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____The origin of this report resides in several late night conversations in
1379 with Judy Heumann; Barry Bernstein, and Chris Palames. All were closely
connected to independent iiving programs, :nd had had experience working with

other program directors. All were concerned about the growth of the powerbase
of disabled community activists and worried about how to maintain g sernse of

purpose between older .community based independent living programs and new

centers emerging with federal funds. Quick growth and funding cutbacks

threatened the stability of programs. More so, comminications across programs °
were limited, and maintaining a unified sense of purpose, value, and goals was

becoming more difficult as directors struggled with day-to—day operations.

Over time, these conversations led to one with Jean Whitney, the Charles
Stewart Mott Foundation program officer interested in independent living, and
a grant to provide the Foundation with a status report on independent living
programs. This report is that status report. It is, more importantly, a much
larger effort to pull together the recommendations for futite action of

experienced program directors and others interested in independent living.

The report has been culled from a five-day, intensive meeting in East

Lansing, Michigan in August 1982. The participants in the East Lansing
conference came together to assess the state of the art of independent livings

They were extremely candid with their comments, and they identified those

~areas.that were particularly problemmatic. -Thusj -the text-of this report

tends to focus on issues and problems; and on solutions to those problems. It

does not convey fully the tremendous impact that independent living programs

have had on their commmities, the high quality of services the programs offer
their participants, or the range of expertise which exists in programs: Nor
does it represent fully the methods which programs have used to resolve Some

of the problems identified: The reader of this report should understand this
bias. :

This report provides a basis for future action in five major areas:

technical assistance, networking and commmications, leadership development,

research and policy analysis, and long-term planning. Work in each area is
important if independent living programs and the disability rights movement

are to contimue their work.to assist disabled persons.

To Judy Heumann, Barry Bernstein;, and Chris Palames goes credit for

ccnceiving of the idea and carrying out the. planning over great distance.
Margot Gold served ably and with little reward for coordimating the conference
and layirg out the program and conference materials. Marian Blackwell

Stratton wrote the Iirst conference draft and captured not only the conversa-
tions and tone of the meeting, but also its detail and its context. The final

documcnt is the result of discussion with the participants and writing and
rewriting by Robert Funk, while major issues needing his time; attention, and
energy continued to surface at the local and national leveis. Finally, all of
us thank Jean Whitney and the Charles Stéwart Mott Foundation for taking a
risk and providing support to Independent Living at a time when leadership and

national assistance are greatly needed.
Lisa Walker -
Institute for Educational Leadership
—{—-
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I. Introduction

o Challenges of Emerging Leadership, a report on the status of independent
living programs, commmity based programs rimn by disabied persons to provide

advocacy and support services to the disabled community, is based on the

observations and discussion of program directors from across: the country.

II. The philosophy of Independent Living: Designing for Independence

e The independent living movement was formed by severely disabled persons who
designed programs and coordinated community change to achieve independence

despite limits in existing services.
® These programs were designed around three basic principles:

 — Disabled persons design and run their own programs. As such programs

provide employment and volunteer opportunities which build skills for
integration into the mainstream, peer role modeling which encourages
other disabled persons to take risks and become self-reliant, ang a

community based support system which is a symbol of productivity for
the broader commmity.

— Programs are cowmunity based and commmity responsive. They meet the
specific needs of their own local comminity and rely upon the community

for contimued leadership, staff recruitment, and support.

— Programs provide services and undertake advocacy for change iti the

broader commmnity. Advocacy broadens the avenues disabled persons can

pursue within a commmity over time, and teaches seif-advocacy skills.
III. Development of the Independent Living and Disability Rights Movements

e The true turning point in the emergence of disabled persons and independent
living programs as an acknowledged political force came when the Carter

Administration refused to issue regulations to implement Section 504, the key
anti-discrimination law: The disabled commmity erupted in demonstrations
around the country and in Washington, D.C., including a 28 day occupation of
offices of the Department of Health, Education and Welfare in San Francisco.
Leaders in the San Francisco occupation were disabled persons from the Center

for Independent Living, a prountype of the new programs emerging as community
based social action programs developed and run by disabled persons.



The Berkeley model of independent living had been developed by former
University of California severely disabled students who questioned prevailing
thinking that the road to social integration and independence for disabled

3 was throu Ackncwledglng that disabled persons

Tive within a physical, social, and economic environment which poses

persons was through higher education.

limitations which must be removed; the model offered services and
self-determination to a wider range of persons in the commmity who had to
learn to be self-advocates and coculd not assume higher education as the
ultimate solution.

The independent living programs formed at this time were unique. They were

broad coalitions of disabied persons with different disabilities; they were

focused on community change and disability rights; they were formed and run by
disabled persons living within the community; they provided support to
disabled persons regardléss of age disability or severity.

Programs were started in Boston, Houston, Ann Arbor, and other cities, and a
second stage had begun as state x:ehabllltatlon _agencies began experimenting

with discretionary funds to create a“variety of programs described as
independent 1living programs.

!
In 1978, passage of targeted federal 1eglslat10n to support mdependent 11V1ng

. programs (ILPs) both greatly expanded the number of.programs, and produced

models which do not meet the origimal goals of self-detennmatlon. Today, a

total of 135 programs p;ov;defattendant care; housing referral,

transportation, peer counseling, and other services designed to facilitate the
1ntegrac10n of severely disabied adults into the mainstream of the social;
econoimic, and political community. Dependent as they are on government
funding, many of the new programs are in an awkward position as an advocacy

The growth of programs stimulated by external funds and governed by state

agencies and the federal government has underscored tensions ‘existing within
the professional and consumer commmnities over the goai of independent living.
For rehabilitation professionals; independent living services were seen as an
alternative form of services for disabled individuals for whom employment was
not feasible. Today, their growth is beginning to threaten traditional
rehabilitation services, and arguments continue to be put forward that they
will lessen the @nphasis on employient as a primary objective.

For independent 1iving proponents; ILPs are part of the process of achieving

independence for disabled individuals; they teach seif-support and advocacy;
self-determination; and provide disabled individuals with both peer roile
models and avenues for development of pre-~employment and employment skilis and
continued develcpment. Rather than service delivery_in the traditional sense,
the independent living program is a support center for the disabled commmity

' for a"wide range of services and needs, providing commmity based advocacy to

further integration:

The conflict mpercept:maboutﬂregoaisofnﬂemﬂenthvni;ptograsls
significant to the future of these programs. The lack of understanding of the
broader purposes of .these programs by the general public, state and federal
agencies, funding sources, and parts of the disabled comminity has produced

Jod,
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policy constraints which limit program effectiveness.

IV. Maintaining Independence: Operational Issues Confronting the Comminity

Rased Iniependent Living Movement

® The community based independent 1iving movement is facing a crisis brought on

by the rapid increase in programs, rapid growth within programs, and growth in
demands by the disabled community. This situation has been exacerbatad by
reduced econsmic resources, public indifference, and the lack of a network
support base across programs.

e The most critical issue facing independent )iving programs is the lack of a

stable and adequate base of funding. At least 80% of the funds for

independent living programs come from a single source: the federal/state
vocational rehabilitation program. Support from a single source is not

healthy, and when that Source is a single program; the potential for pressure
is maximized.

Diversification of funding is necessary; but limited by: the current state of
funding for social services and the fact that independent living is a "new
kid" on the block, a lack of awareness and understanding by local govermnment

and private funders about disability, and the youth and inexperience of the
programs in outreach and public relations.

In fundraising development for independent living, a series of issues must be

addressed: The image of disabled people as "deserving poor," deperident and

directors need experience and training in fundraising: The Boards of programs
must be reshaped cr other mechanisms found to assist with fundraising.
Programs must begin to explore alternate mechanisms for funding.

helpless, must be changed so that priorities for funding change. Program

® A second issue is leadership development and direction. Disabled leaders

must develop their own resource base, support mechanisms, and power structures
which will allow them to continue to grow as a network of commmity based
programs serving the disabled commmity and to maintain the integrity of their
programs and goals. What is called for is a targeted effort to more fully

develop the strengths and capabilities of disabled persons in their programs
and actoss” programs. o I

Leadership development, thus, must be undertaken in the following areas:

training of staff responsible to better utilize the resources of the
community; balance outreach with advocacy strategies, and obtain assistance of
outside groups; training in using skills; knowledge and resoirces of other
independent living programs; development of linkages between independerit

living programs and organizations involved in other parts of the disability
rights movement.

To extend services to dissbled persons, increase leadership ranks, and broaden

the base of the independent living/ disability rights movement, independent
living programs must develop strategies to expand involvement and service
delivery to racial and ethnic minorities; women, disabled children and youth,

and disabled older Americans. Linkages must also be formed with parents of

~d |
)




V. Achieving *'I,,a’ Site: Puture

media, other disadvantaged groups”

disabled 'chiiérén.

" The issue of the role of the non—disabled in independent 11v1ng programs must

be addressed.- The increasing-tendency to-hire-non—disabled in leadership and
management positions wea ens leadership development within 'rndependent 1iving
programs,; violates the Basic principles by which independent living. programs
were formed, and undercuts the ability of programs to play a forceful role in
buudmg self—rellance in the .

® Third; ?3313@9?,}9, organi

Directors of independent I1ix mg programs are faced with broad responsrbxht:es
and scant staff expertisei' These areas inciude legal issues facing the
corporation; board development and utilization, long-range organizational
development, personnel andi\fiscal management, and development of program
accountability measures which\are appropriats to this program. :

s Fourth, glatmnilmstbe" ’tgdaalmthttegrwthmdenxﬂfor services

and the fiscal constraints limiting expansion of services: Review of what
other programs (independent living and others) have done to respond at this

stage of growth will be important to avoid increasing frustration.

Fin’ally, Mlt living programs are both service providers and catalysts
r.change, Their abi r’tytoedlmtethemmtyaxﬂuuldstrax;

for «
relationships of support.are critical to survival. Relationships with the

t local and state officials; and the business
commmity must be built.

y base for ngelopmg ‘skilled dlsabled~ )

Independent living programs are
community leéaders, managers, ‘program administrators. They are an

exemplary system for helping the broader commmity understand the capabilities -

and needs of disabied persons: The \ual System of services/advocacy hac met

the needs of the client population \in ways traditional rehabilitation or
social services programs have not.

lgmatttewreofthewhuma:ﬂ .

Most importantly, these programs 1
civil rights movement of disabled

survival is key to a broader set of 'ssues relatxng to the integration of.

disabled persons into the social, pol:tt:tcai:, and economlc mainstream.

Growth of federal furﬂmg for mnﬁe:ﬂint living prograls has been a b;m
aid a problem. Continued disagreéement over the dual goals of

- Thus, their growth and continued

serv1ce/advocacy, the increasing dependence of programs on federal money, and

cutbacks- in other|funding place- -programs' in a very- msecure position at the

present time. Assistance from other funding sources (partxcularly in’

understanding the role of 1ndependent ;]:IVIng programs in expanding

opportunties for the disabled community) is critically important to redicé

dependence |

dependence on federal money. \

Fiiridiiig is not the 'ohly prbbléji, Indepen&ent living programs are young, most . .

being less than four years old. Little exists to brov;.de directors the



support and back-up they need to continue agency leadership in present

turbulent times. A support System among programs iS critically needed.
L

e Support and Technical Assistance for Operations and Management

To assist directors in handling day-to-day management problems, independent
living programs need to develop a mechanism to provide assistance to their
peers: identifying expertS in other programs; providing on-site assistance,
and trouble shooting to resolve problais which are causing difficulties at the

program level:

This assistance network could shortcut many problems by developing from their
own experience packages_in key areas; such as: non-profit accounting, job
descriptions for independent 1iviny programs. This network must be developed
from within the indeperx it living and disability rights movement; managed and

directed by disabled persons.

