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All 50 states have a family support program.  But the majority of families of children with disabilities receive no support.

Families don’t want to be fixed – we just want to be supported.  Families do not want to be told what to do – we need access to information to make good choices with our children.

Not too long ago, professionals in the field used the Psychotherapy Model to work with families of children with disabilities – help mom overcome grief of having a child with a disability.  Professions are the experts and mother’s are “cases to be fixed”, if you fix the mom – you can fix the child.

Then, professionals moved to a Parent Training Model – If the mom gains skills, then professional could better fix the child.  Train or retrain mom – fix child with disability.

Parent Involvement Model – Mom volunteers on advisory board and bring treats.

Family Centered Model – Focus on the Family Unit – Dad and Siblings.  Focus on choice and strength.

Now, Family Support Model – Options of supports to meet the needs of families with children with developmental disability.

Options of supports to meet the needs of families with adult children with developmental disability living at home.

Did you know? 1st Family Support Program was in Kentucky not Pennsylvania and the year was 1793 not 1990.

“Pension” or cash subsidy to “needy” families with “imbeciles” in the household.  State institution superintendents fought to have the law repealed – and they won.  Their argument: likened the “pension” to the bounty paid for fox belts – hunters were paid to kill a fox to protect farmers and keep the hen house safe.  They argued – families were breeding imbeciles “on purpose” in order to receive the cash payment and they shifted the cash subsidy from families to State Operated Developmental Centers.

Bounty

I am ashamed to tell you of our idiot law and said he had tried for sixteen years to have the law repealed.  He likened the law to scalp for foxes under which every fox scalp was awarded a $2.50 bounty and people took to raising foxes. (Estabrook, 1928)

Families want to raise all their children together at home.  Families was to prevent out-of-home placement, use funds effectively, find less expensive service options that support self-determination/help us build social capitol with our child so she can be successful in her community.

Not all families are being supported.  We need your help! We want to partner with you.  Families’ support is common sense.  Family support is sound financial policy.  Family support is reinforcing the family as the foundation of our society.  Family support is the empowerment of families to choices and control over their destiny.

Today, families want to be supported with principles of self-determination.  Families want to know how to transition from “family support to individual supports”.  Is it family support when the child is 3 years old? Absolutely.  Is it family support when “the child” is now 26 living in his/her parents home? Or is it individual supports?  Are those supports self-directed on family directed?  It’s not clear.

And so, Families/Self-Advocates/Policy/Researchers came together in December 2005 for a National Family Support Summit.

From that meeting we developed Consensus Statement.  The statement has been distributed to you.  A section of the statement says:

Consensus Statement on Family Support: 

Beyond Support to Control of One’s Life

The goals of family support are:

1. To assist families to stay intact until such time as the “child” with a disability becomes an adult and leaves the family home.

2. To enable families to provide needed supports at home to their family with a disability.

3. Enhance family quality of life and be included in their communities.

4. To assist them to guide their child toward independent living and full participation.

5. Provide support for families in their care-giving efforts and to strengthen families’ rights to control Medicaid.

6. Enhance state funding of family support programs.

7. Assure that those programs strengthen families’ rights to control the services operated under those programs.

8. Promote family-directed and self-directed supports; promote the ideals of community inclusion, participation, family and personal autonomy, and empowerment.

9. Develop new and innovative approaches for financing family and individually direct supports through the use of Medicaid waivers.

10. Utilizing supports available through community businesses, clubs and community serving organizations.

11. Work with family advocates and self-advocates to draft a consensus definition of family support and appropriate measures of the definition.

12. Begin collecting uniform data across states to monitor family directed and self-directed systems.

Existing federal and state data sets do not provide the level of information needed by policymakers to distinguish the resources and supports furnished to families from those provided to adults with disabilities living in family home.  Information is generally not available on adults who are living in the home of a family member and who are (a) self directing, (b) being supported by a family member, (c) receiving services from a traditional provider, or (d) have two or more of these characteristics. The lack of clear and uniform definitions and measures impedes the development of more effective and more appropriate funding levels for federal and state family support systems.

Family Support is a bit like a wedding – some are large, some are small, some are expensive, some are cost effective, some are formal, others are informal.  You can have a religious component; others are a destination event at a beach or mountaintop. 

Every family is different, every person is different.  Family Support must be flexible if it is truly to offer “support”.  So what does the role of the professional look like in family support? We don’t want you to be the mother of the groom – wear beige and be quiet.  We do not want you to be the mother of the bride – involved in every detail.  It’s tempting to ask you to be the father if the bride – just write a check.  But we would like you to be more of the wedding consultants, set good parameters, inform us about possible options, enable us to make choices, empower families to have the “life of their dreams” by having the support for their child with a disability.

What families want you to know:

1. Honor our expertise and right to make choices that we know to be in our families’ best interest.

2. Respect and accept our values that are based in personal preferences, cultural beliefs and life-ways.

3. Support individual and family relationships that are safe, stable and long lasting.

4. Focus on the entire family as it is defined by the family – cultural differences, geographic differences, and teenage differences.

5. Support individual and family control.

6. Help me transition from family support to self-directed individual supports.

7. Help us to understand the importance of social capitol – how to use it to support my son or daughter with a disability.

Social Capitol – phrase in use since early 1900’s

Family Support – helping my family – to help Beth to build social capitol.

· Self-Advocates – help her hang out with kids her age

· Self-Advocates – register to vote – family support/exercise rights

· Self-Advocates – support her to join church of her choice – choice

Used it to buy talking email software – stay connected with high school friends who went away to college.  There is not enough money to fund all her needs – social capitol.  Family support is making a difference.  Families are being supported.

Now, families want to know:

1. Now that we are supported, we can breathe, we can go out on a date/we can function as a family.

2. How do we also use these family supports to move our children to self-directed supports?

3. How do we use family support 
    self-advocacy?

4. How do we use family support           social capitol?

5. How do we use family support to support our family while helping our sons or daughters to “get a life” with supports – whether they continue to live in our homes or move to a home of their own?

Thank you.

