Executive Summary
In March 2020, COVID-19 restrictions impacted everyone in America, changing their lives
overnight. Families whose children have mental health needs were particularly hard hit. Almost
immediately, mental health treatment was disrupted and schools moved to remote learning.
Parents had to become the de facto therapist, tutor, resource-finder and created new routines
for their families. Their own support systems, crucial to parenting a child with mental health
issues, often disappeared because of social distancing.
The jolting impact on the lives and well-being of parents cannot be overstated. Their lives were
disrupted as was their ability to support their children. However, family peer support never
closed, quickly pivoting to phone or video calls as well as virtual or online platforms. This
support came in many forms including one-to-one support, virtual support groups and private
Facebook groups.
In August 2021, Parent/Professional Advocacy League (PPAL) posted a short survey asking
parents to weigh in on the family peer support they had received in the previous 18 months.
The survey was available for one month. 192 people, almost entirely parents, responded.
Almost two-thirds had received one to one family support from March 2020 to August 2021,
most often from a DMH-funded family support specialist or a family partner in a wraparound
program. A larger number, 80%, had attended an online support or were part of a private
Facebook group for families such as their own.

Top Findings
Families value one-to-one family support. A large majority (81%) said that one-to-one family
support was both useful and helpful to them. Nearly six out of ten (57%) considered it a highly
valuable service along with another 24% who rated it as somewhat valuable. Only 4% didn’t
find it valuable. Families of color were twice as likely as white families to rate one-to-one
family support as “highly” valuable.
Finding one-to-one family support was difficult. Overall, 65% of all families said it was
somewhat or very difficult to find the one-to-one family peer support they needed. Families of
color reported slightly more difficulty as 68% reported it was somewhat or very difficult to find,
even though they valued this form of family peer support highly.
Family support is effective. Overwhelmingly, parents reported that one-to-one support
increased their effectiveness and ability to access care for their children. This was strengthened
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when combined with a support group or Facebook group. Parents reported that the top
benefits included learning from the stories of other families, increased knowledge and reduced
isolation.
Experience matters. 65% said it was important the family support provider be experienced and
skilled. When the family peer support provider was trained and experienced, families were
very satisfied.
Parents moved online in droves to be connected to other parents. Two top reasons families liked
the virtual support groups and Facebook groups they participated in were that other members
did not judge them and they were connected to a large group of parents with similar
experiences. This became their community at a time community connection was shrinking.

Recommendations
One: Expand one-to-one family peer support. Parents valued one-to-one support more than
any other model of support and said it offered many benefits. Even families who were
members of support groups or Facebook groups found they benefitted from a combination of
one-to-one support and a group. Parents need support through multiple types of family peer
support.
Two: Lift restrictions so that family peer support providers can connect to parents in online
forums. Parents moved online and are not moving back. Family support needs more ability to
follow them there
Three: Make finding family peer support easier for families of color. Many families of color
get care for their child through community health clinics and may see a different person at each
visit who may not notice the need for this service. Community health clinics are also less likely
to refer parents to family peer support. Additional marketing or outreach to community health
centers and strategies such as ads on cell phones or other social media is called for.
Four: Keep some support groups permanently virtual. While some families may move back to
in person groups, others were clear that the conveniences of virtual support groups were what
made attending them possible.
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Introduction
Children and youth with mental health needs were among the hardest hit when America
implemented COVID restrictions in March 2020. So were their parents.
Almost overnight mental health treatment was disrupted, sometimes moving to telehealth,
while for others care was discontinued. In a 2020 SAMHSA study, reports showed that 3.7
million children and youth were receiving their mental
health services in educational settings before the
In a large-scale crisis
pandemic. This also disappeared, leaving some
like a health pandemic,
children without a substitute. Another study showed
many caregivers tend to that prolonged isolation, social distancing and
quarantine measures were all factors in increasing
focus on the wellbeing
anxiety and depression for children and youthi. In
short, children and youth rely on therapy, school and
of kids. But many
connections for structure, routine and good mental
experts stress that
health and when they suddenly vanished, the effect
when crisis strikes
was immediate and grave.

everyone, parents need
to prioritize getting
support for themselves.