Network Capability and Cross-Prooram Commmications
A networking capability needs to be developed which will address the needs of -.

managers for information on day-to-day problems, as well as on longer-term
organizational development issues. ThiS commnications network would address

the foilowing areas:

Information Sharing - creation and maintenance of a national disabled
job bank, reporting on individual-programs—{e.g.;-extension of services-to-—_--- .
new client populations, Successful commmnity advocacy efforts;, and changes
in federal, state, and local law), and identification of expert resources:

Decisionmaking by independent Living Programs as a GIoup - CONSensus

building on priorities and standard setting for independent living
: programs (role of non—disabled persons; relationships with other commmity
institutions; establishment and assistance to new programs),

. representation of” the needs of independent living programs to the media;
foundations, corporate funding sources, policymakers and the general

public.
Future Planning Activities for Independent Living Programs - development

of consortium funding;. development of alternate methods of program
Siipport. ' .

@ Leadership Development and Training
A leadership development and training plan must be developed which focuses on

improving skille for program and commmnity activities, as well as skills to

take on activities in tue mainstream:

Such a plan would include: broadening skills for planning and management of

independent living (fiscal and program management, public relations,

- o legislative representation, leadership skills, fund development); recruitment

V/-. ———— ———— .- . i m e e e men L UG —l
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and traim.ng of new leaders (oitreach to nu.norlty and underserved communities, |

outreach for start-up of new independent living programs); skill enhancement
for existing directors (training in public management and public policy,

development of internship and fellowship opportunities, short-term replacement
of staff for sabbatical activity); linkage with other leaders (internships and
fellowshlps with other disability rights organizations and with major
institutions to enhance the credentials of dlsabled leaders).

A capac1ty needs to be developed within the mdependent hvmg/dlsablhty
rights movement to carry out long-term planning and policy development. This
capac:.ty would include policy development and applied research activities
(e.g., attendant care prodrams, independent living programs in rural areas,
involvement of the mentally retarded and mentally ill in independernit living

programs, removal of job disincentives from the social security system) and

development activities (e: g-.i development of an effective method of

evaluation, standards; and economic development options for independent living -

programs;, data collection on programs and on the disabled commmnity) .
Long-Ters Planning and Linkage with the Disability Rights Movemet vement:

To assist the disabled community as a whole to meet its" goais of social,;

economic and political participation in the broader éommlty, a capacity for

_long term planning must be developed. Areas to be addressed are: the

e e s - . S - . A O :6':

relationship between disability rights organizations and other similar
disenfranchised groups, the development of a consensus on the steps to take to
further the integration of disabled people, identification of activities to
develop the disabled conmmmity as a political power base, and identification

of the impact that changes in technology, economic development, and

pohtlca.’c/denograptuc fixces wﬂ:i have on the broader based disability rights '™ °

" movement.

Jueedd |
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In the summer of 1979, three independent living program directorsl,
attending a conference in Washington, D.C. on another topic, spent their
evenings discussing their prograins and independent 1iving at the national level:
It was the kind of discusSion which they felt needed to occur more ofter. Many
disabled leaders of local programs were becoming so preoccupied with day-to-day
management and the struggle to meet immediate needs that they had no such
opportunities to step back and examine their local efforts in the larger context
of the independent living and disability rights moveient:

They came to the conclusion that a mechanism was needed to SUpport ongoing
communication -among disabled persons who were providing leadership in local
——programs, - onie-which would allow them to-tap-each-other for-mutual—support and—
collective action as weil as to define and analyze the complex forces which

would impact the growth and ultimate effectiveness of local programss

- ——- . The assistance of the Institute for Educational Leadership was enlisted in~ — -

defining steps to move in this direction: Out of this collaboration, a proposal
was prepared and submitted to the Charles Stewart Mott Foundation. 7

The resulting Independent Living Leadership Strategies Project was designed
to meet two primary objectives: : A

1) Convene a group of individuals who were active in the development

of the independent liviug movement to begin conversations
neCessary to produce a consensus on short-term and “long-term

strategies for continued survival and growth of the movement; and

2) Produce a report based upon those conversations which would

: express their sense of the significance of the independent living
=== - - - -movement-and-the’ challenge facing disabled people and independent -

living programs if they are to fulfill their potential.

Initially, the intent was to limit the conference to ten persons from

diverse programs who had extensive experience in running independent . 1iving
programs: The .agenda and issues would be Set in consiiltation with a

__ cross-section of program directors and would reflect a-diversity of experience;

B _. " 18




geography, and community wvalues. However, as discussions were carried out
throughout the country, it became apparent that this Proaect was- generatmg
great interest. A number of persons were w:.llmg tc¢ commit their own rescurces

in order to attend the conference: ' Consequently, the original number was

doubled to respond to this interest, while keepmg the group small enough to
maintain the character of a "working conference.

The Independent Living Leadership Strategies Conference was held on July
26-30, 1982, at the Kellogg Center of Michigan State University in Bast Lansing,
Michigan. 'I‘wenty—one persons representmg programs from all rec ions of the
country attended the f:.ve—day, intensive work:tng sessions They were a d:tverse

representlng programs serving r‘ulturally and ethm.cally heterogeneous
gopulatlons 2 j

ifﬂé fiiié—&é? &F&éréﬁcé was a 'Exiitjé aﬁd iiaiijaﬁie éi&ﬁériénce; i‘hough each

conference agmda, they had mich in common° all were disabled, all had assumed
leadership positions; and all recognized the central role of disabled people in
a movement whose goals are empowerment, self—detem:.mtmn, and dignity for a
. group-of- dlsenfrancmsed people. - . .. .. . -

- The conference also provided the first opportunity for many of these
individuals to meet and discuss the underlying beliefs, values, and asp:.rat:.ons
which are of prlme 1mportance in determlmng the character and effectiveness of
their programs.

'I'he conference began with a consideration of the develcpmental histories of
programs and the personal histories of the people who were the prime movers in

establishing them. It was recognized that, to an unusual extent, the
distinctive ch’aracter of each mdependent living program is a function of the
the personal experlences of its leaders.

Disabled people create or become involved in Independent L1v1ng programs in
resnonse to theJ.r frustrations in dealmg with an unrespons:.ve phys:.cal, soc1al, '



and economic environment. The relationships between their own personal

: experlences—partlcularly those of the leader—and the distinctive qualities of

the local environment have significantly affected the eventual structiire of each ¥
fndependent Invmg Program, 1ts ser\uce and advocacy strategles, and 1ts general
style.

 The conference reviewed the current “state of the ari:,'“ iobking at how the
strategles. Included in this look at the present was an examination of the role
of 1ndependent living programs in ﬁle growmg disability civil rights movement.
Finally, the dlscussmn turned to the future in an attempt to define both short—
and 1ong-term strategles to support the growth and stability of local programs

. while preserving their integrity:

Ll - . . - A T
The Independent Living Leadership Strategies Conference began the
communication and understandlng necessary for the deveiopment of a mational

._network and Support system for commmity based independent living-programs. -It—— - -

" "The dignity of risk is what the movement for independent living is

also fostered an understanding of the role of independent living in the broader
disability rlghts movement and the necessary role of disabled people in guiding
the movenent.

Thxs report has three aims. Flrst, it prov1des a brief djscussion of the .
development of dlsabled-rm mdependamt 11v1ng programs and their relationship

to the disability civil rlghts movement. Second, it sets out the short~term
needs which conference participants agreed are threatenmg the immediate
viability of comnunlty based mdependent 11v1ng programs. Finally, it discusses
the options and strategles the participants believe are necessary for the future

growth of the mdependa'xt 1iving/disability rights movement:

all about. Without the possibility of failure, the dlsabled person is

said to lack true independence and the mark of one's humanity—the
right to choose for good and evii.™3

Today, in part because of federal funding; the concept of independent



tiving has come to have many meanings4, and has been used to define many
models of programs.\ Independent llvmg _programs p*ov:Lde serv1ces—for example,

1nd1v:.dua1s.

An artlcle, publlshed m 1978, by Gerben De]ong, set;s out three maaor pro—

ty —= éisabieé persons, the actuai consumers
of the services, not professionals, are the best judges of their
own interests. They should ultimately determine how services are

organized on their _behaif.

M -= disabled persons must. rely prJ.marlly on their

own resources and ingenuity to acquire the rights and benefits to SRR

whlch they are entitled.

e Political and Economic Rights -- disabled persons are entitled
to pursue freely their interests in various political and economic -
arenas. :

needs of severely disabled persons who were being 1gnored by traditional
services programs.G 'Ihey were individuals who were presented with the ll.mlted
1ife options of institutionalization or dependency on family support because
their employment potential either was not recognized or was grossly
underestimated by the rehabilitation system. Through the independent living
movement; these disabled persons des1gned programs and coordinated necessary
advocacy efforts enabling them to achieve independence despite limits in the

existing services system.

Achieving what had not been achieved by other service providers, they
recognized that three elements were critical to designing and maintaining an
effective comimnity based independent 11v1ng center. They are:7

le dlrectlng the organlzatlonal deS1gn and
mandgenent and involved in_the evaluation and provision_ of
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services;

ision o srvices and Advocacy to the community to _nhance
Self-determlnatlon. -empowerment, .and independence: -

Before discussing the individual elaments, it is mportant to note that
they are interdependent. An mdependent 11V1ng program must display all three,
not merely to meet an arbltrary definition, but in order to effectlvely promote
the goals of the mdependent living movement.8

A bas1c premlse of the coxmm:ty based independent llvmg movenent 1s that
disabled people best understand their needs and the fieeds of their
communities.9 This assumptlon was key to developnent of independent 11V1ng

" centers i in the early 1970's and was incorporated in federal legislation in
1978.10 Independent living programs run by disabled people meet other goals_

beyond mereil:y better understandlng of and z ab111ty to meet service needs of the
disabled commnity. These incliide:

& Employment and volunteer opportunities that deveiop ‘the skills and

self-reliance rniecessary for integration into the social and

econonic mainstream;

Pee: role modeling that encourages others to take L'lSkS, develop

skills, and become self-reliant; and

® Operatior of a comumty based operation that serves as a source of

support and pride to disabled people in the community and as a

symbol of productivity and self-reliance for the broader social and

economic commmity.

Though the concept of disabled people developing and managing programs may
seem to be fundamental and obvious for communlty based Support services and
leadershlp development programs in other hifan services areas, it was in fact

iS the subJ ect of considerable debate.ll The debate centers on whether or not

a community based program can effectlvely pursue the support services and

leadershlp development role if it is not directed and controlled by disabled
people. Some believe direct controi by disabled people is a necessity; others

believe sxgnxfxcant involvement by disabled people is suffxc:tent 12 The

Conference participants direct or were invoived in programs that fit under both
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sides of the debate. Yet, there is serious concern by disabled people that
effective operation of an independent living center is seriously constrained if
the organization is not responswe to, or a part of, the disabled communlty. In

these instances, there is less of a feelmg of commtm:.ty ownership by dlsaoied

people and confusion as to who defines pr:;ontxes ‘and evaluates effectiveness.

minimum; majoerity control and real involvement at all levels in a center is
absolutely necessary for a program to be effective in‘providing assistance to
disabled persons.

