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SOME (OF THE MANY) CHALLENGES RELATED TO FAMILY SUPPORT 
I.
DEFINING FAMILY
Census Bureau definition: related by blood, marriage, or adoption and living together.  Traditional definition.

IDEA modification:  “parent” refers to natural, foster, adoptive parent (including grandparent, stepparent, other relative) with whom child is living, or other individual (guardian) legally responsible for the child; a more functional definition.

Other modification (Turnbull, Turnbull, Erwin, & Soodak): more than two individuals who perform the functions of families; a truly functional definition but may be too broad for policy purposes.  Subsumes ‘social capital’ idea – use of informal supports.
State definitions vary, depending on purpose of the definition (marriage, adoption, intestate inheritance).   

II.
DEFINING FAMILY SUPPORT (CURRENT LAW)

Under Title II, DD Act, family support is defined in terms of national goals and statutory purposes.

Goals are related to both the child and the family (combines individual and social utilitarianism) – 42 U.S.C. Sec. 15091(a)(6)(B)  


Support the family


Enable families to nurture and enjoy their children at home 

Enable families to make informed choices and decisions regarding nature of supports

Support family caregivers of adults with disabilities  

  
Purposes are congruent – 42 U.S.C. Sec. 15091(b) (partial list)



Develop family-centered, family-directed support systems

Provide families with greatest possible decision-making authority and control concerning nature and use of services and support 

Promote families’ leadership in developing, evaluating family support services  

III.
REDEFINING FAMILY SUPPORT 

Basic premises  

a positive rights claim that government should enhance the quality of life of families affected by disability 
a constitutional rights (substantive due process) basis that families have autonomy to raise their children relatively free of governmental oversight and intrusion 

a legal rights premise that families are presumed to act in the best interests of their members with disabilities; the presumption is overcome in cases of abuse, neglect, or exploitation

a policy premise that families should control, determine, and direct the supports and services they receive, in partnership with individuals of their own choice 

an administrative premise (resting on constitutional and legal rights premises) that governmental oversight (quality control) should be minimal and not as stringent as when applied to individuals with disabilities who live or work in agency-sponsored programs


Issues in definitions 



Should not be so prescriptive that it disallows innovation

Should be precise enough that outcomes can be measured (and are therefore precisely stated)  

Is subject to perversion: Brave New World and Wolfensberger warn of that danger – the words will be co-opted and come to mean little, if anything 

Sources for basic premises and redefinition:  


IDEA (Part I/eye), and DD Act, T. II.

 

National Goals Conference, 2003 (Lakin & Turnbull, 2005) 

Overarching Goal: support care-giving efforts and enhance quality of life so families will remain core unit of society (note new framework – family quality of life, a construct that is research-developed and measurable) 

Goal A: ensure partnerships among families and researchers, policy makers, practitioners so that families will be in control of their own destiny, with due regard to autonomy of adult family member to control own life (note theme of control and balancing of family and adult-member autonomy)
Goal B: ensure families’ full participation in communities of own choice through comprehensive, inclusive, neighborhood-based, culturally competent supports and services (note emphasis on generic services, locally based, and culturally competent)
Goal C: Ensure that services and supports are available, accessible, appropriate, affordable, and accountable (note the 5-A standard for evaluation of policy and practice)
Goal D: Ensure funding and family participation in directing the use of public funds authorized for their benefit (note change of emphasis, consistent with Overarching Goal and Goal A, from agency-directed to self/family directed/determined services)
Goal E: Ensure access to state-of-the-art knowledge and best practices and collaboration between professionals and families in using that knowledge (note emphasis on type of knowledge and practices – “professional and family wisdom” – and collaboration in using it)
Consensus Statement (April 5, 2006) from Family Support Summit I 

Research basis: Five domains of Family Quality of Life (Beach Center on Disability)
Emotional well-being

Health/material well-being
Family interactions

Parenting

Disability-related supports 

Conference on early intervention and early childhood education in Little Rock, Arkansas, October, 2006, that included researchers, representatives of the Division on Early Childhood, Council for Exceptional Children, and family members.  The conference developed an “emerging consensus definition of family support.” 
None of the above sources specifically limits family support to persons with developmental disabilities or by the age of the person with a disability.  Accordingly, the  following approach does not limit by type of disability or age of person with a disability. 

