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PREFACE

~ This repert presents the f1nd1ngs of the evaluat1on of the T1tie
VII Part B Centors for Independent L1v1ng Program which is the f1rst
such nat1onal evaluatlon of the 1ndependent 11v1ng centers. It was
imﬁact of the centers in increasing opportun1t1es for 1nd1v1dLals w1th
disabilities. Congress has long recognized the 1mportance of d1sab1ed
consumers in this program and thus mandated their 1nvolvement in the
development aud conduct of th1s evaluatxon. The measures of standards"

dent 11v1ng centers, dxsahled 1nd1v1duals and other knowledgeable actors
around the country, and represented the first nationwide effort to
dovelop a consensus about defining and settrng pr1or1t1es for 1ndepen—
dent 11v1ng serv1ces These evaluatlon standards emhody a vision of
lxshed by Congresa and reflects the advocacy and self—help phrlosophy of
the independent 11v1ng tiovement., The evaluation involved collection of
data from the centerr themselves, consumers of their services; and local

community agencies. The instruménts used for data collection were
designed to collect the data specified in thé evaluation standards.
Thus, thrs evaluatrou seeks to understand ho's the centers perform in the
context of the broad vision encompassed by the evaluation standards, as
well as in the context of the Congressional mandate.

The evalua’ion team wishes to gratefully acknowledge the
contribution of time and energy made by the centers themselves in
providing the necessary data, arranging visits and interviews with
communlty Agenc1es and consumers, and,pu111ng together the consumer and
communltv agency samples for the ma11 surveys. He%lalso like to thank

and review of written mater1a1s that provxded us vrth invaluable

gu1dance. In addition to the members of the formal Adv1sory eommrttee
we'd also like to thank Suzanne Cho1sser Rod Pelton, Tony Cavataio,
James Moss and Albert Rotundo of RSA Sue Betka and Art Kirschenbaum of

GPBE Mrke Barold and Greg Marsh of OSERS B111 Messorl of Rhode Island

capped, and the many other knowledgeable 1nd1v1dua1s who prov1ded us
with guidance and input.

ey



EXECUTIVE SUMMARY

INTRODUET 16N AND STUDY A”Piﬁiﬁﬁ

The 1984 smendments to the Rehab1’1tat1on Ast requ1red a comprehensive
evaluation of the T1t1e VII, Pert B of tbe Rehabilitation Act of 1973 Centers

for Independent Living Program; The purpose of the program is to prov1de

1ndebendeﬁt 11v1ng services to persovs with d1sab111t1es and their families

to increase options for such persons to live Independently in the communlty,

to 1mprove the quairty of lrfe for drsabled 1nd1v1dua1s and to maximize their

bute to the vocat1onal outcomes and galns that vocational rebab111tatlon (VR}
services seek to acb1eve.

During the first phase of the evaiuation, measures -- or i'stan”dar'dsz"' -
were developed to reflect Il specific areas of interest to Congress. The

process for developlng the evalntation standards ensured broad 1nput from

centers for 1ndependent 11v1ng, consumer advocacy organtzatlons, researchers,
and pollcy makers: The evaluatlon standards then were approved by the
Natlonal Counc11 on the Hand1capped for use in tbe evaluatxon. in add1t1on
to their i.ie in the nationmal eVefastIon, the standards were also designed to
serve as a seif-evaluat1en tool for the centars.

This report describes the evaluation's key f1nd1ngs. The study dravws

upon data acqulred through: & ma11 survey of all 156 Part=-B-funded centers,

to which 121 centers responded' on-s1te interviews v1tb center staff con-
sumers, and commun1ty agency represent ctives at 40 sample s1tes, a mari
survey of 2,700 consumers selected from 36 sample centers, to which 1 030
consumers responded, and a mail survey of 180 local commnnlty agenc1es; t6
which 100 agencies responded. ?indinés 52é§éi£ea are based on analysis of
survey respondents.

Study f1nd1ngs pr1mar11y ref1ect data from the 1984~ 85 projecf year;
during which the 156 céntérs received Part B funds total1ng $21 mrliIon, at a

average award of $134,600. The average Part B fund1ng for the 121 *es;ondlng
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centers was $133 900 with a medizn of $1306,000. Géeréii the centers cac be
a’séfxbed us consuner-orlented organ1zat10ns, focuslng on communlty changes
as well as individual c11ent services: Their prtmary goais are to increase
the maximum 1ntegrat10n and palt:l.c:l.patl.on of thls populat:l.on in sacxety
State vocat1onat rehab1r1t8t1on (VR) agencies act as the Part B grantee
for 79% of thc 121 centers respondlng to the survey, generally subcontract1ng
to local communtty organrzat1ons to provxde services (69%), although a few VR
agencies operate 1ndependent 11v1ng programs themselves (10% of the centers
are located within VR agenc1es) The remaining 21X of the centers (25

centers) received funds directly from the federal gsvéfiaéaé.l

SUMMARY OF FINDINGS RELATsD TO SECTION 711(c)(3) REQdeEMENTS
i?§§ Eﬁe number and typessofghandlcapped 1nd1v1dualsfassis{édﬂfaade%BJA{hef

The 121 centers respondxng to the survey (782 of all Part B centers)
:eported serving more than 48,000 persons with disabilities dur1ng 1984-85
as well as 14,000 aaaaigasiéa inﬂibidunis (famiiy and friends) These cen-
and referral assrstance.2

The T1t1e VII Part ﬁ ceiters provided services ‘o a §5§Et££ién,§iih a
wide rinée of disabilities. As estimated; 75% of the 996 consumers
responding to the survey were aevéreiy disabled (as defined by receipt of
§§i; total b11ndness, or use of attendant care).3 Individuals with orthopedic
disab111t1es were the largest grour served (24'000 or about 48%2); followed by
persons with Béaiiag 1mp81rments (8,100 or about 172), "other" disabilities
(7,400 or about 15%), 1nc1ud1ng diabetes, epilepsy, sfréié; and head
1nJur1es, and visual impairments (5,700 or about 12%). ﬁentai iiiness and
mental retardation were the éitégBEieE least fiéiheﬁtiy repcrted, together
comprising only 8% of the consumer population (about 3,900). Two-thirds of

the 121 centers served at least five of the six major disability groups,
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allocated to direct client services.6 The cost pér consumer receiving

direct services evériééﬁ $43> annually, of which $1Y1 was provided by Part B.

"(F1 hewfserv1cesgprcvrdea contrlbute—to the—mﬂ—amtenanc—‘a of or the xncreased

Jndependeuee of haadicapped 1nd1v1duals assrsted"

Uniike vocattonal rehab111tatlon programs with a focus on employment
ouccomes, the 1ndependen1 lrv1ng centers do not have a s1ng1e goal or measure

of success. Rather, they rnspond to a vzde range of part1cular needs and
to enhanced self-directis~ end personal grovth' Thué, the assessment of
program effecc1veness must include a wide range of measures.

The 121 respondxng centers repc'ted that their efforts contrxbuted to
reis1ng more than $7.5 miliion in add1tlonal fundxng for attendant care,
adding over 000 qual1f1ed a‘tendants to local attendant pools, and he1p1ng
5,000 1nd1v1duals secure attendants, mak1ng more than 1, 800 hous1ng units
arce351b1e, and he1p1ng 2,250 people improve their houslng access;b111ty,
developxng over 1,000 Jobs, and helplng 1 150 1nd1v1dnals secure 1obs, mak1ng
restr1ct1ve env1ronments] These types of commnnxty changes are drrectly
related to disabled individuals achlevxng equal access to ebeiEty as well as
their ability to either achieve or maintain an xndependent 11festy1e.

The responding centers re§6rté& a total of 58,000 positive individual
éamrumer outcomes ch1eved 8 Consumers' self-reports of outcomes Vere even
hlgher.9 Over three fourths of the 990 consumér respondents achieved at
least 635 rmprovement in housing, 1ﬂcdme, tréﬁéﬁéftitiéﬁ; education, or
empioyment situation. Almost 90% (880 eemsumers) reported anm outcome in at
least one of the following areas: persomsal/social eﬁeﬁéei ééimirimg adaptive
aids, benefits, snd/or servi-es; developing skills; and acquiring knowledge
associated with living more independently: Over 90% (n=906) reported eitner

a situational imﬁredement or some othér typée of gain.
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vb11e onxy 11% €13 centers) reportedly served a single dxsabxllty group.
These latter centers were funded spec1f1cally to serve 1nd1v1duals vxth

visual 1mpalrments.

"(C) the types of services provided"

The Title VII Pert B centers provided a wide range of independent living
support services:% AiﬁSEE all of the 121 responding centers provided the
services spec1f1ed in the evaluation standards == Eéﬁeéiéy, iﬁ&eﬁeﬁaeﬁi
11v1ng skills tra1nxng, peer counselxng, and information and refsrral. Most
centers orfered a wide range of other types of assistance to facilitate
consumer goal schxevement, 1nclud1ng services related to hou51ng, atten—
dantlhomemaker ass1atanre, transportat1on, equ1pment, and soc1al/recreat10n31
activities. A maJor1ty of the centers also prov1ded otrer types of non-pear
counselxng. and communication assistance such as 1nterpreter and reader

servizes. Flnally, over one-third of the centers prov1ded vocational, educa-

tional, and family support services.

each :ygg ei;serv%ee"

The responding centers' total anmval budgets (N=111) rénged from éz;s,eoe
to $1.3 million, with a median of $240,000 and an average of $323,000, of
which the Part B share was about 4/2.5 The secoud laxgest source of funds
was state mon1es, received by 67 (‘72) of the centers end comprising approxi-
mately 243 of the centers' total program fund1ng. Almost half (58) of the
centers received fundxng from prIvate sources, which comprised about 8% of
overaII center budgets. Other federal funds and local funds accounted fbr a
very small port1on of the centers budgets (each 1ess than 6%). The longer

centers were in operat1on, the less heavily the) tended to rely on Part B

funds.

Centers devoted an average of oné—fburth of their resoufcés to cbinnii:ﬁitji
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Statlstxcal analyses showved that posrt1ve outcomes were more consis-
tentlv assoc1ated v1th the types and amount of services rece1ved than with
center organlzut1onel factors or 1nd1v1dua1 consume: charac: eristics, and
that center serv1ces had contributed substantlally to consumer galns in
Lndependent 11v1ng.10 Moreover, about half (n=467) of the consumer survey

respondents d1rect1y attributed the improvements they had achieved to help

they received from a center.ll

"(G) extent to which handicapped individuals participate in the management

and decision-making in the center"

A majority of thas 127 respond1ng centers haua‘dlsabied dIrectO , 55%
(66 centers) had Boards with a majority of disabléd members, and om average
51% of center staff had disabilities:l2 7The communxty agencies surveyed

confirmed that 1nvolvement of dlsabled individuals in center policy direction

and management was emph851zed by most centers;

Thxrty—two petcent (318) of the consumiers surveyed reported somé kind of

involvement in ceater operations, -ncludrng EerViﬁé on a Board of D1rectors

or an advxsory commlttee, WOrklng as péid or voluntéer Etaff, or cvaluating
Eerizces. Consumers rated the centers as bighiy effective in iopvolving dis-

abled individuals in rupning the center.

However, émoné thé centers there were a substantlal number that
exhibited less partlcxpatxon of 1nd1v1duals v1th disabilities. In almost 30%
7 he 121 respond1ng cénters, less than a fifth of the board members had
d:§ bilities. Most of these centers oﬁeEEEea within an umbrella organi-
zation: While disabled individuals in these centers frequently were imvolved
in staff roles, tﬁéy were much less iigeiy to be involved in policy direction

and management roles.




to promote commun1gy awareness, 1nvolvemen£1Aandgssaistance"

Study f1nd1ngs indicated that the 121 respondlng centers vere invclved
extens1ve1y in capac1ty-bu11d1ng act1v1t1es, 1nc1ud1ng collaboration with a
v1de range of other communlty and pﬁbllc organxzat1onsl3 A majority of the
centers reported that they had provided information to other agenc1es work1ng

thh persons v1th disabilities. Nearly two-thirds of the 100 responding

commun1ty agencres reported receiving infbrmétibﬁ and technical assistance

The centers' reports of their commun1ty development efforts were
confirmed by the communxty agency responses, which indicated that centers had
substantlally expanded personal care and transportatxon Optxons, and had

promoted d1sab11ity avareness in the commuﬁity. Over half (55) of the

increase in their own efforts to improve community options for persons with

disabiiitieﬁ

to have greater communxty 1mpact&

"(J) extent of outreach efforts ahd,thefiﬁﬁéetgefuéécﬁ—effbrts"

For urban Ereﬁé, outreach more often refers to pub11c1ty efforts and culti-

to ensure thelr referral of disabled individuals to the center: The resuiﬁé

10 .




of center Outreach efforts were reflected in the consumer survey responses -—

622 of the 945 consumers respondxng reported they had learned about the

While the 1mpact of outreach is d1ff1cu1t to assess; the dlsab111ty dzstrl—
bution of consumers served by centers is similar to that of the nacion as a

whole.l?

OTHER MAJOR FINDINGS

Center Mansgement Practices

Centers within umbrella agencies tended to have more sophisticated
manaéement practicea' and generaliy had &dopted tae procedures of the _parent

agency, or s1mp1y had the umbrella adm1nlstrat1on conduct Certa1n act1v1t1es

for them.16 While most of the 121 reSpond1ng centers collected data appro—
pr1ate for assessxng performance' the data were not always read11y
retrxevable or comparable because of the lack of standardized service defini-
tions and outcome measures. Thla was part1cu1at1y true among smaller ceaters

v1th 11m1ted resources, ceiters that were not requxred to report snch data on

an ongoing basis to funding agenc1es, and those whose records had not been

computer1zed

Factors Contributing to- Success

Analyses were conducted of the effect of ¢ serv1ce, organlzat10n81 and

consumer characteristics on consumer outcone§.17 The most significant factors
infiuénciné consumers' success vere the service characterlst1cs. These
1nc1uded the types of services received, the overall amount of aerv1ce; the
consumer's personal and continued contact with the center over time, the use

of central case managers, and the prov1s1on of peer role models to ~onsumers

via contact vtth dlsabled staff and a11 contr1buted to cousumer outcomes;

regardless of the consumer's character1st1cs. The centers that reported

11
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ties, higher percentages of fnndlng from nonfederal sources, and those that

recexved the1r funding d1rect1y from the federal government. The consumers

whe reported h1gher outcomes tended to be younger bad d15£b111t1es other

than mental retardation, were {or bad prev1oua1y been) VK c11encs, and lived

in supervised settings.

