PROGRESS IN COMMUNITY HEALTH PARTNERSHIPS: RESEARCH, EDUCATION,

AND ACTION (PCHP). FORTHCOMING. ALL RIGHTS RESERVED.

Partner Perspectives of Tailoring
Technology-Assisted CBT Depression
Treatment for Perinatal People Served By

Head Start

Marni Rubyan, LLMSW, BSN, RN
Addie Weaver, phD, MPA!
Rana Kanafani>

Grace Halliwill2

Greta Kaempf, LMmsw, IMH-E®"-2
Sierra Gorton'

Caroline Landry, LmMsw!

Joseph Himle, php, LMSW!

! University of Michigan School of Social Work, Ann Arbor, MI, USA
2Adrian Public Schools Head Start Early Childhood Programs, Adrian, MI, USA

Submitted 1 February 2024, revised 31 August 2024, accepted 22 October 2024.

Rubyan, M., Weaver, A., Kanafani, R., Halliwill, G., Gorton, S., Landry, C., Himle, J. 2025. Partner Perspectives of Tailoring
Technology-Assisted CBT Depression Treatment for Perinatal People Served by Head Start. Progress in Community Health
Partnerships. (Forthcoming.)

17 February 2025.



PROGRESS IN COMMUNITY HEALTH PARTNERSHIPS: RESEARCH, EDUCATION,

AND ACTION (PCHP). FORTHCOMING. ALL RIGHTS RESERVED.

ABSTRACT

Background: 10-15% of pregnant and postpartum people experience perinatal depression
(PND). Despite high PND prevalence, limited access to treatment remains. Barriers to care are
exacerbated in under-resourced, rural communities. Technology-assisted PND treatments can
increase access to care; however, treatment tailoring is critical to enhance engagement and
improve outcomes.

Objectives: Explore partner perspectives of a technology-assisted cognitive behavioral therapy-
based PND treatment to identify tailoring needs and increase treatment acceptability among
perinatal clients served by a rural Michigan Head Start program.

Methods: Through a community-university partnership, partners were invited to participate in
six focus group sessions. Partners reviewed the technology-assisted treatment and were asked to:
1) share perspectives and reactions, 2) identify gaps in content, 3) provide suggestions for
modifications of visual and text-based elements. Research team members facilitated focus groups
and took detailed field notes during each session. Thematic analysis of field notes was conducted
by two independent coders.

Results: Two core themes were identified: 1) connection between treatment and lived experience
and 2) power of positive affirmations and motivational statements. Partners identified the need
for the intervention to reflect and incorporate content related to these core themes to be relevant
and acceptable for perinatal clients in this community.

Conclusions: Findings are consistent with existing research suggesting treatment tailoring is
essential to enhancing engagement. Community-engaged research is critical for meaningful

treatment tailoring that maximizes relevance and acceptability for underserved perinatal people.
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Study implications suggest the importance of designing technology-assisted treatments that allow

for low-cost, efficient tailoring while retaining core, evidence-based content.

KEYWORDS: Community-Based Participatory Research, Social Work, Mental, Rural Health,

Mental Health Services, Perinatal Depression, Mental Health Access Disparities
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Introduction

Perinatal depression (PND) is common, with 10-15% of pregnant and postpartum
Americans experiencing PND.! This is a substantial public health concern, as PND has negative
consequences for perinatal people and their children.! Suicidality in pregnancy and postpartum is
rising in the U.S. and mental health concerns contribute to almost one-quarter of maternal
deaths.?* Further, people experiencing PND are less likely to take their children to well-child
visits, immunize them, or follow recommended safety practices.* PND among pregnant and
postpartum people is also associated with poor cognitive outcomes for their children and higher
rates of emotional and behavioral problems, compared to children of perinatal people who do not
experience depression.!** The COVID-19 pandemic was associated with decreased mental
health screenings, increased isolation, and increased parenting stress, which increases risk for
PND and associated negative outcomes.””

Despite research showing PND as a significant mental health challenge with negative
outcomes for perinatal people and their children, it often goes untreated.!*!> Low-income and
rural individuals are less likely than high-income and non-rural individuals to receive PND
treatment due to barriers related to availability, accessibility, and acceptability of care.!®
Additionally, these individuals often experience stigma associated with mental health and
therefore seek informal mental health care, if any. It is critical to build capacity to deliver
evidence-supported depression treatment that is accessible and acceptable to perinatal people in
these communities.