Independent living programs are established to meet the needs of and be
responsive to their commnities: A commmity can have varied geographic limits

<

and poputation density. i e

The term "community responsive,” as applied here, means the program is
dependent upon individuals and resources within the local commnity for its
continued leadership, staff needs, support; and survival.l3 Commmnity respon-
s1ve programs must continue to respond creatlvely to new needs of the commm1ty

in order to further the mtegrat:.on of disabled people into soc:.ety

A community based independent living center has the dual function of
providing necessary support services that promote self-determination and
1ndependence and undertakmg advocacy within the broader community to promote
the program's services, remove attitudinral and phys1cal barners,j;rLd promote

e e e e

the integration of disabled people into the social and economic mainstream.

-Inorder—toSucceed—in—the broader community whére their néeds are not
being represented, disabled pEEééﬁé mist engage in advocacy efforts to maintain
community based independent living programs. 2Advocacy can assume many forms.
For some programs, it mcludes 1obby1ng before a 1ocal or state government body

S, -12‘.-_ . e e e VU Uy SV S U U



for financial support. For others, it is requesting a state rehabilitation
agency to prov1de attendant care to enable severely disabled perscns to maintain
employment. For all programs; it is a service: teaching self—advocacy skills

to enable dxsabied peopie to be more self-rellant and mdependent.

The support serv1ces prov1ded by independent living programs inclide, .among
others, hous1ng assistance and referral, attendant care, readers for the blind
and interpreters for the deaf; peer counseling, fimancial and/or .Legal advocacy,
community awareness; and barrier removal programs. 14 The method of service

provision reflects the comrmnlty S needs and in each instance is provided in a
manner that promotes dignity, self-determimation, and mdependence.

A major issue that is beJ.ng debated within the independent 11v1ng movenient
and within the professional establishment is the role of transitional and
res1dent1ai service programs The model develcped by the Center for Independent
to ensure disabled people can live outside of institutions. ~Transitional and——; —
residential programs are seen as a. contxnued form of the problem that the
1ndependent 1iving movement was de51gned to criiibat—mstltutlons. Thus;, deve-
lopment and growth of quasi-institutional models are seen as a direct threat to
the ability of severely disabled people to make choices.

Further; the transitional and residential models are se: as a method of
promoting the eventual non-residential 1iving needs of certain disability
groups. The experlences of . smany dlsabi;ed people have been, however, that the
transitional and residential programs do not promote self-rellam,e, but
perpetuate lives of dependency and segregatlon, and the further growth of
professional Systems to. ;&re»for the handicapped.®




Clearly; these three elements are the foundation of independent living and
“"define ‘a philosodphy whicli "ifi"'%ﬁé‘l‘f?"‘6‘6ffé‘i“g%;f“ﬁi‘ﬁ“fﬁéﬁ“ﬁﬁﬁééﬁ political -

tenets. The part1c1pants in the conference developed a beginning "Ph;\.losophy of
Independent Living" to elaborate on these values and to lay a basis for their
future planning: The statement is reprinted in full in Appendix B. The preamble
states:

Ef, - I ,]’ —

Among the foundations of our society is the acceptance of certain

fundamental human rights. Independent Living is based on the belief

that aill individuals; mciudmg those with disabilities, shall have
an equal opportunity_ to _exercise those rights. The independent
living movement sShall affirm the basic human rightS of disabled
persons:

e To participate in the prerogatives and responsibilities of
_citizenship

® To ’equal"" énploymen*t oppo portimnities

® To access to public facilities, transportation, and affordable

housing for all disabled peopie

e To_the supportive services necessary for employment opportunities
and full participation in society

® To free, appropriate, and non-segregated ediication

® To bear, raise, and adopt children

e To full participation in the cultural, social; recreatlorai, and

economic life of the commmity

‘To live in dignified independence outside of instititional settings

This phllosophy addresses a basic concern of disabled leaders that the
publlc understand effective commm:.ty based mdependent lJ.vmg prodrams not as
service providers but in their role as supporting and promoting the right of
individual disabled persons to partlcmate and contribute to soc1ety Gomnmny
based 1rdependent living programs, at their base, are a mechanism for leadership
deveiopment; representation; and self-advocacy for a group of people that
society, to date, has only seen as "patients" or "clients."

-14-"
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This role is misunderstood by persons within the mdependent 11v1ng and
dlsablhty rlghts movements; by disability professionals, by dec:.slonmakers, and
by the general public: This mlstmderstandmg has 1mpact on whether or not an
entity called an 1ndependent living program is truly a communlty baSed,
comi unlty responswe cent_er. Fallure to clarify this concept allows the publlc
to c’my the need for and aceptance of disabled people as leadets and directors

of prcarams affecting their 11ves. Fmally, the perceptlon of mdependent
living as "merely service providers" undercits the future of independent living
programs as catalysts for community and individual change; posing the option as
eventual integration with the rehabilitation and social service systems as an
alternative form of rehabilitation services.

pendent living movenent began. However; in a period of years fram 1960 to the
m1d—1970's, we can describe a series of grassroots activities and federal pollcy
charges that gave meaning to the movement we see today.l5

The independent living/disability rights movement is rooted in the 1960's,
though many of the essential policy and programmatic innovations which defined
the formal structure we see today did not appear until well into the foftiow:tng
decade. During the sixties, disabled people were profoundly infiuenced by the
social and political upheaval which they witnessed: They identified with the
struggles of other disenfranchised groups to achieve integration and meanmgful
equality of opportunity. | They learned the tactics of 11t1gat10n and the art of
civil disobedience from other civil nghts activists. They absorbed reform
ideas from many sources—consumerism; Seif-help, de-medicalization; and
de-institutionalization:16

One of the distinguishing marks of sixties' politics shared by many who
swelled the ranks of the disability rights and independent living moveients was
an emphasis on personal transformatmn—changes of consc:.ousness—-preceedmg and
underpmnmg social activism. Disabled people had to achieve a dramatlcally new

) and pOSItlv\.. valuation of themselves as a group as a pre—condltmn to effective

organizing in pursuit of specific programs and p011c1es. A critical aspect of




sectarianism which had long fragmented disabled people into so many
subgroups—the blind, spimal cord injured, retarded, post—pol:.o, etc. From
these experiences, many dl..abled md:.v:.duals energed for the flL'St t:Lme w1th a
sense of themselves as members of a unique and valuable community, a sense
supported by their comprehension that they had the right-——hitherto denied—to
participate as fully equal members of American society.

ne remarkable fact, viewed in retrospect, was the large nifber of disabled
individuals; many of whom were substantially isolated, preparing to act along
similar lines. The 1mp11cat1'on' of their newly pollt1c1zed persPectJ.ve on
dlsablllty issues was that real reform could be assured only by the development

of a broad-based coal:tt:ton of dlsabled people t:hrbughdut the Bn:tted States who

Services that would perm:.t them to break from the tradition of dependency and
institutionalization and live as part of the social and economic commmitys

At the national level, revolutlonary reform in disability policy occurred
in the late 1960's and early 1970's. Traditional progranms, pol:.c:.es, and
assumptions i'éija'taiiiij disabled people were attacked through the courts and
legislatures: Advocates brought due process and equal protection challenges to

: i:he aehumanizing écn&itioris in’ segrég'ai:ea insi-.ii:ui:iong ’a'na gheitéred éChbbig.

rights guarantees to disabled people: In short; d:tsapled people began to be
seen as a class of disenfranchised people denied basic civil liberties and
social access.

Congressional reform occurred at a rapid pace. Integration and equality of
opportunity mandates were enacted to provide access to public buildings and
transportation.l7 The Rehabilitation Act of 1973 was passed, not only
strengthéning the commitment of the federal/state vocational rehabllltatlon
system to address the needs of the severely disabled persons,lB but also
containing several policies with even broader implications. Section 504 of the

Act defired the key national mandate prohlbltmg discrimination in employment;



education, and health and social services against handicapped individuals by
recipients of federal assistance, in language identical to that used in the
Civil Rights Act of 1964, and later in the Education Amendments of 1972 applying
the same federal guarantee to women.19 Title V further mandated the creation
of a federal board to coordinate and ensure access to public buildings and
public transportation20 and prohibited discrimination in employment by
requiring affirmative action by federal agencies2?! -and federal
contractors. 22

Through passage of the Education for All Handicapped Children Act; Congress
mandated an end to Separate and unequal educational opportunities. It required
that "to the maximum extent appropriate; handicapped children (shall be)
guaranteed a free, appropriate public edication...and (shall be) educated with
children who are not handicapped..:"23 Finally; it passed legislation
containing a bill of rights for persons with developmental disabilities, with
the primary goal of providing services that would further the individual's
potential to become a participating member of the commiunity.24

The Congressional reforms of the 1970's took aim at the roots of historical

prejudice and stereotypes that had isolated disabled people from organized
society as an inferior caste. A clear summary of the overall intent of these

- reforms was stated in 1974:

The Congress finds that:::it is essential:::to assure that all
individuals with handicaps are able to live their lives independently

and with dignity, and that the complete integration of all

individuals with handicaps into normal commnity living; working and

service patterns be held as the final objective.25

The passage of federal legislation, however, is not Sufficient within the
American political system to realize the reforms which impact on the lives of
the constituency for which the legisiation iS intended: Adequate methodS of
implementation and enforcement must be defined; and these, in tufh, fusE be
reinforced by a broad base of support at the commmity levels

In April 1977; an event occurred which illuStrated this process in relation
to the development of disability policy. Demonstrations by disabled people

T T Ll e g U
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occurred throughout the country to protest the failure of HBW Secretary Joseph
Califano to sign regqulations implementing Section 504 of the Rehabilitation Act
of 1973.

In the four years since the enactment of Section 504 in 1973; a set of
compromise regulations had emerged from the evaluation of over 30 hearmgs and
over 1,200 written comments. In response to Secretary califanc's refusal to
is8ie the regulatlons; demonstrations occurred throughout the United States. In
San Francisco, disabled activists occupied the offices of the Department of
Health; Education and Welfare for 28 days until the regulations were 51gned.
Protest activities were also staged in other major C1t1es-—1nclud1ng Washmgton,
D.C.-=to brmg publlc attention and pol:.t:.cal pressure to bear on the enactment

of the Section 504 regulations. These demonstrations, for the first time, showed
the natlon and mllcymkers that the growmg grassroots dls’abillty rights

A notable presence at the San Francisco sit-in were a number of individuals
from a new klnd of dlsablllty organlzatlon th.Ch had appeared in Berkeley

several years before. The Berkeley Center for Independent Living (CIL), since
its establishment in 1972; had gained national attention both as an expression
'of the new activism among disabled people and as a translation of the ideology
of. mdependent 11vmg into a dynam:Lc program mtegratmg services with social
action: The creation of this prototype Center nad given the independent fiving

movement credibility and mamentums.
Berkeley had been founded by seven sSeverely disabled persons, including

former Unrversrty of California students, who had partrcrpated In the

Un1ver 51ty's Dlsabled Student Program. (From that perspectlve) They had comie to
establishment of the disabled student program at the University of Illinois at
Champaign/Urbana in 1950: that higher education was the "royal road” to social
1ntegrat10n and personal mdependé’xce for severely disabled persons. While it
was recogm.zed that gaining access to universities and colleges had been an
essential innovation and one which needed to be expanded through application of
the Section 504 mandate of physmal and program access:.blllty, hJ.gher education
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practices from the p’erSp’eCtJ.VE of empow

was now seen as just one point of access to 1ndependence.