éonciusion

The T1t1e VII Part B Centers for Indepencent L1v1ng Progran is success-
fully he1p1ng large numbers of d1sab1eo cxtrzens marntarn or rnprove their
ab111ty to 1rve lndependently in their communities. They accompl1sh this
through 1n01v1dua1 and direct servxces, referra; to othe* fesources, and
activities targeted towards community change. There remains much diversity
among centers in targeted client popolatrons, services offered, maragement
practrces and systems in place, and involvement of 1na1v1dua1s wirh disabili-
ties in center planning and manage. t: Some of this diversity is an
approprzate response to varlatlon in local peeds. However; it also é5§é£§§
that many céfiters would benmefit from Lnereased gnxdance and technical
asststance, greater 1nformatxon exchange wrth other centers; and increased
levels or stability of funding. Also, the centers ccilect a wealth of
information about their services and the consumers they serve thut could be
more valuable to program planners and polrcy makers if def1r1t10ns and

measures were un1form across centers.
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FOOTNOTES
lror this section, see Chapter II, esp. pp. 19-21.
%3ee Chapter III, pp. 25-26:
3See Chapter III, esp. pp. 26-28 and Appendix D, pp. D=17 = D-19.
4See Chapter IV, esp. pp. 36-39 and Appendix D, pp. D-49 - D-53.
SSee Chapter II, esp. pp. 19-22.
6see Chapter 1I, esp. pp. 22-23.
Tsee Chapter V, esp. pp. 56-58 and Appendix D, pP. D-29 - D-43,

81bid.

10see ghaptérmvirpp. 67-74; Chaptér i, PP. iiO—ii?; and Appeﬁdix D,
pp. D-63 - D-66.

l1gee Chapter V, pp. 58-59, 64.

125.¢ chapter VI; pp. 77-83 and Appendix D, pp. D-63 - D=66.
135¢e Chapter VII, pp. 85-96.

lésee Chapter VII, pp. 90-93.

155¢e Appendix D; pp: D-11 - D-13.

16see chapter VILT, pp. 10i-107.

175ee Chapter IX, pp. 109-129; Chapter V, pp. 67-74; Chapter VII,
pp. 929-98.
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I. INTRODUCTION

The evaluation of Title VII Part B, of the ﬁehéhiiitation Act as

Amended— Centers for Independent L1v1ng Program descrtbed i this report

effectlveness of 1ndependent 11v1ng centers. The Centers for Indepen—
dent L1v1ng Program is & smali d1scret10nary grant program, administered
by the Rehabilitation Serv1ces Adm1n1stratton, that prov:des support for

a range of Independent 11v1ng serv1ces vith the goal of meetlng the

needs of individuals whose d1sab111t1es are so severe that they do not

In 1978, Title VII Part B of the Rehabilitation Act of 1973 was
amended to establ:sh a grant program for 1ndependent living centers. 1In
1979, funding for the first ten centers was allocated. The Title VII
Part B program currently provides $21 willion in grant funding to 156
agencies and community-based organizations around the country: These
funds support a’eaaéé’y’ of indi'ﬁdnéii;ed serviées and community activi-
tles de51gned to maximize 1ndependent 11v1ng Optxons for disabled
individuals. The rndependent llsxng centers respond to a variety of
needs eipressed by disebled 1nd1v1duals, bv rehabilitation profes—
s1onals, as well as by a general socxetai commxtment to improving the
quality of life for people with disabilities and maxrm1z1ng integratica
into the maxnstream of soc1ety They are based on the belief that a
range of services not ,rov1ded by ex1st1ng programs could prevent
izstitutionatization and, just as importantly, facilitate full partici-
pation in the local community. To achieve these goals, centers offer

assistance in aress such as learning to use public anrd private




o

transportation, general household and financial management, job-seeking,

and obta1n1ng needed pubixc assxstance.

This report presents the f1nd1ngs of a comprehen51ve evaluatxon of

tBéEé centers that was undertaken to: (1) prov1de 1nformat10n requested

11v1ng centers funct1on, and (4) assxst the federal government, the
state grantees and the centérs themselves to better manage the program.
The remainder of this Ghapter dnscr1bes the 1984 evaluatzon provisions
and study purposes developed in response to these prov1s1ons, the

methods used to conduct the study; and the organization of this report;

PURPOSES BF THE STUDY

As publlc fundlng for 1ndependent 11v1ng centers has lncreased
increaélﬁg demands for accountablrlty have been placed on the centérs.
The current directive (PL 95- 60&, Sec. 711) mandat1ng the program by
Congress Section 711(c) of the Act, stlpulates that appllcat1ons for
funding shall:

e ‘"provide assurances that handicapped individuals will be

substantially involved in policy direction and management
of such center, and Giii be empioyed by such center"; and

e '"contain assurances that the 1ndependent lzvzng center to

be aaéiatéd by such grants shall offer handlcapped indi-
viduals & combination of 1ndependent 11v1ng serv1ces,
iﬁélﬁdiﬁg;a" 14 different specified services @'th the
last service be1ng a general category speclfytng S such

other services as may be necessary and not inconsistent

with provisions of this title."




That same 1eg151at1on spec1f1ed that the Secretary of the Department of
Education would "develop and publish standards for cvaluat1on consistent
with..." the prov1olons of the 1eg1slatxon; and dIrected the Secretary
to submit a report based on a "comprehensive evaluatiou" of the centers,

to include * "recommendations for the improvement and continuation” of

grantees and the support of mew centers. The evaluation standards were
to be "consistent with" the overall "standards" preﬁiouaiy specified by

éongress and were to hé aéaéiaﬁéa 55 obtiiining and consideriné the

sent1ng hand1capped Ind1v1duals and 1ndependent 11v1ng programs; and
from independent 11v1ng centers, profess1onals servrng handlcapped 1nd1—
v1duals, and xnd1v1duals, asaoc1at10ns, and organ1zat1ons engaged in
research 1n independent 11v1ng." The evaluation standards were further
to be rev1eved and approved by the National Council on the Handlcapped
for use in the evaluationm.

Iii reaponae to these 5;66’1;’155{;; this atudy was désiénéd to aaarégs

Independent Living Program based on these criteria:; The First of these

purposes was addressed durlng the earlv months of the study dur1ng wliich
by Congress in the amendmcnta. These vere rev1ewed w1th the study 8
Adv180ry Commlttee and over 500 respondents, rev1sed and subsequently
approved as evaluatxon standards by the National Counc11 on the Handi=

.apped in January 1985. The eval uatlon standards are 115ted in F1gure

Irl; and a descrxpt1on of their development is 1nc1uded in Append X A;
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Figure I-1

Independent Liviqg Evaluaticn Standards

PHILOSOPHY

o étaﬁﬂéde7¥§ygi§ ~The Center shall promoté and practice the
Independent Living Philcscphy:

TARGET POPULATION

 Standard No. 2: The Center shall have a clearly defined target
population that includes a range of disabilities:
OUTCOMES AND IMPACTS

Standard No. 3: The Center shall increase individual consumer

achievement of Independent Living goals.
Standard No.-4: The Center shall increase the availability and

improve the quality of community optiorns for Independent Living.

SERVICES

__Standard No. 5: The Center shall provide to disabled individuals
within the Center's target population and/or their families Independent
Living Services.

Standacd No. 6: = The Cemter shall provide Information and Referral

to all inquirers including those from cutside the Center's target
population:

. Standard No. 7: The Center shall conduct activities to increase
comwmunity capacity to meet the needs of individuals with disabilities.

ORGANIZATIONAL MANAGEMENT AND ADMINISTRATION

_ Standard No: 8: Qualified disabled individuais shall be

substantially involved in the policy direction, decision-making, service
delivery, and management of the Center.

mi

Standard No. 9: The Center shall establish clear prioritie

through annual and three-year program and financial planning objectives.

Standard No. 10: The Center shall use sound organizatio=nal! and

personnel management practices.

Standard Mo, 1.: The Cernter shall practice sound fiscal
mapnagement.

EVALUATION

_ Standard No. 12: The Grantee and the Centers shall conduct snnual

self-evaluations and shall maintain records adequate to measure

Performance on these Independent Living Center Evaluation Standards.
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collection of quantitative and gqualitative data, and the analysis of
those ¢ata as prescribed in the design. The study wes intended to
provide information that would assist program planners and policy

makers, as well as the centers themselves.

The two major activities mandated br Congress for Ehis evaluation
-- &éﬁeiopment of evaluation standards for use By indépeﬁdeﬁt liViié
programs and conduct of & comprehemsive evaluation of the program's
overall ééﬁié@éﬁents -- were intended to generate information on 11
areas bf inﬁéréﬁt tc Cong.ess about the cemter §§6§E555
(a) the numbers and éjﬁeé of handicapped individuals
assisted;
(b) the extent to which indivi&uais witb varying
handicapping conditions were served;
(c) types of services provided;
(d) sources of funding;
(e¢) the iéf&éﬁéééé of resources committed to €ach type of

.

ervice;

(f) how services contributed to the maintenance or the

increased independence of ﬁéé&iéépﬁéa irdividuals
assisted;

(g) the extent to which handicapped individuals §articipa£é
in the management and decision-making in centers:

(h) the extent of capacity-building activities, including
collaboration with other agencies and organizations:

(i) the extent of catalytic activities to promote community
awareness, involvement, and assistance;

(j) thé extent of outreach efforts and the iaéécf of such

efforts; and



(k) the éaaﬁaiiéaé, when appropriate, of prior year(s)

activities with most recent year activities.

In response to the mandate's Eﬁééifiéaéiaﬁé; the independent living
center evaluatrion standards develcoped at thé outset of the evaluation
address these 11 areas of Congress1onal 1n*nrest. The 12 standards are
organized into six maJor areas: (1) philosophy, (2) target populatlon,
(3) outcomes and 1mpacts,(4)serv1ces,(5)organxzat10na1 management

and adm1n1stration; and (6) evaivation: The specific relat1onsh1ps

among the areas of Congress1ona1 1nterest, 1ndependeuc 11vrng center

t1on are described in Table I-1. As the table shows; although the

evaluation gtaaaafaé and data elements build upon Congressional ques—

t1ons and concerns, tbey go further to spec1:y to grantees and centers

formance. The specific data elements operat1onallze the Congresslonal

questions, enabllng centers to measure their ach1evement of each stan-

dard. Table I-i 1llustrates the complex1ty of the eva1uat1on and the

broad range of activities and outcomes 1t measured. Unlike most

EEEaBEIiEation programs with their clear employment focus, there is no

s1ng1e des1red outcome for Independent 11v1ng centers. S1nce the

centers address a uroad array of 1nd1v1dua1 needs, a variety of

different outcome measures are needed: Sine they address the special

needs of their local commun1t1es, centers are extremely varied ip their

charactéristics;

sive program evaluatIOn. Figure I-2 presents a concéptual model of the
evaluation approach. The analys1s bn11ds on thxs conceptual model in
two wayS' (1) the data are summarized f.c prov1de a descr1pt10n of each

of the different types of 1nputs, processes, and outcomes; and (2)




Teble 1+

Relationship Jetveen Independent Living Center Evaluat:on Standards snd iegiuihtivé Requiteents

Section 711 (c)(3) Requirement Staadard Data Element
(A) The-number ard types of handicapped 1.5, 1.8 =~ Promote equai-accesn-to society; renge of
irdividoals mssisted 1 2 g, 12 services to gll peoplé vith disabilities
S (nddrelled in :
() The extent to which iadividuals vith Chpeer 111 of 2 - Clearly def1ned target populltxon including range
varyin, handicapping onditions vere this report) of disabilities
served . o
9.3 =~ Specific objectives for numbers and dissbilities

of individoals to oe served

1.1 = Document ousber aad types of individuals sérved
(€) The types of services provided 1; 5; 6; §,Vii j;}. 13, - Pronote consumer control of ovn service 0b]€€[1V°S,
(addressed in 56 self-help/uelf-advocacy, peer telationships and
Chapter 1V of tole dodels

this report)

3 -35.14 - Proude |dvocacy, IL§ tmmng, peer counuelmg.
wey provide legal, other counseling, liousing,:
equipment, . tranaportation, social, recreational,
educational, vocational, communxcat;on, attendant/
nomemaker, electronic gervices

§ - Prov1de xnforuatton nnd referrll

0695 - Annunt and thees yea plannxng for setvice
priorities, types of services, service delivery

procedurel
I~ Docaieit tjjei a6d uits of service
(D) The iourced of fundxng 1 1L, 1LS = Kl budget thlt 1dent1f1es {undxng sources and
: (addressed in allocation-across services, determination of costs
(1) The percentige of resoirces ;ognxtted Chapter- I1-of of services and activities
to each type of service provided thiv report) S
12,6 =~ Meintain finsncis] records
(F) tiow services provided contriboted to W 30=3.20 = Incresse conpumer gonl schieneset o housxng,
the maintenance or the increased (addressed in liviog atrangeneits, financed, transportation,
independence of handicapped individuals | Chapter ¥ of personsl cate, nutrition, household maoagenent,
ssbisted this report) wobility; bealth; aesistance devices; education;

enploynent connunxty xuvolvement. fnmxly life,

communication lkilll, self dxrtcflon. Consumer and
legal rxghtl

123 - Docugent tndxv:dutt butComes




Table I-1 {continyed)

