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DID YOU KNOW? NOW YOU KNOWI

An Introduction to Health Care and Community Supports
for Children with Special Health Care Needs

and/or Disabllities

MODULE 5:

Advocating for Systems Change
(revised February 2010)
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Our Story:

Becoming an Advocate

Kayla had a three year old daughter named
Ashl ey. Kayl a was told by
her up for Family Support and respite care
services. The teacher told Kayla that there was a
wailting |1 st, but she shoul
It.

When Ashley was 7 years old, she was still on
the waiting list. Even though Kayla called the case

wor ker every si x months, As
much on the list.

The worker explained to Kayla that some
children had much greater needs than Ashley and
they needed to be moved up on the waiting list.
Kayla was really angry, because she knows that
her daughter has needs just like the other kids.
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Our Story:
Becoming an Advocate

Kayla was upset and wanted to do something to
eliminate the waiting list. The case worker told
Kayla that there is a Family Support advisory
committee that is talking about getting rid of
walting |1 sts. Kayl a said
meeti ng until she had respi:
have anyone to leave Ashley with.

The worker told Kayla that the meetings were
held when Ashley was in school. So maybe she
could go then. Kayla said she would try to take
time off from work to attend at least one
meeting.
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Our Story:

Becoming an Advocate

Kayla attended the first meeting and she liked it.
She was going to try to rearrange her schedule each
month to continue to go to the meetings. At first Kayla
was full of energy, but it felt like the decisions were
already made when she sat in on the meetings. Kayla
felt that others didnot reallyy
said. There were a lot of professionals on the
committee, except for two other moms.

Kayla asked the two moms if they could exchange
phone numbers and talk about what went on during the
meetings. The three women decided to review the
meeting information. This would prepare them to talk
about agenda items, especially the waiting list, at the
meeting. S
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‘A Quesotrivon MYoru S~ Mi..g h

What is systems change?

Systems change happens when there is a change to
a policy or a rule which affects many people.
Systems change is permanent. The changes must
affect all kids and families, not just one, to be
called oOsystems change. 0O

For example, when Kayla is participating on the
Family Support advisory committee, they are
working to eliminate waiting lists. They will create
a policy to do this. This policy, if approved, would

be a osystems changeo acti
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Another:Question You:Might
A sk .é

What is an advocate?

An advocate is someone who speaks up on
behalf of another person. It can also be
someone who gets involved to help someone
else.

For example, when Kayla serves on the Family
Support advisory committee, she is advocating
for Ashley and others who are waiting for

rvi .
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AnAdvocacy: Quiz
Can you see yourself doing any of the following?

A Calling your city Alderman to complain about a tax bill that is too
much.

A Assisting when your neighbor asks you to read a letter from Social
Security and make phone calls to help them better understand the
letter.

A Giving a talk to your place of worship about a community project you
care about.

AGIi ving your opinion when your c¢chil dos
parents about giving out birth control at the school.

A Talking in front of a state legislative committee as part of a group
of people on a subject you know well and care about.

Adapted from: Amidei, N. (1991). So You Want to Make a Difference, Advocacy is the Key. OMB Watch, Washington, D.C. .
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How:Does Advocacy: ook for
Me?
Advocating for your child in a meeting.

Participating in government, usually by sitting on a committee
at school or in your city, county or state.

Making sure you know the issues when you vote.
Speaking up for something personally or as group.
Sharing resources with your school and with other parents.
Providing your input on a survey.

Testifying at a hearing.

Writing letters to legislators about your family.

Adapted from: Amidei, N. (1991). So You Want to Make a Difference, Advocacy is the Key . OMB Watch, Washington, D.C.
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‘Questions t ootA'siki..YO

A What do families have to offer people who make

decisions?
¢ Parents offer a unique viewpoint.
c Parents know exactly what 1 t¢

special needs.

c Decision makers need to hear how rules, laws and
funding affect families.

A Why is it important to be a part of systems

change?
¢ Our children will have to live with the changes.
cl f we donodot give our view, tt

complain about how it all turns out.
c No one cares more about our
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Families Offer a VValuable and
Unique View

A We are creative and have great ideas to come up
with ways to get the job done.

A We know what wor ks and what

A Providers benefit from family input by better
understanding families of children with disabilities.

A Programs can respond better and stay current and
fresh to meet important, daily needs when there is
participation from families.
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What:Can:Families Offer:-People
WhoMake Decisions?

