e e RS Rt -e S
ACDRESS - including Zip Code

."TELEPHONE - Including Area Ccde

Center Codes

P 0l - Buffalo (WNYILP)
02 - Rochester (RCIL)
03 - Syracuse (ARISE)
04 - Utica (ARCH)
05 - Albany (CDCI)

10 - Westchester (WCILC)
11 - Manhattan (CIDNY)
12 - Brooklyn (ILH)

13 - Long Island (LICIL)

6. TTY - Does person have one

7. SEX - Circle appropriate item

8.

12.
13.
14.

L5.
1é.

—dF -

18.

19.
20.
R T
22.

DATE OF BIRTH - Month/day/year

. MARITAL STATUS - Circle appropriate item
10.
o

AGE - In years only s
RACE - Circle appropriate item
HISPANIC ORIGIN - Circle appropriate item
EDUCATION COMPLETED - Circle appropriate item
INCOME SOURCES - Circle all appropriate items
List primary source of support.
CURRENT EMPLOYMENT STATUS - Circle appropriate item
VR STATUS - Circle all appropriate items
PRIMARY DISABILITY - Circle appropriate item
Age At Onset Of Primary Disability - if known
SECONDARY DISABILITY - Circle appropriate item, if any.
Age At Onset Of Secondary Disability - if known
LIVING SITUATION - Circle appropriate item
ABILITY TO TRAVEL - Circle appropriate item
REFERRAL SOURCE - Circle appropriate item
SERVICES REQUESTED - Circle all that apply.

Individual #

000 L thru 9999
0001 thru 9999
0001 thru 9999
0001 thru 9999
0001 thru 9999

0001 thru 9999
0001 thru 9999
0001 thru 9999
0001 thru 9999
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3. ADDRESS: Street, City, State, Zip Code g TE2LEPHONES 1L
( ) - el
S LDk 6 Y Ll :Yes 2. No e :
7. 8E% L= M 2 P 3. DATE OF BIRTH: Month/Day/Year
9. MARITAL STATUS: 10. AGE:
l. Married 2. Widowed 3. Divorced 4. Separated 5. Never Married

11. RACE:

1. White
2. Black
3. American Indian or Alaskan

4, Asian or Pacific Islander
5. Not available

12. HISPANIC ORIGIN:

1. Yes

2. No

13. EDUCATION COMPLETED:

1. Did not attend school
2. Grade School (1-8)
3. Some High School
4. High School Graduate

5. Special Education Program
6. Some College »ZTAD &
7. College Graduate FTIGARE @
8. Post Graduate Work 120 ol R
9. Other (Specify)

14, INCOME SOURCES: (Circle all that apply)

5. Private Inst.

l. Earnings
6. Public Inst.

2. Family/Friends

10. Private Agency
11. Alimony

3. SSDI 7. Worker's Comp. 12. Pension QOVE e
4, SSI 8. Veterans Benefits 13. Other (Specify)
9. Private Insurance B
Which is primary source of suppert g i
15. CURRENT EMPLOYMENT STATUS: :
1. Competitive employment, self-employed 7. Student v
2. Competitive employment, wage or salary 8. Volunteer Worker =5
3. Sheltered employment ' 9. Retired
4. Employed, on leave of absence 10. Not employed, not seeking work ,
5. Homemaker 11. Other Employment Status

6. Seeking employment

(Spemfy) Eaibie. P




16. YR STATUS:

l.. Present client 3. Never a client
2. Past client 4. Unknown
17. PRIMARY DISABILITY: (Circle one)
l. Visual 5. Developmental (Other) Specify
2. Hearing 6. Psychiatric
3. Orthopedic 7. Neurological
4. Developmental (MR) 3. Other (Specify)

Age At Onset Of Primary Disability

18. SECONDARY DISABILITY:

l. Visual

2. Hearing

3. Orthopedic

4, Develpmental (MR)

Age At Onset Of Secondary Disability

Developmental (Other) Specify
Psychiatric

. Neurological

Qther (Specify)

19.- LIVING SITUATION:

‘1. Live alone

2. With spouse or friend

-3. With dependent children
4, With adult son or daughter
5. With parents

6.
7.
8'

10.

With other family

With paid attendant only
Group home
Institution
Other (Specify)

20. ABILITY TO TRAVEL:

1. Drive own car or van

2. Use regular van service

3. Use bus, taxi or other public transit
without assistance

4. Use bus or other public transit with
help

é.

Get ride regularly with family or
friends

Get places only when able to get a
ride

Seldom get around because there is
no one to depend upon

21. REFERRAL SOURCE:

1. Non disabled friend or relative 5. OVR Office
2. Another disabled person 6. Another government agency
3. A medical person or health agency 7. A newspaper, radio or TV :
4. At school 8. Other (Specify)
22. SERVICES REQUESTED:

1. Peer counseling 7. IL skills counseling and training
2. Housing assistance 8. Equipment maintenance, repair or loan
3. Information and referral 9. Architectural barrier counseling
4, Service referral 10. TTY relay

(Attendant, Interpreter, Reader) 11. Don't know

12. Other (Specify)

Advocacy
Special transportation

o \n
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INTAKE SUPPLEMENT Date

Please circle, check, or fill in the blznks for the fo!lowing items, as agpropriate,

b

During the last four months about now many times nave you sesn & medical doctar fortaist e
medical care?

l 2 3 4 5 6 7 g 9 10 il 12 13 & 15 morethan!ls

During the last four months how many separate times have you stayed in a hospital or used
emergency medical care? e S et

= ;
o o G2

s o s

h’t)

1 2% 3 3 5 6 7 more than 7

How would you describe your understanding of State and Federal benefit programs related to
your disability? ’