The 51gn1f1cance of the strategy anbodied in the Berkeiey model was that it
not only ‘had a flexible and individuatized sense of the service needs of
Severely disabled people, it also took into cons:.deratlon that 1nd1v:.duals lJ.ve
within a physical, social, and economic env:.romnent which must be modified in
significant ways to make mdependent living possrbie. It rejected residential
programs as inherently patermalistic and debllltatmg and extended this cnthue
to other social serv:.ce practices which continue the dependency of the "ctient”

constltuency. Ber eley combined services and advocacy in the most

An example of what disabled people could achieve if given a meaningful
opportunity; the Berkeitey Center became a symbol of hope and dlgm.ty as well as

_communities. Its profound inflience extended not

a model for efforts in ot

only to disabled people thrbughout the United States; but also to many

dlsablllty professionais; 26 Congress;27 other important dec1510rmakers, and

fostered the establistment of disablad run groups that focused upon pollcy and
égkgenf, integration and civil rights28.

Mlchlgan, and Massachusetts), influenced by the success of the Berkeley Ceniter
and anticipating the eventual enactment of federal mdependent 11v1ng mandates;

began expenment:.ng with state discretion ry funds (Innovatxon and Expansmn

‘Grants) to create a variety of programs ‘"escnbed as 1ndependent 11v1ng

programs. For example; in 1974; the Boston ter for Independamt L1v1ng—t:he
first of five programs funded in that state 'rough the grants—began prov:dmg
transitional/residential programs and relafed support services. Independent
11v1ng programs also formed in Houston; Amn ﬁfbor, and numerous other cities in
the early and mid-1970's. ’

what 1t meant to be an independent 11v1ng program was raised. The two most

15
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significant dimensions of the énetéiritj controversy were the distinctions between
1) "residential/transitional® vs. conmm:.ty oriented" serv:.ces and 2) "d:.sabled
control™ vs. "disabled part1c1patlon in the orgam.zatlons. While both issues
remain significant; the latter was particularly prominent among the concerns
discussed at the confererce.

Independent living programs of the 1970's were not the only organizational
forms which this activism generated. Coalitions, many under the sponsorship of
or in conjunction with independent living programs, formed to press spec1a1
issues as well as broad social pol:.cy affectmg all disabled people; through
programs in community education, organizing; research; and advocacy:

These mdependent 11v1ng progrars and advocacy groups are unlque for

éeveral reasons. First, they .cit across traditional medical/ charity

- distinctions to work with coalitions of people with different disabilities.

Second; the new organizations were formed by disabled people 11v1ng in the
community who took on leadership roles to develop and run progranms that met

their nee&

From the very beginning, they differed from traditional social service
programs- which served disabled people in that- theywer&demgned to prov:.de
support to disabled persons rrom birth to death and were not "closure-oriented"
in a traditional casework mode. Most started as coalitions of physically
disabled and blind persons, and have pamstakmgly expanded these coalitions to
include all disabilities in the community. Finally, these early programs

started without the assistance of targeted federal money and have been
maintained without this assistarice.

Government fundlng of programs brought very different ideas about
1ndependen hvmg. The differences stem from viewing it professionally as an
innovation in rehabilitation methodology or as an expansion of the role of the
'stai:e/federai vooai:ioriai r’eha'biiii:ai:ion sysi:em; The mpact of thlS professmnal

living mov'enént with the advent of specific federal funding for independent
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living services:

In 1978; Congress authorized sipport For independent living programs for
the first time.29 The Rehabilitation Act of 1973 was amended to add Title
VII, Comprehensive Services for Independent L1V1ng 30 As expressed in the
legislation; Title VII was intended to assist in the development cf community
based service centers to prov:.de housing referral,; transpbrta'ti'on; attendant
care, and peer coun..,ehng and other services. The goal was to facilitate the
integration of severely disabled adults into the mainstream of community,
social; and economic life—i.e., to decrease their dependence and increase their
self-determination and abi ility to be productive and contributing members of

soc1ety

Title VII established a basic change in federal dlsablllty pol:.cy, and in
d01ng so reflected the growing influence of the comrmm1ty based mdependent

living movement through specific legislation draw:.ng on program experience of
the early centers.3l

Title VII has -iéeiiitéd“’iﬁ a marked increased in thé number of indepéndént

the incliusion of 1ndependent 1iving under the federal-state rehabilitation
system has created conflicts both in the professional rehab:.lltatlon sys{:em and
in the independent living movement. Thi§ results in part from a basic
disagreement between profess:.onals and consumers over the goal and intent of

1ndependent 11V1ng programs.

Independent 11V1ng was orlglrally seen by rehabilitation professiomals as

an altermative form of services for disabled individuals for whom employment was
not a feasible objective. Thus, for profess:.onals the goal of independent
11v1ng was prov151on of services that wouid permit certain disabled perso'ns to
live in a community short of being gainfully enployed. Although this view is
not shared by disabled advocates, many rehabilitation profess1ona3;s retain this

view and see mdependent 11V1ng as a service form that competes with rehabil- :

itation: As independent 1iving programs grow; these profess:.onals see them as

_been of great benefit to dlsableé;@egplﬁmfxpandmg needed senu;ces._aowevet,_,;_e‘___

-
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‘having potential to undermine the specific ciosure-oriented qoal of gainful
employment. 33

From the 'p’oint of view of grassroots independent 1iVin§ program directors;
independent living encompasses employment. The goals are not competing; and
employment is one of the ways an 1nd1v1dua.l. can achieve 1ndependence. f‘urthé'r,
independent 11v1ng i§ viewed by disabled leaders as a process which may requn:e
continued provision of a particuiar service in order to maintain mdepen—
dence.34 The traditional rehabilitation service system, however, assumes a
termination p01nt in the prov:.s:.on of serv:.ces, i.e.y the individual is

employed, and the rehabilitation goal is achieved.

This pollcy COl’lfllCt between vocational rehabllltatlon profess:.onals and
the community based mdependent 11vmg movement has major s:.gmflcance. First,
on the federal level; currently funded 1rr1ependent living centers supported by
Title VII cannot expect to depend on federal monies forever for existing
programs. This demonstration program assumption has the effect of putting
pressure on progrars to conform to traditional service delivery norms. Second,
federal Title ViI-funding of- independent 1i§in§ programs is generally
administered through the state rehabilitation agency. To the. degree the state
agency t‘éamthe mdependent 11v1ng concept, mlsunderstands the leadershlpﬂ_

vprograms in their community advocacy roie, there is an.obvious danger of
g_the effectiveness of the commum.ty based 1ndependent living model
through the imposition of rehabilitation serv:.ce provision regulat10ns35 and
traditional accountability measures. 36

- Third, the federalization of independent living under the rehabilitation
system has created tension iﬁ the independent iiving movement. The use of the
'con'cé'p'rt 1ndependent living" under federal leglslatlon and the appl:.catlon of
the concept to a wide range of program models which are not run and directed by
disabied peopile and do not include community advocacy have created major
political issues for commmnity based programs. Can independent living be a mere
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provision of services without undemmining the overall goal of empowerment and
advocacy” What is the value of federal fundmg if it creates ancther forin of

The policy conflict involved in the needs of state agencies for administra-

tive standards versus the need of programs for flexibility to meet individual :

service needs has been the subject of conferences, professional papers, and
pollcy reports; 37 many involving disabled people. The Independent L1v1ng
Leadership Strategy Conference and report is the first attempt by disabled
leaders and independent living program directors to ook at these conflicts and
needs from a grassroots perspective and to propose solutions that will assist
the community based movement and enhance the rights of disabled people.

v .‘.A.-Iv ;'l

The community based independent living movement is facing a crisis. The

Cl’.‘lSls has been brought on by the rapld increase 1n the number of 1nd1v1dualr
programs, the rapld growth w1th1n programs, and growth in the population that

wants, needs, and demands to be served. The present situation has been

" Texacerbated by reoﬁed“éoommc resources; - pub?hc indifference, and the lack of

networks and support mechanisms for independent 11v1ng programs.

_This crisis is not one of confidence or of a lack of belief in the goals of
the independent living movement by disabled persons. Rather, it iS a period in
the evolution of the disabled=run independent living programs that requires

éVéiuétion and pia'iiiiin'g'; _.The East rﬁﬁéiﬁé ééﬁféféﬁée; ’from Which this réport,, L

problems that must be confronted for continied growth, and deveiop options and
strategles to assire that mdependent living programs and the disability rights
movement can continue to work toward the social, politica), and economic

~ independence for all disabled people.

The operational issues Conference participants identified can be divided
into five categories:
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& Funding and Funding Development
e Leadership Development and Direction
Organizational Development and Management

e Service Delivery and Commmity Needs

e Public Relations, Bducation; and Commmity Support

The most criticail issue facmg dlsabied-rm independent living programs is
the lack of = reliable base of continued and adequate funding. An estimated 80
to 90 p’érCént of 1ndependent 11v1ng program funds are received from the
government.38 fThese are primarily grants and contracts from state
rehabilitation agencies and federal Title VII funds provided through the state
agencies.3% '

Government funds. have resulted in a rapid increase in the number of
programs that provide independent living services40, and are of great benefit
‘to disabled people natlona.lly. iicaevez,' the héavy j:éliaii'cébh this ’si'ri'g'l’e’

mdependmt 1iving movement.

Goverriment funds are not, as a general rile, a reliable Sourceé of long-term
support.41 This factor undermines the stability of the movement and of
s?éélnc programs and services. f‘cﬁ&é f)féiiiaéa Ej éf:ate féﬁaBiiitatién agencies

- to budget restrictions and revisionsi o . . . ..

The other major solirce of federal fundmg is that available from the state
agencies to assist in establishing centers for mdependent 1iving.42 Title
VII has flVE parts, of whlch cnly one, Part B, has rece:.ved appropnatlons from

grew to $18 million in fiscal year 1982.

In the first year of fundlng under Part B, ten states were awarded grants

were for a

-2
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three-year cycle, with appllcatlons for continiied fundmg required each year.
In the second year, the orlgmal ten states were refunded and an addltmnal 25

their last year of funqu, the second group was refunded for their second year,
and a third group was funded, br:.nglng the number of states and prograis
receiving Title VII money to 35 and 135 respectively.

The fourth year presents a major problem for the federally finded centers:
Part A was designed to prov1de funds that, after the 1n1t1a1 three year start-up
cycle, would bé available for provision of direct services. The state agencies
were to receive funds for purchase of independent 11v1ng services froii existing
centers: Part A, however, has never been funded and is not expected to be in
the near future. In addltlon, for the majority of programs; state and local
government funds and private funds have not made up the difference. Thus, the
cycle of funding new centers continues, and existing centers are bemg defunded

or must compete with new programs for reduced 1evels of fund.mg.