Cognitive behavioral therapy (CBT) is an evidence-based depression treatment, shown to
be effective when delivered in person as well as via technology-assisted approaches.'*

Technology-assisted CBT (t-CBT) has potential for increasing access to care among low-income
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and rural populations,'®> however, research suggests that engagement and adherence with t-CBT
presents a challenge.!®!” Most t-CBT programs are text heavy and academic in nature, inhibiting
user engagement and follow-through.'®?! Additionally, despite consistent evidence suggesting
that treatment tailoring is associated with increased treatment engagement, acceptability, and
improved outcomes, most t-CBT programs are designed to offer a one-size-fits-all model,
making tailoring difficult and substantial in time and cost.?? %

Treatment tailoring, critical to enhancing engagement and adherence, requires direct
input from community partners using and/or supporting treatment. Community-University
partnerships are imperative for guiding treatment tailoring processes that reflect community
needs and experiences. Community-based participatory research (CBPR) principles, provide a
framework to support community members’ and researchers’ ability to collaboratively engage
with the shared goal of identifying treatment modifications to increase relevance and
acceptability for specific client groups, community settings, and contexts.?®?” This study
explored partner perspectives of a t-CBT for PND to identify tailoring and modifications needed
to increase treatment engagement and acceptability among clients with PND served by a rural
Michigan Head Start program.

This innovative collaboration was guided by the CBPR principles with emphasis on 1)
building on strengths and resources within the community; 2) facilitating a collaborative,
equitable partnership in all phases of research, involving an empowering and power-sharing
process that attends to social inequalities; 3) integrating and achieving a balance between
knowledge generation and intervention for mutual benefit of all partners; and 4) involving
systems development using a cyclical and iterative process.?® Each of these CBPR principles was

carefully considered throughout the study’s progression and guided the collaboration between
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community members and the research team, which resulted in a tailored t-CBT PND treatment
program to maximize relevance and acceptability for one population of underserved perinatal
people.

Methods
Community-University Partnership

Head Start is a federal program, supporting low-income children and their families to
enhance support, social, and cognitive development as well as healthy family systems.?® Our
community partner, a Head Start program located in rural Michigan, identified PND as a
common problem experienced by their clients. However, this Head Start program is located
within a designated mental health provider shortage area,? therefore, their perinatal clients
experience limited access to mental health resources. The Head Start program reached out to
researchers from the University of Michigan School of Social Work about the possibility of
partnering to provide accessible, acceptable treatment to their perinatal clients. This led to a
Community-University partnership aimed at building capacity for addressing PND within this
Head Start program.

The creation of our partnership structure centered around a shared goal of building on
strengths and resources within a community to develop further capacity for supporting perinatal
people experiencing PND. The partnership was created to respond to a community-identified
need via a community-identified solution for enhancing access to PND treatment via Head Start.
Our partnership structure identified the unique strengths and contributions all team members
brought to the study and clearly delineated how community (i.e., Head Start clients, family
services workers, and administrators) and university partners would actively contribute to each

phase of the work. Further, community partners received financial compensation, with 45% of
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the research funds supporting this project going to the community. The partnership structure
specified that the tailored t-CBT developed as part of this project would be made available to
Head Start at no cost with evaluation and technical support from research partners.

The expertise and local knowledge of community partners was centered and emphasized
in the tailoring process. Tailoring focused on images, quotes, examples, and program look and
feel. Decisions around treatment tailoring were based on community partners’ feedback and
suggestions, as community partner perspectives were essential to tailor a t-CBT for PND that
would be relevant and acceptable to perinatal Head Start clients and could be integrated into
standard practice within Head Start settings. Group agreements guiding focus group sessions
included a commitment to intentionally considering and valuing all ideas for tailoring as well as
a commitment to maintaining core elements of the t-CBT program to ensure fidelity to the
evidence-supported treatment.

An iterative process was utilized to ensure intervention changes were reflected accurately
based on community partner feedback and suggestions related to treatment tailoring. Sessions
were held to review changes that were made based on community partner feedback and obtain
additional input on the changes and the need for further modification or refinement before
intervention implementation within the Head Start setting.

A key aspect of this partnership, and the aim of this study, was to explore multiple
partners’ perspectives of an entertaining t-CBT treatment housed on the Entertain Me Well
(EMW) online treatment platform. The partnership structure outlined above supported the teams’
ability to identify treatment tailoring and content modifications needed to enhance treatment
relevance and acceptability for perinatal people served by this rural Head Start program.

