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From the Executive Director

Dear Colleagues,

Every day across Wisconsin, dedicated professionals make decisions that affect the lives of children and youth
with disabilities, special health care needs, and medical complexity. Whether developing policy, coordinating
services, or managing programs, your work reflects a shared commitment to children and families. We
recognize that balancing limited resources, administrative requirements, workforce challenges, and the diverse
needs of families is no small task.

We believe families are an essential partner in that work. Their lived experiences offer valuable insights into
how systems function in everyday life—highlighting not only where barriers exist, but also where thoughtful
policies, dedicated professionals, and collaborative partnerships are making a meaningful difference.

This report reflects the voices of families who participated in statewide listening sessions and an anonymous
survey during the spring of 2026. Families spoke with gratitude about support and service coordinators,
educators, health care providers, peer networks, and community programs that treated them as valued
partners. They also shared the impact of navigating fragmented systems, workforce shortages, and
administrative complexities that often require them to coordinate care across multiple programs and agencies.

These experiences are not shared to assign blame. Rather, they offer an opportunity to understand how
policies and systems are experienced by those they are intended to serve. By considering these perspectives
alongside the expertise of providers, administrators, educators, and policymakers, we can continue identifying
practical ways to strengthen Wisconsin's systems of care. Throughout this report, families recognize the
dedication of those who serve them and are eager to contribute their expertise to improve coordination,
reduce barriers, and create seamless systems for everyone.

On behalf of Family Voices of Wisconsin, | extend my sincere appreciation to every family who shared their
experiences and to the many professionals across Wisconsin whose commitment makes a positive difference
every day. We hope this report serves as a resource for continued collaboration and thoughtful discussion as
we work together to ensure every child and family has access to coordinated, responsive, and family-centered
supports.

Thank you for the work you do and for taking the time to hear directly from Wisconsin families.

Sincerely,

T/

Danielle Tolzmann
Executive Director,
Family Voices of Wisconsin

Inform ¢ Empower ¢ Connect
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2026 Findings Report
Family Listening Sessions

and Survey

Introduction

Family Voices of Wisconsin is committed to highlighting the experiences of families raising children and youth
with disabilities, special health care needs, and medical complexities. Families are essential partners in
Wisconsin’s health care, education, Medicaid, and long-term support systems, and their lived experiences
provide critical insight into system strengths and opportunities for improvement.

During the spring of 2026, Family Voices of Wisconsin conducted two family listening sessions and collected
additional input through an anonymous statewide survey. Participants included parents, caregivers, siblings,
and self-advocates. (Methodologies for each engagement formats are identified in Appendix A.)

Across all engagement formats, families consistently described areas of meaningful support but also
highlighted significant barriers in accessing and navigating services. While individual experiences varied, shared
themes were also evident.

This report is intended for decision-makers, Medicaid and long-term support administrators, health systems,
educators, disability service providers, and community partners. It provides a summary of family experiences
and identifies participant-informed priorities for strengthening Wisconsin’s systems of care.

One consistent message emerged across all engagement methods, families are more than caregivers—They
are knowledgeable partners, advocates, coordinators, and navigators who play a critical role in supporting their
children and connecting them with needed resources. Families described stepping in to bridge gaps,
coordinate across programs, navigate complex systems, and ensure continuity of care whenever services are
not fully aligned.

Through these experiences, families have developed deep expertise and valuable insights into what works and
where there are opportunities for improvement. Families expressed a strong commitment to partnering with
decision-makers, providers, and communities to strengthen systems of support and create more seamless,
responsive experiences.
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Strengths and Valued Supports

Families highlighted experiences where strong relationships and supports have made a meaningful difference:

o Dedicated service coordinators and case managers

e Parent-to-parent and peer support networks

e Wisconsin Statewide Parent-Educator Initiative (WSPEI) and school-based supports

e Children’s Long-Term Support (CLTS) Program and Medicaid-funded services

e Specialized therapy and community-based programs

e Camps, respite programs, and inclusive extracurricular opportunities

o Division of Vocational Rehabilitation (DVR) supports and employment preparation services
o Positive experiences with IRIS and Family Care

Opportunities to Strengthen Systems
Families consistently described systemic barriers including:

o Severe workforce shortages (nursing, respite, direct care, behavioral health)

e Fragmented systems requiring families to coordinate across agencies

o Difficulty accessing specialty care, including behavioral health services

e Challenging access to dental care across childhood and adulthood

e Lack of inclusive childcare and respite options

e Transportation and reimbursement barriers

e Complex administrative steps (prior authorizations, renewals, eligibility processes)
e Limited transition planning and adult service coordination

e Housing shortages for adults with disabilities

e A desire for paid family caregiving support

Family Engagement Process and Participant Demographics

Family Voices of Wisconsin gathered family input through three statewide engagement opportunities designed
to capture perspectives from families living in rural, suburban, and urban communities across Wisconsin.
Together, these efforts provide insight into their experiences navigating health care, long-term support
programs, education, and community systems.