Section 711 (c)(3) Requirenet

Standard

Dnﬁn Eieﬁéni

;G) Tﬁe pitest toiybxch hnndxcnpped
individuals perticipate in manage-
ent and decisiop-paking in the

cenler

1,8, 10,12
(addresssd i
Chapter VI of
this report)

101 -

a-l :8|3 -

10.1 - 10.6 -

12.1 -

Promote conlﬁﬁer con
management

rot of policy direction &nd

Tavolve dlsnbled in pollcy dxrectlon decxuxon-
veking, service delivery, nanagement; disabled

given preference as board members (winizum 511),
macdgers and staff

Specify roles of Board and staff; job descriptions;
clear. !}ﬁel of authority; perdonnel reference

sppraisal, equal opportuulty and affirmative action;
staff and Board training

Consuner evaluation of program

(B) The extent of capacity-building:
activities iuclud1ng collaboration
with other Agencxes and org:nxzatxonl

(I) Ihe exten: of cuta!ytxt actzvxtxea

xnvolvement and .saxstancc

() The extent of outraach-efforts aud
the impact of such efforts

1,4, 6,7, 11, 12
(addreased in
Chapter VII of
this report)

4ti - lhlz -

6 -
7074 -
11,4 -

IZOA —

Pronote equal accese to society, address specific

needs of local comunity

TncreAde comminity optiont in bousing; tran-
portation, personsl care, educatios, eaploynent,
conmunication, reduced barriers, dxsabx‘xty avare-
ness, consumer involvement in communxty, heelth
carf, legal serviced

Provide information and referral

Provide advocacy 43d TA, piblit inforutin,
outreach; establish role in dissbled community

Resource development activities

Document commusity impacts

(K) A coaparison, whed approprlate, of prior
year(s) activities yith most recent
year activitiep

g, 11, 12
(;ddrelncd in
Chaptetr VIII of
this report)

12,1 - 12,7 -

Anoual and: three—yelr pllnning fot 80.1!, WoER plan,

specific objectives, service priorities, setvice

delxéery procedures; and budget projections

Annual Budget. budget nonxtorxng ayuten. annual

sudit,-determination of costs of gervices and
ictivities -

Document number and typeqquflgdLVIdanll, t'pel
sod unite of services: ‘utcomen; client récozds;
financial, legal, adwiuistrative snd perconpel
records; consumer evalustion of progrem,

3]
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Aruitoxt provided by Eic:

- Figure I-2
A Conceptual Model of Independent Living Services

Inputs: )

e funding >

® organizational
structure

® ongoing history

o ¥ and types of
consumers served

Processes:

Organizational
Manzgement and

|Administration

Services

o consumer
participation

e masagement
practices

® service

philosophy

e # and types
of services

offered by

centers

o # and types
of services

32

outcomes
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outcomes
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moltivariate analysis is used to explore the extent to which outcomes
are influeniced by service, organizational, and consumer variables.
Through this approach, all of the Congressional questions and evaluation

of thie report in which each set of issues has been addressed.

OVERVIEW OF STUDY METHODS

The findings of thé comprehemsive evaluation are based on analysis
of data collected through:

(a) a mail survey of 156 center é;iﬁéééé for the most

recent project year;
(b) interviews with center project directors and staff, and
observations of projects in 40 centers selected on a
random basis;
(¢) a mail survey of 2,700 ééﬁf and current disabled con-
sumers of céﬁfét éérvicés, ééiétte& on a random basis
from 36 of the centers §isiied; and
(d) a mail survey ot 180 community agencies in the communi-
ties served by the 36 sample centers.
Th :se data collection instruments are included in Appendix B:. Data
the response raté for each of the evaluation's data collection efforts.
A detailed discussion of the study design and methods ie presented in
Appendix C, includinz an anslysis of nonresponse patterns.
The analysis of the nonrespondent consumers indicated that the
reasons for monresponse were §fiﬁéi§§11§ that the consumer had misplaced
the questiomnaire or veglected to respond out of disihtéieéi; When 245

sample nonrespondent consumers were probed concerming their experience

vith the center, the answers indicated that nonreésporndents were as

positive toward the usefulness of center services as survey respondents.
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Table I-2

iésponSe Rates for Data Collection Activities

. Number Responssas
Data Collection Method of Cases n 3

1. Center Site Visits 40 40 100%
Center Mail Survey 156 121 18%

2. Consumer interviews on Site 80 80
Consumer Mail Survey 2,700 290+  37%
Notiresponident Follow-Up 330 245  74%

3. Community Agency Interviews om Site 40 40  100%
Agency Mail Survey 7 189 160 562

*Surveys continié to be received even four months after imitial mailimg.

At the time of writing, an additiomal 40 responses had been received,

too late for inclusion in the analysis.
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An SEQi;Eié of 22 nonrespondent centers indicated that they were very
gimilar in characteristics to respondxng centers. (See Appendlx C for ]
nore detaried analysls of nonresponse) Because the communlty agenc1es
surveyed were sampled srow lists recommended by the centers, a forma®

anai]srs of nonresponse was not conducted, espec1ally since the response

cf communrty agenc1es of the kinds cente ‘s collaborate v1th and no

obvious biases were visible in terms of the k1nds of agenc1es

represented.

As mentioned prev:ously, the evaluation des1gn and anaiytrc pian
cnderi)tng the surveys was complex and exten51ve, probxng not merely
frequencies of natxonal response to the various quest1ons, but the
murtlvarlate 1mpact of organlzatlonal characteristics upon services
received and outcomes, and tne impact of organ1zat10nal character1st1cs,
serv1ces, zod consumer characteristice Lpon outcores. The f1nd1nga from
follow1ng report, and are the bases for & sumtary section on “actors
1nf1uenc1ng center operat1ons and outcomes in Chapter X, Aopend1x E

proﬁ ides a ﬁore detziled review of these analyses. The data base

developed in th1s evaluation is the first large—scale national data base

on iﬁdépeﬁdeﬁt Irv1ng programs, their consumers, and outcomes.

In regérd to the survey findings. several canttons are necessary.

the prOJects, the comprehensxveness and accuracy of infcrmation
available at the project level vary. The sutveys crésted a common set
of quéstions to which centers éeégsﬁééa; The extent to which centers
estimated data for the survey's categorieés because their own data
récords did not fully conform to those éatégaiiéé has been reported
here; Second for variovue questions (e.g., severity of dlsab111ty)

there is no common def1n1txon across projects or nat1onailv the bases

35
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for defining severity from the information that zonsumers could provide

on themselves 1s descr1bed in the desc.,pt1on of center consumers in

Chapter III. Such definitisns are "ot used er the center survev,
preéiseiy becauce of the iack of common definitions beins »:ed by the
centers.

Tﬁir&; many different Lypes ~f aca! }Ses are dvawn on in the report

regressxons. ?atterns vhzch one might observe from frequenc1es are
sometimes (thongh rarely) negated by tEe more é&ﬁpiei 5n§1§éééa wa aavé

emphasized statistical significance throughouvt the report, showing both

.05 and .20 levels, to reduce the riska of overlook1ng Important tac-

tors, as is approprzat= with & demonstratJOn program try1ng out new

approaches.2

Last, because there are so many different types of outcomes ehich
can represent 1eg1t1mate ga1ns for consumers, it is not s1mp1e to def1ne
what constltutes a successful" center. Most factors seem to contrlbute
to some tipeé of euccess and not others. Some centers seem to tafget
some types of outcnmes and other centers emphasxze others. Almost all
consumers reSpondlng to the survey reported gatns, but the natnre and
extent of garns varied dramat1cally. While most rehabilitation programs
simply measure success by whether an individual has obtained employment;
indepeﬁéént tiving services Sééreéfs eésentiaiiy all aspects 6f life from
housxng and employment to personal deve;opment, and thus can result in

changes rang:ng anyvhere from an ability to manage money to a complete

change of living situation and lifestyle;

ORGANIZATION OF THIS PEPCRT

The analysis plan for this study calied for the analysis of

finaings for each of the 12 evaluation standards. These standard by-

standard findings are presented in Appendix D. The main body of this

Ggy



report, Lowever, 1is organized accordlng to the or:g1nal Congressronal

questiors whbich combine 1nformatlon across tvo or more evaiuatlon stan-

aards. Each chapter begrns vrth a reference to the Congress1onal ques-

for more detail.
Follovxng the presentatlou of firdings in response to the Congrep-
sronai Questions ie a chap:ex delzneatlng some of the program managemnnt

issues and polxcv quettrons raised durlng the conduct of the study.
Thxs is followed by a dlscusslon of the factors rnfluencrng the ooera-
tionz and success of the program and brlef summary coﬁclus1ons. In
sddition to preeentlng detailed standard-by-standard findings (Apoendrx
;; the appendxces also provrde a &escriptioﬁ of theé developmént of the
e?aiuation sranderdﬁ (ippendix A)' tﬁe éiéé Eoiieéfioﬁ ioééroﬁents
deta1led dlscu8510n of the multivariate analysrs (Appendix E).
DeSCrlpt:ve statistics for cervices, outcomes and characteristics of a

"typical" center are included in Abﬁeﬁaii F.
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IThe last Congress;ona¢ quest1on acltcx Ing a compar1son whe

appropr1ate, with previous years' activities was not addressed d1rect1y

f'nce the evaluation standards are newly developed and standardized

reporting has pot been required. However, the evaluation standards do

require data that would eventually make cross-year comparisons by

§E6Ject féisxble 1n the futura. Thus, this issue is ‘addressed by

theses involVes a copscious trade-off of the costs of . Type I and Type II

errors. - In academic ressarch; the costs associsted with the errsr of a

"false positive," iies; prematutély accepting a relationship which may

lster prove tc have arisen by chance, are deemed very high as they
risdirect future avenues of research; thus, the tradition of .01 and .05
significance levels have emerged, which treat the costs of "false _posi-

tives" as roughly 20-100 times as great as the cost of "false nega-

tives." In policy analyses and program evaluations, where decisiori-

makers are trying to determine which of several courses of action or

program strategies to pursue in a context of presslng social problems,
the costs of "false negatlves" are much_ greater, i.e. prematurely

rejecting a reletionsnip as arising from chance; when the relationmship

may later prove valid. The.ZO level of sigpificance still treats the

costs of "fals: positives" as roughly five times more severe than the

costs of "false negatives," but gives greater emphasis to avoiding

"false negatives." The .20 level roughly corresponds to @ t-ratio of

1.0, aad_ in statistical modeling corresponds to that level of stability

in a relationship where the inclusion of an independent variable

increases the overall predzctzoL of the dependent variable more than is

lost by the reduction in degrees of freedom.- Cf. Stuart S. Nagel and
Marian Neef, "Determining an Optimum Level of Statistical Sigoificance,"
Evaluation Stidies Review Annual (Sage Publications, 1977), pF. 146-155.
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I1. OVERVIEW OF THE CENTERS FOR INDEPENDENT LIVING PROGRAM

ﬁlSibEﬁmAﬁhdﬁﬁﬁixﬁeiﬁiiéi—iéifééﬁi£§§f§6i~iﬁbéirﬁnnﬁi LIVING

iiv1ng centers has béen ome of greatly enhanc1ng and dramatlcally
increasing the rate of éeﬁeiéﬁéeﬁé of centers across the country. The
Centers for Independent Living Program funded througn Title VII Part B
of the Rehabilitation Act has reﬁreéeﬁifa a aational effort to
operationalize principies ard programs that actuslly predate thé federal
funding by & number cf years,

In 1962; four students with severe diséb’iiitieg frem a &isakieé
students program were transferred from an isolated nuralng home to a
modified Eéﬁe closer to their campus, the University of Illinois at
Champa1gn-Urbana. Tnese early p1oneers heiped make the Unlversity of
Iilln,ls archl;ecturally dccessible and created a self—help pollcy that
becameé an important first step in what has come to be called the

1ndependent living movement." 7

In the early 1670's, the independent living movement vas given a
second and more dramatrc boast when several students with severe dis-
ablllties at the Un1ver51ty of California at Berkeley created the Genter
for fndependent L1v1ng (CIL). They incorporated in 1972 as a self—help
group and were motivated by the Bﬁii&éaﬁﬁj that disabled persons we. 2
best able to determine their own needs and should manage their indepen-
dent 11v1ng service derlvery programs themselves.

SInLe then, more than 300 1ndependent living progrems have emerged.

Most are nonresidential amd v1r*ually all 1nc1ude a focus on developxng

the communrty envxronment to better suit the needs of persons with
disabilities. Each program offers its own unique comblnatlon of
communzty and self-help services. xrograms prov1de gervices ranglng

from peer counséling, transportation, and eeif—ﬁeiﬁ skills training to

-~
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attendant care managoment and health maintenance. fhey éiéb help
severe dIBsbllltlea. In add1t1on, there is a focus on developrng a
gense of self-worth and ab111ty in dlsabled consumers themselves,
helplng them to become more effectivé contributors in their own fam111es
and cbmmimitie 8.

