
 

 

Who me? A Family Leader? YES!  
If someone asked you if you are wanted to become a family leader, your first response might be “Who 
me? I am not a leader.  And besides,  I am too busy to take on any more responsibility and I wouldn’t 
know what to say in front of public officials.” But if you have participated in your child’s IEP meetings,       
if you have spoken up about an issue that you feel strongly about or if you have led or participated in a 
support group, you ARE a leader and an advocate.   

Becoming a family leader means moving beyond advocating or speaking up for your own child to        
participating in ways that positively impact the wider community of children and youth with disabilities 
and/or special health care needs and their families.  You can become involved in various ways.     

Partnering to Support Other Families means providing one-on-one peer mentoring to another  
parent or family member with a similar life situa�on, exchanging informa�on with other families   
in person, hos�ng online groups or chat rooms or facilita�ng support groups.    

Partnering within Organizations includes participating in focus groups, serving on advisory boards 
or councils within an organization (including hospitals and health systems), reviewing written          
products or programs, or completing satisfaction surveys.  By participating as a leader within an 
organization families can improve how direct services are provided. 

Partnering for Systems Change means sharing personal experiences with decision makers at hear-
ings, mee�ng with legislators or other elected officials, wri�ng newsle�er editorials or le�ers to the 
editor on policy or systems issues.  A family member might  run for public office, par�cipate in   
public awareness campaigns or advocacy events (e.g., Disability Advocacy Day) or serve in an      
advisory or a leadership role on a statewide board or commi�ee.   

How Can I Learn More?  

There are many training opportuni�es available to help families                                                                               
become more effec�ve leaders.  Examples include: Partners in  
Policymaking, Parents in Partnership (PIP) and Family Voices of  
Wisconsin’s Advocacy for Change Family Leadership Ins�tute.   
Links to these and other training events are available on the  
Family Voices website (under Family Leadership) at  
h p://fvofwi.org/leadership/familyyouth-leadership-opportuni es/ 
 
If you are interested in par�cipa�ng on the statewide level to impact  
systems for all families, Family Voices has compiled a list of statewide 
boards, councils and commi�ees.  Examples include the Council on  
Children’s Long Term Support Needs and the state Au�sm Council.                                                                      
See the Family Voices website (under Family Leadership) for the list.  
 
Want some nancial help to get involved or start something in your  
community?  Check out the new Family Impact! grants (see the  
announcement in this newsle�er).  

 
This ar�cle is based on the UMKC Core Competencies of Family Leaders - A Guide for Families and Organiza ons.   
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A Family Leader is someone who 
has personal experience in using 
resources/services to strengthen 
his or her family and speaks and 
acts from their perspective as a 
family member. This person might 
serve as a role model or advocate 
for other families, sit on an adviso-
ry board, belong to a peer review 
team, testify at public hearings, or 
lead in other ways.- Parents         
Anonymous Inc., 2003 
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Connec�ng with another parent who has  
a child with a similar disability or special 
needs can be one of the most helpful   
resources a parent will have – it can help 
make their journey a li�le easier.  
 
Parent to Parent (P2P) of Wisconsin, the 
state’s parent matching organiza�on for         
families who have children/youth with         
disabili�es and special health care needs,  
hosts Support Parent training sessions 
throughout the state 3 to 4 �mes per year.   
 
The one day trainings prepare parents/
family members to effec�vely support and 
mentor another parent who may be at the 
beginning of their journey caring for a 
child with special needs.  
 
 
 
 
 
At these trainings, par�cipants take �me 
to reect on their own journey, learn and 
prac�ce suppor�ve communica�on and 
ac�ve listening skills and how best to   
support and engage another parent.   

Most o�en, parents are matched based on their 
child’s special need or disability but there are 
�mes when parents who are moving to a new 
area want to connect with other parents who 
have children in a specic community or school 
system.   
 
As a Support Parent, you are asked to make four 
phone calls to a new parent reques�ng a match. 
Some�mes, parents want just a li�le informa�on 
on a specic issue and they will only want to talk 
a few �mes. And, other �mes parents nd so 
much in common that they become life-long 
friends. However, how o�en you talk, whether 
you want to meet in person, email each other or 
talk on the telephone is le� up to the matched 
parents.  Many Support Parents have found this 
experience very rewarding and nd these match-
es mutually helpful for their family.  

 
Support Parent training sessions will be held on 
May 16 in Appleton and October 3 in Milwaukee.  
For more details go to www.p2pwi.org/
trainings.html  or call Robin at 1-888-266-0028.  
 

Did You Know? Now You Know!   
 