All of the foregoing raises an additional point regarding the impact of
federai funding: There has never been an effort to think through the long=term
purposes of federal resources in independent living—certainly none which
involved the disabled community and resulted in a consensus on p purpose and
d:.re..t:.on. Without a comprehensxve plan, one can e:-.pect mlxed messages on’

funding stability, funded agents; and goals and purposes.

The 1nab111ty of community based centers to fird sufficient alternatlve
sources of funding results from numerous factors. E‘J.rst, there is severe
competltlon at the local level for resources to replace those lost by federal

”_L'edJCtJ.OI'lS in all _social service programs. In_this regard, disabled-run centersmw

are at a disadvantage as the new k1d on the block 1ook1ng for fundmg from other

_..;1

groups' fundmg sources.

Second, there is a lack of awareness and understandmg on the part of local
government and private funders regarding the unigie serv1ce/1eadersh1p role of
the independent 11v1ng programs. An attitide dgenerally exists that the services
dupl:.cate those of exlstmg social service agencies or that disabled people are
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presently provided for by existing federal and state programs and by private

charities—so much are disabled persons seen as non-active persons to be dealt
with by chan’cy or welfare programs.

The majority of community based centers have been in existence for less
than four years; To implement and establish a new organization as well as carry
out the commun:.ty education and outreach necessary for long—term survival is a
major undertaklng for any program. However; in the case of the disabled-run
community based centers; this is made more difficult because federal start-up

money 1s provided for only three years: During this time, the orgamzatlonal
leadershlp and Board are, by definition, developlng new skills and potentlal.
And they are undartaking a venture in social services/leadership development
that is revolutionary in disability policy:

 The older commumity based centers that were established prior to the Title
 ViI legislation have a slightly broader funding base and; in a few cases; are
established as an important and unique part -of their commmnities: However, the
passage of time does not solve the fundmg issue.
In developing and operating the centers; the Conference participants
identified a series of issues that must be addressed to ensure a secure fundmg
Wbase for long term survival for 1.1dependent 11v1ng spéc1f1ca11y and the
disability rights movement generally.

The independent living/disability rights movement is struggling to
. _overcome traditional images of dependency. C’nangmg these publlc
. attltudes is the major task of the movement. and is a ma]or obstacle

in ebta:m:mg supportnfr':om funders.

Traditional charities, utiliZing images of "crippled" children and
helpless adults, have fostered the portrayal of the charIEy model in
the funding world: Goverrment programs, in the great majority, were
developed to take care of the "dservmg poor on the theory there
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was no meam;ngful future for most disabled people.

This pattern of charlty and paternalism in traditiomal fundralsmg
betrays the philosophy and goals of the 1ndependent 11vmg/d1sab111ty
rights movement.44 It presents a major obstacle that can be
overcome only by educatmg funders and increasing the involvement of
disabled people in the fundraising world through positions on Boards
and Adv:.sory Boards and in the direct process of fundralsmg. Only
through this process can disabled leaders reshape the priorities of

funders away from programs that contmue to support dependency and

Directors of Ronprofit organizations all recognize that fundraising
is part skill, part art, and part contacts. They also recogmze that
fundralslng is, by necessity; a fuli-time occupatlon and a process

that requ:.:es long-term plannirg.

Though all communlty based mdependent living centers have fund-
raising mechanisms, fundraising is generally one of the respon-
sibilities assumed by the Director and not through an established
development office. The Confererice partv c1pants recognized a need
for tralmng in fundralsmg skills and related long-term plannmg.

_ Tradltlonal nonproflt organlzatlons develop Boards_of Directors that

can assist in the fundraising process. The Board can be an mportant

re.:oun 2; and; in many cases, a w1llmgness to assist in fundraising -

is a requirement for Board rnembershlp.

Board make- up. Most programs, however, attempt to ensure the
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_van and motor vaucle modlflcatlon for dlsabled drivers.

majority of -members are disabled people to ensure the orgamzatlon is
responsive to commmity needs.

In many cases the disabled person serving as a board member wiil not
have the broad background and experience necessary to assist in
fundraising. This includes contacts, sk:.lls and resources a
non~disablec, person selected as a board member iS more 11ke1y to have

developed as a participating member of society. Thus the desire to
have a commmity responsive Board made up of disabled leaders may be

inconsistent with the generally assumed role of fundraiser that board
- embers undertake, T e o o '

The Conference participants recognized a need for education in Board
development, utilization of Board members, and development and
utilization of Development Advisory Boards:

provide a secondary funding source for commmity based T progx:ams.

A number of communlty based 1ndependent living programs have
developed buSiness enterprlses related to their commmity service

‘needs. Most notably, businesses have been developed in the areas of

wheelchair sales and repair, the sale of other dlsablllty aids, and

Other groups which have developed proflt-mkmg businesses have not

been able to fully sustain all their programs and cuSts from this
source alone. Clearly;, there will always be a need for other sources
of funding, particularly from govermment and foundation sources. The
Confererice part1C1pants recogmzed that there must be further
research and development in this area.

N
O'DI
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leaders saw a need and developed fiechanisms and coordination to meet that needs
The 1eadershlp group generally had to undertake fundraising; organizationmal and
program development; and related activities involved in creatmg and dlrectlng

an alternative social service/ leadershlp develcpment orgam.zatlon. Further; the
leadership group was actmg alone, outside the mainstream, and had few, if any,
outside resources or Solrces of support.

Federai mvoivanent in 1ndependent 11v1ng has, to sofie extent, a551sted in
the development process of the centers. But; this involvement has not greatly
assisted disabled leaders in developing necessary leadership skills. Rather, it
has imposed traditional structures and management technlques upon a
non-traditional service/ 1eadersh1p development model .45

The resulting conflicts between the rehabilitation pro;essmnals and the
disabled 1eadershlp,46 and the continied pressure to conform to traditional
service provision models and accountability measures have made disabled leaders
'ré'c’dg'niz'é tﬁat Eiiey rTxtiEE i66i€ to 8eiieio§in§ Ei—iéif cwh Eéééniée Bases; suppbrt

corrmm:.ty based mdependent 11v1ng model.

The push to maintain the integrity of the independent living movement is
derxved from the recognitlon that to achieve self-reliarice and the rlght to

recognltlon is not a denial of the need to develop professmnal orgam.zatlons
that meet high standards. Rather, it is focuseéd on the iSsue of who develops
_the standards, grpfessmnal cr1ter1a, and evaluation tools; and whether or not
these criteria and Standards are appropriate to the goals of a commmnity based

1ndependa1t living program.

Leadershlp development is a clearly recognized need that must be viewed
From a number of levels. At each level, the goa1 is to increase the

—29=
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self-determination and self-reliance of the individual and further the
integration of disabled peoplé into the broader social and economiC mainstream.

Each Center must, by definition, be an agency oriented to leadership
development: As part of its role to be responsive to the commnity
and meet community needs,47 the Center must continually undertake
outreach and edication activities to assist disabled individuals who
want increased options and access to the commmity. The Center must
~== -~ also-assist in skills development for the Center's personnel both to

meet their own needs and to ass1st disabled 1nd1v1duals in achieving
employment and edication optlons in the broader community-:

The major respons:.blllty for ensuring that the Center iS providing
the necessary services and engaging in appropriate advocacy efforts
for the community rests with the Executive Director and the Board of

Pirectors.

The Conference participants recognized the need for training and
support in leadership development and in organlzatmnal planning for
staff and Boards of 1ndependent 11v1ng programs. Wh:.le disabled
people must be in top management pos:.tmns and in rnajorlty numbers on
 the Board, many disabled people are new to the experience of
management or serving on a Board of Directors and unsure of the

responsibilities and conflicts inherent in these roles.

There is a sense of isolation among the leaders of indeperident 1iving
programs, because they operate alone, without the reinforcement of a
larger group with similar goals. The lack of commmication among
programs also underutilizes the skills, knowledge, and resources
available within the network.
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e The Conference part1c1pants recognlzed the need for a strengthened
network of communlty-based ::ndependent hvmg programs to provide
support; resources; and information sharmg. ' Further; the- expressed .
need went beyond networking among the Centers, to the need for mecha—
nisms to edicate the deneral public and decisionmakers on the role of
independent living centers and facilitate involvement of programs in
the larger decisionmaking and policy development process.

~ The independent 1iving movement and disability rights movement are
united by the same philosophical values and the same goalS of
integration into the social, polltlcal, ediicational, and economic
mainstrear. Dlsablllty rlghts organizations operating on both the
state and the federal levels have increased in number over the last
five years. They focus on broader policy issues and pursie their
goals through programs in educatzon, research, advocacy, networking;
and 1eadersh1p development48 Their Xeadership includes an-
increasing number of disabled people from leadershlp positions with
independent living programs. In many cases, the" dlsablllty rlghts
organlzatlon may be part of an mdependmt 11v1ng program or workxng

in coalition with one or more centers. These orgam.zatlons promote
disabled leadership and involvement in the decisionmaking process and
tend to be run by and for disabled people. 7
Disability rights organizations began because, 11k;-:~/ 1ndependent
living programs, there was a recognized need: The Xéadership became
aware that as 1ndependent: 1living programs assisted-an increasmg
number of disabled people to pursue lives w1th greater freedom of
“choice; true integration would occur only by increasing their
involvemernt in the broader social and political arena: The question
became: What is the value of achieving self—rellance ‘and mdependent

hvmg skﬂls if one cannot utlllze them to achleve full potentxal

fmainstreanm?
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From th‘é point of view of disability rights advocates at the state

and natxonal levels; the process of fostering broad change in the
social and political system has value only if there are mcveasmg

—— e ———nitiber s -of - disabled people wantmg and -able-to-lead product:;ve, fully
integrated lives. It is clear, therefore, that the commmity based ,
independent living programs play a central role in the process of /
mtegrat:.on by acting as catalysts for change in local commmnities
and in the individual 1ives of disabled people. They are a centrat /
part of ;a process of social and political change that is having

greater ;unpact each year.

The Conference participants recognized that the independent living
movement is a key part of the process of social change necessary for
integration. However, 1t was recognized that the dynam:.cs of this
key role is not well understood by individual centers and that
greater communlcatlon, 1eadersh1p development; planning; and linkage
were necessary to ensure the movements pursue complementary goals and
coordinate act1v1t1es tc ensure 1ong-term soc1a1 change and

lntegratlon. P

A series of-general issues that affec*. leadership development and
direction of the mdependént 11v1ng and dlsablllty rlghts moverent at
all levels were raised at the Conference. fThese issues address the
concern that as the movements mature, they must expand programs and : -
activities to include disabled people outside the traditional core ’

const1tuency49 and they fmust address the role of the non—disabled

person;

~As with other social movements, the early leadershlp in the i
independent living/disability rights movement tended to be better
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educated and from more.stable socic —econo'rxc backgrounds. 'Fhéy

from a few specific dlsablllty
'1o, cerebral palsy, muscular

tended to be young adutt white mal
groups: sp1na1 cord injury, postp

dystrophy, and multlple sclero i5.50 As the movements have

range of d:.sablllty groups; (3) a broader age range of dlsabled
people, 1nclud1ng children and 1(’ 3r persons;

grou;}simust expand their prograxjns and act:tv:.tles to include
d;sablllty groups outside the tradi onal core constituency. Policy
changes in the last decade away from mstltutlonallzatlon and toward
communlty based living have placed new pressiires. to expand programs
and activitiés that will open society to participatien of mentally '
retarded and: mentally 1mpa1red persons; as well as increased

e
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participation by deaf and blind persons.

