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Family Support Specialists in
the U.S.

Family support specialists are peers with lived
experience as parents or caregivers of a child with a
disability. They provide parents with emotional
support, information on services and parental
rights, skill-building opportunities, and direct
advocacy (Hoagwood et al., 2010) so they can
access behavioral health and educational services
for their children.

The number, types, and professionalization of
family peer support services have grown
substantially in the last two decades for several
reasons: the deepening mental health workforce
shortage, the increase in national organizations
advocating for peer-delivered support, the
expansion of Medicaid billing for parent/family peer

How Family Peer Support Specialists
Help Families Navigate the School

lowa Peer Workforce
Collaborative

support services, and evidence showing they are
effective (Wisdom et al., 2014).

Family Support Specialists in
lowa

Since 2015, the lowa Department of Health and
Human Services has contracted with the University
of lowa (Ul) to provide Family Peer Support
Specialists (FPSS) training. Parents complete the
FPSS certificate training through the Ul’s lowa Peer
Workforce Collaborative. FPSS may become
Certified Family Peer Support Specialists through
the lowa Board of Certification; however, lowa does
not require certification.

In 2023, 30 organizations employed FPSS who serve
all 99 lowa counties. Most FPSS are employed by an
organization with an Integrated Health Homes (IHH)
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or the University of lowa’s Child Health Specialty
Clinics (CHSC). FPSS at CHSC have the job title family
navigators and are Certified Family Peer Support
Specialists. Both the IHH and CHSC have a statewide
reach.

Family Support Services
Outcomes

Researchers reported that family peer support
specialist services are related to several important
outcomes, including parents’ increased sense of
self-efficacy to care for their children (Hoagwood et
al., 2010; Obrochta et al., 2011), participation in
their children’s services (Kutash et al., 2011), and
ability to collaborate effectively with treatment
professionals (Hoagwood et al., 2010).

Kutash’s randomized control trial (2013) showed
that special education students of parents who met
with a family peer support professional received
more mental health services, were enrolled more
days in school, and were suspended less and for
fewer days.

Study Purpose

The research literature on family support services
has focused on how family peers help other families
navigate the behavioral health care system. We
could not locate any research on how family
support specialists help families navigate the school
system. Understanding FPSS’ experiences with
parents and lowa schools will help us further refine
our FPSS training curriculum and educate schools
about the critical role FPSS can play in supporting
parents with children with behavioral health and
educational needs.

Questions

Four FPSS met with researchers to develop the

focus group questions:

1. How do FPSS help families navigate the school
system?

2. What are some challenges in working with the
school system?

3. What would you most like schools to know
about your role in helping families navigate the
school system?

Methods

We held two one-hour focus groups online using
Zoom between October and November 2023. This
study received human subjects approval from the
University of lowa. Participants consented to
participate before attending a group.

Sample

We invited 123 people who had completed the FPSS
training certificate and were currently employed in
the human services field. Eighteen FPSS attended a
focus group.

Participant Characteristics

Most participants were employed at the CHSC (13;
IHH: 3; Other: 2). The most common job title was
family navigator (8; FPSS: 5; another job title: 5).
Four participants had at least some managerial
responsibilities.

Participants lived in 14 different lowa counties. All
of the participants identified as women. Three
participants did not identify as white-only (Latino or
Black: 16.7%); participants varied in age (25-34
years old: 4; 35-44: 2; 45-54: 4; 55-64: 7; 65 or
older: 1).

Data Analysis

Two researchers analyzed data using thematic
analysis. First, we independently coded participant
responses by comparing similar or alike conceptual
topics within and across questions. Then, we
independently copied words and phrases from the
participants’ own words into eight to ten columns in
a spreadsheet that reflected a topic. This in-vivo
approach prioritizes and honors the participant’s
own voice. Next, we met to review alike topics. We
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repeated this process until we agreed on themes
and subthemes for each question. Finally, we
independently identified quotes that exemplified
each theme and subtheme.

Results

We describe themes and subthemes for each focus
group question.

Question 1. How do FPSS help families
navigate the school system?