Entertain Me Well
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Entertain Me Well (EMW) is a t-CBT platform that delivers treatment for depression in
an entertaining, flexible way.!” EMW is delivered through a character-driven storyline, video-
based educational content, and tailorable text and image-based educational content. The program
consists of eight sessions with an accompanying workbook that includes in-session and between-
session activities and exercises.!” EMW supports quick, easy, and low-cost treatment tailoring
while maintaining core CBT principles, concepts, and treatment elements. Preliminary studies
utilizing EMW have demonstrated high treatment adherence and efficacy across diverse
populations and settings.>32
Study Design

This study used a phenomenological qualitative research approach to understand the lived
experiences of Head Start partners and the meaning they assign to those experiences in order to
identify treatment tailoring needs. Exploring and understanding partners’ lived experiences
related to PND directly informed the treatment modifications related to the client group of
perinatal people served by Head Start as well as the Head Start delivery setting. CBPR principles
directly informed the study design by having a research team comprised of both community and
university members. Our phenomenological study design was intentionally selected to emphasize
community knowledge, strengths, and resources, and all aspects of our study design centered on
creating balance between idea-sharing and maintaining the core of the t-CBT program while
engaging in an iterative process with multiple partners.

Participants and Recruitment

Purposive sampling was utilized to invite Head Start clients, administrators, and family

service workers (FSWs) who had personal and/or professional experience with PND to

participate in a series of focus groups centered on their perspectives of the t-CBT platform. Oral
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informed consent was obtained from each participant at the start of each focus group session. A
research team member described the purpose of the study, potential risks and benefits, and
human subjects’ protections. Researchers explained that participation was voluntary, participants
did not have to answer any questions that they did not feel comfortable answering, and that they
could stop participation at any time without impact on their services and/or employment with
Head Start. Head Start client partners received $50 incentives for each focus group session they
attended. The Head Start site as a whole received grant funding for their participation at the
organizational level. This study met the University of Michigan’s Institutional Review Board
(IRB) guidelines* for non-regulated status and was exempt from ongoing IRB review as long as
the study remained within the reported scope.
Focus Group Sessions

Participants were invited to attend six focus group sessions held between June and
October 2022. Focus groups were conducted via Zoom and lasted 60-90 minutes. Focus group
sessions were not recorded, however, master’s and doctoral-level social work researchers
facilitated all focus group sessions and took detailed field notes. The decision not to record focus
group sessions was made by the community-university partners given concerns about
confidentiality within the context of a small, rural community.

Partners first reviewed the t-CBT housed on the EMW platform and then were asked to:
1) share their perspective of and reactions to the program; 2) identify gaps in content; and 3)
provide feedback on visual and text-based program elements. During focus group sessions,
researchers facilitated discussions on each program element (e.g., videos, text, images, quotes,
examples) to understand participants’ perspectives, preferences, and suggestions related to

tailoring required to address the lived experiences of this perinatal population. As each treatment
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element was presented, focus group participants were asked to specifically consider whether: 1)
images accurately reflected their experiences, realities, and community context and 2) text-based
content applied to their lived experiences during the perinatal period and with PND (clients,
family advocates) or supporting people experiencing PND during the perinatal period (staff,
administrators). The team engaged in an iterative process to tailor each panel based on partner
feedback. See Table 1 for examples.
Analysis Plan

Thematic analysis of field notes was conducted by two independent coders, following
Strauss and Corbin’s (1990) approach.>* Independent coders were master’s and doctoral-level
social workers. The coding process began with line-by-line, open coding of field notes, followed
by relating open coded passages to form axial codes, then further categorizing, identifying core
codes with broad applicability. Once the coding process was completed, member checking
occurred, presenting thematic analyses to community partners for additional feedback before
platform changes were made. After platform changes were made, community partners reviewed
the tailored content and provided feedback to ensure an equitable, iterative process and verify
that changes adequately reflected their community’s specific needs related to both the
experiences of perinatal people with depression and delivery in the Head Start setting.

Results

Two administrators, six FSWs and three Head Start clients participated in focus group
sessions. Each session had six partners present: three Head Start clients, two administrators, and
one FSW. All three client partners participated in five of the six focus group sessions. One
session included two client participants. Thematic analysis of field notes resulted in two core

themes: 1) Connection between treatment and lived experience and 2) Power of positive
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affirmations and motivational statements. Table 1 shows examples comparing original content to
tailored content based on these two core themes.
Connection Between Treatment and Lived Experience

Partners discussed the importance of their unique experiences reflected in the platform.
They shared aspects of their lived experiences that they wanted to see represented through text,
images, quotes, and examples, including their realities as parents living in a low-resourced, rural
community. Partners also identified the need to integrate content specific to experiencing
depression during pregnancy, the postpartum period, or when parenting young children. They
shared the importance of normalizing PND and validating perinatal people’s depressive
symptoms, rather than dismissing them. Additionally, partners shared that perinatal people
parenting young children who experience depression often have a hard time doing things for
themselves and asking for help, therefore, participants emphasized the importance of offering
examples, images, and text focused on self-care.