The growth of the mdependent llvmg centers has had major 1mpact on
deinstitutionalization. ‘Thisfactor is ‘placing added pressure on

- independent living programs todevelop service models and provide
. resources to serve and assist these additional dlSablllty droups. It

is recogm.zed that a failure to undertake these actions may result
again in a spht between the physically disabled and mentally
disabled; in the duplxcatlon of many programs, or in an increased
tendency to put resources into tradJ.tJ.onal residential programs
rather tharn non-res:.dent:.m serv:.ces and advocacy centers.

The Conference participants recégm.zed work must be undertaken to
include a wider range of d:,/sablllty groups in dlsabled-run,
non-residential mdepe“ndent/ living prograas fEnd in the broader
disability rights education ah/d advocacy policy activities:

As noted, the early leadership of independent living programs tended
to be young acults, with a marked absence of older persons and-little
focus on services for disabled children and youth.

From one point of view; this can be understood if one considers the

~ evolution of the community based centers. They were designed by a

constltuency of disabled persons who were excluded by existing
service patterns. They were individuals of an age and edicational
level who wanted to live outside a family setting and were not
prepared to spend their adult lives in nursing homes and
institutions.

There is a clear recognition that the incidence of disability
increases with age and that the concepts and services prov1ded by
1ndependent 11v1ng programs are of value to older Americans. AS a
result; many community based programs serve oi:der _persons as a

general part of their services. However, there has been little
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involvenent of older persons in leadership positions in either the

1ndependent living or the dxsablllty rlghts movement. This may
change as the 1eadersh1p of the movenents grows older52 and as the

organlzatlons representing and serving both populatlons work on
issues affectlng dxsa_blei and older persors. 53

A second issue is 1nvolv1ng children and parents in the movement to-
1ntegrate disabled people into society. There has tradxtlonally been
a split between parents and disabled adults. In 1arge part; this is
in response to a view that parents have played a major part in

malntalnlng dependency and paternahstxc patterns of 11v1ng.

However; there is increasing reccgnltlon on the part of disabled
adults that they must ensure the mtegraton of disabled children in
education and serv1ce programs in order to promote system and value
changes in the primary and secondary schools and in disabled and
non-disabled children so that segregatlon and dlsenfrachlsement of

dxsabled people is not perpetuated. ThJ.s 1ntegrat10n is necessary to
1J.vmg/dl.sabJ.llty rights movement become the norm for “futiire dxsabled
leaders.

Further; there is increasing recognition by parents that role modeis

for their children must come from disabled adults. If disabled
adults are self-rellant, 11V1ng prodictive 11v&s, and tﬁidéf?:ékiné

'ch11d' [ future.

Coalition work between parentS and disabled adults has been most
effectzve on issues 1nvolv1ng sectlon 504 and P L. 94-142, which

lmdertakmg advocacy and services act1v1t1es.

The Conference participants believe disabled-rin independent living

=35~



centers and disability rights groups must undertake and, explore joint

activities that will further integration and participation.

A major issue that has become a focus of greater coricern and debate
over the last few years is the role of the ion-disabled person in the
1ndependent 11V1ng/dlsab111ty rights movement:55 It is similar to
the tensions that existed in the civil rights movement on behalf
racial minorities and women.56 |

It is an important issue in disability because of the history and
numbers of traditional professions and programs that were dedicated
to care for, help, and protect disabled people. The programs
tradltlonally molded the life optlons and directed dec1510nmak1ng for
the disabled person in education; rehabilitation; and related social
services; employment; training; and opportunities; medical care; and
fééfeétion/ieisurei E‘a”ch program area fosi:éréa i:hé prbbiéﬁé diéabiéé
stereotyped job options: The charities fostered attitudes of pity
and helplessness in order to raise funds for dlsabled people. In
each area, the decisionmakers and prov1ders have been and continie to
be predon '”'”tiy non—disabled.

Bbth the 1ridependent 11v1ng and dlsablllty rlghts movenent focus . upon

increased involvement in the decisionmaking process:, The role of
non-disabled persons will continue to Create controversy within the
movement and with non~disabled professionals in both renabilitation
programs and related policy areas; and in the broader civil rights
policy aféﬁé

The Conference participants believe the issue must be addressed botii
within local community progzams and in the broader movement: The

partxc::pants recognize an increasing t’end’ency to hire non-disabled
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persons for leadership and management positions, thus weakenifg the
leadership development role of the programs. This tendency-is be-
comlng more apparent as the _Centers are pressured by federal and .. = ... __
state agenc1es to become more oriented toward traditional social

services and less oriented toward advocacy. The 1ong-term result of 'i,__,__._;

this pattern is the loss of the ability to serve as cztalysts for
communlty change and change in the lives of individual disabled
people in the commmity.

For both the 1ndependent 11v1ng and dlsablh
is a major concern: The loss of leadership at the local level and
the loss of mechanisms to develop new leaders weaken the movement's

ability to achieve its goal of integration. Thus; the part1c1pants
reoognlzed that the 1ssue must be addressed and must be confronted in
a manner that is not merely separatist, but recogm.zes the necessity
of working with and within the profess:.onal system to affect
necessary change, and supports and fosters the ability of disabled
people to direct thelr own lives and achieve increasing involvement

in the decisionmaking and policy settmg ar.enas:

As discussed above, the director of a commmity based independent living
program is not only a commm:.ty 1eader, but &--o the executive administrator of
a non—pront corporation. Each of the Conference participants recognlzed a need
for support: techrical assistance, and training in administrative and management
skills.

[ I EE A ]_arge group of mdependent 11v1ng

programs do jnot have a corporate attorney representing them: In
some cases, the management is not sure if and when such assistance
is necessary. This is true because of cost: pro bono assistance

is generally limited in use because it is free. E‘urther, many of
the potential problams oonfrontlng 1ndependent 1iving programs are
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unlque to dlsablllty groups, and attorneys who are familiar with
these issues and non-profit organizations are iimited in number:

in provision of services (e.g. attendant, wheelchair repair,
transportation) to personnel policies.

problem areas; individual technical assistance in general problai
areas; and assistance in developing contacts among and Siupport from
the local private bar.

Board Development and Gtil ization: Outside t' area of leader-
ship development, tra:.nlng and support for .irectors in Board
development and utilization of the Board in policy setting;
planning; and fundraising are necessary. There is also an expressed
need for training in the proper role of the Board in relation to
their corporate responsibilities. = .-

Organizational Planning: As a general rule, directors of the
communlty based. programs are too busy with daybto—day needs to plan

the developmamt of the center and inadequately prepared to undertake
the task: A need expressed at the Conference was individual as well
as network support and tralmng in the skills and techniques of

orgamzatlonal develcpment.

' Each participant of
the Conference recognlzed a maaor need existed in the area of
per sonnel management and staff development. The iSSues under
personnel management included personnel policies and affirmative
action; management skills, and development of adequate and appro—
priate job descrlptlons and pay rates. Other issues include staff

recrultment, training, and reasonable accommodation to ensure a

disabled person can undertake and carry out job duties. Staff |
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assume greater responsibilities; the use of interns, and the use
volunteerrs to develop individual skills through on—the-job tralm.ng.

Exs_c_a]_uanag_emgn; A major skill required of a non-profit

director is in the area of financial management. The Conference
partn.c:.pants recognized the necessity of mamtalmng proper fiscat
records and procedures. Sui:port and technival assistance IS needed
in order for directors to understand non-profit accountlng
principles, cashfiow management, and to acquire or train for the
skills and staffing needed to ens sure the financial health of the

corporation is maintained.

Eraluation and Proaram Ac cgnrm The community based

centers are faced with pressire to apply traditional evaluation and
case management techmques as well as accountabﬁxty systems to
their Services and advocacy programs.57 However, it is reccgnized
by disabled leaders and professionals that these tools are inappro~
priate to the 1ndependent 11v1ng programs. 58 The debate will
continue over the type of tools that are appropriate, but it is
recogm.zed that such techniques and standards are necessary for the
future growth and development of the movatent.

The central focus in the development of the mdependent living programs has
been the provision and coordination of services that would enable an exclided
segment of the population to achieve independence. As programs increased in
understanding and sophistication, it was recognized that advocacy was a key com-
ponent to ensure communlty needs were met and individuals who received the
services would continie to develop added skills, self-reliance, and the ablllty
to move into the wider commmnity.

The early programs develoned to meet similiar goals but varied in the
met’ nds and techniques of service delivery and advocacy. Service de11very

methods in a large urban area were not appropriate to rural areas. Differences
=39

48



exist among urban areas according to the availability of public and/or private

transportation. Differences exist in population served based on racial and
cultural-differences-and-disabilities. - However, each program confronts certain
common problemsS that must be addressed.

In addressing community needs, programs face the dual issue of increased
demand for services and limited resources and delivery mechanisms. Within the
last five vears, the concept of mdependent living has expanded from its initial
core constituency to a greater range of disability groups who desire access to
the services of an individual center. At the same time, centers are facmg
limited resources and the need to establish prlorlt.les for service provision.

Further; in many communities, the existence of an 1ndependent llvmg
program is an excuse for cther social services groups not to serve the
1nd1v1c1ual ard to refer him or her to the center. 'nus occurs regardiess of the
noth:.ng to do with the disability; but because the person is disabled he or she
is referred to the independent iiving program.

The Conference participants recognize the dual tensions facing each
program. They recognize that the movement must commmicate the need for their
services and advocacy to the public and work to foster the development of
resources and skills necessary to meeting the needs of all disabled peopie who
desire the opportunity to live independently.

An area of further concern raised by the Conference partrcrpants focuses on
the relatlonshlps with organlzatlons and agencies outside the disability area
and the deveiopment of troad-based commmnity support. Because the independent
living programs are both service providers and advocates for the rights of
disabled people in the \.ommunlty, their relatlonshlgs with and ablllty to

educate the broader commumty are necessary for their individual survival and
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This area inciudes utlllzmg the media and public relations; developmg
relatronsmps with groups provrdmg services and advocacy to other dlsadvantaged
group‘é establlshlng contacts with and support from local and State officiais;
and establlshlng conmcts wrth ang,, support from corporatlons, banks; and other
institutions within the ccm:mmrty.

Conference part1c1pants recognize this need for their individual programs
and utilize varied dpproaches to communicate and develop supportive
relationships with the broader commm1ty. Specific programs often involve video
or slide oresentatlons, speeches and meetings with local business clubs (i.e.
Rotary, Lions, Chamber of Commerce) , participation in adwsory boards; working
in coalition with other commumnity groups on common issies affecting prcsgrams or
poor people generally, and meetmgs and education of decisiomnmakers’in local,
state, and federal government.

It was apparent that each program must deveiop its approach and related
materials according to the specific program and the specrflc communlty.
However, it was recognized that this need could be met equally well by
dissemination and sharing of existmg resources developed by individual centers;
by technical assistance and tra:.m.ng in media use, public relations, and related
skills; and by technical assrstance in resources and resource referral.

