Helping Wisconsin Families Navigate:
A Survey Summary

Fall 2020

Wisconsin families with children with
significant disabilities often have difficulty
navigating the various systems they need to
support their child (health, education,
community services, etc.) or getting the
services they are eligible for. Families in
typically underserved groups often face
additional barriers. One solution to address
these obstacles has been a family navigator
who can intervene on behalf of a family.
Several organizations and projects in
Wisconsin have successfully supported
families by hiring a dedicated person in a
Family Navigator position.

Early in 2020 the Wisconsin Family and
Caregiver Support Alliance collaborated with seven statewide family organizations
to survey more than 300 families for their opinions on the possible use of Family
Navigators within Wisconsin’s Children’s Long-Term Support system. (This survey
was conducted pre-COVID 19 pandemic and compilation of results were delayed.)

The organizations
made a targeted
effort to ensure the
survey reached
typically underserved
populations.
Final survey results
indicate that 149 of
the 304 respondents
(46%) self-identified
as being part of an
underserved group (i.e. Black, Hispanic, American Indian, Hmong, Asian,
extremely rural, below the poverty line or an individual with a disability).
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A Family Navigator is
intended to walk
alongside families, if
they choose, to help
them understand
what supports are
available to their
child with a
disability, to assist
them in accessing
the supports they
are eligible for and
to address other
barriers. A navigator could support a family to access health care, community
supports, school services, transition services and more.
The survey asked families to rank the qualities they would find valuable in a
navigator and to share any concerns or recommendations about the position.

QUALITIES OF A FAMILY NAVIGATOR
Families indicated the most important characteristic of a Family Navigator is the
proven ability to help families coordinate services with 91 percent indicating it
was the Most Important or Very Important
“They need to try to understand my
quality. The second-rated characteristic by
family and the demands already
existing within the family by those
families was the ability to understand and
with the disability/special needs and
demonstrate respect for the diverse values
others; spouses, siblings, extended
and cultures of individual families (82
family.”
percent).
– Family from Walworth County

“THERE ARE SO MANY AVENUES OF COMMUNICATION THAT I'M OVERWHELMED
AND END UP PARALYZED BY INDECISION.”
– FAMILY FROM PORTAGE COUNTY
2
Statewide Survey of Families Supporting Children with Disabilities 2020

Approximately 60 percent of families felt
that having a college degree in case
management, social work or other related
area was Not Important, while 71 percent
ranked that having personal experience of
being a caregiver for someone with a
disability was Most or Very Important.
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“[I am concerned] that they will offer a
completely useless answer that isn’t
realistic for our family. This could occur
if the Family Navigator doesn’t have
practical experience of what a day in our
shoes looks like.”
– Family from Calumet County

When comparing the responses from traditionally
underserved families, priorities were slightly
different. Families in groups that are noted as
traditionally underserved felt more strongly than
other families that a college degree was not an
important quality (43.54% vs. 35.76%).
There was general agreement between
traditionally underserved groups and other
families who are not in those groups about
important qualities, however, a greater
percentage of underserved families valued the
proven ability to help families coordinate
(difference of 3% saying it was most or very
important); similarly underserved families valued
the need for a navigator to live in the same
communities as families with a 4.75% greater
percentage response.
“[They must] have an honest interest in
helping us and show respect for my
culture.”
– Latino Family, Milwaukee

There were also slight differences in
the priorities of underserved
populations themselves. Black or
African American families (11% of
– Low income family, Marathon County
respondents) and those who
identified as being low-income (10%
of respondents) ranked personal experience as a caregiver slightly higher than
other groups. Rural families (9% of respondents) ranked second the quality of
living in the same community as families.
“I just hate being given information that leads
nowhere. I can’t tell you how many times I’ve
called somewhere for help, only to be turned
away because of every reason in the book.”
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SYSTEM KNOWLEDGE OF A FAMILY NAVIGATOR
Families were also asked to indicate which systems were most important for a
Family Navigator to know about in order to help their family. All families
consistently ranked the children’s long-term support program as the most or very

important system to know about. However, for underserved families, the need for
a navigator to understand the special education system was notably more
important with special education ranked as the most important system by 38.65%
of respondents compared to just 32% in the other group. Respite was also
identified as a system that had greater importance for underserved families with
40.14% indicating it was most important as compared to 33.77% in the other
group.
When it came to systems families did not believe a navigator needed to know
about to help them, there were also differences between groups even though
families shared similar ages of children. All families seemed to agree that Birth to
3 system expertise was not as important as other systems (13.56% overall ranking
it not important) however, underserved families had less interest in a navigator
knowing about the division of vocational rehabilitation (DVR) system (11.49% vs.
2.65%) and also Supported Decision-Making and Guardianship (11.49% vs 2.67%).
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RESPONSIBILITIES OF A FAMILY NAVIGATOR
When it came to the responsibilities or
“I would want to make sure that this is
expectations of a Family Navigator, all
someone that will honestly be there to walk
families ranked recognizing and
alongside us and not just interested in
supporting a family’s readiness,
processing us through the systems.”
willingness, and ability to participate in
- Family from Brown County
accessing services (83%) and building a
trusting, collaborative partnership with
the family (82%) as the top Most/Very
Important roles. Conducting
presentations or trainings to build families’ skills or connecting families to others
were the two lowest ranking responsibilities.
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One notable difference in responses
came from families identifying as
Latino or Hispanic (19% of
respondents). These families
ranked maintaining confidentiality
as a close second behind building
trust and assessing family readiness
while families with a yearly income
of less than $26,000/year ranked
helping families to address their
most pressing needs as number 1 and
maintaining confidentiality as number 2.

