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Summit Sponsors | 5. Many individuals with disabilities have not had their self-
= determination supported by their family members, however
some family members have been major allies for self-

National Alliance for Self-Determination: ~ determination. We should be cautious in over-generalizing
A grassroots coalition of leaders of mm:.nm.m::_:m»_o: and assuming that all families are unsupportive.

And consumer-control initiatives

6. Many factors, such as traditional societal expectations that
families should be responsible for lives of individuals with

. >a3_2m=.mﬁ_o: on Developmental » National Council-on the Aging e 4 eqess . ,
Disabilities, US Department of Health disabilities wsm. a lack of Eomamm_osm_.wba system support,
and Human Services « Office of Special Education and have made it difficult for many families to support, and

. | - Rehabilitative Services, US individuals to express, self-determination. We need to learn

) wﬁwﬂuﬁwm%wﬂmﬂmﬁ% Mm: o Department of Education more about the barriers that families and individuals have

of the United States  « Presidential Task Force on faced and what they believe would increase their m&%oz for
: Employment of Adults with self-determination.

= Center on Self-Determination, Disabilities
Oregon Institute on Disability and S ‘ . .. e g .
_um,<w_ou3ma. Oregon Imm_wn . Robert Wood Johnson 7. The foundations for mﬂﬂw.aoﬁmgj:mﬁ_ogw are laid in the earliest
Sciences University Foundation and RWJF Program years. Therefore, families should be made aware from the

o . o Office on Self-Determination earliest years of ways to facilitate the self-determination of

» Disabilities Studies and Services for Persons with Developmental their childr ith disabiliti

Center, Academy for Educational Disabilities ir children with disabilies.
Deveiopment
insitute for Child H _3, Poicy. ._wo:m.c,_;wmo” mmmmm_,m: m:ﬂ: 8. Itis in the best interest of the national self-determination

* Jnstitute 1or | ea olicy, raining center on Aging wi . . 0qe . s e .

University of Florida  Mental Retardation, University of Eoﬁaoa for cross ﬁ.:.mmc:,:% individual .mna.m&:__% leaders
llinois at Chicago ‘ to build a common vision for self-determination.

= Institute on Disability, University of
New Hampshire = Rehabilitation Research and 9. Individuals with disabilities should

: ; Training Center, Virginia ) . ] .

« National Council on Independent Commonwealth University Fﬁ&. the ?..—Bwq national 5@@@3.&6 People need to
Living : o | role in setting the self-determination |} spread the word
National Council on Disability * Social Security Administration agenda, and family and individual about how

' ; ; , . : important self-

« World Institute on _U_mmnv__:< ﬁ@”@@ﬂm mWOﬁwa Q\OHW ﬂOWGﬁH@H to QOW ermination and

move the agenda forward. leadership is. It is

: ; not a one time
10. Disability organizations should make [f event.

Pamphlet prepared by the Alliance for Self-Determination. For more self-determination a priority, including
information, contact Laurie Powers, Ph.D., OHSU Center on Self- focusing on it in their conferences,
Determination, 3608 SE Powell Bivd., _uo:_mza OR owmom 503-232-9154 publications, advocacy and research,

x:104, powersl@ohsu.edu . .
P e and looking at ways to promote partnerships among
Available in alternate formats upon request individuals and families

Tia Nelis and ,
Essie Pederson
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Consensus Issues
Key issues discussed by Summit leaders included:

¢ Self-determination is a basic human and civil right for all. It
is a birthright, not learned or earned. Self-determination
involves real choice and control; equal access, opportunity,
authority, support and responsibility. It means defining and
reaching your own quality of life, free from forced services or
treatment. Denial of self-determination is a basic human
rights violation.

¢ Self-determination impacts the child, youth, adult, and older
adult. Everyone has the right to rich experiences, learning
opportunities and freely-given relationships.