We identified three major themes for Question 1.

FPSS reported they help families navigate the

school system by:

e Preparing parents for IEP and 504 school
meetings

e Attending meetings with parents

e  Giving parents information and helping them
access services

1.1 Prepare Parents for IEP or 504 School
Meetings

For the first theme, preparing parents for school

meetings, FPSS described three subthemes. They

met with parents to:

e Set and prioritize goals before school meetings

e Rehearse what parents want to say at the
meeting so parents feel more confident

e Teach parents their rights so they can advocate
for their children

Set and Prioritize Goals with Parents Before
School Meetings

Several participants reported they encouraged
parents to make a list and then prioritize their lists.
For instance, one FPSS said,

“I also would encourage them to maybe make a
list of, “‘What are the most important things to
you for your child? What goals do you have?
What questions do you have?””

Another FPSS described their approach to helping
parents get essential support for their children.
They would say to the parent,

“’Let’s be real, you're not going to get a mile-long
list written into the IEP. Why don’t you sit down
with your child and look at what you think are the
priorities, what does he think is going to help him
the most and make that your goal for the IEP
meeting and keep that list on top? And then some
of the other things can go by the wayside. And if
you’re successful at level one, then the next time
you sit down, you can think about putting some
more of those things in.”

Rehearse with Parent to Build Their Confidence

FPSS repeatedly emphasized the importance of
helping the parents feel confident enough to speak
up during school meetings. For example, a FPSS
said,

“I would always try to empower the family like,
‘It’s okay to speak up in the meeting. You are a
part of the team. You're the most important part
of the team because you know your child best.””

A second FPSS described helping parents build
confidence this way:

“But mostly just trying to empower the family to
have the confidence to speak up in the meetings
because | think once you get in that room and
you’re around all those school professionals, it is
hard to remember, ‘Oh yeah, | do know my child a
little more maybe than they do.” So just helping
them build up their confidence a little bit and
being as supportive as possible.”

Several FPSS agreed that it was crucial that parents
spoke at the meeting, not them. Rehearsing what
parents wanted to say was part of their preparation
with parents:

“l would offer to have them talk about [what to
say] out loud with me over the phone.”
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A second FPSS tied going over what the parent
wanted to say with the importance of saying it
confidently:

“I' usually get there early, and me and the parent
will go over things that they want to discuss at
their IEP, and we go over how the parent needs to
advocate for their kids and be strong about it
because | don’t want them to go into the meeting
not knowing what they want to say to get the
right education for their kids.”

Teach Parents their Rights to Advocate for Child

Teaching parents their legal rights is an integral part
of the FPSS role. For example, an FPSS said,

“I can say, ‘Your rights are this. These are the
rights you have, and these are the rights that your
child has.” Then | help them figure out what they
think their kids need at school, whether it’s an IEP
or 504 plan, and help them figure that out and
send them a lot of information from Ask Resource
Center.”

FPSS seemed motivated to teach parents their
rights so parents can be advocates for their
children—even when they no longer have an FPSS
to support them:

“...we teach our parents to be strong and know
their rights, then they’ll succeed, and they can
advocate for their children better...”

The subtheme of parents as advocates is also
illustrated in this statement:

“We really want to build their advocacy skills. We
want them to be that voice because maybe |
won’t always be here. Maybe my program will be
cut, maybe | won’t have a job going forward. So
you really want to teach them because they’re
going to be that child’s advocate for the rest of
their lives. Hopefully, there’ll be somebody in
their corner to support them, but it may not
always be me.”

1.2 Attend Meetings with Parent

For the second theme, FPSS described how they

helped families navigate the school system by

attending meetings with parents. FPSS described

their role during meetings as twofold:

e Provide parents with emotional support

e Provide advocacy support by asking clarifying
guestions or speaking on behalf of the parent, if
needed

For instance, one FPSS said,

“And so you would attend the meeting and some
families because they were afraid, maybe they
weren’t, they were going to be emotional when
they were going to try to share. So | had some
[parents] that would type up [what they wanted
to say], and occasionally, if they weren’t able to
share, then | could read for them, be their voice.”