Parents were impacted as much as their children. They
suddenly became the ad hoc therapist, the remote
tutor, had to locate scarce resources and sometimes,
create a “therapeutic milieu’ in their own homes. As an
on-air pieceii by WBUR reported, both children and
--D. Becker, WBUR, June 24, 2021
their parents were experiencing high levels of stress.
When parents had their own mental health disrupted,
it also disrupted their ability to support their children.
As children with existing health concerns became more acute and the numbers of children who
required treatment increased, parent worries and concerns grew. Natural connection and
support from other parents through informal conversations at soccer games or school drop off
disappeared. In addition, parents and their children were home all day together. Some parents
got a better sense of how much their children were struggling. Many of them felt very alone.
However, family peer supporta remained available in most states including Massachusetts.iii
Family peer support occurs when families receive education, information, and the support of
a

Family peer support occurs when families receive education, information, and the support of others who have
similar experiences. Often this is provided by experienced, trained family support specialists or family partners but
may be received through support groups or online groups.
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others who have similar experiences. Often this is provided by experienced, trained family
support specialists or family partners but may be received through support groups or other
online groups, such as Facebook. Family peer support differs from other services as well as it
has “an unrelenting focus” on the parent or caregiver.iv
Family peer support pivoted to virtual, online platforms. Many support groups moved from IRL
(in real life) to URL and increased in frequency. Facebook reported that both the variety and
membership in their groups – whose members shared a common interest and are moderated –
increased sharply. In one study, 77% of Facebook group members reported it was the most
valuable group they are part of. Parents of children with mental health needs moved online as
well. Many attended virtual support groups or Facebook groups in addition to receiving family
peer support. Some did both.
The impact of the COVID-19 pandemic on parents whose children have mental health needs has
been largely invisible. Many report, however, that a combination of one-to-one support plus
membership in a virtual or on-line group has been invaluable throughout the pandemic and its
aftermath.

Methodology
In August 2021, Parent/Professional Advocacy League (PPAL) sent out a link to a “pop-up
survey”b to families connected to PPAL through its mailing list and social media groups.
Families had been posting online, through email and in discussion groups about the family peer
support they received throughout the previous 18 months during the worst of the COVID-19
restrictions. Comments and stories ranged from general thoughts to specific instances of how
they were helped. It was clear that family peer support had been important to families who
received it.
The survey was designed to capture the experience of families who received one-to-one family
support as well as those who participated in online support via virtual support groups and
private Facebook groups. Many parents had received both. The survey asked questions about
the value parents placed on different types of support.
Each survey was available online at surveymonkey.com and was available for one month. The
survey was limited to 23 structured questions and one open-ended question about their

b

A pop up survey is similar to pop up shops and restaurants which are temporary and limited in scope or
offerings
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experiences with family peer support well as their opinion of its benefits and drawbacks.
Participants were recruited using emails to Massachusetts families and posting on social media
platforms (public Facebook posts, parenting forums). At the end of each survey was a link to
enter a weekly raffle for an Amazon gift card.

Demographics
A total of 192 people responded to the survey. Nearly all respondents said they were either a
parent (96%) of or a family member (3%) of
a child with needs. Of the parent
Age Range of Children
responders, 57% were parents of a child
with behavioral health needs and 5% were
parents of a child with special health care
46
42
40
needs. Another 31% said their child had
29
both behavioral health and special health
25
care needs. Only 4% said their child had no
10
special needs.
0-5

6-11

12-14

15-17

18-21

22-26

The majority of respondents (78%) identified
as white. Another 10% said they were Hispanic and 5% identified as Black. In addition, 2% said
they were Asian or Asian American and an additional 3% told us they were more than one race.
Most of the families (43%) had children between 12 and 17 (see chart). Less than one-third
(29%) were parenting a child 11 or younger. An additional 28% had children between 18-26
years.
When asked to identify their child’s gender, most (56%) said their child was male and 36% said
their child was female. 7% reported that their child identified as non-binary. (This number has
been steadily rising on PPAL surveys.)

One-to-One Family Peer Support
Research shows that family peer support increases self-efficacy, boosts knowledge of services
and increases skills for families who receive it. During COVID restrictions and disruptions,
parents experienced higher levels of stress (compared to adults without children), stemming
from the added challenges of managing children's at-home schooling, halts to extracurricular
activities, and navigating their children's emotions around uncertainty and change v
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“Parent support is the
one thing that helped
me maintain my own
sanity trying to navigate
our crisis during the
pandemic.”

Parents also reported that their children had increased
mental health needs at the same time that services to
meet those needs had diminished. Clinical support
was less available. All of this made family peer support
more essential.