L. Complete understanding - [ know the ins and outs of benefit programs and can help
my friends who are having problems. i

2. . Good understanding - [ have a fairly good understanding of most benefit programs:*

3. Some understanding - I have some understanding but many parts are still unclear tc

3 me. »

4.  Little or no understanding - I depend almost entirely on other people for information
and assistance. _ :

—_

Which of the following answers most closely describes your ability to take care o'fymo‘ney
matters, (i.e., checking, paying bills, securing loans and making investments)? 2 e

- . SerbioldTl St

1. I can take care of all money matters without help

2. [ can take care of all money matters with some help
3. [ can take care of routine money matters

4. I cannot take care of most money matters at this time

Which of the following answers most closely describes your ability to carry out housekeeping'
work?

l. [ can do all housekeeping myself e i 0= b0
2. I can do most housekeeping myself with some help ,

3. 1can do a little housekeeping, with some help

4. I am largely unable to do any housekeeping

Check the following activities in which you have participated during the last three months.

B i —

T e

1.  Work on hobby or craft (like woodworking, knitting, playing the piano) -~ %< .
2.  Participate in a sport or exercise (like bowling, fishing) <

3.  Go out for the evening (movies, dinner, nightclub or bar etc.)
4.  Visit with a friend, neighbor or relative

5. Take a trip (business or vacation) o

6.  Shop for groceries, clothing or household merchandise cagiia

7. Obtain household services (shoe repair, cleaners, garden center, etc.) . . ;
8.  Other (Specify) _ palan e




~
.

10.

l1.

12,

Did you vote in the last slection?

To which of the following kinds of organizations do you now belong?

QNP M E W

To which of the following organizations do you attend a meeting at least quarterly?

In which of the following organizations do you hold an office?

What kind of communication services do you receive?

What kind of personal assistance do you receive?

l.
2.

2
3.
4.
3.
6.
7.

8..

l.
2.
3.
4.
5.
6.
7.

L.
2.
3.

.
.

}AFWN.—-

Yes
No

Social/recreational group

Organization for disabled people
Political action organization

Groups concerned with community issues
Professional or work-related group
Church or religious group

Other (Specify)
None

Social/recr=ational group

Organization for disabled people

Political action organization

Groups concerned with community issues
Professional or work-related group

Church or religious group .
Other (Specify) .
None

Social/recreational group

Organization for disabled people 4
Political action organization

Groups concerned with community issues
Professional or work-related group

Church or religious group

Other (Specify)
None

Interpreter
Reader
None

Nursing services
Attendant Care
Homemaker services
Mobility services

Other (Specify)
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FOLLO-UP QUESTIONNAIRE

A LR
2 wvicnin

10 Monta

44

As someone who uses the services of the (name of center), you can help us. In an eiffcrt 1o
assess the effectiveness of the independent living program, we need to know if the services you
received from us were useful to you. Please tzke 2z few minutes to answer the following quastions.
Please circle, check, or fill in the blanks for the following items, as appropriate. 'When vou hava
completed the questionnaire, please drop it in the mail. No postage is required. Thank you for your

help.

L.  Whatis your current marital status?

I Married
A Widowed
A 3. Divorced
4. Separated
e Never married

2. What are your sources of income now?

Private Insurance

l. Earnings 5. Private Inst.
2. Family/Friends 6. Public Inst.
: k. A b1 7. Worker's Comp.
4. S8I 8. Veterans Benefits
9

Which is primary source of support

AR

3.  What is your status with OVR?

l. Iam currently an OVR client.

2. 1 have never been an OVR client.
3. I was formerly an OVR client.

4. Don't know. :

11

"What is your current employment status?

1. Competitive employment, : F
self-employed 3.
2. Competitive employment, 9.

wage or salary 10.
. Sheltered employment
. Employed, on leave of absence l1.

L

3

4

5. Homemaker

6. Seeking employment

10. Private Agency
1. Alimony
12. Pension
13. Other (Spe 1)

Student

Volunteer Worker
Retired

Not employed,

not seeking work

Other Employment Status
(Specify)




N

10.

What is your current living situation?

W= W N

{111

Live zlone

With spouse or iriend

With dependent children
With adult son or daughter’
With parents

[T

QO 00 N O

With cther family

'With paid zttendant only
Group noine

[nstitution rr oz
Other (Specify) e

LY LY g

8E, 7 =

5w g 1Y
e re 3

oy p—

During the last four months about how many times have you seen a medical doctor for routing "
medical care?

8 SRR & A ' R < RN L

© - -—

- ¥
Al

more than 15

During the last four months, how many separate times have you stayed in a hospitat-or used
emergency medical care?

<ot

e

more than 7 e

> vo LY -~

How would you describe your understanding of State and Federal benefit programs'?e' ated %
your disability?

l‘

2
3.

4.

B

Complete understanding - I know the ins and outs of benefit programs and-can
help my friends who are having problems.
Good understanding - [ have a fairly good understanding of most benefit-pregrams.
Some understanding - [ have some understanding but many parts are still unclear

to me.

Little or no understanding - I depend alm

and assistance.

ost entirely on other pecple for information

Which of the following answers most closely describes your ability to take care of money

matters, (i.e., checking, paying bills, securing loans and making investments)? <
1. I can take care of all money matters without help
2. 1 can take care of all money matters with some help e
3. 1 can take care of routine money matters  —
4. 1 cannot take care of most money matters at this time g —

Which of the following answers most closely describes your ability to travel in the. ggcpmuni;y
(the most often used type of transportaticn)? SR -

L.
2.
3.

4.