Independent living programs provide the grassroots representation, service
delivery, and advocacy which assire disabied persons a method of affectmg and
determlmng their roies in the commmity and their rlghts to participate fully
in all the benefits the larger scmety offers all of its members: In the decade
since the initiation of 1ndependént 11v1ng programs; their numbers have grown,
external support has multlph.ed, the numbers of Severely dlsabled persons
substant:raﬂy, and their impact-——both dlrectly and md;.rectiy-—-mthm theit
immediate communities and at the state and national levels has resulted in major
attitudinal and pollcy changes



Like other non-profit organizations, 1ndependent llv1ng programs have
developed skilled communlty leaders, managers; and-program administrators;
provided on the job training and developed innovative and effective methods of

. _service: Unlike most nonprofit agencies, however,. independent: living- programs
are at the core of the polltlcal and civil rlghts novement of the populatlon

they serve. Their continued growth and survival; therefore, will play a
determining role in the success of the disability rights movement.

As pointed out above, the initiation and the growth of federal funding has
been a mixed blessing: Distribution of funds cn a broad scale and lack of
agreement on the purpose and goals of independent living, combined with a
perceived lack of leadership credentials in the dlsablllty conmmlty, have
fostered the growth of programs which are only nommally controlled by disabled
persons. Lack of understanding of commmity based programs; a short start-up
period, and the recent recession set existing programs competing with new ones
in a time whlch has proved tumultuous for even long-estaollshed nonproflt
orgamzatlons. If federal fundlng were only a part of independent living
development sources; the pressure would not be so great: The case; however; is
that only a few programs have other major sources of funding they can rely on,
and next to none have sources which prov:.de the kind of fimancial latitude or

flexibility needed over the long term.

Siccessfil program development. Independent llv1ng programs, as with the
broader disability rights movement; are young in ade and in breadth of
eipérienée; Several pomts can be drawn from th:.s statement b:irst,
hard experience gained through meeting service delwery needs or hattling a
recalcitrant agency to make changes in policy or service guldelmes. As stated
before, most program leadersh:.p developed as a result of pursuing a part:.cular
service goal, €.g.y avallablllty or acceﬁsrblllty of noninstitutional housing;
pursuit of attendant care support; back-up services for disabled students, or
4 undertakmg a needs assessxuent to encourage the develcgnent of service supg:rt

,,wll,systems for adults_ in rural areas A5 a result,\many leaders have Ibeen caught . .
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on the eoge of change—-w:cthout the chance to reflect on leadership skills,
leadershlp development, and planmng. Vlrtually none of the directors and few
of those who are now Jommg the ranks of former directors had exposure to the
breadth of demands all faced in the last several years.

At the current time, little exists to prov1de directors the suppbrt and
_ back-up needed to undertake agency 1eadersh:;p in such turbulent times. In terms
of seeking assistarnice from their peers; getting expert technical assistance from
others who understand their program goals, or formulatmg Cross-program policy
and resources which will serve all programs with similar goals,; they are at a
severe dIsadvantage. ThiS iS not to say that technical resources do not exist.
what is not in place are methods to access these Lesources, either through
networklng or through sufficient communications and flexible resources to make
the assistance available.

A third pomt, however, must be made about the youthfulness of programs;:--
Independent living programs have been the leadershlp corps for the massive
e disability policy change which has taken place over the last decade. As
leadership changes in the programs there are few options available in the
dlsablllty rights commmity for those who have developed management, poiitical,
and advocacy skiils, and are leavmg the 1ndependent living programs. fThe
broader disability rights movement has few resources to further make use of
these skilled individuals.

At the same time, little exists as an infrastructure to assist programs
with policy development, collection and dissemination of 1nformat10n, and
llnkages of the independent 1living programs to other d1sab111ty organizations
and civil rights and advocacy groups. Given fundmg, a clear match could be
made between these developed skills and growing needs for expert pollcy
development What follows is a discussion of each of the major areas of action
recommended by the participants of the Independent Living I:.eadership Strategles
Conferencé-. These r:ecommendatlons address fxve major neec?s (1) ,




As highlighted above, much of the initial conference discussion centered on
current day-to-day operatlonal probiems While technical expertise exists to
assist programs; most directors focused on the fact that they often had neither
the time nor the resources to atterd to long-term planning ard management
solut;.ons. What is needed is a teclm'cal ass:.stance o.. support capacity Wthh

» m:.ght be orgaruzed on a regional or a state basis whxch could assist program

directors:

In identifying persons in the independent living movement who have

worked on similar day-to—day problems;

By ptbiiiditig on-site ti'éitiiﬁij and planning assistance to help them
solve current problems; and

By dentlfymg particular issues which are causing problems and

deveioping solutions for independent living programs.

At *~e Cciter of this need, however, is basic assistance, which could be
prov:.ded fairl 1y s1mp1y. As nioted, most mdependent llvmg program staff have
had limited experience in organizational management. Packages of materials
which respond to agency needs would save many from "reinventing the wheel”. '

TheSe packages would include: (1) a simplified accounting package which
deals with funds management; development of an indirect rate; and handling
mu;.tiple sources of funds; (2) a funding source document which 'org'arii’z'ed service
support by prodram; (3) 3ob deﬁcnptlons for most basic pos:.t:.ons Cofifion. across
1ndependent living programs; (4) reporting requtrenents fcr federal money; (5)
pay scales; (6) employee grievance procedures or unxom;zatxon questions; (7) a-
personnel policies gulde (8) job recruitment and éearéh procedures; (9) selec-
tion and functioning of a board of directors as v;ell as board relations and
training; (10) designing services; balancing servxces and advocacy; and roles of
peer counseiors m counselmg and advocacy, (ﬂ) structuring benefn: packages —

orgam.zatlon 8 overall corporate mtegnty
|

While these materials would not be needed by all programs; their
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availability would save much time and effort. Access to expert resources
recommended by other independent 1iving programs would take programs a second
step.

: Such a technical assistance resoiirce system would cover the range of
short-term problems 1den*-1f1ed (e.g., funds management and fundmg development‘ -

development and advocacy; board selection and relations, and com:mnlty rela-
tions). While it might begin as an externally-based system; the capabilities of

Ws-,ﬁﬁsteothy—and—exlsting—experttseWImnrpmgrams -could-altow the deV“Iopment of -
shared resources across programs through the development of a computer-based

the state level begln to satlsfy this need, although the need. to share
information on common issiues and problems at the national level, partlcularly
for program leadershlp, is critical.

This need encompasses all areas: day-to-day management problems, common
accountlng and reporting systems; for funding source information, leglslatlve
development at the local, state and national levels, for recriitment and job
searching, innovative methods and adaptatlons, representation of mdependent
living programs ‘at the national and state levels; on training programs and
leadership development options: Clearly, the fact that most of the directors
present at the Conference had not had a chance to meet prev:.ously on long-term
planning is apt test:.mony to this pomt. At present, this need is satisfied
only partially by. occasional travel and meetings through federal ausplces, a
newsletter put out by IERH and techm.cal assmtance, occas:.onal reportlng
deal with spec:.allzed information) and turough beginning efforts of the anergmg
National Coallt.lon of Independent Living Programs.




As identified by Conference participants, this need can be described at
three levels: the sharing of information across sites which might be used by
programs at will, networkmg and communication which requ1res discussion and
dec:.s:.mmakmg, and joint activity which will benefit all programs but could not

be done by any single site. Specific activities are as follows:

identification of disabled persons and their skills, together
with a separate posting for available positions.

Living Programs - reporting on recent activities of cormmity
based independent living programs, including extension of service
to new cllent populatlons, sticcessful commm:.ty advocacy efforts,
and changes in law and gquidelines.

] -~ identification and

reporting of community coalitions, new applications of
technolody, and new methods of fundraising:

through an organizational entity; such as the National Coalition of
Independent Living Programs. Primary elements include the

following:




includes poi16y development and definition of standards for
conmuruty baéa mdependent 11v1ng programs, siich as: the roie of

phllosophy, and delivery of services, the role of programs in
community, the relatlonshlp between programs and other community
institutions, and the role of the director as a disabled leader
in the commmity. '

primary publics include the national media, foundatxon and cor-‘
porate fundlng sources; policymakers—in Congress; the Executive
Branch and the Courts—the general public, and profeSS1ona1

groups. Included here are both representatlon and the creation
of support for communlty based programs; such as public relations
campaigns, pblitiéa'i response capacity; and outreach to funding
sources. —

—-identifica-

tion of areas needing programs and identification, and
recruitment and training of potential directors.

Beyond assistance to programs to carry on current activities; steps
must be taken to develop the capacity for programs to sustain them—
Selves in the future and to move away from primary dependerice on
governmental funding: i\ithcugh these are long-term strategies;
planning and development activities must be undertaken by the
1ndependent 11v1ng programs jointly or by an organization or entlty
representing the commmity based programs «s a whole. Two primary
needs were identified at the Conference.

- the creation of an entity of prograim
interaction which would not necessarily carry oit programmatic
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activities outside resource development; fundraising and
distribution of funds to commumity based programs.

primary option dxscussed under th:.s heading was the development

of program—owned busmess valtures, although other optlons stich
as partnershlps with other organizations or collaborative ven-

tures; other fee for service activities; and shared resource
plans (health benefits packages, use of loaned executives) are

possible.

Critical to the development of comminity based independent living programs
is the recruitment and training of disabled persons to direct and staff existing
programs, start new programs, and take on broader leadership roles in the
cornmun1ty and in support of the goals of the mdependamt living moverent. At
the present time; most training takes place on the "front line" through expe-
rience; and to some extent through transfer to programs in other commmities.
Because of the youth of the programs, disabled staff have not had access to the
many alternate forms of spec:.allzed traJ.nJ.ng and exper:.ences which allow the
development and maturity of leadership skitis: More formal training programs
need to be developed which can assure programs of a cadre of capable staff to
carryout the broad range of respons1b111t1es at the program level, and will

allow disabled persons to expand areas of current responsiblities.

The pattern of erargernice of disabled community leaders has brought forward
persons immersed in 1ocat10n-spec1f1c problens: Little time has been available
to compare individual circumstances to other areas; or to sort out skills and
techruques which can be useful in broader areas. This grassroots tra:.m.ng has
been ch.tJ.cally 1mportant to producmg self-trained and capable persons with a

shared experIence and um:que knowledge; ixs expressed by the Conference

commun ity problems; What is needed is a leadership development and training
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Fiscal and program management

Public and community relations

® Legislative development and advocacy

® Leadership and Staff development skills

Fund development and fundraising

Outreach to minority and underserved disability commmity

Training and outreach activities for development, recriiitment
and program'start-up of community based independent living

Training in public management and public policy

Development of internship and Fellowship opportinities to
enhance public policy and research and management skilis, -with
emphasis ori state and national levels

Development of programs to allow short-teri replacement of staff
for staff development progras
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e Internships and Fellowshlps for ILP 1eadersh1p with

organlzatlons involved in broader disability rights arena
e Internships and Fellowships through major institutions to
enhance credentials of disabled leaders

® Specific 1eadershlp skill programs to develop understanding of
publlc policy and management and translate the skills gained to

As long as community based independent living pfagfsﬁg are continually
pressed by primary issues of program management, crisis advocacy and
stabilization of a funding base, there can be 1o focus on the major policy and
'p'ié’rihih’g’ 'pr'o'biéﬁé Eﬁat continue to plague 1nd1v1dnai programs. This creates two
probiems--the fa_rlure to solve 1ssues Wthh may prove to be thelr downfall, and

accountability from externat sources: The fourth major area of focus for the
Conference is the need to develcp a capac1ty internal to the drsabulty rlghts
movement to carryout research, 1dent1fy and develop policy options; and conduct

long-term ptanning.
For example, this capacity would include:

1. Polj

Attendant clre programs on the state and national levei
Independent 1iving models in rural areas
Independent living models for mentally retarded individuals

Employment disincentives in suport programs
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- Develiopment of a comprehens:.ve plan for use of federal

resources in 1ndependent living

based i dependent living programs

- Development of standards for commmity based independent 1iving
programs

- Development of economic development options for community based

programs

1mpact

- Impact of technology on independent 1iving

Finally, this report ends where the initial project began: with the need
for concerted efforts at long-term planning to determine where the community
based independent living movement and the broader dlSablllty rights movement

should be in ten years.