The imnortance of 1ndependent 1iving support services was flrst

acRncwledged by Cong,ess in che Rehabrlttatlon Act of 1973 as part of a

shxft in program pr1or1t1es towards 1nd1v1duals with the most severe

d15ab111t1es. The Act was first vetoed by the 9resrdent in part
because of concern that the 1nclu51on of provlslons for an 1ndependent
11v1ng focus for some disabled clients mrght defuse the employment focus
of the Vocatlonal Rehabllltatlon program. Propouents of the program

argued that 1ndependenL llvtng services would in fact, contrlbute to

vocational outcomes and the Act was afflrmed over a pres1dent1al veto

vith the dlscretlonary *ndepenoenr lxvrng prov1sxons 1ntacL

In 1978, Tltle VII Part B of the Rehabilitation Act establlshed a
grant program for 1ndependent 11v1ng centers. 1In 1979 fnndrng for the
flrst ten T1t1e VII Part B centeérs was allocated. New centers were
added in 1980 and 1981 Duiiag the 1984-85 proJect year, i56 Title VII,

Part B 1ndependent 11v1ng centers were funded through 84 grant&

The Rehab111tat10n Act Amendments of 1984 extenucd fundlng for al]

current centers for one year and provlded for a new role for the
Natlonal Council on the Bandrcapped. Also included were the
requrrements for developing evaluation standards for the Title VII, Part
B Program Centers for Independent Lrvrng and the conduct of the Study
described in this report.

ihe Title Vll; Part B funds are distributed in the form of grants,

mostly to designated state units (VR agencies). The state agencies
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generally select organizations within their states with whom they
subcontract for the ééiivéfy of independent living services. The states
carry out the Title VII, Part B provisions: These providers are not in
all cases the consumer-based free-standing non-profit agencies tyﬁiééi
of the early pioneers. Rather; in some cases, Ebre traditional
rehsbilitation or social service agencies have been chosen to develop an
independent living program under their auspices: As these programs
mature, some evolve into free-standing agencies. In some cases, the VR
agencies have elécted not to participate in the ﬁiééféﬁ; but rather to
allow local bfgéﬁiiifiéﬁé to apply directly for the funds. (The Act
specifies that if the designated state unit does not submit an applica-
tion, RSA may receive applications from and make grants directly to
local public agencies or priv~te mon-profit organizations.) Thus, the
Centers that make up the current Title VII, Part B program are extremely

varied in their characteristics.

DESCRIPTION OF 7HE CURRENT PROGRAM

KSA awarded 84 giéiéé for the 1385 fiscal year that supported
activities st 156 independent living centers. Among the 121 centers
réspohd¢bg to the center mail survey, most had beén in operation for
five years or more (71%) and 292 had betn in bpéfﬁfiéh R1x years or
more. Sixty percent of the centers had been receiving Title VII, Part B
All tes of the first centers to be funded under Titie VII were still
re~e:sing funding throiigh the program.

Th: remainder of this chapter describes the orgamizational
characteristics of the centers. The services they offer and the
cousumers they serve are described in subsequent chapters. Appendix F
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Organizational Structure

grantee, subcontracting with the centers for service delivery: The
remaining 21% receive their funds directly from RSA. Only seven percent

of the centers responding to the survey aré operated directly or
indirectly by state VR agencies: (Of the nine programs operated by VR,
¢two identified themselves as direct grantees and the other seven are
receiving funds through VR.) Most of these subcontractors are free-
standing organizations (622), with the remaining programs operating
within umbrella organizations. Some centers were established by an

umbrella agency and then became indeperdent later. Thus, those centers
operation longer (6.8 years on average) than those in -mbrella ageacies
(4.7 years). Also, their annual budgets tend t~ be larger (an average
of $436,000 compared to $180,000), and they tend to be less dependent onm
Part B funding (an average of 43% of overall budget compared to 75%).

Of the 38% of the centers within umbrella agencies, 73% are under
non-profit umbrellas and 27% are within government agencies. Thus,
overall, 90% of the centers are non-profit organizations and 10% are

government agencies (of which three-fourths are state VK agencies).

Sources of Funding

As shown in Figure II-1, the Part-B-funded cenmters overall
received about 44X of their funding from Title VII, Part B granmts, with
over half of their funding coming from other scurces. The total federal
share of costs, including other federal sources, was almost half the
total budgets of these centers. The state share comprised about 24%,
almost 8%. It is important to note that Title VII, Part B grants

provide funding to about half of the independent living centers
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Figurc II-1

Sources of Funding for the Part B

Centers for inaepéndent Liviqg

STATE (23.9%)

PART B (43.5%)
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operating nationwide: Those programs not récéiviﬁg Part B funds during
1984-85 were not included in this study, but other sources suggest they
may bé similar in terms of range of funding levels. If this were the
case, then Part B funds would account for about one-fourth of the total
costs of independent living programs nationwide.

The median budget of respondent centers was $240,000 (mean =
centers had budgets under $175,000 a year, while amother third operated
on over $300,000 a year. Less than half (447%) of all centers received
more tham two-thirds of their annual funding from Part B, while over
bpé-fﬁdrth (28%) have less than 33% funding from Part B. This 3i§tribﬁ:
tion may indicate that most centers address priorities and objectives
other than or in addition to those set by the federal govermmerit.

Part B funding grants per center ranged from $1,500 to $400,000 and
from 6% of center funding to 100%, with the median grant being $130,216
and the median percent of funding from Part B being 58%7. The smaller

the center, the Ligher the proportion of funding that came from Part B.

Use of ?art ﬁ Funds

The extent to which Part B funds various activities or component s
of a center's budget varies dramatically. Among respondent centers, 24%
reportedly use their Part B fu.ding for specific disability groups, and

39 for specific staff. Most centers merge Part B with other funds in

their intermal accounting of expenditures; thus; 68% of centers report
that their Part B funding is used across ail center activities, while
32% reported using the funds for specific services: When Part B funds
are specifically targeted, the services suppnrted fiost often ape

vices. Advocacy and information and referral services are also
frequently supported by Part B monies.
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Among centers using Part B funds for specific disability groups,
most often funds are targeted to serving individuals who are blind or
visually impaired. Some certers also target Part B funds to other
groups such as individuals who are mentally retarded, mentally ill, or

br-in-injured or to those who are deaf or hearing-impaired. A few

positions rather than mérging those funds into the center's genétai
budget, a fourth of the staff positions supported are administrators, a
fourth sre support staff positicns, and half are direct service
positione.

ceuter in their importance, and in how they are used. The more years
the center had been in operation and the larger the overall budget, the
more that Part B funds are used to fund specific services. The fewer
the years in vperation, the higher the proportion of a center's budget

Part B is likely to comstitute.

Cost Per Consumer Served

The average cost of direct services across the total program was
$435 per consumer served (median = $353) over the last year, of which
44% (or $191 per consumer) was provided by Part B funding. The range
cost of $37 to $5,000 per consumer served. Centers with the highest
cost per consumer receiving direct services tended to be those (1)
devoting more of their efforts towards information and referral activi-
ties, (2) those in operation fewer years, (3) those with larger annual
budgets, and (4) those centers serving exclusively rural areas (see

Table IX-3).

Ae
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Staffing Patternms

During 1984-85, a total of 1,564 incdividuals were working during
1984-83 in the 121 centers responding to the mail survey. On average;
each center had 13 staff positioms. Of the total staff for the centers,
182 filled administrative positions (an average of 2.4 per cemter), &45%
provided direct services (an average of 5.9 per center); 20% filled

per center.

Geographic Service Aiea

Independent 1iving centers funded by Part B are located im all of
the 50 states, the District of Columbis, as well as in Puerto Rico, the
Virgin Islands, and American Samoa. Some 20% of centers are set up to

serve their entire state, rather than being respousible solely for

metropolitan; rural, or suburban areas. Of all respondent centers, 24%
serve exclusively rural areas, 45% serve urban (central city) areas, 10%
suburban areas, and 20% mixed areas {principally statewide centeérs

including rural, urban and/or suburban areas).
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III. CHARACTERISTICS OF CENTER CONSUMERS

In response to two of the evaluation issuee outlined by Congress in

Section 711(c)(3) of the Rehabilitatiom Act, this chapter describes the

characteristics of the consumers served by the Title VII. Part B inde-
pendent living centers. Specifically, Congress has required information
and "(B) the extent to which individvals with varying handicapping
conditions were served."

The evaluation standards, developed for this study using the basic
framework provided by the Congressional questicns, include three stan-
dards that address these issues in more de<ail: Standard 2 (Target
Population) states that centers should have a "clearly défined target
includes a criterion that centers set "specific objectives for numbers
and disabilities of individuals to be served;" and Standard 12 (Evalua-
and types of individuals served.”

The following discussion is based primarily on data gathered
tﬁtdﬁgﬁ mail surveys of centers and consumers. The consumer population
is described in terms of the numbers of individuaisrservéa by the
centers, Lhe types and severity of their disabilities, and other

selected demographic characteristics.

NUMBERS OF CONSUMERS SERVED

The 121 Part-B-funded centers that responded to the Center Mail
Survey reported providing services to approximately 48,100 consumers
over a onme-year period, and to an additional 13,800 individuals who

were not disabled (e.g., family, friends). Centers variea dramatically
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on their budget size and other factors, but on average provide cirect

services to 400 disabled individuals annually (with the median center
serving 219).

The centers surveyed also reported an additional 56,000 iudividuals
to whom they had provided inforwational and refe ral assistance. Many
centers did not collect demographic data on these individuals and many
do not consider them to be "consumers." Thus, while information and
referral is an important component of the centers' service package (and,

fedo

is, in fact; identified as a primary service in the evaluation stan=
dards), individvals who received only information and referral
assistance are not included in the population described here.

TYPES AND SEVERITY OF DISABILITIES

As illustrated in Figure III-1, Part B centers provided services to

a cross-disability population, with orthopedically disabled impairments

impairments (12%). Mental illness and mental retardation were the
smallest groups Teported, together comprising 8% of tle consumer popvla-
tion.

Slightiy less than half of the centers served consumers from each
of the six major disability groups, and 88% served more than one dis-
ability éféuﬁ. Only 112 of the centers limit their services to consu~
mers iu one major disability category. (See Standard 2 iu Appendix D

for more detail on these findings.)

the age of 22, There is an equal diatribution (29%) between those
dicabled since birth and those who became disabled as children, adoles-
cents, or young adults.
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Figure III=1
Primary Disabilities of
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Because centers have never been required to maintain records that
identify consumers by the severity of their disability, it is difficult
to determine the proporticn of consumers who have severe disabilities.
Data from the consumer survey, however, provide several indicators that
can be used to estimate the number of severely disabled consumers.
indicates the presence of a severe disability that ¢ its the ability to

work., An additional proxy was constructed by totaling the number of
individuals who responded positively to at least ome of the following:
major disability of blindnmess, use of an electric or manual wheelchair,
use of & seeing eye dog or white cane, or use of an attendant.
abilities.

DEMOGRAPHIC CHARACTERISTICS

The consumer mail survey provided demographic detail about

consumers from the 36 sample centers. This section discusses findings
relating to age, gender, ethnicity, educational attainment, income
levels and sources, vocational rehabilitation client status, and living
arrangements.

Independent living center comsumers were distributed almost equally
among males and females, with females slightly predominating (54%).
Table III-1 presents the age distribution of center consumers: The
median age of consumers was 38, and 80X were between the ages of 21 and
60. However, centers also served a sizable portion of adults over the

age of 61 (14%).
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Table Iil-i

Distribution of Center Consumers by Age

_ hge e % 4 |
Under 21 54 5.5%
21-40 504 51.5
41-60 281 28.7
61 and Over 140 14.3
___ToTAL o 918 100.02
Ethnicity

As Teble III-2 shows, over three-quarters of center consumers are
White, and the remaining racial and ethnic groups each are represented
bution of ethnic groups in the general U.S. population which illustrates
that each minority group is under-reprecented among this sample of
center consumers except for those in the Native American category.
of Native Americans. Blacks appear to be the minority group most under-

served by independent iiving centers.

Educational Attainment

Slightly over onme-tnird (34%) of consumers have not completed high
school; and one-fifth (19%) have no formal training beyond the ninth
grade (see Table III-3). However, over onme-third (342) of center

consumers have received at least some college-level education.

,
N
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Table 1I1-2

Distribution of Center Consumers by Ethnicity

Compared to the~CEﬁer§i~§bgpiation

) i of Géneféi
Population (1980)1
83:1
11.7

. Consumer Survey
Race/Ethnicity § o
White 768
Black 69
Hispanic 5 5.7 6.4

Asian 9 9 1.4

Native American 55 5.6 6
Other 22 2.2 3.1

TOTAL 1 979 100.0% 106 .3

JSoﬁrée is U.S. Census, 1980. Total is greater than 100% since
Hispanic people may be of any race:

Table I11°3

e i S S
Educational Attainment of Center -Consumers

Education Level N | %
Léss than Ninth Grade 85 19.0%
Some High School 67 15.0
High School Completion 135 30.2
Some Ccllege 103 23.0
College Degree 28 6.3

TOTAL 447 160.0%

Some Graduate Work 22 4:9

*At time of first contact with independent living center, Total N is
smaller than for most data items because the question was asked of
caly those who reported a change in educational level since frst con-
tact with the center.
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Income Levels and Sources

Table III-4 shows that Eeéri§ four out of five consumers (79%) have
an annual income of less than $7,200 and that over half (58%) iéﬁéié
receiving less than $4,800 per year.
Table III-4

Income Levels of Center Comsumerc®

Monthly Income T R S
Less than $199 % 22.2%
$200 to $399 155 35.8
$400 to $599 92 21.2
$600 to $799 29 6.7
$800 to $999 25 5.8
$1,000 to $1,999 25 5.8
Over $2,000/month 1 | 255
_ TOTAL 433 leg.ex

*At time of first contact with independent living center. Totai H is
smaller than for most data items because the question was asked only of
those who reported a change in income level since first contact with

the center.

As mentioned eaiiief, 57% of Ebﬁgﬁﬁé;E teﬁorted that their ingomé
source is Supplemental Security Income (SSI) or Social Security Disabi-
lity Insurance (SSDI). Nearly ome-fifth (19%) of consumers receive some
income from earnings (for more detail see Standard 2 in Appendix D).

Vocational Rehabilitation Client Status

VR clients, and nearly oné-third (30%) currently have an Sﬁéﬁ case file
with VR. Many of these consumers vre independent living centers as a
complement to the VR gervices, and ﬁény became VR clients through

referral by a center.

o
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Living Arrangements

Table III-5 displays findings related to consumer living arrange-

ments.
Table III-5
Living Arrangements of Center Consumers
Living Arrangement | B S D 2
Institution/Primary Care Facility 107 13:2%
Parent's Home 236 29.1
Supervised or Tramsitional Residence 23 442
Cooperative or Shared Residence 30 3.7
In Ovn Home or Apartment 374 461
Other 30 3.7
TOTAL -~ | et |7 to0.02

*At time of first contact with independent living center.