[ drive my own car or van

[ have regular van service

[ use a bus, taxi or other public
transit leave without assistance
[ use bus or other public transit
with someone's help

[ get rides regularly-with
family or friends

I get places only-when able

to get a ride

I seldom get around-because
there is no .one-te-depend upon

e e erannen



P,

i

4+ W)
. . ®

following answers most closely describes your ability to carry out hicusekeening

[ can do all housekeening myself

[ can do most houseke eping myself with some help
I can do a littie housekeeping, with some help

[ am largely unable to do any housekeeping

Check the following activities in which you have participated during the last three months.

. .

.

CONO I FWN»—
.

Work on hobby or craft (like woodworking, knitting, playing the piano)
Participate in a sport or exercise (like bowling, fishing)

Go out for the evening (movies, dinner, nightclub or bar etc.)

Visit with a friend, neighbor cr relative

Take a trip (business or vacation)

Shop for groceries, clothing or household merchandise

Obtain household services (shoe repair, cleaners, garden center, etc.)
Qther (Specify)

Did you vote in the last election?

L.
2.

Yes
No

To which of the followiné kinds of organizations do you now belong?

L.

3.
4.
J.
6.
7.
3.

2.

Social/recreational group

Organization for disabled people

Political action organization

Groups concerned with community issues
Professional or work-related group %
Church or religious group

QOther (Specify)
None

To which of the following organizations do you attend a meeting at least quarterly?

Social/recreational group

Organization for disabled people

Political action organization

Groups concerned with community issues

Professional or work-related group .
Church or religious group

Other (Specify)
None

In which of the following organizations do you hold an office?

l‘
2.
3.

T

00 NN\

Social/recreational group

Organization for disabled people
Political action organization

Groups concerned with community issues
Professional or work-related group
Church or religious group

Other (Specxfy)
None




18.

19.

20

21.

22.

What kind of communication services Jo you receive?

[ntaroreter
Rezder
None

W N

What kind of personal assistance do you receive?

L. Nursing services
2.. Attendant Care
3 Homemaker services
4. Mobility services

5.  Qther (Specify)

From whom do you receive this assistance?

Nurse

Attendant
Homemaker Aide
Family

Friends

Other volunteers
None

What services have you received from the Independent Living Center?

Peer counseling
Housing assistance

Information and referral

Service referral (attendant, interpreter, or reader)
Advecacy G
Special transportation -

IL skills counseling and training

Equipment maintenance, repair and loan

TTY relay service

Architectural barrier consultation

Other (Specify)

. B . .

—
 OWRNOWULFWRN -
L] . . . .

Did you receive the services you requested from the [L Center?

1 Yes .
Ze No %
5 - Cavt say

- How satisfied are you with the services you received from the [L Center?

T Al S U Y M

Very satisfied ' Very dissatisfied




25.

26.

] e

How useiul did you find the servicas you received from the [L Center?

L 2 3 4 b)

Very useful

Would you use the Center again if a need arose?

Lo Yes
2" No
3. Can'tsay

Would you. refer other people to the [L Center?

5 Yes
Z, No

Have you referred anyone to the [L Center?

o Yes
7 No

,
2

zZ

Not at all useful
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PENNSYLVANIA
BUREAU OF VOCATIONAL REHABILITATION
Progress Report for CIL Project

- CIL Name: Report Period:

From to
Contracting Officer: :

SECTION A (Submit Quarterly)
Progress toward Program Objectives:

i Program Objectives Achievement this Quarter

 (As stated in your Contract)

S~



oecbliiu o (auDmMIT wuarterty) *ﬁ

. Indicate any changes in objectives, schedule for their achievement, and reasons.
Give revised schedule.

-—

0

(98]

State problems encountered, if any, actions taken, and actions planned to remedy

|
|
Explain any differences from work plan
- problems.

4. Make recommendations (e.g. written policies and procedures, resource gaps collaboration
with other resources) which have emerged from your work this quarter. Please provide
observations, suggestions, and recommendations (regarding any facet of your program orof
the service delivery system in your geographic area) that will promote better services to
disabled persons or facilitiate your relationship to the Bureau of Vocational Rehabilita-

tion. ;



- Section B (continued) : i

\
\
A R W o FRRER S [ %
MR L) ”~i? PR
- A Y R

beal

O A S S

Indicate any progress to date in implementing p1ans for continuing project act1VTtTes
arter grant ends.




SECTION C  (Submit Quarterly)

Number Number
Quarterly Client Service Statistical Report: This Quarter Year to Date

Referrals received

Referrals made to other resources

Client service plans completed

UNITS OF SERVICES DELIVERED:

ik Evaluation

2. Self-Help skills training (ADL) e GrOUD

individual

i 4 Housiﬂg;séklls training (Assistance/Referral) ... group

‘ . individual

4. Homemak{ng,ski11s training wsa . GTOUD
8l individual

5. Social/interpersonal skills training i GTOND
A PRAHLG individual

6. Financial . s o i OPOUD
R e individual

7. Transportation oo CQTOUR
B 0 : individual

8. Consumer/Advocacy ... group
s G individual

9. PCA_training/management : i aPOUD
G individual

10. Personal health care e e QrOup
, : individual

¥ & Emergency medical skills ch . gYOUD
it individual

12. Recreational i grOUup
s gk o individual

13. Orientation—-to Environment/Mobility Training ... group
individual




SECTION D (Submit Semi-Annually)

