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What is Family Support?

Family support means different things to different families. Since the early 1980's, an increasing number of states
have begun to offer at least some services to families of people with disabilities. And now, more progressive
states deliver a wide array of supports and services that are:

e Family driven: Each family leads the decision-making process concerning the type and amount of
support they receive;

e Fasy to use: Families are not overwhelmed by paperwork and red tape; and
e Flexible: Families can choose supports and services based on their individual needs and preferences.

These family support programs make use of structured services and supports, as well as informal or natural
supports from friends, neighbors, extended family or others in the community. The idea is to provide whatever it
takes for families of people with disabilities so that they can live as much like other families as possible. The
supports that families receive need to be determined by the individual family based on their culture, values,
preferences, and specific needs at any given time.

Providing useful support can involve any number or types of services and/or support. These supports might be
aimed not only at the person with a disability, but at other family members as well. Also, it is important to
remember that it is not just what is offered families, but how it is offered.

The main goals of
family support are:

To keep families together until the
person with a disability chooses to
live independently;

To enhance a family's ability to
meet the many needs of their
family member with a disability;

To improve the quality of supports
to families while minimizing the
need and the cost of out-of-home
placement;

To allow the family to participate in
integrated leisure, recreational,
and social activities; and

To make a positive difference in
the life of the person with a
disability as well as the lives of all
family members.

Quality family support
programs should:

Focus on the entire family;

Change as the family's needs, roles,
and ages change;

Encourage families to express their
own needs and decide how their
needs will be met;

Treat people with disabilities and
their families with dignity by
respecting their individual choices
and preferences;

Respect cultural, economic, social,
and spiritual differences;

Encourage families to use the
natural community resources; and

Provide supports and services that
are easy to find and easy to use.

Potential Family Supports

Centered Around the Person with
Disabilities
diagnosis and assessment
therapeutic services
medical/dental services
home health care
recreational opportunity
special clothing and diets
transportation
adaptive equipment
housing adaptations
adequate health insurance

Centered Around Family Members
information and referral
service coordination
temporary relief/respite
family counseling
parent/sibling education
day or family member care
financial assistance
future financial planning
mutual support groups
housing modifications
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What Families Should Expect...

To Feel Welcome and Heard

Families want to feel welcomed by service providers, supported in their decisions, and not pre-judged.
Families know their family members and they know their needs. Families expect their opinions to be heard,
respected, and acted upon.

To Have Control

Family support should put real control in the hands of families. The most progressive family support programs
really mean it when they say control should be in the hands of families instead of with the programs and
professionals. In order for this power shift to occur, the roles of professionals and parents must be redefined.
Professionals must believe that parents are capable and willing to make the best decisions for their family
members and families, and accept their role as a partner who assists the family when asked, and in ways the
family requests. Regardless of the array of services on the official list, the attitude toward families in these
systems is "You tell us what you need and we'll try to help you get it." The most progressive programs see
their mission as stretching the limits of the "system" to the extreme for families.

To Exchange Information

Information is power and it flows in two directions. Families need timely and up-to-date information about
their family member's specific disability, about appropriate services and supports, and about eligibility
requirements in order to make decisions about meeting today's needs and planning for the future. This
information should be offered freely and without hassle from an agency. To best serve you, service providers
also need information about your family. However, you should only be asked questions that are relevant to
your family's needs and do not invade the privacy of your family.

To Decide What They Need

Families and family consultants each have valuable information necessary to develop an individualized family
support plan. A family knows their family member, their family, and what they need. A family consultant has
knowledge about services and supports available through the community. Together, with families in the lead,
they develop a plan of action that articulates the family's stated needs and what will be done by whom in
response to these needs. This might include supports offered through the agency, supports offered through
other public agencies, financial assistance, and/or natural supports found in the community.

To Get What They Need

When you've met one family, you've met just one! No two families are alike. Each family has unique needs,
strengths, and preferences.

Support services should be family focused. The person with a disability is not seen in isolation but as part of
the family unit. Support services should reinforce the strengths of the family and build on strengths in the
community rather than foster dependence on the agency providing supports. Family support providers should
offer an array of supports and be prepared to work with you to obtain needed supports beyond those in the
array.

To Judge the Results

Is your family better off for having participated in this program? This question is at the core of your estimation
of the family supports that you receive.
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