A We can see when policies an
with reality

A Professionals may not understand when programs
conflict with the needs of the family

A Our views, skills and knowledge can help decision
makers improve services

A Our opinions can help direct resources and funding
In ways that will best serve families
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What:Happens'When Families
Getilnvolvedin:Systems
Change?

2001:
The Olmstead

1981-1984: Supreme Court
1973: deicgtes Decision
Parents and atte(r)r? teb atr;1e interprets ADA to
providers = pt by end unnecessary
1940s: advocate for reagan institution of
Holocausti 100,000 Section 504 of administration to people with
children and adults the Rehab Act,  [@Keaway parts  yoeionmental
with disabiliies killed  protectionfrom 2 /DEA and disabilities.
becau %Je t hey gidfniingddrp t  Section 504
valu
e e ([ ] >
4_. [ ) ° ® >
1875: )
People in institutions. _ Ble%5ir(1)§i-ng 1975: 1990:
People with disabilities of parent advocacy Parents and Advocates work
getting sterilized. movement. Eocus educators help to to pass the

on winning civil and pass Education  Americans with
. for all Disabilities Act
legal rights for Handicapped (ADA) i full
their children - Al
Parents still : Children Act participation and
which becomes independence for

encouraged to -
institutionalize their IDEA. 3?s%pblﬁiti\/\gtsh

children.
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What:Happens'When Families
Getilnvolvedin:Systems
Change?

*Handout*
l n Wi Il | owbr ook os
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Qur Story;
Putting Advocacy:«nto Practice

Working with Decision Makers
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Qur Story;
Putting Advocacy:nto Practice

Kayla had served on the Family Support Advisory
Committee for a year. Her friend, Larry, who sat
on the Board of Directors for United Cerebral
Palsy, told her there was a hearing at the State
Capitol with the Joint Finance Committee which
makes decisions on the state budget. The state
budget funds Family Support programs. They could
ask the Committee to put more money toward
Family Support to help families on the waiting list.
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Qur Story;
Putting Advocacy:nto Practice

Kayla wanted to let the Joint Finance Committee know
how badly they needed Family Support. She took
Ashley out of school so the Committee members could
meet her. Kayla called her friends but neither of them
could take time off from work. The 2 moms decided to
send copies of their family stories and photos of their
children with Kayla and Larry.

Kayla practiced her talk and made notes all the way
down to the Capitol. She hoped she could eliminate the
waiting lists for Ashley and other families. When she
arrived she met many families with the same idea and
made friends with other parents who were going to
testify.
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Ways YouCan Becomednvolved
IN'Systems:Change

Remember:. Systems Change activities
affect many children and families, not just
your own. You can become involved in
Systems Change activities by:

c Working with schools and
¢ Serving on advisory committees

¢ Attending public hearings for rule changes or
budget decisions

¢ Training other parents to become confident

advocates
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Howto‘be am Effective Systems
Change Advocate

A Try to think of other family stories too,
not just your own.

A Take your commitment seriously 0
attendance and participation is important.

A Ask for the support you need to be involved

¢ Do you need child care, transportation, or other
assistance to attend the meeting?

cl f you canodot attend the
participate with a conference call.
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Howto‘be am Effective Systems
Change Advocate,continued

A Speak up 0 share your opinions 0 you ARE
knowledgeable!

ADonot worry about what
A Choose an issue you care a lot about.

A Use your experiences as talking points for
youradvocacy oi t 6s power f ul
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How ¢ oo ' T el Your -

Limit the length of your story to 1

Story

- 2 minutes

Tell only the parts that best show the point you
want to make

Choose the story with the most impact

Be

honest and donot

A Speak from your heart

LA\

|

exagger .

Family\ /oices

of Wisconsin

19



Lets0OsacPracti ce!l

*HANDOUT*

A Plan for Systems Change
Advocacy
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Advocacy: Strategies

A Problem with My Chi
Provider

When | take my child/grandchild to the
doctor, 1 to0os hard for
what the doctor Is saying and what
Information they are providing.
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Advocacy: Strategies

A Problem within My Community

| am worried that when my son graduates
from high school he will just sit at home.
He loves working and being out in the
community. Now that heo:
there are no guaranteed community support
services for him.
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Advocacy Opportunities: Local

County Budget Advocacy

County Human Needs Committee
Long- Term Care Committee

Family Support Advisory Committee
School Board Committees

Parent Teacher Organizations (PTO)
Civic Organizations

Ot her é
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