Advocacy Representation Services Ry i YITSTELD
Number Number Number
Problem Area of Cases of Cases of Cases
Resolved | Closed Pending
Health !
Housing i !
Financial § !
’ ‘ s =t Ty
Legal ; Bt R UL
Social ' é | g z
Transportation { ?
Qutcomes of Skill Training Ll TeRE L
Number Number Numger """ ri -~
Receiving | Completing | Acquiring
Ski1l Area Training Training Sklils. f .
This Report| This Report “Year-*‘“?““‘ .
A Period Period To-Date |
( Self-Help srattigbael L7
_ Housing :
Homemaking Snk >
Socia}/Interoersona]
: Financia] Edaamsde T (%
. Transoqrtation
Consumer/Advocacy 5 yamErens
PCA Trainina/Management
i |
__Personal Health Care E mineintemd |2
| Emergency Medical
sen [Eng2ne
Completed Planned Services
e : SR ‘ . Number Number
This Report| :-¥Yearsnzo-z-:
Period To-Date
Moved to Independent Living Setting ‘

Maintained in Independent Living Setting

Entered Vocational Rehabilitation Program

Maintained Employment

]




- SECTION D (Cont.)
‘ i

NUMBERS QF REFERRALS BY REFERRAL SQURCE
~Hospitals - Social Services
- . Pennsylvania BVR
—-Home Health Agency
~-..Qther Public Agencies

Private Agencies

Pennsylvania QVH

FEILE XX

. Self
Qther

(Specity)
TOTAL NUMBER QF CLIENTS SERVED BY TITLE VII PROGRAM

This
Report
Period

Year
to
Date

NUMBERS..OF CLIENTS SERVED: B8y Primary Disability
Multiple Sclerosis

Cerebral Palsy

Muscular Dystrophy

Spinal Cord Injury

Spina Bifida :

Blind (Visually Handicapped)

Hearing Impairment

Mentally Disabled

Other

WO 00~ O) U} 43 GO N — ¢
* = . . - - . L ]

(Specity)

NUMBERS .OF CLIENTS SERVED: By Age

17 years of age and under
18 through 21

22 through 34

35 through 44

45 through 54

55 through 64

65 through 74

75 and aver

NUMBERS OF CLIENTS SERVED: By Sex

Male
Female

NUMBERS OF CLIENTS SERVED: By Ethnic Group

White

Black

Asian

Native American
Hispanic

T

T

T

T

]

11
11



" * 3ECTION D (Cont.)

NUMBERS OF ENTRANTS BY RESIDENTIAL SETTING AT REFERRAL

fospital

Mursing Home

Transitional Housing

Qther Protective Residential Setting
Home

Other

(Specify)
TOTAL NUMBER CLIENTS ATTAINING GOALS AND LEAVING' PROGRAM

This
Report
Period

NUMBERS OF CLIENTS BY LENGTH OF TIME IN PROGRAM

0 to 3 months
4 to 6 months
7 to 12 months
~ greater than 12 months

TOTAL NUMBER OF CLIENTS NOT ATTAINING GOALS AND
LEAVING PROGRAM

(Please include a narrative report and analysis
-of unsuccessful entrants)

CIL DIRECTOR

(Signature)




(*3USWWOD pUB MITASI
118y} 103 S9O0TFIO Teuotbay 03 3ju3s)

JIVILS J01dd0 'TVELNID VSd
Xg Qad0TIAIT SANITIAIND Lavad  *°d



L.

CRGANIZATION

~

Woat type of organization is the grantee or contractor? If the
grantee is a State VR agency, be as brisf as possible.

Develop a brief history of the program, e.g. was there an independent
living program in existance before the Part B graant was made?

Cbtain grantee and contractor organizatiocnal charts and fumctional
statements pertaining tc independent living.

What is the size of the geographical ares served by the Ceatar? What
is the potential size of the handicapped population that might be .
served by the Ceater?

If thexe i3 a grantee-contractor relationship, how dces it functiom,
i.e. how are problems resolved or issues identified?

If there is a grantee-contractor relaticnship, to what extant does
the grantee retain control over Center management?

Obtain a current copy of the contract (or written agreement) between
the grantee and the Centar.

(Interview at least one key representative of the grantee and the
contractor to ascertain their cbservatisns on the streagths and

weaknesses - actual or potential - of the overall crganizaticnal
structure and how it functicns.) ;

1o 1k




ADMIHISTRATION

l. -. Are delegations of authority written or made orally? There should
be a minimm of oral delegation. :

2. . Are perscnnel policies clearly stated? Does the Center adhere to
them?

3. Dces the Center have writ en personnel policies covering the

. following: vacation leave; sick leave; working hours; fringe
-benefits; wage and salary administration; etec. \

L. Is there evidence of over-organization or excessive layering of
respansilities, or evidence of under utilization of compentent
staff, or evidence that certain staff may be assigned too many
responsibilities?

5. How are salaries determined? .

6.  Eow are salary incresses determined and edministered?

'-WT; . Is there good intra-gtaff ecmmunication through regularly
scheduled staff meetings, written office coomumications, etc.?

8. -‘AEEve reccamendations by the . ccnsumer groun, s*entee, RSA, or
others been implemented?

Se - -«What mechanisms have been set up to asswre gocd records control,
answering mail and telephone requests, etc.?

10. Is cne person designated to assure smooth rcu:ine office functioning?

1l. . How is the Centar manager" kep* aware of day-to-day issues and
problems? , _

12, .- Are leave, pay and time records asdequately maintained?

13. . Are records of real property malntained and - such property identified?

1k, Are policy and/cr procedure msnuals or other system(s) of refarence
s veadily avallable to locate pertinent policies? ; ’

(Interview grantee and/or Center staff as determined appropriate.)

2 of 1k




CONSTQMER TTVOLVEMENT

-la'-'w- Do" handicamed con.smers ha.ve substantia.l imrolvemen‘t in Center
policy and management? :

2.  “Does this involvement emanate frém existing or newly' const’:.tu ed =
Boards, coumittees, ete.?

3 Ha.s the role of consumers been identified? :

. Is the comsumer role a.dvisory or trusly policy-d.ec.sicn m&king9

3

L

5. - How frequently does the 3onsumer group meet?