Advocacy support included seeking clarification
during meetings:

“I'usually just introduce myself and just listen and
try to watch the parents to see if they look like
they’re understanding and, if not, | might say, ‘Are
you understanding what they’re saying? Do we
need to step back and repeat that?’ Because it’s a
lot of people, and | think the parents can
sometimes feel overwhelmed.”

Another FPSS put it this way:

“I'll say, ‘Maybe we need to take a break for a
minute.’ Or ‘I think mom is trying to say, is that
what you were trying to say, Mom?’ When there’s
a disconnect, or they’re getting worked up and
not getting their point across, that’s how |
advocate at the meetings, but | can’t state the
plan, make the plan, those things.”

1.3 Give Parents Information and Help them
Access Services

The third way that FPSS help parents navigate the
school system is by providing parents with
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information and helping them access services.
Typically, FPSS statements included:

“I've definitely had a lot of parents seeking
information on where to start and what questions
to ask and who to talk to at their schools, and
things like that.”

“When | did help people, it was more as being a
resource and pointing people to different
resources within the state.”

“I also help them, when they don’t have an IEP,
develop a letter asking for those
accommodations, requesting the assessment at
school.”

Question 2. What are some challenges
in working with the school system?

Participants identified four major themes that made
it challenging to work with school systems.

Schools vary in their practices and levels of
supportiveness and resources.

Helping families access services can be
challenging.

School professionals and FPSS don’t always
understand the law or how to interpret it.
School professionals often don’t understand the
FPSS’s role in helping families.

2.1 Schools Vary in Their Practices and Levels
of Supportiveness and Resources

FPSS found it challenging to work with the school
system because schools, school districts, or AEAs
varied in their:

Practices, including their interpretation of
disability law, including how to write or
implement an |EP

Level of supportiveness or resources

Practices

Because many FPSS work in multiple locations, they
need to understand what will work in a particular
community or school.

“And | guess what | find challenging is each
district interprets things just a little bit differently.
And so, you might have a lot of success with
something in one school district with a family, but
then sometimes offering that as a suggestion for
another family, it might get closed down.”

Another FPSS described the challenge this way:

“...the cultural differences between each
building impacted how IEPs were treated and how
needs in a classroom were addressed. So there
isn’t a continuity, and that’s unfortunate. Also, |
echo that different AEAs have different levels of
responsiveness to any kind of needs, and | don’t
know if that’s totally related to budget.”

Level Supportiveness and Resources

Several FPSS described differences in the level of
supportiveness toward families or themselves. The
level of supportiveness was sometimes, but not
always, linked to a lack of resources, supports, or
knowledge.

“It really depends upon the school system. Some
are like, ‘Thank you for being here. We really
appreciate...” Others are like, “We support our
families really well, they don’t need you.’ Every
school’s different, I've heard it all.”

“Some are very, very, very supportive, and others
are somewhat supportive to families. And | think
families being able to contact their resources
within some of those districts was sometimes
difficult.”

“I also work with several school districts. | think |
have five counties | work with, and one barrier |
see a lot is that children with mental health
diagnoses struggle to get those services at school.
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The school sometimes doesn’t seem to know how
to provide services for that child with the mental
health situation.”

Insufficient resources in general and in rural areas,
in particular, was a strong theme and could be
summed up by this statement,

“Yeah, there’s not enough staff, and there’s not
enough providers.”

For rural communities, FPSS said:

“l had families in really rural areas, and then | had
families more in the [name of city] area where
they had everything. And so | think that made it a
little difficult where some schools can provide
some services and other schools can’t, but there
were a lot of different school districts that | would
agree would interpret things very differently than
others.”

“l think that small rural school districts—and |
actually was [an administrator] in a very small
rural school district—so | understand that
perspective of resources and access to resources
in providing IEP services versus being in one of
the biggest urban districts in the state where | had
everything at my fingertips that | could provide
for students . . . In a small rural district, you don’t
have access to BCBAs [Board Certified Behavior
Analysts]. So, | mean, it’s that whole perspective
that size matters, and we like to think it doesn’t
because we like to say in the state of lowa, all
students get what they need on IEPs, but the
reality is you get what you need on an IEP based
on what we can provide and what’s accessible for
us to provide.”