Although 94% of consumers are over the age of 21, only 46X live in théii
ovn home or apartment. The institutionalized population, though a small
proportion of consumers served by centers (13%), is still & Bsizeable
group; indicating that at least some centers are targeting this group

for services.

SUMMARY
Independent living centers responding to the survey provided direct

services to more than 48,000 disabled individuals this year. While it
is difficult to describe a typical center consumer, that person is
likely to be white, orthopedically and severely disabled, about 40 years
old, and nearly as likely to be msle as female. The average consumer
probably has mot participated in post-secondary education and survives

on a very low income, more likely than not from SSI or SSDI. Finally,
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the consumer most probably has been or is currently a VR client, and is
equally likely to be living independently as in a supervised setting
(iﬁéiﬁ&iﬁé with parents) at the time of first contact with an indepen-
dent living center.

In addition to providing direct services to disabled consumeis, the
centers reported providing services to almost 14,000 nondisabled
individuals (parents, friends): They &lso prrvided ioformation and
referral assistance to ar additional estimated - 00 individuals over
the last year:

The above summary cumbers of clieénts served are for the centers
which responded to the survey questionnaires, some 121 of the 156 total
centers funded under Part B. Extrapolations to the total population of
Part B centers ere féééiﬁié, if one multiplies thé survey response
aggregates by a factor of 1.28, representing the ratio of the total
funding for Part B centers to the total Part B funding received by the
centers which responded to the survey. The assumption is that the
funding level of a center is an important measure of how much service
snd client and community impacts a center can achieve. (The analysis of
nonresponse suggests no obvious differences between the 121 respouding
centers and the nonrespondenits.) The respondent centers é&hﬁriéed 77.6%
of all the Part B-funded Eéﬁféié; and 77.2% of the total federal fﬁhdiﬁg
for Part B centers; we thus will assume their achievements conserva-
tively comprise 78% of the total acbievements of Part B centers in
services delivered and ciient and community impacts. Given this assump-
tion, we would project that the overall Part B centers program
ﬁatianaiiy provided direct eervices to more than 61,400 disabled indi-
as well as information and Eéféiiii-aﬁii assistance to an additional

71,700 individuals during the last year.

A
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IV. SERVICES PROVIDED BY INDEPENDENT LIVING CENTERS

In section 711(c)(3) of the Act, Congress has called for & descrip-
tion of "the types of services provided by the independent livimg cen-
ters." This chapter describes the extent to which various types of
services are provided; and variations in provision of services to dif-
ferent kinds of consumers. The legislative .~ovisions suggest a range
of possible services that centers might provide. These were specified
in more detail Auring the development of evaluation standards. Standard

dard 6 designatzs information and referral as an additional primary
gervice.

services studied would have been prohibitive not only in terms of
analysis but in terms of survey data collection burden. However, during
site visits more detailed descriptions were obtained in order to provide

examples of the service approaches being used.

The findings presented in this chapter are based on data collected
through mail surveys of centers and consumers, which _ra supplemented by
qualitative information collected during on-site visits: In the mail
survey, centers were asked to provide data on the numbers of indivi-
duals receiving services in each category and the number of service
units provided. As anticipated, in the absence of standardized
reporting requirements there was variation across centers in the defini-

tion of units used to report service data. While several fairly common



36

alternatives have emerged from the field (e:g:, contacts, hours, znd

time increments), in total, more than 40 different types of service
units were reported across all of the services and centers. No more
than a Eﬁifé of the centers used the same unit measure to report ser-
vices delivered for any of 18 services surveyed. (See the Standard 12
discussion of service unit data in Appendix D). Thus, it is in- asible

to measure the extent to which services were provided by aggregating the

802 for all but four of the services) providing each service, however,
did provide data on the numbers of consumers receiving services. 1In

addition, consumer mail survéy respondents were asked to indicate the

services they had received from the center.

THE EXTENT TC WHICH "CORE" SERVICES WERE PROVIDED AND RECEIVED

Table IV-1 illustrates the broad ramge of services provided by the
centers and the numbers of individuals réportéd by the centers as
teceiving each. While centers varied greatly in terms of the range and
particular combinations of services they provided, theré are a number of
services that were common across most of the sample. The thrse ser-
vices rrovided by the largest percentage of centers were independent
living skills training (93%), advocacy (87%), and peer é&u;seiing (862),
the three services designated as "core” in the evaluatioh standards (see
Figure IV-1). Moreover, 75% of the centers nffered all three of these
services.

While centers obvibusiy varied in the number of consumers served in
each ares, &éﬁéidiﬁé upon center size and other factors, over the course
of a year, centers provided advocacy services to am average of over 200
consumers (median = 80), aad independent living skills training and peer
tr eling to over 100 consumers (ﬁééiéhé = 70 and 40, respectively).

,,,,,

The .dentification of these services as "core" services by the major
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constltuenc1es involved in developxng the evaiuat1ou standards under-

scores the fact that these services have emerged as common themes in the
de11Very of gervices to promote the achxevement of -ndependent 11v1ng

goals. Hovever, the dxstr1bnt1on of services received by consumers was

dent iiyiné skills training) was also reported as betng provxded by the

hxghest number of éenters, more consumers reported rece1v1ng housing
and soc1al/recreation services than the two other ":ore serv1ces (advo-
cacy and peer connsellng) tess than 50% of the consumers who responded

to the survey part1c1pated in any of the core services (1ndependent

11v1ng sk111s tra1n1ng, advocacy or peer counse11ng) Thus; while these
services from the centers' perspectlve seem to be necessary to meet the

service needs of the consumer popuiatxon as a wvhole, on an individual

level they may not always be required. Im fact, consumers tended to use

a geléction of services from among the ﬁaay offered and seemed to vary

widely in terms of the perticuisr combination of services they used.

dhlle the core services were offered by the majorlty of 1ndependent

variations in hov these services have been def1ned organ1zed and

dellvered by individual centers, as descri bed in the follov1ng sections.

Advocacy
The concept of advocacy support to consumers has two dimensions;
Pirst' center staff encourage consumers to take act1on on th91r own

behalf asststtng in problem solving, Suggest1ng strateg1es, and, in

some cases, prov1d1ng formal advocacy training: This type of assistance

is prov ded to consumers 1nd1v1dually, as well as in gronp sett1ngs

wvhere peér interaction is felt to enbance the prQCess. Second, the

59
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Table IV-1
Types of Services Offered by Centers for Independent

Living and Consumer-Reported Receipt of Services

Center-Reported Reported

1 Centers —
Providing o 2 Congumers
S Service # Consimers Who Receive
Service | (N=121) = Served Services
IL Skills Training 932 12,142 28%
Advocacy 87 20,142 23

Peer Counseling 86 10,855 28

Professional Counseling 29 1,297 -
Other Counseling 56 3,731 208

ool

Legal and Paralegal 20 1,29
Housing 82 9,506 29
Equipment 61 4,204 25
Transportation 67 9;1é2 29
é&éiii[ﬁecreation 62 5,534 29
Educational 39 2,337 14
Vocational Services 43 3,323 13
interpreteriﬁeadéri

Other Communication 53 4,673 6
Attendant/Homemaker 69 7,385
Electronic Services 9 616
Family Support Services 38 1,980 ==
Information and Referral 84 52,395 64
Other 3t 4,233 6

81ncludes professional counseling and family support service
categories.
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center staff may take direct action on behalf of consumers when this
seems appropr1ate, i.e., to rake calls to or meet wlth relevant parties.

Advocacy was the service that centers reported prov1d1ng to the

largest number of consumers (26 142) other than 1nformat1on and
referral: As illustrated in Table IV-2, aaVbcacy services were used by
all dlsab111ty groups, although somewhat more by individuals with ortho-

pedrc 1mparrmente than other grOups. Table IV-3 shows the statrsttcally

services they rece1ved As shovn in this table, there appears to be no

s1gn1f1cant differences in the use of advocacy services across

d1sab111ty groups;

Independent Living Skills Training

Almost all (932) 1ndependent 11v1ng centers offered some type of
independent 11v1ng skills training, but site visits h1gh11ghted substan-
tial variations in vho condncted the skills trarnrng, content' where

tra1n1ng occurred and the extent to which tra1n1ng is formalized. In

some centers, there is a trend toward h1r1ng reg1stered nurses and

occupatxonal theraprsts to provide hea1th- and self—care-related skills

training. Other §taff cover non-self-care areas reiated to consumer

righta, financial management, or coping with pereonai issues. Some
centers prefer to emphaslze a peer role modeltng service approach rather

than offering skrlla tra1n1ng as & separate service because they feel

that it puts staff in a teach1ng role, taking avay from the "peer"

aspect of the relationehip;

Independent 11v1ng skills trarnrng may occur at the center, in
eonsumers homes, or at a commun1ty locatlon. Some centers v151ted
of fer tra1n1ng through groups, others only on an 1nd1v1dua1 basis, while

otheré offer both: There is a trend for centers who offer more struc-

61
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.~ Table IV-2
Extent of Consumer-Reported Receipt of
Core Services by Primary Disability

- -— - Percent Consumers Receiving

N : SR Peer
Disability Total | Advocacy |  ILS Trainimg | Counseling

Visual Impairment | 210 22.9% 33.32 25.22
Hearing Impairment| 126 17.5 27.0 21.4
Orthopedic Impair-| o L o

ment 676 26.0 25.6 28.3
Mental Illness 54 22.2 bbb 40.7
Mental Retardation| 52 17.3 61:5 23:1
btﬁer,ﬁisabiing ) S , i

Conditions 260 21.5 31.2 26.9
ﬁuiiipie Dis- : o

abilities 169 18.3 0.8 23.7
All Clients | 990 |  23.0 28.2 28.0
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Teble IV-3

Relationship Between Primary Dissbility and Consumer Participation in Services.

Services Received/

~ Visual
__Disability - Impairment

Hearing
Impairment

Orthopedic Mental

Impairment Illpers

Heotal

—

Other Disabling

Retardation — _ Conditions

I and R

Advocacy

118 Training

Peer Counseling
Othier éounseiing
iegai

Housing

Equipuent
Transportation
Social/Recreations]
' Bducational
Yocational
Comunication
Persotal Assistance
Electronic

Other

028

.008%

027

005+

007

_;657

- 045

007

,008%
014

=,009%

;001*

-;605*
-,040

027

~.001*

038

Lpased on Pearson Correlation Coefficients; relationship s+ (f}cau. at .05 level

*Relationship significant at .01 level

0
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centers reported greater success in obtaln1ng fee-for-servize fundxng
from other agenctes than centers v1th more xnformal or unstructured
approachea to independent 11v1ng skills traxn;ng.

In addltlon to being the service that is ffered by the greatest

aaaséi of Eéﬁtérs; independent iiviug skiiis traln1ng is aiso tﬁe

(28.2%). 4s shown in Table 1v-2, 1ndependent lrvxng sk1115 training was
received by at least one-fourth of every disability group, and by even
larger proportions of individuals who are aéiéaiiy retarded or mentally

i1l.

Peer Counseling

The central comcept inm peer éeuuse?ing is that persons with dis-
abiiities who have struggled for independence can best help others who
are trying to c0pe vith that struggle. Peer role modellug is thus at
the heart of the peer counse11ng process. As with the other core ser-
v1ces, however, site visits h1ghr1ghted extensxve vartatxons ic how tﬁié
service is 1mp1emented One urea of variatiorn is in the def1n1t10n of

peet," or ggg dellvers pééf &éﬁﬁééiiéé ééi?iééé. In some centers,
peer counselors are unpald volunteers ¥'o work with their disabled peers

under the supervxston of center staff or as part of a network of peers

wvho are available to eack otker for wurual support within the disabled

communlty. As unpatd olunt 15, they remein true peers by rema1n1ng
distincy from paia staff In s*o:r centers, pa1d staff with disabili-
ties prOthe peer COUDSE:]dg uud rn some cases are rt,ulred to heve
counsellng or other proffss*ona] g;a;1f1cat1rts. There are also varied
degrees of emphasxs on the JLabII'L) of the -eer couuseibi; vith some
centers carefully mate ing :1ik- ¢i-. l;111t-y -_vpés; others e-couraging

consumers to get to know ind. 1ivuals irh othe. tyrveés of disabilities,

ity
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and still others dététhiﬁiﬁg the importance of disability-matching

accord1ng to the consumer's spec1f1c objectives for the peer relation-
ship.
A second area o‘ Varratron in peer counsellng approaches explored

dur1ng the site visits was in how services are prov1ded. In rome

in others peer discussion groups may convene, or one-on-one counseling

might occur on a more 1rregu1ar— as-needed basis. In some cases peer

counseling is highly s*ructured with establishment of specific coun-

geling goals and careful mon1tor1ng of progress. Finaiii; in some

Ee}ters, peer counseling is viewed as occurring naturaiiy as part of r*

service de11very Frocess 1nvolv1ng all staff vxth dlsaﬁllltxes in t‘

ougo1ng vork v1th consumers, :ather than as a d1st1nct service cc
ponent.