6. . Are there "mim:.tes of consumer group meetings? o
7

p Is there evidence that consumer directives are carxrisd out"

8. Are matt ez's ‘orought %o the ccnsuner s:'oun before or after the fa.ct"

S. How are members of the consumer group selected and is the*e nrovision
for mta.ting membership? 2y

&0, Ecw large is tb.e consumer group and is it represeantative of the
gecgraphic area served by the-Center, the severely disa.bled in
general, ete.?

1l. “Are there 'sub-committees of t'ae coasumer group, and :Lf so, wh.at are
tbey"

12. How is uembexrship in the consumer grouwp d.etemined" sye G

13. :Do:policy reccmmendations emanate frem the conswmer group '6r are -
such matters generally brought to the group for consideratizn?

14, Is the consumer group constituted as described in the applicatiod?

15, .3z the: constmer group involved in Center evaiu.ation, and' 1230, -
d.esc:i‘be"

N * &

158. Is thu-e gcod ccmmica.tion ‘between/ e.mong consumer group u:eu:be:s’

17.- . Is the. consumer growp actively involved in c*-mnm:::ity advodacy, and
if so, give examples?

18. Give a sumary assessment of consumer involvement.

(If possible, attend cne consumer group meeting and interview’
three or more consumers to ascertain their role as they perceive it.)




7.

8.
9.

o 2415

13.

STATT

Describe the number, types and functicns of £ull and part-time
sta’?f.

Are scme staff peid in full or in part from other than the Dart 3
grant, and if so, describe? Bk

I the grantee is not administering the Center direct, i.e. a
contractor is used, is the grantee Purnlshzng stalf assistance,
and 1f so describe’ Is such grantee staff caid frem the Part B
grant? How frequently is grantee staff agsistancs provided the
contractar?

Are handicapped perscns employed by the Canter rroject?  Descrite
the types of disacl_l‘ies r-nresenteﬁ and the fypes of _Jebs held.

If few handicapped persons ars employad by ae Canta. project, is
there evidencn that such persons wers act ively recruited, did they
aprly, were they intarviewed, why not hired, etc.?

-

Are handicapped perscas working on Center project staf? btus not
paid frem Pazr B grant funds? Eow are they paid? e

I3 the staffing pattern the same as given in the pplication?
Describe any deviations and why. , S

Have there been problems in recruiting and retainisg stafe Zenerslly?
Cbtain coples of written job descripticns. ' 5 -

'Doés 2 suaf‘ person function in more than oze a.,a, e. g. peer ccunselﬂr

and Stnervi:-r Qr peer csunse,-- and pxd ‘stat?e -ersan for accessible
2 ;

&khcusiug etc..

Does esch staff person knmow and understand whas 1s expected of him/her,
and his/her responsibilities, authorities, etc.?

(Interview all Center staff paid with Part B funds, and as many other
Centar staff not paid froem Part B funds as nossinle, to ascexrtairn
their perception of the pwrpose of the Center and the gepulation it
should sexve, and thelr understanding of their employment fumctioms.)’

Is the staffing pattern resgonsive to ideatified client needs? I not,
how are needed services preovided? Examples mi e_t be voluntesrs, by
purchase of services, trzaining arrangsments with a local educationmal
progranm, ete.

Does the Center have staff who are trained in communicating with persons
who are deaf? If not, what provisions are made for working with deaf
clients?

L o 1L




1.

CASE MANAGEMENT AND SERVICES

= re 3 = : ' e
z. FROaR &t - v .

When were the first. services prcvided’ How many (desééiﬁé)
were prcv*ded at that time? -;.‘ ‘ Bggn oM

A

What services are now provided? Except for I & R services,
what services are requested oSt frequently9 Ercvided9

It the Centér has ad T & R s=r§ice, describe. Ie condncted
by ancther agency, e.g. a centralized I & R program for &,
community, describe how the Center maintains current infoz-
wation in the commmity I & R servics.

Are records kept on I & R contacts? Describe, esnecially
reqpests for unavailable services, actions taken.

‘Describe the initial intaka and client assessment processr-

Does the Center use case management nrscedu:es’ Describe. .

wa freqpently are case: reviewed and lans updated?

A:e there age, type of disability, or any other el.gib.lity

reqpirements.

-

Obtain sample ccpies of all case record and related £orms.

ibr‘:

“! Do ﬁbe’types*af3sérvihas'bfrered agree with those sPecifféa

in the most cmrrent apnlicatian’ If not why not’ ol

NSRRI O N

HEow does the Centar close, te:minaue, or susnend case servic-s
T and.zcr what r%ascns’ g E

e

Are services provided or arranged that meet identified” needs’

(Review case *ecords and interview Canter stafr )

a3

w—s
— beson

5 of -1l ¢ ~




"

CLIENTS SERVED

Ecw many cli..m:s were served duz'ing the first project ye_r
or tc date”

Wha.t s the cur*.nt c.l::.ent da.:.ly census of disabled nersonsi
receiving continuing servri ces?

Is client demogz'anhic data available? If yes, obtain same.
Are pe::scms with severs mult inle hapndicaps se*-ved." Examples.

What a::° the three types of disabilities served nost f*ect.entl:f"

Does the project serve severely handicapped persons frmn t:he fol-

lowing disability groups?

'--_——_dea.i T L. .. meatally or emotionally 11
e AR ...._alchoholics v P
— mentally retar ded  drug addiets

ot B — e, R, 230 e SN —

Is there docummentation, e.g. case record, of deinstitutioné;iization
and/or preventicn of institwtiocnalization of disabled clients? Any
anecdotal examples?

Are clients being refarred to VR? In what numbers? Any examples
of successful or potentially successful voca.tiona.l rehabilitations?