Proposed statutory approach 
(1) The purpose of family support is to 

(a) strengthen the care-giving efforts of families and enhance the quality of life of families whose members have disabilities, enabling families to nurture and enjoy their children at home or in communities of their choice, 
(b) assist families to stay intact until such time as the minor member with a disability becomes an adult and leaves the family home, 

(c) enable families to provide needed supports to their member with a disability who lives at home with the member’s family or, if not in the family home, then in the family’s community,  
(d) assist families to be as fully included into communities of their choice as they wish to be included, 

(e) assist families as they guide the member with a disability toward achieving the nation’s goals for people with disabilities, namely, equal opportunities, economic self-sufficiency, independent living, and full participation, 

(f) ensure that family support is available, accessible, appropriate, affordable, and accountable, 

(g) enable  families to make informed choices regarding the nature of supports to themselves and their members with disabilities, 

(h) provide families with the greatest possible decision-making authority and control concerning the nature and use of services and supports, and 

(i) promote families’ leadership in developing, operating, and evaluating family support programs and services.  

(2) The term “family support” refers to support that  

(a) consists of informational, emotional, and instrumental resources,  including 
(1) cash assistance (all federal an state sources), 
(2) professionally provided services, including those from disability-specializing professionals and entities and generic professionals and entities, 

(3) in-kind support from other entities, such as peer support, parent to parent support, or family-resource and advocacy associations, 

(4) individuals, including family members and friends, 
(5) goods or products, or 
(6) any combination of the above, 

that 
(1) are provided to families who have minor or adult members with disabilities living in the family’s home or supported by family members to live outside of the family home but not in an agency-sponsored facility, 
(2) build on families’ strengths, and 

(3) address the families’ needs related to 






(a) emotional well-being






(b) health - material well-being






( c ) family interaction






(d) parenting, and 






(e) disability-related supports 




and that 

(b) are provided in the activities and routines that families value and in which they and their child want to participate, 

(c) are provided in culturally competent and appropriate ways,  

(d) are controlled, determined, and directed by the family itself in partnership with service providers, using best practices and state-of-the-art methods for family control, determination, and direction and for family and provider partnerships, and 

(e) advance the purposes set out above.

IV.
JUSTIFYING FAMILY SUPPORT
Why support families? Why not support the member with a disability instead (even though the support of the member assists the family)?  

General policy reasons: 


Families are the core unit of society.

Common law principles (rights of parents to child’s labor, duties of parents to provide care, custody, and control) incorporated into U.S. constitutional law (under theory of substantive due process liberty [autonomy and privacy]). 

Families have natural bonds of blood and psychology that make them better caregivers than foster or adopting parents.  

Families raise children and often have life-time responsibilities for those who have disabilities. 

Families are better care-givers than the state’s agencies. 

Individual utilitarianism: better for the child to be raised by family than any others.

Social utilitarianism: better for society to have families, not state, raises children. 


Research Reasons: Family support works to support family to support child.



Many families are doing “less well” than before.

the number of those who are poor is increasing; 

the number of the poor who are from ethnic, racial, cultural, and linguistic diverse populations increases regularly; 

waiting lists exist in all states;

Family support (in all its various modes) benefits these and all other families to be healthier, safer, and more resilient and that family strength transmits to family members who have disabilities.

Fiscal reasons:  Maximizing benefits

Federal and state governments seek to contain Medicaid costs. 

State-local government operated programs remain necessary to serve persons with disabilities and their families but that these programs may be more expensive than family- and individual-controlled approaches to using Medicaid funds.

Historically, states have supported families in various ways, recently by using Medicaid. 

Family needs grow but financial and programmatic support for families does not.

The challenge is to accommodate the needs of families and individuals with disabilities with the needs to contain costs.

There also are needs to accommodate personal control initiatives with the improvement of a provider system that serves those who do not want to control fully their benefits.

V.
DETERMINING ELIGIBILITY 


Current Eligibility – DD Act (more limited) and HCBS (not so limited). 

Limitations in DD Act – Type of disability; age of person with disability; living/residential status of person with disability. 

Issues in Medicaid – Eligibility is linked to individual with disability and for reimbursement for medically related services, arguably driving Medicaid more toward the person than the family (even though supporting the person helps the family).  

How have states used Medicaid for family support?

Will they continue to do so?

Will CMS condone their use of M’caid for family support?   

VI.
IDENTIFYING PRIMARY AND SECONDARY BENEFICIARIES; SEPARATING ENDS AND MEANS

Primary beneficiary of most federal policy is the individual, not the family. Example: Medicaid and individual (not family) entitlement; see also other Titles in Social Security Act; see also IDEA (Part B and compare Part C). 

Policy regards family as instrument for child development and care-giving for children and adults with disabilities. 

Exception: DD Act Title II (family support) (2000)

“Family-centered” often refers to “how” and now “what” support is provided to family to assist itself or the member with a disability, with means of support being more important than the ends/nature of support and outcomes 

VII.
GRAPPLING WITH TERMINOLOGY (other than “Family” and “Family Support”)
“Participant Direction/Determination” – Define and distinguish “self-direction” from other forms of participant-directed services that provide for the individual or family to control the budget, not merely the staff
“Self Advocacy” – Define and operationalize it in four conditions (minor child with developmental disability living at home with parents or other family; minor child without a disability living at home with parents or other family who have disabilities themselves; adult with disabilities who lives outside of the family home; adult with disabilities who continues to live in the family home)
Distinctions are important to make; the difference is in degree of dissimilarity, not in degree of similarity 

VIII.
ACCOMMODATING “FAMILY SUPPORT” AND “SELF-ADVOCACY” 

Recognize the legal presumptions. 