2.2 Helping Families Access Services Can Be
Challenging

FPSS found it challenging to work with the school
system because sometimes it seemed like schools
wouldn’t or couldn’t provide services or supports.
Specifically, some FPSS said,

e Parents thought schools were reluctant to
provide services or there were unexplained
delays.

e  Cultural or language barriers made it more
difficult for some parents to understand or
access services.

Reluctance or Delays in Services

Several FPSS mentioned schools seemed reluctant
to provide resources to families. Sometimes, they
weren’t sure whether the school didn’t want to
provide the service or simply did not have the staff
or resources to meet the families’ needs.

For example, one FPSS said,

“A barrier here is getting that assessment started;
| think they’re just dealing with so many kids, and
it’s just been a huge barrier here. | know that AEA
doesn’t have the staff that they used to have
either.”

Sometimes, assessments can’t be completed
because the child is not at school.

“A lot of the kids with behaviors get sent home,
so that assessment isn’t getting done. There’s no
follow-through because they can’t do the
assessment with the child who’s not there.”

Another FPSS thought the school wanted to provide
support informally:

“I think families here, too, when they talk to the
school about getting IEP or 504, ‘Your kid doesn’t
need it. We'll just do these accommodations for
them.’ They really don’t want to start that
process, so | just really encourage families to do it
because then they have to do it.”

A few FPSS mentioned that delays occurred when
schools disagreed with providers’ assessment of a

child. For instance,

“I currently have a school district that doesn’t
believe the results of an 1Q test for a student.
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They say that it’s not possible for his IQ to be that
low, that they would see a difference in school
stuff.”

“I actually had that with my kiddo when he was
diagnosed, and | had tried to get an IEP for him.
The school district just fought me and said, ‘The
doctor has to be wrong; he can’t have that
diagnosis.””

Cultural and Language Barriers

FPSS mentioned cultural or language barriers or
parents’ reading levels made it more difficult for
children to get what they needed. To ensure
families understood what schools were saying, FPSS
thought their role included advising parents of their
right to an interpreter:

“And just letting the family know that absolutely,
that they don’t have to have the IEP meeting
without an interpreter. | mean, if neither parent
feels that they’re fluent in English, it wasn’t fair to
the family.”

FPSS also stepped in at meetings when they thought
the parent didn’t understand what someone was
saying:

“One of the challenges that | do face, not
adhering generally in [city], but another part of
lowa, the IEP able to be translated in their native
language. I’'m not necessarily saying in Spanish,
but | mean in different languages because we do
serve, there’s a diverse of families out there that
we're not really aware of and sometimes they will
not . .. understand what they’re hearing, because
even myself when they explained something like,
‘Okay, hold on, what did you say? | didn’t
understand.” Some parents just go with the flow.”

For FPSS who can speak another language, but not
English well, they often ask parents to send them
information so they can interpret it, or they call the
school on the parents’ behalf to get information or
clarification.

“For me, for the Spanish-speaking families, | do
encourage them to send me that information so |
can have an idea what exactly parents are reading
because sometimes they don’t understand what
they’re reading because their reading level might
be first grade, and they’re doing it in a different
level.”

“I do have to say in this matter of our Spanish
speaking [families], so I’'m constantly calling now
the schools and trying to get more information.”

2.3 Schools and FPSS Don’t Always Understand
Disability Law

Several FPSS mentioned it was challenging to help
families when the school and they (themselves)
didn’t know what the law was or how to interpret it.
For example,

“And then really kind of knowing what the laws
are ... Right now, I'm dealing with a lot of kids
that are only getting an hour a day or three hours
a day of school . . . And they’re falling further and
further behind, and the parents are at their wit’s
end. So, | guess | need a crash course on what the
laws are. .. So, | guess for me, the big challenge is
knowing what rights do they really have?”