Are there examples of the Canter assisting successful rehabilitants
mder T™tls T to maintain continued employment (in cash or in kind)?

What is the age range being servad? X
Are minorities being served? Describe.
What 1s the ratic between males and females being servad?

(Interview Center staff and review case records.)

6 of 14




COMMUNICATIONS

Se s vmm o

1.  What publie infoma.tion pz-ogra.m(s) are :Ln place to acquaint
handicapped woasumers, the general public, rehabilitation-:
community, and others interested or active in independent -
living programs with the Center? What success or resistance
bas been met? -How has 4he Center attempted to overcome -

i resistance? LA ot gy Tl R e

- N Does the Center program have . an active outreach program, ..
especially such a program directed to minority handicapped
gToUps. or groups who because of severe disability may  -not: be
ma.re or the Center prcgram"

3. Wha.t cha.nnels of ccmnication are opea between the Center and

73 - consSumey groups, groups represe.nting or a&vocauin.g in tehalf
of disabled persons?

L. Obtain . coples of printed. mteria.ls and/ or lists of materials
prepared ror the m.edia. :

5. .Is there a designated persan a.nd/or ccmit tee responsibles for

cantinuing communication effaorts, or are such handled mnst.Ly on
B ad h.cc ba.sis?

«'@

(Interview Spprcpriate g:ra.n’tee and Centér sta.ff )

Note- Includ.e syea.k:!.ng enga.gem.ents.

s vl - R ‘ ’
o i \‘,, 4 ; g, 2N s 5 o=
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1

Se

~ GROUP ADVOCACY .

- Is Center staff; Center consumer-advisory group,: Center Board,

etc, actively involved in loczl commumity, regiocnal (state),
State or naticnal organized efforts in behalf of severely
disabled persons? - Are these activities acccmplished in a
leadership capacity, group member, or both? IExamples might be
cxzb cuts, accessible hcusing and/or transportation,. ete.

Does the Center have & ceaperative relaticnsh_n with the State's
P and A, and CAP programs? . =~ . .. ‘

Does the Cemter's staff pa.rticipate in 50k activities? Descrive.

Apnrczimately bow mnch Cente. staff time is devcted to groun
advocacy activities? Be as specific as possible, using examples
where possible. et 0 i 12D b e gt :

Can positive results be identified that wers assisted by the
Center program, e.g. increased accessible housing now avaiable
as rssult. of . staff wo:king with local,housing authorityﬂ E -

(Interview Center stafr, grantee stafr such other agency stafs
a3 mey be suggested or id.ntified.), :




2.

i

8.

: P -,Boesﬂth&cmer@rcgran have formal (yr:!.t‘cen')‘ or: iw?ama.L

xameme.nts«wﬂ:th ccope::a.ting agencies‘? il b .

- -

I foma.l. relztionshins exist, c‘a‘ca.in 2 cony of. the most,,

. complete. sgrsement; e.g. that: descn’nes th.e res*cons:.b.lities
and. oblisations of each agenecy.: & iy o g

e B Nail AR A D e L ’oe‘ 2 mix ofo

roma.l. and informal), assess how successful tley appesar to.
be (give examples), and describe how they functiocn,.e.g. joint

. case staffing or assessments, through consultation, dependent ,
upen individual staff relationships, membership of Center staff
“an zther agency(ies) Boa‘:ds or ccmit.,ees, ete. - :

~ 2

Dces the Center p:cvide ccnsultation to other a.gencies:’

'~A:e referra.ls made bﬁ.la.tere.lly"’ e J wh gz < b

As viewed. b'y Center sta.ff are - intgrag.ncy .:.J.at.cnsh.ips L
prodnctive in beha.l.. of mztua.l:br served clients’ Aoy pz-cble:ns’

As viewed. by other ccm:nit‘y' a.genc:f st&-, m a:ela.tienshins
with the Center program productive in tehalf of mutually served
clients? Any problems?

Does the commumnity served lack specific services that are nseded
by Centar clients? If yes, can the situation be corrscted, and
if so, how and what steps are being taken to do 20?7

-~

(Interview Center manager, Center staff making referrals, and
two-three staff of cooperating agencies.)

-

COOPERATTIVE RETATTONSEIDS :
\




2

g

A PO

13.

1k,

‘How does the Cenéer“maiotain oontrol of oroject}funds’ ‘The Center

should be able to i entify excess funds as soon as they occur,
Are there written policies resarding the disbursement of funds?
What is the procedure for the disbursement of funds from the grantee

to the Center? Does a member of the Center staff, other than the
fiscal agent, authorize disbursements”

: Is a member of the Cente. staf® resoonsible as. to the allowability

of & proposed expenditure’

Is money forwarded. 0 the Center‘befor° or after expenditures are
made? T : IR

-. What type of flnancial reports are: required: from the Center’ How

oftan are they required?

<! How are financial records maintained by the: grantee and the Center

and reconciled? How often?

Does a representative of the grantae review the accounting records of
the Center? If not, how dces the grantee assure that proper and
adequate records are maintained?

Does the grantee require periodic audits of the Canter’s financial
records regarding Part B.funds?

Whe audits the Center’s finanical records?

Review budget requests (e.g. as they appear in the current applicatiocn),
and compare with actual. operating costs. Are significant differences
Justified, explained, etc.? Are reasons given for substantial variations?

Does the Center have a fee schedule for specific services? Obtain a
Copy. I3 lnccme generated, and if so, is it accounted for separately
and retwrmned to the Govermment? Used to offset additional Center costs?

What is the policy regarding the acceptance of comsultation or other fees
by Center staff or grantee staff paid from Part B funds?