Minor presumed to be incompetent to make legally binding decisions. 

Adult presumed to be competent to make legally binding decisions. Presumption is rebuttable. 

De jure incapacity: court-ordered guardianship.

De facto incapacity: no adjudication but incompetent in fact.

Accommodate the natural desire of family members to protect each other with the natural desire of people with disabilities to choose to be free of (and then be emancipated from) family protection.

Take into account that not everyone chooses to be a self-determined person.  That is a permissible choice.

Take into account that the extent of intellectual disability makes a huge difference in the ability of a person to make a choice; extent drives family support and self-advocacy to a very great degree. 

;n

IX.
ACCOMMODATING PERSONAL CONTROL (WHETHER FAMILY SUPPORT OR SELF-ADVOCACY) WITH MEDICAID PURPOSES: Quality of Life vs. Medical Necessity 
Personal control (family and individual self-direction [control of staff] or self-determination [control of budget]) can conflict with Medicaid purposes.

Some individuals (families and self-advocates) want to have more control over staff and budgets.  They want to spend HCBS funds in ways that not only prevent illness and ensure wellness but also pay for medically necessary services to address existing health-threatening conditions.

These individuals also want to expend the ‘prevention’ funds to enhance their equal opportunities to be independent, self-sufficient, and integrated into the communities and activities of their choice.

By contrast, Medicaid traditionally has been a public insurance program for individuals with disabilities and consistent with that model has paid for traditional medical services. 

Under that medical model, Medicaid providers have obligations to protect persons’ health and welfare, and to maximize federal and state funds to serve the greatest number of people.  

There needs to be an accommodation between the ‘control’ and ‘quality of life’ impetus and the medical-model tradition. 

There also needs to be an accommodation between the ‘quality of life’ impetus and the impression or appearance that some people are expending Medicaid dollars either to pay their family members to provide services for them or to purchase goods and services that are not traditionally health-related.

Accountability (health and fiscal outcomes) and responsibility (by participant) can be conflicting values. 

X. INDIVIDUAL DEVELOPMENT ACCOUNTS (ASSET DEVELOPMENT) 

Earnings and assets limits in federal entitlement programs impair ability of individual with disability or the person’s family to develop assets for habilitation and care purposes.

Social Security Administration Study Group “white paper” of September, 2006 addresses this issue.  

XI. PRESERVING AND IMPROVING TRADITIONAL SERVICE DELIVERY SYSTEMS

Many individuals with disabilities and their families use traditional systems.  The goal is to improve those systems for those who want to use them or have no choice but to use them, and to develop options to those systems for those who want to choose the options of individual and family control.  

XII. DEVELOPING PARTNERSHIPS AND TRUST 

All service systems require certain degrees of partnership between providers and consumers.

The elements of partnerships – professional competence, communication, equality, advocacy, commitment, respect – are stronger when trust exists between professionals and consumers.       

RESPONDING TO THESE AND OTHER CHALLENGES
The First Family Support Summit (January, 2006, Lawrence, Kansas, sponsored by The Arc, Beach Center on Disability, and HSRI) 

Participants – Federal, state, local policy leaders, practitioners, researchers, family members, and self-advocates.

Purpose – Advancing family support in federal and state-local policy and practice. 

Product – Consensus Statement on Family Support: Beyond Support to Control of One’s Life

Result – 

Collaboration for advocacy for family support 

Reconvening and continuing to move forward second summit 

The Second Family Support Summit (December, 2006, Lawrence, Kansas) 

Sponsors – Kansas Developmental Disabilities Council, The Arc, Beach Center on Disability at KU, HSRI

Participants – Associations of DD Act funded entities, state and local policy leaders, practitioners, researchers, family members, and self-advocates 

Purpose – Advance family support and individual (self-advocates’) support, within DD Act and Medicaid funding 
Product (expected) – 
Principles for increasing family and individual control of supports, services, and budgets 

Possible revision of Consensus Statement of April 2006
Principles for reauthorization of DD Act

Identification of factors that advance or impede family support, and family and individual control of supports, services, and budgets within Medicaid and other funding streams 

Result – 


Stronger national community of practice/learning/action around family support 

Collaborations among policy leaders, practitioners, researchers, families, and self-advocates for 

family support

increased family and individual control of supports, services, and budgets 

Dialogue to improve reporting and analysis of data on family support
Strategies and action plans for DD Act reauthorization

Strategies and action plans for state action (DD services)
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