*To respect participant choice and privacy, some families did not provide information about their county of
residence or their child’s age. Demographic information is based only on the responses shared by participants.
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Details: What is Working Well

Families identified multiple programs, services and professionals that make a meaningful difference in
navigating Wisconsin's systems of care. Positive experiences were consistently linked to professionals who
communicated clearly, listened to family needs, and treated parents and caregivers as valued partners in
decision-making.

Many families highlighted the importance of strong support and service coordinators who helped them
navigate complex systems, identify resources, and a willingness to tailor services to their children's unique
needs. One parent shared, "Our support and service coordinator has been wonderful. She truly listens to our
family, takes the time to understand our child, and knows the program well enough to answer our questions.'
Others also praised the flexibility and responsiveness of their coordinators.

Families also expressed appreciation for support through the Wisconsin Statewide Parent-Educator Initiative
(WSPEI), school-based advocacy, and Children's Long-Term Support (CLTS) funding, which provide access to
therapies, adaptive equipment, respite, and inclusive recreational opportunities. As one parent explained, "/
don't know what | would do without WSPEI in my life. They have been very helpful and supportive."

Youth and siblings described the value of opportunities to connect with others who shared similar
experiences. One teen reflected on a sibling respite camp, "I can be myself there, and | don't have to hide who
I am." Other siblings similarly emphasized the importance of “being around people who get it."

Families also recognized the impact of Division of Vocational Rehabilitation (DVR) services, transition
programs, specialized therapy providers, mobility and equipment vendors, and improvements to some
Medicaid renewal processes. Together, these supports made it possible for families to access services,
increase independence, and reduce barriers to care.

Overall, families emphasized that the greatest strengths in Wisconsin's systems were not only the programs
themselves, but the trusted relationships with professionals who respected family expertise and worked
collaboratively to meet each child's individual needs.
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Details: Opportunities for Systems Improvement

1. Workforce Shortages
Shortages of providers in key areas were a common theme. Areas include:

e Private duty nurses

e Respite providers

e Direct support professionals
e Behavioral health providers
e Inclusive childcare workers

These workforce gaps often resulted in authorized services not being fully delivered in practice. As one parent
shared, “We’re approved for hours, but only a fraction are actually filled.”

Families described the broad impact of these shortages, including chronic sleep deprivation, reduced ability to
maintain employment, caregiver burnout, and long-term physical and emotional health consequences.

Parents described the intensity and complexity of their caregiving responsibilities, with a Marathon County
parent stating, “/ provide 24/7 skilled nursing. These are not typical parenting duties.”

2. Families as Primary Care Coordinators
Families described serving as the primary coordinators across multiple systems and service providers including:

e Medicaid and CLTS

e Schools and IEP teams

e Medical providers and specialists

e Insurance companies and Prior Authorizations

e Transportation systems

e Durable medical equipment and supply companies

This coordination role was frequently described as time-consuming and burdensome. One Wood County
parent reflected, “Coordination of care is a full-time job in itself.” Another shared, “I spend hours every month
just trying to get basic services approved.”

Together, these highlight the extent to which families are responsible for navigating and connecting
fragmented systems to ensure access to needed support.

Inform ¢ Empower ¢ Connect
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3. Fragmented Systems and Administrative Load

A Racine County parent shared, “It feels like I'm always having to stay on top of people to get anything done.”
This sentiment reflects a broader pattern of navigating multiple service systems—a significant administrative
demand including:

e Repeating the same information across agencies

e Conflicting guidance between programs

e Long delays in approvals

e Complex paperwork and eligibility requirements

e Difficulty understanding which program covers what

Families are often required to coordinate across systems that are not fully aligned. As a result, they often
assume responsibility for managing communication, tracking requirements, and reconciling inconsistencies
between programs. They noted that improved coordination, shared intake or eligibility, and clear service
coverage descriptions would have a positive impact.