The development of
knowledge, beliefs and
skills that lead to self-
determination should
be considered an

¢ There is a need for ongoing
education to build self-
determination awareness, skills
and attitudes. We must create
attitudinal and behavioral change
and inform all people about
self-determination.

important educational
outcome...

Sharon Field

¢ Self-determination may take different forms in different
cultures as a function of language, family and community
values.

¢ Self-determination is a community issue: behind "me" is
"we". To move forward self-determination, we must form
alliances across disabilities, generations, and the nondisabled
community.

Individuals use funds to purchase the supports they require and
can select and direct their support providers at the level they
choose. Fiscal intermediaries are available to assist individuals
with the administrative tasks associated with employing support
providers and paying for supports. Fiscal intermediaries are
conflict of interest free.

Support

Individuals with disabilities may desire support to care for
themselves and meaningfully participate in their communities.
Each individual can determine the unique supports that work for
him or her. Trusted others may assist individuals to identify life
goals and supports that are needed, to develop individual support
plans and budgets, to prepare advanced directives or to choose
other trusted individuals to assist in the management of their
plans and resources. Those who assist focus on providing
individuals with support and access to life opportunities at their
highest potential. Independent brokers are also available to assist
individuals to design, arrange and manage their supports. A
broker works for the person with a disability and is free from
conflict of interest.

Responsibility

Individuals with disabilities, like all Americans, have the
responsibility to fulfill all the ordinary obligations of citizenship
(e.g., voting, obeying laws). Individuals are responsible for
directing their lives and participating in their communities as
much as possible, including using supports in ways that are wise,
fiscally responsible, and life affirming. Policy barriers must be
removed that prevent employed individuals from receiving
needed supports (e.g., health insurance, personal assistance
services) or that prohibit individuals from producing income
through the world of commerce and business.
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Recommendations for Advancing Self-
Determination

Summit leaders developed recommendations and action steps in
three major areas:

Recommendation #1: Define Common Principles of ’
Self-Determination.

There was general agreement that the definition of self-
determination must be specified for a shared agenda. We must
adopt a vision of self-determination based on the principles of
freedom, authority, support, and responsibility, including no
forced treatment. Care is needed to take all points of view into
account. Principles should be developed that describe self-
determination within the context of how all the groups at the
Summit looked at it, including the building of successful
partnerships among families and individuals.

Recommendation #2: Advance Self-Determination in Public
Policy.

Leaders agreed that we must organize and participate in the
political process, focusing on leadership development and
coalition building. This includes working with the agencies that
supported the Summit to incorporate self-determination
principles within their plans and grant announcements, and to
fund a continuing effort to move forward a shared agenda.

A template should be developed, based on self-determination
principles, for reviewing existing state and Federal statutes, /
policies, and procedures. .

Funding policy across federal and state agencies should be
consistent, non-categorical, accessible and flexible.

HCFA should identify and eliminate discrepancies in Medicaid

policies as they apply to self-determination, including:

v" Increase access to personal assistance services for all
disability groups;

v Enable people to control the dollars necessary for their
support; and

v" Support policies that fund people, not programs; end
institutional bias and promote community-based services.

Work with policy makers and organizations to ensure that people
with disabilities have meaningful employment.

Establish leadership councils in each state that include
representation from cross-cultural, multigenerational, cross
disability groups for the purpose of advising and educating
policy makers.

Recommendation #3: Disseminate the Principles and
Practices of Self-Determination.

We must make a commitment to gather diverse groups together
and continue dialogue that identifies specific strategies for
advancing self-determination. A conference on self-
determination best practices and successes, and effective
communication with policy makers should be convened as well
as a broad-based White House Conference on Self-
Determination.

Conduct a massive public campaign to educate people about self-
determination, including materials for families and curriculum in
schools that builds leadership, self-determination skills and
disability awareness. Encourage newsletters, journals and other
publications to reflect the principles of self-determination.
Advocate for the use of people first, accessible language at all
times.