Peer counseling services were p;oviaea by 86% of the centers Sui-
veyed, and were received by almost as many consumers as received
1ndependent ltvrng skills traiﬁiﬁé (28%). As shown in Table IV—E; peer
counseiing services vere received by over oné—fifth of individuals in

every dxsabxltty group, with somewhat uore ut111zatron by 1nd1v1duals

having mental illness as the1r primary disability (40.7%Z). Table IV=3

confirms that th 8 is a statzstrcally s1gn1f1cant relatxonship, and

réééiVe peer counselrng services than other groups. This zonfirms site
receive many of tﬁei; services tﬁroﬁéﬂ other pragrams and, while often
re1y1ng heav11y on 1no°penent 11v1ng centers for spec1f1c serv1ces, tend
to be part of & somevhat lnsular community and part1c1pate less in more

1nteract1ve services such as counsellng and recreat1on.
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information and Réferrai

(advocacy, 1ndependent lrvrng skills trarnrng, and peer Counsellng)
lnformatxon and referrzl was also desigrated as an additional pr1mary

service. Centers reported prov1d1ng information and referral assrstance

to an average of over 200 1nd1v1duals per year, a much rarger number

W —— 4 — = % =

than any other service: Many of hese 1nd1v1duals recerved onlz'I& R

services and are uot considered by most centers to be consumers in the

game sense as individuals recervxng other, more drrect serv1ces. Many

centers vrsrted drd uot follow a formal intake procedure for individuals

merely request1ng informaiion and referral, and some did not bother to
collect identifying or demographic information. 6ther centers placed a

greatcr emphasis on I &R and used follov-up proced res to track the

extent to which indiﬁiduais I & R needs were met. In fact, some

centers encouraged 1nd1v1dua1s who requested I & R more than once to go

tbrough the regular Intake assessment process because repeat I & R users
often had unmet needs the “e center could help v1th more d1rectly;
The consumer sample was comstructed to exclude "I & R only" consi-

mers becaus : (1) it was expected that I & 2 R by itself would contribute

only 1ud1rect1y to outcomes, (2) 1dent1fy1ng the sample would have been
1mposs1b1e for those centers who do not collect 1dent1fy1ng information
such limited contact v1th the center would be less 11ke1y to take the
time to complete and return the survey. However, consumers of direct

gervices aiso make use of I & R assistance. Almost tvo-tb:.rds (64%) of

tbe cConsumers respond1ng to the mail survey reported bav1ng received

I&R ass1stance.

66
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QiHER TYPES OF SERVICES PROVIDED

Legal and Paralegal Services

Legal and paralegal serviceés are prov1ded to assist consumers in
adm1n1strat1ve appeal processes and protectrng legal r1ghts. Some of tbe
centers v1s1ted prov1ded consumers with the information needed to enable
them to act on their own behalf in matters that rnvolve an appeal or
legal process. Often the matters of concern related to financial bene-
f1ts or social assistance programs wrth clearly spec1f1ed appeal
processes. In other centers, staff reported assxst1ng more d1rect1yt
acr1ng on behalf of the consumer, and may have consult1ng srrangements

with an attorney in the community for more complex issues. Center

surVey data 1nd1cates that 20X of centers prov ided some form of legal or

paralegal assistance; Only 8% of consumer respondents iépaiiéa

receiving legal or paralegal services.

ﬂousiég
Referrai service to acCess1b1e and]or subs1d1zed hous1ng ir. tbe

commun1ty was the most frequently cited form of housxng ass1stance
w2ntioned by the centers v1arted lhls service often also 1nc1uded
assxstlng consumers to obtain eligibil1ty for subsidized nonsing and
developlng éxtensiv relattonshxps thh property ownérs and ﬁouéiig

zseistance agenc1es. Acother approach employed by centers to maximize

hous1ng optlons vas to provxde roommate matchlng services. Some centers

hed special fundés %o assist consumers in makrng necessary hone modifica-
tions; others referrrd consumers to avallahle resources iIin the
commun1ty. Whlle obta1n1ng permanent hous1ng was the goal of most
hous1ng efforts, some centers mainteined directories of emergency

housing services and hotels. Emergeccy ﬁonsing vouchers, often
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coordinated tﬁrooéh local velfare agencies, were provided in emergency
situations for short-term Btays.

A few centers provided housing directly, either on-sité (oftem as
part of a program coordinated with an umbrella agency) of in selected
housing fééiiiéiéé in the éoﬁ;unity; ﬁousiﬁé services were provided by
most centers (822), and these services wvere recerved by 29% of the

consumer Eééooﬁaéﬁté. As shown in Table IV-3, there were fio s1gn1f1cant

correlations between type of dlsablllty and whether housing services

were received.

Egu1pment

Most equ1pment services to consumers 1nvolved 1oan1ng or main-
Eéiﬁiﬁé and repa1r1ng mobility and assistive aids such as wheelchairs,
valkers; and commodesa Centers aléo ééé;é& Qé ; ?éféi%éi source for
consumers interested in obtaining or séiiing used equ1pment. A majority
of centers (61%) reported prov1d1ng equ1pment SeTVices to consumers.
One-iﬁirtér of the consumers responding to the consumer survey reported
receiving these services. Consumers with visual 1mpa1rments were more

iikély thas cther d;":siirty groups to use equ1pment services, while

those with mental illnes: were less 11ke1y to use these services,

Some centers vh1ch were v1a1ted provided transportat1on d1rett1y
and operated vehicles prlmarlly used to transport consumers to the
center for apporntments and activities. 1In a fev centersi a center van
vas also used to transport consumers to medical appolntments. Site

Visits reve ai=d, however, that insurance and malntenance costs have

forced come centers to discontinue prov181on of thxs . "rvice;
Instruction and 1nformat1on about ava1lab1e accessible prlvate and pub-

lic transit services was anorher transportatlon rervice offered to

JD
A
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consumers, Howtver, 8omé communities had limited 0ptx6ﬁé for comsumers
and the lack =f accessible public transportation remained a serioiis
problem. Transportation services were provided by 67% of the centers.
Twenty-nine percent of consumers reported that they received transporta-

tion services.

Social and Recreational Services

Formal and informal opportunities for socialization were provided

pursue ordinarily becauseé of ptvsical limitations: Sowe centers were
also important clearinghouses for inform:tiom about recreational activi-
ties at the community and state level that are specially adapte . to
encourage participation by diszbled people. Social and recreational
activities were provided by many of the centers (62%). Consumer Mai}
Survey data indicates that 29% of respondents participated im socizi and

recreational activities offered by their centers.

Educational Services

Some centers offered services to assist consumers in pursuing their
educational goals. These varied from assisting families of disabled
children with the IEP process; to providing educatiomal courseling and
learning support services to college students. One center visited alzo

offered remedial education to adults wighing to complete their high
school equivalencies. Educational services were provided by 36% of the

centers. Fourteen percent of consumers responding to the survey

reported receiving educational services:

e
I
”~
td |
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Family Support Services

Geared to family members of disabled consumers, these services

provide counseling support and information. The trs.isition to indepen-
dent living is often facilitated for many consumers by family under-

standing and support. This service was provided by 30% of the centers.

Vocational Services

Most centers that provided vocational services did not have multi-
level vocational programs that work with consumers at all stages of
vocational development. The fiw that did were often part of umbrella
ager:ies that had long-standirs vocatiinal programs. Ceiitzrs often
coordinated sérvices with ather &jen .#8; such as the state ¥x agency
and local employment develupum::: yivzirams. A féw centers viferei pre-
vocational adjustment program: i< jrepare consvmers for trairing. Otber
centers assisted consumers with rasume writing and job search skille and
provic ’ placement follow-up survices. A few wouters had received
graots to start specialized training progrezms in areas s.:h &5 computer
specific ¢isability §t6ﬁ§§; Vocaticnal services were provided by 43% of

centers and received by 13% of consumér respondents;

Interpreter, Reader, and Othsr Communication Services

was telephone assistance for hearing-imipaired consumets through i.p
relay. The center was often a consumer's primary mechanism for informa-
tion exchange. Somé cénters also provided interpreter services for
hearing-impaired consumers, or maintained referral lists of
interpreters. In addition; many centers assisted consumers with visual
impairments Eﬁiéﬁéﬁ braille services and reader referral. Slightly more
than half (53%) of the centers provided communication services. Orly a

7

£
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commupication services.

Attendant and Homemaker Services

Most of the centers visited provided attendant and homemaker
services through maintaining a registry of available attendants for
consumers to bite. While centers recruited and screened potential
and approve the ettendant. Many centers provided consumer trainiog in
selecting and manapging Attendants. Consumer 1s are often developed
by centers for this purpose. Some céntérs ranm training programs for
attendants to increase the aiiéﬁaaﬁEE'Eiaaiéagé of disability-related

issues and to teach attendant caré skills. A few centers administered

and homemaker services and almcst ome-third (302) of consumer

respondents reported receiving such services.

Electronic Services

Electronic services involve providing consumers informatiom about,
aciess to, or loan of electronic equiptment such as specially adapted
computers or environmental control systems. Only 9% of centers provided
this service to consumers, and only 5% of the consumers in our sample

CENTER SERVICE PHILOSOPHY

While many of the services described above are similar to services
provided by other social service agencies, the delivery of services
through the Centers fo: Independent iiving Frogram is considered
distinct from other approaches in terms of service philosophy. The

71
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evaluation standards specify several components of this service ﬁEilBéB-
phy considered important to the program: use of peer role models, promo-
tion of self-help and self-sdvocacy, consumer definition of his or her
own service "ieétiﬁéb; and consumer control orf his or her own service
&éiiiéfy. As shown in Table IV-4, centers generally reported a high

centers reporiing a strong emphasis on use of peer role models; and 97%
strongly emphasizing consumer self-help and self-advocacy. Data from
the rcviaunity agencies confirmed that the independent living service
;tii.. phy was indeed emphasizéd by most centers (Table IV-5).

B

range of differ nt types o" services, with variations in how individual
services were pié@idué; and i’ how service records were maiutained.
Almost all céaters of ered each of the "core" services identified as
fundamental services in the evaluation standards (independent living
skills training, peer counseling, and advocacy), and three-fourths
provided al] toree of these services: On the other hand, less than half
of the consusers ¢ :éyéd received any of these services. ihus, while
not necessarily "core" from the individual consumer's vievpoint, givéﬁ
the diversity of consumer peeds.

Most centérs offered ivformation and referral services, as
stipulated in Standard 6. Alpast two-thirds of direct service consumers
&lso received I & R services, in addition to the many individuals
receiving only I & R services who were not surveyed by the evaluation
and, in wany cases, who were not icecntified or counted as consumers by

the centers they contacted.
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Table IV=4
Center-Reported Emphasis on Independent Living Service Philosophy

% of Agencies
Giving High

Philosophy Component Pating (4 or 5)*| Mean
S (N =121) Rating*
Peer role models 93% 4.6
Self help and self advocacy 97 4.7
Consumers define own service objectives 82 4.3
Consumers control of own service delivety 81 4.2
Average across all four components - 4.5

*Based on rating scale of 1 (not an emphasis) to 5 (Stfbﬁé emphasis).

Table 1IV-5

Community Agsi:v Assessment of Center Emphasis on

Independert T.iving Service Philosophy

% of Agencies
: o Giving High N
Philosophy Component Rating (4 or 5)* Mean
B (N =-100) Rating*
Peer role models 75% 4:1
Self help and self advocacy 84 4.2
Consumers define own service objectives 59 3.8
Consumers control own service delivery 51 3.6
Average across all four componments __ 3:8

*7 _ P S . . fo el - - - .
Based on rating scale of 1 (not an emphasis) to 5 (strong emphas:s .
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All but one of the other 1] sérvices included in the evaluetion
gtandards (ﬁiéféééiéﬁéi and other counseling, legal and oar<legai ser-
vices, bhousing, ecuipmeént services, trar.pc:itation, sociel snd recrea-
tional Séfviééé; education, family éui:porE, vccational services, inter-

preter and communication services, sttendarct and homemaker services, and

centers.
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V. CONSUMER OUTCOMES

Independent Living Program is the assessment of its affecté on
individuals receiving services: In Section 711(c)(3) of the Act,
Congress asks "how services provided contributed to the maintenance of
or the increased independeni:é of handicapped individuals assisted."
Unfortunately, there are no simple and widely accepted measures for
the outcomes of independect living efforts akin to the employment and

This chapter reports on the achievement of consumer outcomes in
these many varied areas. Achievement is measured in several ways:
First, in the center mail survey all centers were asked co report the
number of consumers achieving specific positive outcomes based on center
records. Accountability for specific consumer outcomes represented a
dramatic deyarture for many centers from their traditiomal data collec-
tiza and reporting practices. Even those centeré which were already
monitoring outcomes did not have data collectiom and monitoring proce-
dures designed to provide direct data for each of the areas of concern
in the evaluation standards. Thus, a data category used by a center

might merge several of the requested categories into one. Still other

centers may have lacked some data items altogether, lacked au ability t
readily access “heir data, or perhaps not have targeted that type of

consumer goal. Estimates were permitted in these cases but reanaiyzéd
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with site visit observations. (The analysis found no cignificant dif
ferences in lévels of achievement between those centers using exact
duced no obvious bias towards over- or hﬁéé?—iéﬁbifiﬁéJ

Because the lack of common su*some HEaSUres was anticipated, the
study also collected survey data directly from the consumers themselves.
The consumer mail Eﬁfﬁéj examined outcomeés in two ways. One group of
juestions asked consumers whether they improved or maintained their
situations in five key areas (housing, education, employment; inccme,
and transportation) since first contact with the center, and the extent
to which the center Eéiﬁéa to bring about any itiprovements. A sécuid

wmight have experienced in the areas specified in the standard.