4. Medical Supplies and Equipment Barriers
Ongoing and sometimes prolonged challenges accessing medically necessary supplies and equipment were
described. Participants reported:

e Longdelays in receiving supplies—some reported waiting several months
e Incorrect sizing, items and repeated order issues

e Prior authorization delays

e Reliance on specific vendors with poor service

e Out-of-pocket costs to avoid delays

Families reported that these barriers frequently require ongoing follow-up and coordination to access needed
services and supports.
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5. Transportation Barriers

Families shared their experience with significant barriers using non-emergency transportation systems through
Medicaid. One parent shared: “I spend one to two hours every month just trying to get rides reimbursed.”

In each group, transportation systems were described in a similar way:

e Time-consuming to schedule and manage

e Inconsistent in application and approval processes

e Difficult to navigate without repeated support or clarification
e Requiring frequent re-submission or repeated documentation

These administrative requirements add substantial time demand and stress, particularly for caregivers already
managing complex medical and service coordination responsibilities. A simplified and improved scheduling and
documentation system would have a profound impact and allow families to schedule transportation for
necessary visits or receive reimbursement for medical travel.

6. Access to Dental Care

Dental care was a notable and significant challenge on all engagement platforms. Families from all ages and
geographic areas consistently reported:

e Limited dental providers accepting Medicaid

e Long wait times for appointments

e Lack of sedation dentistry

e Loss of providers in adulthood

e High out-of-pocket costs for essential procedures

One family described their experience transitioning to adult dental care stating, “At 18, you’re in a dental
desert.”

Another family highlighted the broader barriers to accessing necessary pediatric dental services, including the
need to see multiple providers, referrals to clinicians who were unable to provide the required level of care,
and long-distance travel of several hours to obtain consultations prior to scheduling a procedure. The family
shared that these delays occurred while their child was in pain, compounding the emotional and logistical
strain on the entire family.
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7. Gaps in Access to Inclusive Childcare, Respite and Daily Support Services

Access to inclusive childcare, respite and daily support services is essential for children with disabilities to
thrive, enabling families to maintain employment, attend school, and meet everyday responsibilities. When
these supports are unavailable or inadequate, families often face increased financial, emotional, and caregiving
pressures. ldentifying these gaps is important because they highlight systemic barriers that limit opportunities
for children and reduce families' ability to fully participate in their communities. Participants reported:

e Limited availability of inclusive childcare options

e Expulsions from daycare settings due to disability-related needs

e Shortages of qualified respite providers

e Insufficient summer and out-of-school programming

e Lack of trained caregivers for children with complex medical needs

These gaps have a direct impact on family stability, including employment. Families from Wood and Dane
County both shared, “We had to leave the workforce because no childcare could meet our child’s needs.”

8. Transition to Adulthood
Significant concern about the transition from pediatric to adult systems was expressed, describing it as one
of the most uncertain and fragmented stages of care. Participants noted challenges including:

e Loss or reduction of pediatric supports that families have relied on for years

e Shortages of adult medical and dental providers who are equipped to serve individuals with
complex needs

e Housing instability and limited availability of appropriate supportive living options

e Barriers to employment including inconsistent access to Division of Vocational Rehabilitation (DVR)
and other workforce supports

e Lack of coordinated, proactive transition planning across health, education, and service systems

Several parents expressed their thoughts about transitioning to adulthood and offered insight for others. A
Milwaukee County parent stated, “Transitions at this point and in this world are scary.

Another parent shared her concerns about losing necessary support in adulthood. “I'm worried we won’t have
the level of support we need. CLTS has been really good to us,” and “I’'m worried about when that falls off,”
shared another.

Families highlighted that the transition period often requires them to rebuild entire care networks while
simultaneously navigating new eligibility requirements, provider shortages, and unfamiliar systems.
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9. Medical Complexity and Provider Understanding
Families emotionally described experiences where clinical concerns were not fully evaluated due to
assumptions about disability or diagnosis. Participants shared various reports and experiences such as:

o Symptoms were attributed to a child’s diagnosis rather than being independently assessed
e Parents felt their observations and concerns were not fully taken into account
e Medical concerns were delayed or missed due to assumptions about expected behavior or presentation

One parent shared an experience in which a serious dental infection was initially overlooked due to behavioral
assumptions, resulting in delayed diagnosis and increased risk of complications. The family emphasized that
earlier recognition and a more thorough physical assessment could have prevented the escalation of the
condition.