“Confidentiality is a big concern. And not judging what
happens in our homes or what our status is.”
– Family from Waukesha County
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SUMMARY
In summary, families across Wisconsin and representing diverse populations
reinforced the value of and need for a Family Navigator to help them access
complex systems and necessary supports. They offered great insights into
essential qualities of a Family Navigator like the proven ability to help families and
a deep respect for a family’s values and culture. Families seem to be seeking
support mostly with navigating the children’s long-term support and special
education systems and desire someone who will focus on building trusting
relationships and meeting their most pressing needs. They also highlighted areas
for concern based in their past experiences, including the preservation of
confidentiality.
“Provide a non-biased, lived experience
person that is flexible to help families
communicate and access what they
need WHEN they need it. A person to
help families follow up and follow
through with accessing services. Not all
families have the ability and/or
knowledge to access and follow up with
accessing services.”

“Help us access help before
crisis, listen to us and
educate us. Tell me where I
can go for more help.”

“If families are supported
and their needs are met,
they will be productive
members of their
communities.”

– Family from Waukesha
County

– Family from Green Lake
County

- Family from Wood County
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SURVEY QUESTIONS
Please tell us about the qualities of a family navigator person that you would find helpful to
your family. (Mark each of these items as either Not important; Somewhat important; Very
important; Most important)
•
•
•
•
•
•
•

Has personal experience of being a caregiver for someone with a disability.
Has a proven ability to help families coordinate services.
Lives in the same community that families live in, so they know what resources are
available in that community.
Understands and demonstrates respect for the diverse values and cultures of individual
families
Is someone who is from the specific culture or background of underserved families
Is bilingual or recognizes the need for and can access interpreter supports
Has a college degree in case management, social work or other related area.

Families have told us that a navigator must know and be willing to learn about Wisconsin
service systems, benefits, and supports available to children and adults with disabilities and
their families. Rank which systems are most important for a family navigator to know about
in order to help your family. Tell us if they are each Not important; Somewhat important;
Very important or Most important to you.
•
•
•
•
•
•
•
•
•
•
•

Children’s Long-Term Support Programs
Birth to Three and Early Intervention Programs
Special Education
Community resources, activities and recreation
Respite opportunities
Transition supports
Social Security eligibility and benefits
Financial planning
Supported Decision Making and Guardianship
Division of Vocational Rehabilitation Services
The Adult Long-Term Services System

What other qualifications are important for a Family Navigator to have?
What concerns do you have about a Family Navigator person?
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If Family Navigators are hired to help families, they will be asked to do a variety of things.
Please rank the following duties. (Mark each statement as either Not important; Somewhat
important; very important; Most important.)
•
•
•
•
•
•
•
•
•
•
•

Build a trusting, collaborative partnership with your family, including extended family
members as needed.
Recognize and support your family’s readiness, willingness, and ability to participate in
accessing services.
Meet with your family in your home or a place in the community and contact you as
needed; daily, weekly, monthly.
Be able to meet after hours or on weekends, as needed.
Support your family as you take steps to access services including attending meetings,
participating in phone calls, and making contacts.
Develop a system of record keeping with your family regarding contacts and resources.
Maintain confidentiality of family records and personal information.
Assist your family in identifying training opportunities to increase knowledge and skills
to support your family member or yourself.
Conduct presentations and trainings to build families’ skills and the knowledge to
support your family member.
Ask you or your family what they need and help you address your most pressing family
needs at the time, even if they are not directly related to a child’s disability support
program.
Help to connect you with families with similar experiences.

Which population(s) do you most identify with?
 Black or African American
 Hispanic or Latino
 American Indian
 Hmong or Asian American
 My family's yearly income is less than $26,000 a year
 I live in a very rural community (2,000 people or less)
 I am an individual with a disability
 None of the above
What is your best advice to the state about how they can make sure that supports reach
underserved families who do not know about programs or services they may need?
Please tell us more about where you live (this will remain confidential.)
• City
• County
What is the age of your loved one with a disability?

10
Statewide Survey of Families Supporting Children with Disabilities 2020

This survey was developed and distributed by the
following family advocacy organizations:
Alianza Latina Aplicando Soluciones (A.L.A.S.) Inc.
Broadscope Disability Services
Disability Rights Wisconsin
Family Voices of Wisconsin
Parent University
The Arc Wisconsin
Wisconsin Board for People with Developmental Disabilities
Wisconsin FACETS
Wisconsin Family and Caregiver Support Alliance