Review the palivies ccncerning consultant services. They should require:
(a) a statement of service to be performed, and that it cannot be performe
by payment of direct salaries to staff members of the grantee or an
affiliated agency; (b) a descriptiocn of the process of selection of
individuals most qualified; and (c) evidence that the fee is appropriate.
Is there a written agreement with the consultant showing fee, type of
service, performance dates? Is the consultant's service supported

by adeguate and accurate voucher(s)’

Are indirect cost rates, if charged, accurzate?

Is there assursnce that Part B grant/contract funds are accounted for
10 of 1b
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FINANCIAL mmcm'r' (cont.)
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separately and that there is no co-mi.ngling o.f tb.ese ﬁmds and

‘r-x ‘m
R

: Ecw is tb.e receipt of g::od.s a.nd/ or servicﬁs docmented to smort
. payment for them? . © : . , dig TR N WE LY

“...t' o
A}

Is-there a: separation.of resncnsi‘bil;ity Lor.the: a.lxthorization for
" purchasing: and the suhseqnent payment? SRR

Review the tinekeening a.nd. pa.yroll proced.m'es.

- & separation of the various. functiana o DEEEK :

‘.

N . »

Who on the grantee and Cantar s‘ca..u. authorizes excenditms for
Is there a limit set on. the axpenditure of fimds withbut
priocr approvel from higher authority, e.g. Board, grantee, etc,?

zIs:there a financial mamagement: mz.:ma.l nrenared o-y' “the: gra.nteé' or

Centazx? b

L5 bl

ﬁhterviiw ;finaneial management staffeot. the g::a.nte'o asdithe .7
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FURCEASTNG ;  CONTRACTING, & EQUIEMENT

1. Is there a written purchasing ‘bolicy" Does it ca.'u. fcr conmetitive
“'bidding? Under what circumstances is competitive bidding employed,
or not employed? There should be documentation showing the bid price
and tne res.son for ma.king the award.

2. ~If the Center has no nolicy, wna.t assurance is there that Fede...l
.. ‘funds are being used for the greatest dollar va.lue’

s How does the grantee know that the Center s Imrchasins pol.icies
G are consistantly followed?

L, How are decisions mede -egarding the selection of tb.e bre.nd oy !
equirment or sunplies" g A

5% Since funds approved for equ..ment night be- lcst 1f.no*e cbliga
_ prior to the end of the grant or contract pericd, is there a
; requirement tha.t it ’ae puzchasea ea::ly in tb.n fund._ng ne*‘.:nd"

6. What controls are estab..ished ‘cr the accountabilit‘y of eqn.mnt
by th.e grantee? By tne Centu'”

P

Te Does the grantee have equigment inventory records? Is a.ll eq_uinmt
_labeled a.nd. per:!.cdica.u.y inve.ntnried’

8. (seme as #7 above but for cnntractar or Center)

S. Who retains title to the equirment following the end of Federal
mport"

10. What provisicn has been made for the maintenance of equiment"

1l. EHow is it proposed to dispose of cbsclete, non-functioning equirment?
Is there a clear understanding between the grantee and the Center
concerning the £inal disposition of equiment at the close of the
praject?

12, In what manner dces grantee-staff monitor or supervise contracts
iovelving Part B funds?

13. Does work performed by a contractor include an evaluation of his/
hexr performance?

(Interview appropriate grantee and Center staff having responsibilitiss
in the above areas,)

lZofih-"




o Canter-agtivities?:

7.

hscm,%léé’

@L RESPONSIBILITIES -~ -~

LR et

Iz there & w':itten d.ccm.e.nt between the grantee., a.nd. eagh Caqnter

- - site regarding overall legal res:nonsi‘bili:ips ﬁor the. op.e;-a.tion

.....

of the Center programs? - .- s i LTI S S
Does the agreement comtain a olause which holds the ’Céﬁ't“ez‘ “site

S - contractor) responsible in the event. of .an audit d.j,aa.uawance"

.....

Are any Center staff with rina.n,cia.l :esoonsi‘bili’;ies rec;uirgd - oo
‘be bonded?

Is the gra.ntee n.amed in malpra.ctice and./ oz? 'lia.bility :Lnsura.nce ccverage

ot the Cand:u' progzram?

Do th.e Articles of Inccrpcra.tion soverning_ th.e cpera.tign .of the
Center program have the approbatior of an a.ttorney" ‘Obtain a copy

- - < the A.r*ic.‘r.es of Inco:goration. g , SR e

~y mea e

Wha.t persona.‘L lia.hility qcve;-age 1.3 a.v'a.ila.ble to mtgct Gllents,
es, and volun‘beers who misht ’ne :Ln.jm-ed. while engaged in

Dces the Centar ha.ve the cn-gcing services of an a.t'torney d.v-a.ila.ble
M 28T .5« e St abee ol privie sove : T

o u-—_f‘ .

At minimm, does the agreemant (contra.ct) betwean the gz-s.ntee and
the Center progrsm comtain the reguirements list ted .in Pazt, Th,

o ‘ T A y
e SRR Gtael o) S5 . B ST v

(Interview grantee and contractor staff having ﬁ.sca.i még;ment
W&ibilitié!.) SR o ot g e e e s

—~ L - T £ . - ) - o
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Te

13.

GENERAL

Were wmnforeseen delsys encountered, such as problems in contract
negotiation, hiring staff, locating office space, etc., before
services could be offered?

Is the Center program encountering difficulties now, e.g. key
resources such as housing not available or other community
agencies wncocperative? If so, what: nlans does the Cente.
have to overccme these problems?

Is meximm use being,ﬁade-of‘thiid‘party paygé: or similar
benefits? If yes, give examples. &

Is there any evidence that the Center is duplicating existing
services? If yes, are there valid reasons for this?

Describe the evaluation methods teing use, any products thereof,
and use being made of such information. QObtain written material
i availab.e.