2.4 Schools Often Don’t Understand the FPSS’s
Role

A major theme across focus group questions was
the schools' and AEAs’ lack of understanding of
what FPSS do or how they could help families.
Often, their role was confused with that of another
professional, such as a counselor, caseworker, or
social worker.

“I' have gotten the, “You work with this family
also?”

“Some of the schools in the smaller towns don’t
really know about IHH [Integrated Health Homes]
or what a family peer support does, so they look
at us like, ‘Okay, what is this person doing here
and why are they here?’ Then, [later] they’re so
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happy to see you, and then the school’s like,
Iokay.lﬂ

“I've noticed that a lot of the... When | work with
people from [AEA], they question us about what
our services are and what we do. Maybe that’s
something that they need to be more explained
on what we do, as family peer supports.”

Question 3: What would you most like
schools to know about your role in
helping families navigate the school
system?

Two major themes emerged for Question 3. Most

FPSS want schools to know their role includes:

e Providing different types of support to parents

e  Working collaboratively with schools and other
professionals to meet families’ needs so
children can be successful

3.1 Provide Support to Parents

For Question 3, FPSS again described what they do,

resulting in some of the same statements as

Question 1. However, new subthemes emerged or

were emphasized. They centered on the ways they

support parents. They:

e Provide emotional support during the meeting
because of the “intimidation” factor

e Provide educational support in the form of
teaching parents how to communicate what
they need from schools

e Provide informational and advocacy support so
they understand their legal rights and can
access services

3.2 Collaborate with Schools and Other
Professionals

In addition to wanting schools to know they support
parents, FPSS wanted schools to know they want to

collaborate with them: they want to provide a

bridge between parents and schools so children can

get what they need.

“I think if the schools understood that we’re
trying to work with both them and the families to
support both of them and that we’re not there to
pick one side or the other, we’re there to support
the families, yes, but to come up with the ideas
that work best for the kiddo that we’re there for.”

“I think, so many times, families go into IEP
meetings and facing it like it’s a battle. | think
somehow educating everybody concerned, the
school officials and everybody else that comes,
sometimes it’s counselors, whatever, that we are
all a team working together all for that student.. .
. I know sometimes parents want something very
different for their child than the schools do, but if
we can somehow approach it as working on a
team together to benefit the student, | think we’ll
get a lot further.”

Participants described two specific skills (or

subthemes) they used to build a relationship

between parents and schools. FPSS:

e C(Clarify with parents what the school said during
and after the meeting

e Offer ideas as part of planning or problem-
solving processes

FPSS Seek Clarification

FPSS emphasized that they reduce
misunderstandings between parents and schools
through clarification.

“That we can help the family understand the
school’s position. We're not there to make them
out to be the bad guy, for sure, but if the family
understands that the school’s just trying to help,
they’re more likely to listen instead of feeling
defensive.”

Another FPSS put it this way:

“We’re not there to cause trouble; we’re just
there to help the family understand what is
happening so that they have a clear picture of
what they’re signing.”
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FPSS use their clarification skill before, during, and
after school meetings. This FPSS talked about how
they used clarification to debrief after school
meetings:

“...ltake notes, | don’t say much, but | take
notes, and then we go over it after the meeting.
They will come with questions, and they will ask
them, and then sometimes the school staff will
come up with a plan and everything else, and
then the parents afterward are like, ‘What? What
did we just do?’ Then we discuss what happened,
and we go over the new plan and make sure that
it's okay and remind them that they can make
changes, that it’s not set in stone, and that we can
go back at any time and make those changes.”

FPSS May Suggest Ideas or Solicit Ideas from
Other Professionals

Some FPSS take a more active role in advocating for
families. Offering ideas or seeking ideas from other
professionals as part of solving problems or
planning next steps.

“And the other thing is maybe offering solutions
of just ideas of what might work in the classroom
... And | assume most of us family navigators
would be open to share our experiences with the
school team members of what maybe has worked
for us, like the visual timers and the breaks, the
sensory rooms, the different tactics that maybe
they have implemented, maybe they haven’t. |
would say that’s my other role other than just
support, is to maybe brainstorm ideas.”