Becoming a P2P Support Parent  

 
 
 

WEB WATCH 
For addi onal resources related 
to the ar cles in this newsle er, 
you can visit the following sites: 

 
 

Na�onal Office of Family 
Voices 

www.familyvoices.org 
 
 
 

Family Voices of Wisconsin  
h�p://fvofwi.org   

 
 
 

Parents in Partnership (PIP)         
h�p://wspei.org/families/

pip.php 
  
 
 

Partners In Policymaking  
www.wi-bpdd.org 

 
 
 

Parent to Parent of WI 
www.p2pwi.org 

 
 
 

Wisconsin First Step  
www.mch-hotlines.org/home   

 
 
 

WI Long Term Care Coali�on  
www.wilongtermcarecoali�on.

org 

  

Wisconsin First Step  - Call 800-642-7837!  
Are you looking for a provider, a program or other services for your child and don’t know 
where to turn?  WI First Step is Wisconsin’s 24/7 informa�on and referral hotline.  WI First 
Step also maintains an online directory with thousands of helpful resources.  A trained expert 
can help you nd what you need.  

Examples include:   

Early Interven�on Services 
Respite Care 
Financial Assistance 
Support Groups 
Mental Health Resources 
And many, many other resources!  

 
Call 800-642-7837 24 hours a day, or chat with us between 8:00 – 4:00 (M-F) or go online to 
www.mch-hotlines.org/home  

The light at the end of our tunnel came in the form of Beth, our support parent. She had  been 
through all that we were facing, and she understood everything I was feeling.   - A parent 



 

 

CYSHCN  
REGIONAL CENTERS 

Call with your 
ques ons! 

 
Northeast Region 

Children’s Hospital of 
Wisconsin - Fox Valley 

1.877.568.5205 
 

Northern Region 
Marathon County Health 

Department 
Wausau 

1.866.640.4106 
 

Southeast Region 
Children’s Hospital 

Milwaukee 
1.800.234.5437 

 
Southern Region 
Waisman Center 

Madison 
1.800.532.3321 

 
Western Region 

Chippewa County Dept of 
Public Health 

Chippewa Falls 
1.800.400.3678 

 
Great Lakes Inter-Tribal 

Council 
(GLITC) 

Lac du Flambeau 
1.800.472.7207 

Children and Youth with Special Health Care Needs News  

Family Voices of Wisconsin Training Schedule  
 

Madison: May 20 - A Did You Know? Now You Know! training. To register contact the 
Southern Regional Center at 1-800-532-3321 or online at h p://go.wisc.edu/j9184p  

 
Hurley: June 23 -  A What’s A er High School transi�on training.  To register contact the 
Northern Regional Center at 1-866-640-4106 or email Julia.Stavran@co.marathon.wi  

  
Hudson/River Falls: October 2015 - A What’s A er High School transi�on training.  To 
register contact the Western Regional Center at 1-800-400-3678 or email Rose at 
Rmarsh@co.chippewa.wi.us   

     Family Impact! Grant Applica on Now Available  
 
Family Voices is pleased to offer a new grant program for family members who have   
children and youth with disabili�es and/or special health care needs. Funding and tech-
nical assistance will be provided in support of projects which are conceived and carried 
out by families and aimed at improving local, regional or statewide policies, prac�ces, 
systems or programs designed to support the health, well-being and community          
connec�ons of children and youth with special health care needs and their families.    

Grants in amounts of $500-$3000 will be awarded in late spring/early summer 2015, with 
proposed projects to be completed by December 2015.  Grant applica�ons are available 
online at h p://fvofwi.org or call Rachel (Family Network Coordinator) at 608-444-4992.  
 
If you have ques�ons or would like to chat with staff about grant project ideas, contact 
Rachel at Rachel@fvofwi.org   

Policy/Legisla ve Update  
 

The Joint Finance Commi�ee has begun making it’s recommenda�ons on the 
next state budget which is likely to have a great impact on the way long term supports are 
delivered in Wisconsin. It is not to late to tell your story about how you use long term 
supports, including the Family Support Program, Family Care and IRIS.  To nd the        
contact informa�on for your Legislators and for members of the Joint Finance Commi�ee 
go to h p://legis.wisconsin.gov/   If you would like more details about the state budget, 
check out the public policy sec�on on the Family Voices website at  fvofwi.org/public-
policy/state-budget/   

 
Want to Stay Informed All Year Long? Sign up for FAN!  