Almost two-thirds (61%) of respondents had received
one-to-one family peer support in the previous 18
months during COVID restrictions. Of those, most
(51%) had received support from a family support
specialist or parent coordinator (positions funded by
the Department of Mental Health). An additional 36% had received support from a family
partner (usually part of a wraparound team) while another 22% had been helped by a
community health worker and 17% by a family resource center liaison. Some accessed family
peer support from more than one source.
Family peer support can provide a range of help from sharing information that is tailored to the
needs of families to finding clinical help to figuring out a care plan. When asked to describe the
type of help they received, most families reported family peer support had helped in several
ways. The largest group had received targeted information (39%), followed by assistance in
finding
professionals to
Ways Family Peer Support Helped
help their child
45%
(24%). Another one
Gave information to help my
40%
child
in four (22%) had
35%
Helped find professionals to
been supported in
help my child
30%
meetings and
Attended meetings with me
25%
helped with
strategizing what to 20%
39%
Strategized with me
do immediately and 15%
then long term
10%
Helped create a crisis plan
(21%). Almost one
5%
Helped me navigate care
in five (18%)
0%
1
needed the family
peer support
worker to help them create a crisis plan either because they now needed one or because no
one else had previously helped them create one. An additional 7% said they received help so
they could speak effectively to a professional in order to explain the situation and better help
their child. More than one answer was possible.
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Even though
How Valuable Was Family Peer
families were
dealing with the
Support During COVID?
challenges of
remote school,
4%
uneven access to
15%
therapy and other
difficulties, one in
57%
four (25%) said they
24%
had no help from
their family support
provider with
advocating for what
Highly valuable
Somewhat valuable
A little valuable
Not valuable
their child needed.
Another 25% said their family support provider encouraged them to advocate but left them to
do it on their own. Of the half that did receive help advocating for their child’s needs, it was
most often around school concerns or accessing care from behavioral health or medical
professionals. One parent noted her family support worker “was not allowed to attend [virtual]
meetings with me.”

One-to-One Family Support Highly Valued
The majority (57%) of the respondents who received family peer support rated it as highly
valuable. Another 24% rated it as somewhat valuable. Only 4% said it was not valuable to
them. Families of color were twice as likely (53%) to rate one-to-one family support as “highly
valuable” to them as white families (27%). One Hispanic mother reported that her family peer
support provider was invaluable to her since “my provider didn’t understand what I was saying”
about my child. Another parent pointed out that “even for someone who is ‘experienced’ with
the system, my knowledge gets lost in the midst of a crisis. One-to-one, in my opinion, is the
best way to PREVENT a crisis, or become more prepared for the inevitable.”
In a 2009 studyvi of family peer support, the combination of “having been there” (less social
distance than clinical supports) and high credibility with parents was shown to lead to greater
engagement and increased access to a range of community supports. In addition, parents were
able to both talk openly about their concerns, without fear of being judged and receive honest
feedback as well as crucial information. This is reflected in many parent comments.
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The Importance of Experience
Family peer support is a critical element in improving timely access, family engagement, and

effective transitions between levels of care, but developing these skills takes practice,
knowledge, and experience.vii While any level of family peer support might help families,
complicated situations usually call for the family peer support provider to have a higher level of
skill and experience to draw upon. The challenges families faced during COVID restrictions
were often both urgent and complex.
While most parents reported that family peer support was valuable, they also pointed out that
it was very important that the family support provider be experienced, not new at their job.
65% wrote that it is very important to them that the
family support provider be seasoned while another
“I would like to get real
31% wrote it was somewhat important.

support with someone
brainstorming and
coming up with ideas
versus telling me what
to do. I need help, not a
to do list.”

One parent commented, ”There should be some
training. Some of my experiences were not positive as
they needed more training in the systems. I know they
are not clinicians, but they are still being paid to
provide a service and I am not looking for another
friend, but someone who is knowledgeable.” Another
wrote, “I would like to get real support with someone
brainstorming and coming up with ideas versus telling
me what to do. I need help, not a to do list.” When the
family peer support provider had knowledge and experience to meet their needs, parents were
very satisfied.

Family Support Online: Virtual Support Groups and Facebook Groups
Eight out of 10 parents (80%) reported that they had been, and often still were, part of a virtual
support group or Facebook group. Many accessed both models of online support during
COVID, some for the first time.
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Virtual support
groups. Almost half
Types of Online Group Support
of the respondents
60%
(42%) were
50%
members of a
40%
virtual support
group run by a
30%
parent or family
20%
support provider.
10%
Before the
0%
pandemic, nearly all
support groups
Private Facebook group
Parent-led virtual support group
were held in person
Professional-led virtual support group Public Facebook group
and facilitators
(usually family peer support providers) had to quickly move their groups to an online platform
such as zoom. Many support groups had ready-made members, who moved online when the
group did.
In addition, more
than one-third (39%)
attended a virtual
support group run
by a professional.