FPSS want schools to know that because they often
know parents well, they are well-positioned to
suggest what might work with a particular family.

“But | always ask the teachers when | call them,
well, not always, when | have the opportunity to
speak to them or via email if there’s any message
or how can | help them to talk to his parents so
they can work together so they can help them,
the student, and the parent at home. So, it just
makes it better to understand both ends.”

Finally, another way that FPSS generate ideas to
solve problems or make plans is by seeking counsel
from other helping professionals.

“One of the things that | like to do when a parent
calls me about problems at school is, if it’s
something that’s a little bit more complex, Ill
schedule an appointment time with [the] family
educator through AEA, and then I'll conference
them in on a phone call together, so they can get
advice from her on the best way to handle their
situation. Sometimes, it’s as simple as just
sending an email or calling and asking for one
little thing, and sometimes, it’s having a whole IEP
meeting and whatnot. [The family Educator] gives
them really good advice, so we do a lot of that
that way.”

Summary

How FPSS Help Families Navigate the School
System

FPSS help families navigate the school system by
preparing parents for school meetings and
debriefing with them afterward; providing
emotional support to parents, especially during
school meetings; and giving parents information
and helping them access school and behavioral
health services for their children.

FPSS described, in detail, the core skills they use to
facilitate pre- and post-meeting discussions with
parents. They help parents clarify what they want
from schools and other professionals, prioritize
what they need most, and rehearse what they will
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say so they can clearly describe what they need
when interacting with school professionals.

Consistent with Hoagwood et al.'s (2010) and
Wisdom et al.'s (2017) family support typologies,
FPSS reported that they provide families with
emotional, informational, and educational support
so parents can advocate for themselves and their
children.

Challenges Faced by FPSS Helping Families
Navigate the School System

When helping families navigate the school and
behavioral health systems, FPSS experienced
several challenges. First, because FPSS often work in
more than one community or county, they learned
early in their employment that schools vary in their
practices and levels of supportiveness and
resources. Variability means FPSS must adapt to
help families effectively. Second, sometimes FPSS
were frustrated because they couldn’t help families
access services, including families who didn’t
understand English well. Third, FPSS thought that
both school professionals and FPSS (themselves)
weren’t always clear on what a law said or how to
interpret it. Fourth, FPSS expressed frustration that
school professionals didn’t know who they were or
how they were involved with a family.

What FPSS Want School Professionals to Know
About Them

FPSS want school professionals to understand their
role in helping families navigate the school and
behavioral health systems and to work
collaboratively with them to meet families’ needs.

Recommendations

Throughout the focus group discussion, FPSS made
recommendations that could help address the
challenges they face in helping families navigate the
school system.

10

Provide Schools and FPSS with More
Information and Training on Disability Law

Participants wanted more continuing education,
especially in understanding disability law or who
could help them interpret the law. They
recommended FPSS:

e Read Wright and Wright’s (2010) book,
Wrightslaw: From emotions to advocacy, or
attend one of their trainings

e Contact the ASK Resource Center, which has
many useful resources, including an
Individualized Education Program FAQ and

training

Educate Schools on the FPSS Role

Participants recommended several ideas on how to

educate school professionals on what they do.

e Create an FPSS role description that they could
share with their schools.

e Describe the FPSS's role to administrators,
teachers, and other school professionals at
conferences or meetings.

e Broadly disseminate this report, including to the
Scanlan Center on School Mental Health, ASK
Resource Center, and other groups that work
with the school system.

Review and Revise the FPSS Curriculum

Based on our findings, we will review our

curriculum on:

¢ Disability law. While expertise in disability law
is not part of the FPSS role, having a general
understanding of it and knowing whom to turn
to for clarification of the law is part of their role.

¢ The FPSS’s role. We found that some FPSS
reported they take a more active role in
advocating for families, which may include
offering ideas at school meetings on what may
or may not work for the family’s child. Offering
one’s own ideas at school meetings is not part
of the FPSS role. Sharing the parent’s ideas with
the parent’s permission is part of the FPSS role.

Based on our review, we will revise our training.
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