CENTER-REPORTED OUTCOMES

Table V-1 summarizes consumer achievemeits as reported by the
centers. Over 58,000 positive outcomes Wwere reporteéd by the responding
centers, in many différent forms.l The most frequertly reported
achievement is securing services for conmsumers through referral to sther
bf&éf&ms, reflecting the extensive information and referral efforts
observed during the sits visits: (These referrals are in addition to
referral services (I & R) are not considered clients of the centers in
this analysis and are not included in the counts of outcomes being
reported here.) Over 5,000 consumers were reported as achieving each of
the féiibéiﬁg outcomes: learned to use public or other tranmsportation,
cbtained financial benefits, acquired assistive mobility and/or

communication aids, acquired attendants or homémakers, and acquired
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Consumer Qutcomes Reported By

ble V-1

Centers for Independert Living

# of Consumers -
S Reported as - - % of Total 7
Type of Outcome 7 Achieving Outcomes/ Outcomes Achieved
Obtained Housing Modifications 7 o

to Improve Accessibility 2,254 3.9%
Moved from Institution to Less o -

Restrictive Setting 2,030 3.5
Obtained Financial Benefit 5,542 9.5
Learneéd to Use Public/Other -

Transportation 5,941 10.2
Acquired License to Drive 264 .5
Acquired Attendzpnts, Homemakers, o _

Etc. 5,033 8.6
Acquired Readers or Interpreters 5,021 8.6
ohesines services by meterral | |

to Another Program 15,210 26.1
Became Able to Carry Out o )

Household Chores 3,653 6.3
Acquiréd ﬁobiiityi Communication

or Visual Aids 5,472 9.4
Achievec Educational Gnals 1,818 2.7
Obtained Employment 1,548 2.7
Registered to Vote 2,639 4.5
Gained Membership in Community o o

Groups 1,170 2.0
Other Outcomes 692 a2

| TOTAL 58,287 | 100.02
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readers or iﬁféfﬁféféf&. Over ? .50 zoLsumers v i-wu-ied to have
become able to carry out household «nd i ppin, es. wesl over 2,000
consumers were réﬁéfﬁéa as ﬁ6§iﬁé rot of justitiutions .. .- Jore indepen-—
dent living situations. Even though employment is not cc .ronly seen as a
individuals ¢ year to secure emoloyment -- presumsily by Eﬁﬁﬁiéﬁénting
the eervices of vocational rehabilitation programs with édd-tidﬁéi inde-
pendent living serv»i: ¢, They each on average also helped deinstitu-

dissbled individual presents a somewhat different constellation of needs
and thus has different goals éiﬁrspriate for gervices and achievement.
Centers beginping §6 HQVéibp their own outcome measurement systems
tended to focus on individual goal achievement measures in order to
reflect the individualized nature of the program., Some used indivi-

dualized written independent living plans (IWILP) akin to the indivi-
dualized written rebabilitation plan (IWRP) used in VR p-ograms. How-
er, center staff reported that the process of identifying intended

outcomes for independent living services was oftec very ditferent from
the IWRP proce&s. Consumers of independent living services were less
lrkely to have a clear idea of their goals than VR coﬁsuﬁéfé, anl many
found the concept of goalsetting to be unfamiliar if decisions hsd
ﬁféVi66E1y been made on their bshall by someone else. Often éBii plen-
ning wzs an evolutionary process rather than a first step. Sometimes

the establishment of goals was an outcome in and of itself.

CONSUMER-REPORTED OUTCOMES

but has the advantage of béihg able to comprehonsively gather similar
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data from &l’ .onsumers regardless of the informationm system that may

have been used at the center where the consumer received services. (The
Consumer Mail Survey instrument is included in Appeir.dix B.) Consumers
vere asked if they had experienced improvement: in their housing, educa-
tion, éﬁﬁibyment; income or transportation situations. They were also
knowledge; skills; &ids; benefits or servicés, or personal/social
growth. Over 90X (91.5%) of the consumers responding to the survey

in seeking center services was to gain additional independence or to
maintain a current level of independence: Nearly ome-third (32%)
identified themselves as "gain'" consumers, 38% reported they were trying
to maintain ihdépéndencé, and the remainder were seeking information or
had other purposes, Further amalvsis shows that "gain” consumers tend
to be younger than "maintemance” consumers and more --equently received
independent living skills, housing, transportation; education, voca-
Maintenance ccnsumers . ve more likely to be those who becime «.sabled
as adul:s.

Table V-2 summarizes consumer responses about whether thev had
experienced improvements in their housing, educationm, =mployment;
income, or transportation situations durimg contact with the center, and
whetLer they believed the center helped them in making the gsins they
achieved. Almost 75% of the respondents reported improvements in at
least one of these five areas, with almost two-thirds {(65%) crediting
the center with helping make at least cme of the improvements: Housing
was by far the areu in which most disabled consumers reported gains;
with 69% reportirg that their current housing situation allowed more

independence (such as thr¢ 'h incressed accessibility or a move to a new
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Table V-2

Consumer-Reported Improvements or Maintenance of Situation

égééfﬁéé 7 Reported ILC Help in
7 Improvement _____|___Improving Situation
Area of # of | Total Zof | #o0f |Total | % of
| Ismprovement - —4 Consumers N* Consumers|Consumers | N* | Consugers
Housing 578 831 692 292 875 332
Ediucation 221 9:9 22 107 906 12
Emp loyment 105 892 12 78 897 9
Income 296 917 32 97 9i2 11
Transportation 237 915 26 224 925 | 24
At Least One , . o ,
Improvement 740 990** | 75 478 740%% 65
Reported Maintenance Reported Either Improved
____of Current Situation or Maintained Situation
Are. ~ ~ #of |[Total | X of # of | Total % of
Improvement _| Consumners | —N* Consumers | Consumers N* Consumers
Housing 150 841 18% 728 841 86%
Education 688 909 76 909 909 100
Employment 700 87, 80 805 877 91
Income 532 907 59 828 907 91
Transportation ”§}é7 911 68 856 911 94
Maintained three i e )
or More 590 ERS Ul 60 - - -
Maintained All -
of the Above 68 900 7 -—- --- -

£

*"Total N" includés consSumers responding "yes," "a0," or '"not
applicable" to questions about changes ic situation.

**A1so includes missing cases.
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residence). Even though enployment is generally not thought to be a
priority among independent iiv;sg service consumers; more than 12% of
the consumers Eébafté& an imp.oved employment situation (e.g., had
become employed, had increased hours of émployment, had become emploved
at a more desirable jdb%

The consumer evaluation of the helpfulness ¢. center services in
achieViﬁg situstion improvements varied across types of improvements.
Most consumers did credit their transportation (96%) =nd éﬁbiby;eni
gains (72%) to center services, half credited center services for their
housing and educational gain, and only 33% credited center services for
their income gains. This suggests a realistic differentiation by dis-
abled consumers of those improvements in their lives which may have been

influenced by other factors (e.g., cost of living increases in SSI
pavments).

The consumer survey data also provide estimates of the numbers of
individuals who maintained their curremt situation since the time they

first contacted the center. Consumeérs weré ~onsidered to have main-

tained their situation if they reported that i. - current situation was

neither better nor worse than when they first had contact with tie

center. As illustrated : Table V-2, on average, 93% of consumers
reported that they had either improved or maintainsd their current

situation in each of the five aress.

Tables V-3 through V-6 summarize the consumer reSﬁoﬁSés concerning

a broad range of additional gains and improvements whichk they explicitly
attributed to center services. Four general categories of change were

probed in the survey: persomal and social changes (Table V-3);

increased knowledge of the type likely tc facilitate independent living
(Table V=4); increesed skills in meeting their own needs (Table V-5);

and tke receipt of -’ nefits and services (Table V-6). Within each



Table V-3

Consumer-Repor:ed Fersonal or Social €hanges

Through Contact with Center

’—,,,;; S #of éone‘.uméré % of Consumef§
Area of Change | Reportinp_Change | Reporting Change
More Comfortable in Public 427 48.6%

More Comfortable Socially 375 42,7
Cope Better with Disability 454 51.5
Feel Better tegarding Sexuality o B

and Reiationships 255 28.9
Belong to More Commumity Groups 177 20.1
Have More Friends 325 37.0
Feel More Self-Confident 488 55.6

More Assertive 402 £5.7
Participate in More Sports 157 17.8
More Healthy and Physically Fit 240 27.3
Other Changes 75 9.2
Reported at Least One of Above | 676 68.3
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Talie V-4

Lcnsumer-Reported Saics im Knowledge

Through Contact with Center

, k of Consuwers % of Cousumers
Area of Knowledge Reporting Change Reporting Change -

Education/Training Opportunities 312 35.5%
Euployment Opportunities 219 24.9
Affirmative Action 193 21.9
Benefit Programs and Financial - o
Assistance 317 36.0
Ho . ;.0ptic-s and Heme o ; o
‘essibilicy 337 38.3
Personal Health 283 32:2
Personal Care Asgistance 359 40.0

Equipment Options 326 37.1
Social/Recreational Activities 340 38.7
Transportation Options 234 38.1

Other Kaowledge 42 5.2

Acquired at Least One of th SBbﬁél 643 75.1




Table V=5

Consumer-Reported - xills Acquired

Type of Skili Acquired

onsusers
Re, _-ting Skill

% of Consumers
Reporting Skill

. Through Center AssSist. .ace

Ab%iiéi;ééieéﬁfiSnt Infringement
of Rights

Manage Personal Finances

Acauire Medical ‘Community Services

Carry ou. Household and éhbpping

Chor=s
Acquire Househoid Support Services

Manage Self-Care Routine

Manage Attendants

Use Equipment /Aids

Use Community Resources
Acquire/Use Transportation
ﬁéVéiop Career or Life Goal Plan

Other Skills

Acquired at L-  One of the Above

334
216
328

252
“. 1
226
244
222
317
298
208

693

38.2%
24.7
37.¢

26.2
25.8
27.9
25.4
36.1
34,0
23.7

5.9

7v.0




Table V-6

Consume~-Reported Aids, Benefit - .i_Services Received

Axds, ﬁéﬁéfifg;réi Services f of Consumers 2 of f'>isumers

Received Through Receiving Recziving
| Center Assistance - Services Jorvices
Attendant 267 30.9%
Reader 32 3.7
iEEetpreEer 40 4.6
Mobility Aid 179 20.8
Communications Aid 98 11.4
Adsptive Equipment 120 13.9
Equipment Rapsir 153 17 .8
Legal Services 189 22,1
Other Aid or Service 112 15:0
| Received at Least One of Above | 614 62.0 |
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éategbry, niné to 12 & :cific areas of change were probed. Overall, 89%
of consumers iéiorted at least vne change across the four areas. There
was relatively litcle variability across the four gemeral areas, with 62
to 75% of consumers repcrting at least onc gain in each area. The
average number of changes for each consimer was ome to turee in each of
the four eneral areas: persona./social changes (3.4 cranges on
average), aids (1.2 changes), skills (3.0 changes), and usefu" khohléagé

(3.1 changes). Tt2 mo- frequently rcported achievements sere within
the personal/social change cluster (Table V-3), with * majority of
consumers reporting greater self-confidence (56%) and cc better with
being disabled (52%) as a result of their center comt ¢t. .Jhen asked
about knbvléégé §iiﬁé& (Table V-4), consumers most frequently reported
having learned abcut social/recreational activit.es (39%), housinmg (38%)
and transportation of)fi()ﬁé (39%). The three most frequently acquired

skills reported by consutmers (Table V-5) were skills in confronting

dant gervices (31%), legal or advocacy services (23%), and mobility aids
(21%).

The review of :tandaid 3 in Zppe iix D presents in detail the large
variety of outcomet probed in the contex' of the 20 areas of improvement
lai  cut in the standard. For each area, at lrast 20% of comsuders
reported improvements on at least ome outcome relste¢d to that area.
One-third or more of the consumeérs reportci gains in 11 of the areas:
living arrangen- te (69%), self-direction (66%). personal grc.ath (57%),
social skills {49%), communitatibn (462% perﬁﬁﬁl care (4l%), recrea-

(37%), educatioa (36%), snd incomé and financiat management (36%).
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Aruitoxt provided by Eic:

As an overall summary question about the impact of center sérvices,
consumers were asked to rate on a scéle of 1 to 5 the extent to which
they percéived the centers as helping increase their indeién-ence. A

or above,

FACTORS CONTRIBUTING TO SJCCESS

Tables V-7 through V-10 summarize the findings of the multivariate
pnalysis described in more detail in Chapter IX and Appeudix E. As
illustrated in these tables, the most important factors coc . -ibiting to
consumer outcomeés weré *hi gservices received. Organizaticoal aud
most factors ténded to have a positive effect om scm- putcomes and a

negative effect onm others.

As illustr:* 2 in Tabie V-7, all of the services received by comsu-
moers had a ;-sitive effect on consumer ach?sverent in at least one of

th:: ccnsumer-reported outcome areas. F - .71, some differences in

effect were observed. Housing services had the greatest observe:

effect, as they were asscciated w:..h greater achievement iu all seven
ccnsumer reported cutcrie areas. Advocacy, independent living skills
traioing, peer counecling, and equipment services also were each éBéi-
tively associated with four of the seven areas. Vocational, electronic
and "other" services had more narrow effects, each affecting only one
outcome area. None of the services were ﬁégaiiveiy associated with
achievewent in any of the outcome areas, with the exception of legal
services, which was negatively associated with situational improvements
This may simply reflect the fact that consumers requiring legal assis-

“ance may face greater barriers than thosé not needing legal help, or
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Teile V=7

Effect of Services Received and Service Characteristics

Upon Consumer-Reported Out 'iies®

? &frbutcomes ? of Outcomes | # of

P Positively | Negitively | Outcomes
Characteristics - _ . - {Associated Agsociated Unrelated
Service Received:
Information and Referral 2 v 5
Advocacy 5 0 2
ILS Training 4 0 3
Peer Counseling A 0 3
Other Counseling 3 0 4
Legal 3 1 3
Housing 7 0 0
Equipment & 0 3
Transpos tation 3 0 4
Social/Recreational 3 0 4
Educational 3 0 4
Vocational 3 0 4
Communication 2 0 5
Personal Assistance 3 0 4
Electroni: 1 0 ¢
oth: 1 0 6
Service Consracteristics:
Frequency of Contact 5 0 2
Périénéi]birccz Ceriter Contact 4 4} 3
Length of Service Period 3 0 4
Loag Service Period (4+ years) 0 4 3
Case Management 6 0 1
Staff with Similar Disability 0 1 6
Staff with Different Disability 3 0 4
Consumer Volunteered at Center | 3 e 0 4

TOTAL 75 6 .81

8Based on multivariate analysis.
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Table V-8
Effect of Services Offered

Upon Center-Reported Outcomes®

# of Outcomes | # of Outcomes | # of
Positively Negatively Outcomes

| Service Offered Associated Associated - Unrelated

Advocacy 1 2 A

ILS Training 2 1
' 1

e

Paer éounééiing
Legal -

Fi.lessional Counseling

DN

Other éounseiing

[

*

Housing

Equipment

Transports* on

Rec.zeation

Educa:ional

AN e e Ny

Vocational

W OV By B N W

éomnuﬁication
Attendant

Electronic

W ND == o N O

Faﬁily Support
I& R
Other

P
N W e
LV, TR VSRR N 5 IR

TOTAL B 25 33 69

8Based on multivariate analysis.

v}
N
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Tand

g V-9
ii2¢sy 2f Zunsi@er_Characteristics Upom
CavzutaEsRepez ed Outcomes?
’f 6?706E¢5més % cf Outcomes| # of
S Positively Negatively Outcom s

Characteristics —- .—- _JAssociated - - | Associated Unrelated
Consumer Characteristics:

Past Work Histors 0 1 6
Age 0 1 6
Sex-Female 1 0 6
Minority/Ethnic Group Member 0 0 7
Time Since Onset of Disability 2 0 5
Living in Supervised Setting 7 0 0
Living with Parent (s) 4 ’ 0 3
VR Client Status 6 0 1
Someone "'se Céﬁﬁiéied Survey 0 6 1
Goal of imptbving versus

Maintaining 2 1 4

Preseace of Disability:

Severity of Disability 1 1 5
Visual Impairment 3 3 1
Hearing Impairment 0 C 7
Mental Illness 1 1 5
2 ¥vntal Retardation 1 5 1
 Other 2 o 5

TOTAL i 19 63

8r ged on multivariate analysis.
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Table V-10
Effect of Center Che.éiteristics and Management Practices

Ufaéh Center- and Céniumer-kem')rted Oif comes?