10. Building Trust Through Partnership

Across all engagement methods, families described mixed experiences in their interactions with professionals
and systems of care. Some participants reported feeling respected, listened to, and included as valued
members of their child’s care team. Others, however, described experiences in which their concerns were
dismissed or minimized.

This contrast highlights the variability in family-provider relationships and the importance of consistent, family-
centered practices across systems. When describing a response to a request, one parent asked: “When did
advocacy become a problem?”

Another reflected on what it feels like for their child to be recognized as a whole person by sharing, “A good
professional sees my child, not just their diagnosis.”

10
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Building Stronger Systems Together

Families identified several potential solutions, including improved system coordination, expanded workforce
capacity, and increased access to specialized supports:

e Expand Medicaid reimbursement for nursing, respite and direct care

e Support paid family caregiving options

e Increase workforce recruitment and retention in home and community-based services
e Reduce Prior Authorization requirements and administrative demands

e Improve system coordination across Medicaid, CLTS, schools and healthcare

e Expand access to specialty care, behavioral health and dental services

e Strengthen transition planning and adult service systems

e Increase inclusive childcare and respite capacity

e Expand housing options for adults with disabilities

e Improve transportation systems and accountability

Participants emphasized the need for clear information sharing and consistent training across systems,
particularly within CLTS and transportation providers. One parent from Juneau County (child age 8) noted,
“There is no clear information or process sharing about MTM. Families constantly reach out to ask how to
access it.”

Families highlighted the importance of expanding and stabilizing the direct care workforce, especially private
duty nursing in rural areas, including improved reimbursement for independent providers to reduce gaps in
authorized hours compared to delivered hours.

Participants also identified a need for reliable medical supply systems including improved communication,
consistent intake processes, and better coordination between vendors and families to prevent delays in
medically necessary supplies.

Transportation was frequently reported as an area for improvement, with families describing administrative
barriers and inefficiencies. Participants suggested simplified processes and reduced administrative workload
to decrease the time required to access reimbursements and recurring services.

Participants emphasized the need for expanded inclusive summer programming and respite options,
particularly for children with complex medical and behavioral needs who cannot safely access traditional
childcare or community programs.

Despite these barriers, families highlighted promising practices like CLTS-funded respite training supports,
specialized virtual schooling options, and community-based therapy and behavior programs that are effective
when adequately resourced. Overall, families expressed the significant improvement a stronger coordination
across Medicaid, CLTS, providers, and transportation systems, along with expanded workforce capacity, would
reduce the administrative demands placed on them.

11
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Summary

The experiences shared throughout this report reflect more than individual challenges—they reveal patterns
that point to opportunities for meaningful system improvement. While every family's journey is unique, the
same priorities emerged repeatedly: reduce the administrative demands on families, improve coordination
across systems, strengthen the workforce, and make it easier to access the care and services children need.

Families also recognize and deeply value the dedication of the professionals who support them. Their concerns
are not directed at individuals, but at systems that too often rely on families to bridge gaps between programs,
providers, and agencies.

Perhaps the strongest message from families is a desire to be partners in creating solutions. They bring lived
experience, practical ideas, and a shared commitment. As one parent shared, "Our children are valuable
members of society. Supporting families early reduces greater costs later."

The findings in this report offer an opportunity to move beyond identifying barriers and toward building
solutions, together. By partnering with families and drawing on their expertise, Wisconsin can continue
strengthening a system of care that is connected, responsive, and equipped to meet the needs of children with
special health care needs—allowing them to spend less time navigating systems and more time focusing on
what matters most: being families.

About Family Voices of Wisconsin

Family Voices of Wisconsin supports families of children and youth with special health care needs and
disabilities by ensuring their voices inform policy, systems, and care decisions.

12
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APPENDIX A: FAMILY ENGAGEMENT METHODOLOGIES

Virtual Statewide Listening Session, April 30, 2026

This listening session was conducted via Zoom and included approximately 20 parents and caregivers
representing seven counties. Participating families had children ranging in age from 4- to 15-years. Families
identified key areas of concern including Children's Long-Term Support (CLTS), Medicaid, nursing services,
respite care, medical supplies, transportation, dental care, education and caregiving supports.