Benefits of Virtual Support Group
70%
60%
50%

40%
Many parents
30%
compared the
20%
benefits of virtual
10%
support groups to in
0%
person groups.
Respondents noted
Don't have to travel
Group members don't judge
the many
Access to group members
No need for childcare
advantages of
Connection to a community
Connection to other members
convenience – less
travel, no worries about childcare and feeling comfortable in your own home. Most support
groups, whether online or in person, meet at a scheduled time and the group membership,
while smaller than a Facebook group, is more consistent so parents build trust and friendships.
This was especially important in countering the isolation parents experienced.
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Another 7% volunteered that they had been part of interactive online workshops, which they
found helpful. One wrote, “In addition to support groups, virtual educational presentations
have been very useful.”
Facebook groups. The majority, 52%, had been part of a closed or private Facebook groupc,
which allowed them
to be part of a
Benefits of Facebook Group
group of parents
70%
who shared similar
60%
experiences. In its
50%
2020 study of
40%
online groups,
30%
Facebook found
20%
that these groups
10%
can foster a sense
0%
of belonging and
Access to a large group of parents Group members don't judge
98% of respondents
Available 24/7
Get answers quickly
said they felt a
Feel connected to community
I can be anonymous
strong sense of
community and
kinship within their groups. This sense of community was reflected in several of the comments.
Facebook groups offer round-the-clock convenience and access to a larger group of other
parents than virtual support groups can. They can also provide answers to questions quickly,
sometimes within a few minutes, instead of waiting until the next group meeting. Over the last
18 months, parents who were stuck with their child in an emergency department and waiting
for an inpatient psychiatric bed, have posed questions to other parents. They ask for strategies
such as accessing showers, phones or someone to stay with their waiting child while they go
home to other children or go to work. They query other parents about the effectiveness of
potential inpatient units. Parents also ask about schools, resources and most importantly, for
support when they are exhausted and discouraged. Less than one quarter (22%) were members
of a public or open Facebook group
Parents in Facebook groups were realistic that some of the information posted was someone’s
opinion. Most, however, are used to consulting Amazon reviews or apps like Yelp to gather the
opinion of others and understand that people have biases. Almost half (46%) rated the

c

In a closed Facebook group, group members are the only ones who can see the content and information shared
within it. They are usually moderated and require an invitation to join.
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information they got in groups as factual or somewhat factual and 26% said it was mostly or
somewhat an opinion.
For both Facebook groups and virtual support groups,
parents strongly valued having access to the opinions
of other group members. They also said how
important it was to them that other people in the
group “get it” and they are not judged. Feeling
connected to a community focused on the same thing –
in this case raising a child with mental health needs and the experiences that come with it –
made being part of a group highly prized.

“Virtual support has
been a lifesaver for my
family. Thank you!”

Difficulties Accessing Support
When asked if it was difficult to find one-to-one family peer support, most people reported
some difficulty. Overall, 28% of all families found it very difficult and another 37% found it
somewhat difficult
to find this support.
DIFFICULTY FINDING 1:1 FAMILY
Only one in five said
PEER SUPPORT
it was somewhat
easy (22%) and 14%
very easy
said it was very
easy. Families of
somewhat easy
color were more
likely to report that
somewhat difficult
it was very (14%) or
Very difficult
somewhat difficult
(53%) to find family
0%
20%
40%
60%
80%
100%
peer support
white families
families of color
compared to white
families. One
parent wrote, “I have not been able to find ANY support other than a Facebook group and a few
newsletters.” Many families of color reported getting care for their child at a local community
health center, where it is unlikely to receive information about parent support. “It’s the best
kept secret, one said. “No one at the clinic ever told me about this.”
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“In order to access family
support, I had to connect
through crisis services. Needing
support from a knowledgeable
family support person isn’t a
crisis and we shouldn’t have to
wait until a crisis to reach one.”

Unlike finding one-to-one family peer
support, families reported that it was easy
to find support online, either through a
Facebook group or virtual support group.
Many family support providers who
facilitate groups have posted the zoom
links online, though registration is often
required to attend. 70% of respondents
said it was “somewhat easy” (41%) or very
easy (29%) to find an online support group
that they then participated in.