 
The Family Ac�on Network (FAN) listserv provides informa�on about opportuni�es for 
educa�on, training and leadership to members who would like to contribute their voice to 
improve systems for people with disabili�es and special health care needs.  To sign up 
send an email to join-fan@lists.wisc.edu  

Several fact sheets related to the state budget are include in this newsle�er.  We             
encourage you to learn about the budget proposals and contact your legislators today!  
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Post Office Box 5070 
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Family Voices of Wisconsin (FVW) is a state affiliate organiza�on of the na�onal Family      
Voices organiza�on and serves as Wisconsin’s Family-to-Family Health Informa�on    
Center.  Addi�onally, FVW is recognized as the Family Leadership Hub for Wisconsin’s 
Children and Youth with Special Health Care Needs (CYSHCN) partnership. 
 
Family Voices focuses its work on health care and community supports in three areas: 

Educa�on and informa�on development and dissemina�on, including trainings, fact 
sheets, and newsle�ers; 
Family leadership ac�vi�es, including the annual Advocacy for Change ins�tute; and 
Public policy and systems change ac�vi�es. 

 
Feedback Welcome 

We want to make sure that this newsle�er is an effec�ve resource for you. If you have 
any comments, or wish to provide news and informa�on for us to publish, please con-
tact Lynn at Lynn@fvofwi.org. We look forward to hearing from you! 
 

LIKE US ON FACEBOOK AND JOIN THE FAMILY ACTION NETWORK LISTSERV  
(join-fan@lists.wisc.edu) 

 
Would you prefer to have this newsle er emailed to you?   

Contact Lynn at Lynn@fvofwi.org  
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608.220.9598 

 
Co-Directors 

Liz Hecht (liz@fvofwi.org)             
Barbara Katz (barb@fvofwi.org) 
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Rachel Crites (Rachel@fvofwi.org)  
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Brigit Frank (Brigit@fvofwi.org)  
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any endorsements be inferred by 
HRSA, HHS or the U.S. Government.  
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SUPPORTS FOR CHILDREN WITH 

SIGNIFICANT DISABILITIES 
 

ISSUE: 
 

About 3000 children and youth with significant 
disabilities and their families are waiting for 
essential supports, such as specialized equipment 
or home modifications. The wait for children 
ranges from 1 to 8 years depending on where a 
family lives.  
 
BACKGROUND: 
 

Children and youth with significant disabilities can 
have extraordinary needs that require unique 
supports so families and their children can fully 
participate and benefit from the typical community 
experiences that all children enjoy. Families who 
are well informed and have access to supports can 
play key roles in identifying and securing 
opportunities for their children and youth with 
disabilities.    
 
Waiting for services means missed opportunities 
for: cognitive, physical and behavioral 
development, and learning skills for independence. 
An inability to meet less costly needs now can lead 
to expensive crises and higher future costs, in 
addition to significant stress for families.  
 
SURVIVAL RECOMMENDATIONS: 
 

 Reduce wait lists by 1000 children. Ensure that 

new funding is equitable to address the needs 

of all children, regardless of specific disability or 

diagnosis. 

 

 The proposed consolidation of Family Support 

and COP into one program must reflect the 

values and philosophy of the current Family 

Support Program; keep the focus on supporting 

the family, not just the child; and maintain the 

current flexibility and choice of supports to 

meet the needs of diverse families.  Family 

Support funding must be earmarked for this 

purpose. 

 Provide short -term assistance to waiting 

families. Some families say having a person who 

can help them navigate supports is their primary 

need. This assistance assures access to 

information on a broad range of school, 

community and private sources of supports and 

services. 

 Build on efficiencies experienced in counties 

using a single point of entry for eligibility.  

COMPASS Wisconsin Threshold (now only 

available in 13 counties) has improved families’ 

access to information and supports and has 

streamlined the eligibility process for families in 

need. Wisconsin should expand this efficient 

single-point-of-entry model statewide. 

 Reduce Medicaid administrative costs, delays in 

service for children and stress for families by 

reducing the frequency of repetitive reviews for 

services deemed medically necessary.  

 Direct DHS to work with stakeholders to 

develop specific family outcome measures and 

implement a family-based outcomes survey that 

will be used to improve supports to children and 

families. 

 

FOR ADDITIONAL INFORMATION CONTACT SURVIVAL  
COALITION CO-CHAIRS:  
 

Maureen Ryan, 608-444-3842; moryan@charter.net  
Beth Swedeen, 608-266-1166; Beth.Swedeen@wisconsin.gov  
Kit Kerschensteiner, 608-267-0214; Kitk@drwi.org 
 

Visit the Survival web site at: 
www.survivalcoalitionwi.org 

 
Real Lives, Real Work, Real Smart, Wisconsin 
Investing in People with Disabilities 

http://www.survivalcoalitionwi.org/