. Center-Reported Outcomes § I ______—Consumer—Reported Outcomes
# of Dutcomes| # of Outcoces | # of # of Outcomes | # of Outcomes | # of
S e Positively Negatively Qut comes Positively Negatively Outcomes

—_Characteristirs: AsB0cisdtes Agssociatad Unrelated Associated - | Associated Oorelared
Cent ¢ Characteriaties:
Free-Standing Agency 3 2 2 0 0 7
Total Agency Budget 3 3 1 3 0 4
Years in Operation 2 0 5 2 0 5
Part B «5 I of Budget 0 2 5 3 ] A
Community Developm-nt as - : ) . :

Z of Effort 0 ] 7 ] 0 6
Rural Service Ares 0 3 4 0 1 6
Disabled Directeor 1 0 6 i 2 3
Disabled Staff .3 0 4 a 3 4
Birect Graatee 3 0 4 0 3 4
Nooprofit Organization .0 0 7 2 3 2
Partial State Service Area 3 2 3 0 0 7
Percent of Confw.mers : ] ]

Referral Omly 0 6 1 1 2 4
Disabled Board 2 2 3 : 0 3 4
IL Philosophy 2 4 i , 5 0 2
Lenter Management Practices: )

Defines Specific Service : ) ‘

Objectives 1 1 5 2 2 3
Deternives Ave:age Cost , , :

Per Service 1 ) 1 5 2 0 5
Docients Consumer , , ,

Goal Achievement 0 1 [ 2 5

TOTAL 25 25 1 69 24 19 76

®3ased on multivariste analysis:

Q
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have complex problems. Table V-8 shows that whether or mot a center

offered a given service was mnot consistently related to center-reported

outcomes, This is partially due to the fact that center data do not

allow testing direct relstionships between services and outcomes.
Centers were only asked which services they offered, not which sev | .ag
were used by their consumers achieving gains. .- .. ~mportant to mote;
however, that centers of fering a broad arra» . ¢-ivizes tended to have
higher outcomes. Generall;, services received by consumers had the mosi
statistically signi . .t impact on outcomes, relative to consumcr and
center characteri . ‘i. (See Chapter IX for & fuller explanation of

this finding.)

For Which Kinds of Consumers Were Centers Most S.cceéssfu?

Because consumers varied so much in their needs and goals, consumer

way) to one kind of outcome proved unrelated to another outcome (see
Table V-9). Several general ﬁééiérné across many (though never all
outcomes) were apparent, however:
o Older consumers were less likely to improve and more
likely to maintain their current situations. Younger

consumers were more likely to experience personal/social

e Consumers who are Eﬁfféﬁfii or were previously Vocational
Rehabilitation cliefits weére more likely to experience
gains than other corsumers:

e Type of disability généréiiy made few consistent differ-
ences in achievement. Houever, consumers with mental
areas (although more likely to achieve personal/social

changes than other groups). Other disability groups were

92
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Aruitoxt provided by Eic:
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more likely to renoz ing experienced gains ir some
areas, while less l1- .v in other ar=as (see gisc Table
1X-4),

® Consumers living in more -estrictive acd supé: sz set-
tings were more likel: to report ga:as @ - ... comsu-
mers. Consumers living w:th their paresnts . re more
likely to report gains cn <ome outcome measures. (Such
consumers were more likel: :~ have an identified goal of
improvement rather thanm mziz:enance, and were likely to
have greater needs anc rocn for improvemernt than indi-
viduals aiféaay 1£ving independentlyJ

o The severity of a consumer's Lisability, as measured by a

Com;ﬂ‘ité of a variéty of proxy measires (see Chapter

I1f) was not associated witi Consumer outcomes for most
measures, though it was uégatiVéiy relzted to some situa-
tionel improvements (like housing), and positively
related to gains in skills. Individuals with the most

severe disabilities, as indicated by the need for someone
else to complete the survey on their beha.f, were less

likely to experience gains tnan other consumers.

Thus, the centers appear to be effective for a broad 12nge of consumers
both in increasing and maintaining their independence. The consistently
positive relationship between VR client status and cutcomes Suggests
that the combisation of services from both types of programs may be

particularly efiective.

Q-
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Aruitoxt provided by Eic:

ﬁna: Kinds of Centers Were Most Successful in Assisting Consumers tc

Achieve~iﬁdépéh€ént iiVing Qut comes?

Eecause the center-reported data are based on 121 centers, while
the consumérs surveyed represent only 36 centers, the relationships
between center characteristics and outcomes are more powerful when using

the cenier-reported outcome data: Table V-10 summacizes these

rélétionbhiﬁs. T:e major findings of Ehe multivariate analysis include:

o Centers with a higher percentage of digabled staff had
higher number of gains, even when controlling for service
éh& consumer characteristics. Aiso, consumers reported
higher outcomes when t'~ staff they worked with at the
center were disabled.

» There was no conclusive .vidence that either the presence
of a disabled direct- or a disabled majotity on the
board of directors ws -:ssenmtial to center success.

¢ Centers less depend: t on Part B funding reported a
higher .umber of ind.vicduals acquiring attendants and
obtaining employment thén those receiving a larger pro-
portion of their funaing from Part B.

o Direct grante¢s tended to réport a higher nu~ber of
outcomes than centers receiving their funds through VR
subcontractors.

e Those centers with a éfrbng independent living philosophy
(as P<fined in Standard 1) reported fewer consumer géiﬁg
than centers with less éﬁﬁﬁééié on independent living
philosophy, although consumers reporied more gains if
they worked with centers which strongly emphasized

independent living phiiosophy.

9.
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Aruitoxt provided by Eic:

Thus, while overall, cepters with o greater degree of consumer
part: ‘vation in services delivery report higher outcomes in a nismber of
areas thaa centers with fower disabled individuals imvolved; the impor-
tance of disabled directors and corsumer-controlled boards was inconm-
clusive. The negative relationship between independent living
philosophy may reflect less emphasis on data collecticn and reporting
procedures among centers that stress consumer self-help and de-emphasize

more traditicnal case monitoring and documentation approaches.

- 39
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FOOTNOTE

the 121 responding centers and the. nonrespondents. Outcomes for the

1An analysls of nenresponse Suggests no. obv;ous d1fference between

total program (156 centers) can be estimated by simply multlplylng
center-reported outcomes by a factor of 1.28, the ratio of center

funding to respondent funding.
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Vi, CO“SJMEPAPAPIIQTPAIIONAJNAIHE CENTVRS

Congress first Jdentlfled consiimer part1c1pat10n to be a key

element of the Ceiiters for Independent vaxng Program by requrrrng it as

a condition =f f’ﬁfing in the 1973 legislation. Sectionm 711(z)(3) of
the Pehablllratlon Act of 1973 as amended at.nulates that grant appll—

cations brovxde assurances that handrcapper individuals will be sub-

and w111 be employed by such center:" Thus; the evaluation as mandated
in tbe 1984 amendments act calls for an assessment of the "extent to

which bandlcapped rndxvzduals partrcrpate in management and decision-

makxug in tbe ceriter."” Reflect1ng the self= belp orientation of the
centers, these provxslons are based on the assumptlon that 1nd1v1dua1s
Vtth d1sab111t1¢s retogn1ze their own needs and are best sulted to

articalate how centers mxght meet those nzeds. The evnluat1on standards

vere still more spec1f1c about the nature and oegree of consumer partr—

—— 3

c1pat1on. Standard 8 st1§u1ate, that the evaluat1on assess whether
drsabled 1nd1v1dua1s are snbstantlally involved inm the pollcy direc-

and g1ven preference as: members of Boards of Directors (at least 51%

qualified disabled persons§ managers and superv1s IS5, and staff."
The flndlngs présented here are based on data collected tbrough

mail surveys of centers, céﬁsﬁmers, and local community agenc1es. Each

data source was asked to indicate consumer part1c1pat10n in ceuters

through'

° center rnformat;on on the xomposltlon of their boards and

st«ff and the 1mportance of consumer partrc1pat10n as an

aspect of the center's o:ganizational philcsophy;

e consumer assessment cf the center's success in involving

individuals with disabilities as key members of staff and

37



management; as well as 1nd1cat1ng their own involvement
with the centerj and

® community-agency assessment of the degree of emphasis

their local center seemed to place on consumer

part1c1pat1on.

In 8dd1t10n s1te v1s1t dxscussrons w1Lh center staff consumers and

communxty agency staff offered an oppo—tun1ty t¢ examine® more closely

the extent and nature of consumer part1c1pstron in thc centers.

in center management and decxston—makxng as an integral part of program
ph1iosophy. Centers rated the 1mportance of hav1ng persons with disabi-

lities control center pol1cy dxrectton and management, establish service

at an average of &. 5 on a fiﬁe'point scale (see Table VI-1). The

communlty agenc1es surveyed conf1rmed the center's reported comm1tment

¢t consumer part1c1pat10n by also rattng 811 of these aspects as major

emphases in the1r local centers with an average score of 3.9 on the same

scales.

Consumers were asked to rate the extent to whtch the centers had

involved persons w1th dtsabxiltxes in key staff and management pos1-

t1ons. Based on a f1ve po1nt sca1e, the mean response was 4.3. In

add1t10n, consumers 1nd1cated their 1nvolvement thh prov1d1ng assis-

tance at centers, either in paid or volunteer positions. Th1rty—two

percent of the respondents noted that they had helped in some way,
1nc1ud1a5 ;Z who serVed on the Board of D1rectors, 3% who worked as paxd
staff 8% who sat on an advxsory comm1ttee, 7% who a551sted in the
evaluatlon of serv1cesi and 142 who worked as volunteer staff;

F1na11y, consumers were asked to describe staff from whom they had

rece1ved services or had interacted with at the center. Wh11e 212 of

35



72

Table VI-1

Community Agency and Center Assessment of Center Emphasis

on Consumer Participatica

[ of Commun- | _
ity Agencies | Mean

Giving High | Rating Hean
Rating by Com- | Rating
S : (4 or 5)* Munity _ by =
_Philosoply _Component (N = 100°____| Agencies® | Centers -
4.0 4 3

7 3.8 3.7

Disabled establish center prioricies 64 3.8 4.2

wn

Rey staff have disabilities

CON L =y

Disabled manage center operations

Disabled control policy direction i lo3e | 4.0

DTl : - - - ;oo S e e
Based on rating scale of 1 (not an emphasis) to 5 (strong emphasis).

Table VI-2

Consumer Participation in the Centers

Mean # | Mean 3 Total = | % with Dis-
Per vith Across All| ability Across

| Type of Participation | Center | Disability | Centers All Centers

Board of Directors 12 49% 1,447 52%
Advisory Board 7 44 é96 72

Director 121 62

Statf:
50 289 54
51 702 56
40 36 39
45 267 47
Total Staff 14 52 1,564 51

Administration

Direct Service

Volunteers 14 57 1,675 58

ERIC 99




the respondents had worked most closely with a staff member with a
aimiiar diﬁabiiitii a iarger percent (552) had ébiéééi with someone with

a different dzsab111ty. However, ovér half (53%) reported that Rey

staff members had no d15ab111t1es;

CONSUNER PARTICIPATION ON BOARDS OF DIRECTORS

The size of the Boards of Directors of centers surveyed avéfégéa 12
nembers, with an average of 49% members w1th dzsabzlxtnes (see Table VI-
f); Fxfty-fxve percent repurted that a majorlty of their bcard members
had disabilities. Twenty-five centers reported havzno no board members

with dlsab111t1es, and 18 programs reported that *hey had no Eoards of

Dlrectors. Thus, 43 centers reported DO consumer representation in

iﬁdependent poiiéi-mak1ng p031t10ns.

There doés not appear to be a comsensus in defining the term “con-

sumer" when addressxng consumer part1c1pat10n anong board members. Some

respondents argued that a parent of a person with & dlsab111ty who uses

center services be counted as a consumer,' even if the offsprlng vere

an adult. $1m11ar1y, a reformed alcoholxc m1ght be counted &5 & member

vith a drsab111ty. The rationale is that these individuals have first=

hrnd ex perlence with a dlsab111ty and therefore bring a sens1t1v1ty to
consumer ii;éiiés without themseIVes being consumers of center services.
Respondents at the other end of the spectrum argue that, to be counted

a board member should have d severe dxsablllty and have received ser-

vices or be rece1v1ng services from a center;

T e extent of consumer part1c1pat10n in center pol1cy maklng has
been one of the most dirficult and controversxal Measurement issues in
the evaluation. While the Congressional mandate simply calls for

participation of individuals with disabilities, proponents of the

100
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