Circles of Life Conference Live Listening Session, May 14, 2026

Hosted in-person during the Circles of Life Conference in Stevens Point with approximately 100 attendees, 12
participants shared their insights, including parents, siblings, caregivers, and self-advocates, representing seven
counties. Families with children ages 5- to 18-years are reflected in this engagement. Participants emphasized
priorities related to transition to adulthood, housing, behavioral health, disability awareness and supporting
children with medical complexity.

Anonymous Statewide Family Survey, April 21-May 14, 2026

An anonymous survey collected responses from 12 families across 11 counties. Respondents represented
families with children ages 3- to 23-years and shared experiences navigating Medicaid, Children's Long-Term
Support (CLTS), IRIS, Family Care, SSI/SSA, dental care, transportation and caregiving systems.

Across all three engagement methods, families consistently described strengths as well as ongoing challenges
within Wisconsin's systems of care. While each engagement opportunity highlighted unique experiences,
common themes emerged around access to services, coordination of care, and the need for family-centered
support throughout the lifespan.

13
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APPENDIX B: ADMINISTRATIVE SUMMARY

Why This Matters

During spring 2026, Family Voices of Wisconsin gathered input from families raising children and youth with
disabilities, special health care needs, and medical complexity through:

e A statewide virtual listening session
e Anin-person listening session
e An anonymous statewide family survey

Across all formats, families described consistent strengths and system-wide challenges in Wisconsin’s health
and human services systems.

Themes
Across all engagement methods, a consistent theme emerged:

e Families provide skilled medical care and coordinating complex systems due to fragmented service
delivery and insufficient workforce capacity.

e Rather than functioning solely as caregivers, families are often required to fill critical gaps in care
coordination, service delivery, and system navigation.

e Families consistently expressed a desire to spend less time managing systems and more time focusing
on their roles as families.

What Families Value
Families consistently reported that the most helpful supports include:

o Dedicated service coordinators and case managers

e CLTS, Medicaid, IRIS and Family Care supports

e WSPEI and school-based services

e Parent-to-Parent and peer support networks

e Specialized therapies, camps and community programs

e DVR employment supports and assistive technology

e Providers and programs partnering with families through listening, respect and shared decision-making

14
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APPENDIX B: ADMINISTRATIVE SUMMARY (CONT’D)

Opportunities for Systems Improvement

1. Workforce shortages
Severe shortages of nurses, respite providers, direct support professionals, behavioral health providers, and
childcare workers limit access to care and family stability.

2. Families as complex system coordinators - families reported spending significant time managing:

e Medicaid, CLTS, and insurance systems

e Medical appointments and Prior Authorizations
e Durable medical equipment and supplies

e Transportation and school coordination

“Coordination of care is a full-time job.”
3. Heavy administrative demands can delay care, which families described as:

e Repeated paperwork and eligibility verification

e Conflicting information across systems

e Long delays for approvals and renewals

e Time-consuming transportation and reimbursement systems

4. Gaps in critical services - families reported barriers to:

e Specialty and behavioral health care

e Access to dental care (especially after age 18)
¢ Inclusive childcare and respite

e Medical supplies and equipment

e Transition to adult services

e Housing and employment supports

5. Family members expressed the importance of building trust through partnership. They described the overall
impact of both positive and negative experiences with providers.

e “A good professional sees my child, not just their diagnosis.”
e  “When did advocacy become a problem?”

15
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APPENDIX B: ADMINISTRATIVE SUMMARY (CONT’D)

Opportunities to Strengthen Systems
Families identified priorities for protecting and strengthening Wisconsin systems:

e Strengthen Medicaid, CLTS and home and community-based services

e Increase nursing, respite and direct care workforce capacity

e Expand access to dental, specialty and behavioral health care

e Reduce prior authorization and administrative demands

e Improve transition planning to adulthood (health, housing and employment)
e Expand inclusive childcare and respite options

e Improve transportation systems and accountability

e Support paid family caregiving options

Families across Wisconsin are committed to their children’s health, safety and success. They are asking for

systems that work together. “We want to be parents—not full-time care coordinators, nurses, and system
navigators.”

About Family Voices of Wisconsin

Family Voices of Wisconsin supports families of children and youth with special health care needs and
disabilities by ensuring their voices inform policy, systems, and care decisions.
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