Does the Center follcw-up with cooperating agencies to ascertain
whether a referred client is served? When a referred client is
not served by a cooperating agency, what, if any, action does the
Center take? Dces the Center gather cost data from cooperating
agancies when referred clients are served? If yes, how?

Does the Center train (direct or by contract) peer coumselors,
persanal care attendants, volunteers? Obtain instructional
material if svailable. '

Are Center facilities accessihle?

Is Center setting urban or ruwral, i.e. which client pgpulation does
it serve or does it serve both?

What activities are being initiated to asswre futwe funding when
Federal support eands?

How freguently and what types of Center reports are required and by
whem, e.8. grantee (e grantee management when project managed dirsct),
Bcard consumer group, etc.? . Obtain copiles.

Were there any apparent viclaticns of Section 504 or Title VI of the
Civil Rights Act?

(Interview such persons as may be appropriate and/or suggested by
either the grantee or Center manager,)

Assess how well the Center program appears to be meeting its stated
goals and objectives. Are there any slippages? Can they catch w?

14 of 1L
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PLEASE B0
HOE WRITE
NERE

Appendix C

Quartarly Cost Daga (Sesvices ta Clienta) ¥
Card 10
e b0 L LT L LN s /
Expenditurcs to Date Percent Percent Other :
(Begloning From Pioject Othar Funding
Duscylption of Services Cllent Entahe) Funds Funds Source y
Counsel ing
SAdjustiment and Personal
Counsellng (6-11 (12-14) (13-17 _{18-19)
_AYacag junal Counseling (20-23% _ {26-28) (29-2 : (3211
“Counseling to Family
Hember s ) (34-19 (40-41) (41-45) (46-41)
Other (48-5) (54-56) (51-59) (L0-61)
Plagnastic and Evaluation
Col. 76-78 Blank
AHudical Diagnosis (62-62 (68-)0) (21-21) (14-25)]1 19-80-10
Cagd 1L
| *Puychologieal Evaluation (6-40) (12-14) (13-12) £18-19)]| buplicate )-3
__Alntebligence Teatlog (20-25 (26-20) (29-21) (12-11)
Alhysical Functlonlug Teate (34-19) (40-412) (4)-45) (h6-417)
Motk Evaluatton/Wosk
Adjustment (48151 (54-56) (31-59) {L0-61) ;
: 3 Col. 16-78 Blank
__Other (62-6) (68-70) {(11-1)) {24-25)1179-80~11
Card 12
buplicate 1-%
Phystcal and Hental Restoratlon
__Surgery aund Teeatment (6-11) (12-14) (13-12) (18-19)
_*0ccupational [Fuystcu) Thegapy (20-23) (26-20)f " (29-M) (32-11)
FProsthetie and Octhotlc Devicean (]6-19; (40-42) (4)-43) (46-42)
—wapjial_and Convalesceny Care (48-3)) (34-36) - (31-39) (L9-61)
sitedlcine or Deups © (62-6) (68-0) (1n-n (14-23%
T ALAREE e
W L 16-78
*Codes fog Quagters: 19-80-12
I = let quarter (January ) - Macch 1) 3 = Jed quartes (July ) - Scpsembar 10) ““Use last 2 diglis of year.

2 = 2ad quactes (Apell 1 - June 130) & = Lok quarter (Octobes ) - Decewber 1))
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Expenditures to Pate Percent Tercent Other - Card 1)
{(Beginning From Project Other Fondling Duplicate
Descripiion of Services Client Intake) Funda Funds Source 1/ i-3
Other Restoration {6-41 {i2-14) {15-11
fraining
APersonnl Adjustment
Tealning {20-25 {26-28 {29-31 {32-1)
sVocat fonal Adjnstment {34-29) {to-421 (43-45) (46-41
__Collepe or University {48-5) (34-3% {51-39) 468-61)}
: 3 ’ 1 cot. 76-78 Blank
Buslness Schood or College {$1-61) {68-70 {1-11 {34-1%5) ::0-:0;:)
e i T o s > LAk
__Elemeatary o #1gh School | B A {$-11 {12-14 (15-11 £18-49: g Duplicate 2-5
5 T wih <o s 5
Vocat tonal Sciwol : {26-2) {26-20) 129-2 (31*31)
¥ s 3 ; E§ ‘ LB
On-the-Job Yraining s ; {3t4393 (40-42) (43-43 (46-41)
i 3 st : ‘ = o 2= e e
Other ¢ 4 HES " (48-32) {34-36) {53-39) JTURT)) |
j ' ' g WY o £ : i o iie HCoby 3§08 Bisnk
Placement i i 1 {62-87 (68-70) {71-12) (24-15)]f 79-00-34
BE o | S 3 flcard 19 ;
s - - i % Duplicste 1-3
Malntennnce | B ) S = 1 L 5
Dssie ; {$-11) {11-1¢ (85-47) (il-l’;
| sepplementnt ! {20-23) {26-120) (29-21) (32-37)
i - . * . : b & 51 2
Services to Fomily Hevbets {34-19) {40-42) {43-45) (t6-60|
‘ ¥ :
Iransportatdon (48-3) {34-56 {57-59
Ml and Attendant Services (ﬂ-“’i (66-20) £71-12, A24-13)f|
£ Form Adminletece % i
77-18 Bleok
{79-80 & 13
*Codes fTor form adminletered: %1 is i
i = tew : 4 « 3vd follow-up : & o &
1 = tot Tolbou-up $ = 4th follov-up ; } 188
3 = Ind follcv-up 6 = Sth dollov-up S A ot ek A iy e TR o
¢ et ¥ qudi g Fhworn- 5 R 5 0 g £ R s £V R
: ’ e bais
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