Conference participants addressed the need to broaden long-term planning to
focus on the political environment, addressed lirkages between commmity based
independerit 11v1ng programs and the disability rights movement, and 1J.nkages to
other groups representing disenfranchised populations. SPeC1f1c iSsles which
must be addressed.in these areas are the followifg:

e Development Of consensus on a plan and component steps to assire
the disability commnity as a whole achieves full participation in

society
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Identification of the specific linkages which must be forged with
othér groups to ifipfove the probability of siiccess in meeting this
goal (e.g., what can be learned from the history of other groups in
achieving participation and access to economic and political
equality) '

Identification of Specific activities to develop a political power
base within the disabled community to achieve Full comfunity
participation and integration into the social; political, and
economic system

Determination and comminication of the steps the disabled comminity
must pursue in the area of civil rights policy in federal and state

Examination of the impact that changes in technology; economic
development, and political and demographic forces will have on the
disability rights movetent

* k ok k *
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l Chris Palaneq, Director
Independent Living Resources
22 Lessey Street; #511
Amherst, MA 01002

Ba;;y Bérnsteln, Former Executive Director
Vermont Center for Independent Living

174 River Street

Montpeiier, VT 05602

Judy _Heumann, Associate Director
World Institute on Disability
c/6 3025 Regent Street
Berkeley, CA 94705

2 See List of Participants - Appendix B.

DeJong, G. The Movement

h; Paper presenred at the Annual Méetlngs

of the American Congress of Rehabllltatton Medicine, New Orleans, LA,

November 17, 1978 at 33. (hereimafter DelJorg,

4 £.g. Frieden; Lex; Independent lelng Models, Reh S
- Vol. 41, No. 7-8, July~August 1980, at 170. (herelnifter Frieden).

5 DeJong, The Movement, Supra note 3 at 34:

6 See DeJong; Independen iving: Prom Social Movemen
+ Archives of Phy51cal7Mg§;01ne and RchabllltatlonL Vol. 60, ectober

1979, 435-446. (hereinafter DeJong, Ir 1) See_also Hahn, H:,
Dlsablllgy and Rehabtlttatton Poixcy. Is Paternalistic Neglect Really

Benign? . July/August 1980 at 385-389.

7 See Frieden, supra note 4.
See Appendix €; Philosophy:
9 see Frleden, supra note 4 at 170.

) DeJong,

G., =

I dent Living, Unlver51ty Center for internatlonal Rehabllltatlgn,
Michtgan State University, June 1980. (hereimafter Beﬂong, Policy at 170).

See also Dejong, The Movement, supra riote 3.

ing, supra note 6;

11 See Frieden, supra note 4; Dedong,
Hahn, supra note 6,




12 See Frieden, supra note 4 at 170, 171.
13 14

14 1d.

B_am;s: Volume I, A-f A 50. Disability RJ.ghts Educatlon &Defense Fund,

November 1981; DeJong, The Mcvement supra note 3.

£; supra note 3 at 20:

16 pejong; The

17 Architectural Barriers Act of 1968, 42 U.S.C. S4151 et. seq.; Urban

Mass Transportation Act of 1964, as amended, 49 U.S.C. §i612; Federal Aid

Highway Act of 1973, 29 U.S.C. 142.
18 p.L. 93-112; P.L. 937602, 29 U.5:C: §702; (Supp. LI 1978):
19 29 0.5.C. §794, (Supp. II 1978).
20 29 U.S.C. §792; (Supp. II 1978).
21 29 U.s.C. g791, (Supp. II 1978).
22 29 U.S.C. 3793, (Supp: II 1978).
23 The Bducation Acts of 1974 and 1975, 20 U.S.C. §1401, et.S5€d.

24 Developmentally Disabled Assistance and Bill of Rights Act of 1975, 42

U:S:C. 56001 et.seq.

25 White House Conference on Handicapped Individuals Act, 29 U.S.C. §70 in
(December 7, 1974).

ing, supra note 6, 435-446.

27 see "Oversight Hearings on the Rehabilitation Act of 1973" before

Subcommittee on Select Education of the House Committee on Education & Labor,

January 5; 1979, at the Center for Independent Living, Berkeley, CA.
28 See discussion infra at (IV) (BJ (3) and footnote 48.

29 Federal initiatives in independent living had beer attempted as early as
1959. Consumer advocates and rehabilitation professionals, recognizing that
traditional rehabilitation services were not being made available to large

numbers of severely disabled people because they were not deemed "employ-
able;" persuaded. Congressional supporters to. Introduce nﬁependent living
leglslatlon m 1959, 1961, and 1973

6 at 437, See also Burton, L.

and Concept Papers (Vol. 1,/ B-11, B-13, (November, 1981).
30 P.L. 95-602; g122(a) (b)(c); 29 U.S.C. §706, (7) (Supp. II 1980).
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32

33
34
35
36
37

39
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42

See e.g.; DeJong,

Hearings," supra note 27.

d; supra note 6.; "Oversight

By fiscal year 1982, 135 centers for independent living were being Funded

under Title VII; Testimony by George A. Conn, Commissioner, Rehabilitation
Services Administration before the Committee on Labor and Huwan Resources,
Subcommi ttee on the Handicapped, U.S. Senate, February 24, 1983.

DeJong, Independe;
Policy, supra note 10.

» supra note 6 at 438. See aiso Dedong;

See DeJong, Ing ing, supra note 6 at 438; DeJong, Policys

supra note 10 at 3.
See DaJong; Policy; supra note 10 at 6.
1d.

Living Centers: Conference
Arkansas Rehabilitation Research

Eioceedings, Edited by :
& Training,; 1981; Poli adNning and Development in Independent Living,
University €enter for Intermational Rehabilitation, Michigan State University
June 19¢0.

G. Timothy Hilligan,

Chadderdon and Malhotra, "Independent Living Centers Have Finding
Problems,;" The Interco:nector, University Center for International
Rehabilitation; Michigan State University, Vol. VI, No. I, (1982) at 10,
(hereinafter Chadderdon).

Id.

Supra note 32.

€hadderon; supra note 38,

P.L. 95602, § (a) (b) (C); 29 U.8:C: S 706; (7) (Supp. II, 1980)

Part A of Title VII is designed to provide subsequent direct service monies
through state agencies for the delivery of independent living services by the

‘independent living centers. Part C is designed to fund services to tiie

elderly/ blind, and Part D to fund protection and advocacy services.

4 See Hahn, supra note 6.

6 See discussion of conflict at text following Footnote 31i.

See discussion of community-responsive role of Centers in text following
footrnote 12: :

In each state, there are groups that undertake education, research,

organizing and advocacy activities based on civil rights principles and
strategy. These groups do not provide health or social services, but utilize

their skills and resources to foster change in the broader social, political
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and economic commmity in order to ensure the empowerment and integration of
disabled adults and children. These groups include; among others,
federally-funded state protection and advocacy offices providing legal

assistance and education for developmentally disabled persons; parent-run

coalitions and networks; broad-based disability rights groups with direct

roots in community based independent 1living centers; and organizations

established by and for mentally retarded and mentally disabled persons.

For example. ) Disablllty nghts (fenter, Washmgton, D. C., D1sab111ty Rights
Education and Defenise Fund, Berkeley, California and Washington, D. C.,

Bxsabﬂ:ity Rag, Douxsv:.lle, Kéntucky, National Parent CHAIN, Giles, Illinois;

I, supra note 6 af 435,
50 1d.

51 1Id. at 435-436; See also Socio-economic Siet

United States, Disability Rights Education and Defense Fund, August 1982.
52 14.

53 E.g., issues involving Social Security, Voting Rights Act for
Disabled and Elderly.

54 Supra notes 19 and 23.

; supra note 6 at 445.

55 See e.g., DaJcng,

56 14.

57 See DeJong, Policy, supra note 10 at 6.

58 See Milligan, supra note 36; article by Muzzio, T:; "Program Evatuation for
Independent Living Programs" at 54.
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Among ,the foundations of our Society is the acceptance of certain fundamental

buman tights: Independent Living iS based on the belief that all individuals,
including those with disabilities, shall have an equal opportunity to exercise

those rights. The independent livirg movement shall affirm the hasic human
rights of disabled persons:

® To participation in the prerogative and responsibilities of citizenship

To equal employment opportimities

R e —————
e

S for all disabled peopie

To access to étiﬁiié_f:ég’_ili_i:_ies;_ttanspbrtétidméhda’.fféf'fléicb‘;i';%ﬁiéﬁéing~—r e

® To the supportive services nécessary for employment opportuiitiss, and .
. - full participation in society ‘ :

_ - To free, appropriate and non-segregated education
- o B o S o -
® To bear, raise and adopt chil R

————— @ To full participation in the cultural, social, recreational and
economic life of the commmity

® To live in dignified independence outside of institutional settings
——————————1; Advocacy-{benefit-counseiing) - - — —

2. Peer counseling

o 3. Housing assistance. =~ = o I
T 4. Personal care attendant referral (specialized services)
5. Reader services/intepreters services/TTY-relay

6. Independent living skills training S
7. Information and referral
8. Community education
9. Transportation _ ' L
10. lLegal assistance
11. Sexuality counseling ~
e © 12. Recreational and leisure activities

n and counseting
15: Services for development to achieve fuli human potential

All segments of society shall be served. —
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III. Service Delivery

We affirm that because of t:he majog Jmpbrtancg tha. 1TX

LInporeanc: lependent living
services p;‘!:ay on the lives of disabled peop]: e; mdepende?tﬁkmmg________ﬁ

programs and services shall be controlled by and reflect the needs of the
disabled community.

- The mdependeatwlwmg —movenent, as a duect«resiﬂt of ~the- dxsabled S e

people s civil rights movement, shall continue to supporty and provide
leadership.

"
1. Right to exlst

2. Self-directing (individual des:.gns services)
3; Non—medicat

4. Integrationist

S. Right to choice

6. Self-determination

7. "Non-residential

8. Civil rights and advocacy oriented

9. Community-based (commmity responsive/oriented)

- Right to faﬂ: ‘

_— 7i741

h""*““‘lzminternatmml “Rian movanent
13. Non-sexist and non-racist
o ——— —14. Non=sectarian.. S S
: 15. Without regard to economic or soc1al class

16. Non-traditional (in housing and approach)
17. Without regard to age -
18. Promoting a positive and dignified :;mage of disabled people

We thzll encourage the dc-.velogment of J.ndependent lJ.vmg programs and

organizaitions on the local, state, national and international levels that

embrace the philosophy of the independent living movement heretoforth
stated..

Progresswe thougbt that is dedicated to developing a peaceful and
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