Families of color again reported more difficulty finding online group support than white
families. 43% reported that it was very or somewhat difficult to find and 57% said it was very or
somewhat easy.
Many family support programs in Massachusetts are part of larger behavioral health agencies
that have strict rules on
the use of social media.
Type of Support Increasing Parent
However, parents have
Effectiveness
moved online in droves
in the last two years and
20%
look for
recommendations,
10%
navigation help and
support there.
0%
Rethinking those rules
With 1:1 support
Without 1:1 support
so that family peer
1 to 1 family peer support
1 to 1 support + support group
support providers can
1 to 1 support + Facebook group Facebook group only
participate in online
Support group only
Support group + Facebook group
discussions in order to
encourage parents to contact them, or so they can post a link to a resource would provide help
to more parents. What might make sense for clinical programs, should be re-evaluated for
family support programs.
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Rating family support
Effectiveness of support. Overwhelmingly, parents reported that one-to-one support increased
their effectiveness and ability to access care for their children more than any other type of
support. One-to-one support was boosted even more
when combined with a support group or a Facebook
“There are some things
group focused on caring for children like their own.
that I’m not
Many parents found themselves shouldering much of
comfortable talking
the burden of accessing care during a crisis, finding
about in front of people mental health treatment for their child or navigating
the intricacies of remote school and more recently,
I don’t know, so one to
returning to school. One parent wrote, “We need to be
one support in private
spoon fed information and support. It’s difficult to
even know what to be asking for without help.”

will always be a
necessary, important
and appreciated
option.”

Learning from others. Parents also reported that both
one-to-one support and online support provided
benefits that were important to them and often
couldn’t be accessed from other sources. The most
important of these was learning by hearing the stories
of other families, which often illustrated that families face common barriers, can share and use
similar strategies and conveys knowledge in accessible ways. Again and again, parents
emphasized that talking
to someone who shared
Impact of Famly Support Types
their experiences, was
All 3
empathetic and didn’t
Facebook group
judge them was a key
part of making family
Support group
peer support effective,
1 to 1 PLUS FB group
whether it was one-to1 to 1 PLUS support group
one or in a group. One
1 to 1 support
in five (22%) parents
0
10
20
30
40
50
60
70
80
90
also said that they had
increased their personal
Increased effectiveness
Increased knowledge
Reduced isolation
coping skills. One mom
said about her family peer support provider, “She was able to support and guide me and
remind me to breathe over the summer.” Another noted, “Even for someone who is

Coping During COVD: How Parents Rated Family Peer Support
Copyright © Parent/Professional Advocacy League, 2021

14

‘experienced’ with the system, my knowledge gets lost in the midst of a crisis. One-to-one, in
my opinion, is the best way to PREVENT a crisis, or become more prepared for the inevitable.”
Increased knowledge. Parents also said that both one-to-one support from a family peer
provider (26%) and support groups led by a family peer provider (33%) were the types of family
support that most increased their knowledge. This was followed closely by a combination of
one-to-one family support and a support group (20%). Both one-to-one support and support
groups focus on providing information and resources, often in a way that is specific to the
family’s situation.
Reducing isolation. However, parents told us that groups, especially support groups, were the
best type of support to ensure they felt connected to others and less isolated and alone.
Almost 1 in 3 (29%) said that support groups (virtual or in person) provided them with a sense
of community and shared experiences.

Top Benefits of Family Peer Support
Seven out of ten families reported that the top benefit (69%) they gained from family peer
support was learning from other families who are part of their “community.” They accessed
their “community” in several ways, often via multiple
“Any family support that avenues. The need for community among parents
can outline a basic path raising children with mental health needs grew
substantially during the last 18 months and family peer
to services that meets
support moved to meet that need.

our needs is good.
There is no map for
accessing services for
mental health.”

Other top benefits included
 talking to others who “get it and don’t judge”
(33%)
 learning skills to better help their child (26%)
 increasing their own coping skills (22%)

Recommendations
The needs of families whose children have mental health needs increased in number and
intensity throughout the pandemic. Family peer support in Massachusetts remade itself and
some changes are here to stay. Continuing to meet those needs should be a priority.
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One. Expand one-to-one family peer support. Parents valued one-to-one support more than
any other model of support and said it offered many benefits. Even families who were
members of support groups or Facebook groups found they benefitted from a combination of
one-to-one support and a group. Parents should be able to access multiple types and
combinations of family peer support.
Two. Lift restrictions so that family peer support providers can connect to parents in online
forums such as Facebook groups. Parents moved online and are not moving back. Family peer
support needs more flexibility to follow them there.
Three. Make finding family peer support easier for families of color. Many families of color get
care for their child through community health clinics and may see a different person at each
visit. Community health clinics are less likely to refer families to the support they need and if
there are multiple providers, may not notice the need for this service. Additional marketing or
outreach to community health centers and strategies such as ads on cell phones or other social
media should be implemented. Families of color rated one-to-one support highly but found it
difficult to find.
Four. Make some support groups permanently virtual. While some families may move back to
in person groups, others were clear that the conveniences of virtual support groups made
attending them possible.
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