Finally, as Head Start serves families with a range of structures and environments,
partners felt that the platform should provide diverse reflections of what family looks like. For
example, partners identified the importance of family structures reflecting one-parent and two-
parent households, as not every family that Head Start serves has two caregivers. They also
identified the need to exemplify diverse family structures, specifically with representation of
multigenerational families and families parenting multiple children at different developmental
stages. One specific example they gave was for the treatment program to showcase examples of
parents caring for multiple young children and how that experience can be overwhelming and
exacerbate thinking and behaviors that lead to feeling down and depressed.

Power of Positive Affirmations and Motivational Statements
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Partners identified the need to incorporate positive affirmations and motivational
statements as key elements throughout the platform due to them being powerful tools to enhance
engagement and provide support. Partners connected the importance of affirmations and
motivational statements to the challenges perinatal people may experience in asking for help and
prioritizing their own needs, and they expressed strong preferences for including positive
affirmations across all treatment sessions.

For example, participants indicated that positive affirmations could be used to encourage
and remind clients to 1) give themselves credit for accomplishments; 2) recognize their value as
a person with multiple identities beyond being a parent; and 3) prioritize their own mental health
needs and self-care. Partners provided examples of challenges individuals with PND experience
in their communities, including feelings of inadequacy and isolation, as well as a loss of sense of
self. Partners also viewed positive affirmations as a helpful tool to support empowerment,
normalization of PND symptoms and experiences, and treatment engagement.

Motivational statements were also identified in empowering participants to address their
needs and engage with treatment, even when it is difficult. Partners felt that incorporating
motivational statements throughout the treatment provides validation and emphasizes the
importance of individuals addressing and prioritizing their own needs. Partners acknowledged
the difficulty of adhering to a treatment program while pregnant and/or parenting young children
and shared that they viewed motivational statements as powerful tools to enhance treatment
adherence and follow-through by reminding clients that they were making progress and that by
engaging in treatment, they were prioritizing their own needs and the needs of their children.

Discussion

Tailoring T-CBT for Perinatal Depression 12
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Findings from this study provide critical insights into treatment preferences and needs of
perinatal Head Start clients with PND living in this low-resourced, rural community. Depression
treatment engagement among perinatal clients is low across a range of settings but it is
particularly a challenge in rural areas.’>® Although t-CBT is effective for PND and has potential
to reduce a myriad of barriers to care, existing literature suggests content modifications, tailored
to both setting and psychosocial challenges specific to the perinatal period, are necessary to
engage this population effectively.>®

This study reiterates the importance of designing technology-assisted interventions that
allow for low-cost, efficient tailoring, as participants consistently shared their preference for
treatment that aligned with their lived experiences. This is also consistent with existing literature
suggesting that intentional treatment tailoring driven by community input maximizes
intervention acceptability and feasibility.?*2>2"-293237 Treatment tailoring that incorporates
community preference and feedback while retaining core elements of evidence supported
treatment modalities offers a promising solution for bridging the gap in accessing mental health
care.

This study’s findings also align with O’Mahen and colleagues' study indicating that
internalization of the “myths of motherhood,” self-sacrifice, and managing social support are key
elements to incorporate within CBT treatment for PND.*® Furthering this concept, rural contexts
specifically often hold more traditional values regarding gender roles that model self-sacrifice as
a part of being a parent. Participants in this rural context shared that sentiment and emphasized
challenges they faced prioritizing their own needs and engaging in self-care. Further, participants
discussed the importance and need to normalize asking for help during the perinatal period and

their desire to see content that differentiated PND from “normal” feelings and experiences.
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Additionally, there is a small body of research suggesting intentional integration of
positive affirmations within PND treatment is associated with improved mood and anxiety
among perinatal people.’>>%#! Participants’ recommendation to include positive affirmations and
motivational statements aligns with existing work,>>** where participants also shared their desire
to have positive affirmations included in PND treatment.

Although this work led to important elements with treatment tailoring and a customized
intervention for our rural Head Start partner site, there are limitations of the study that need to be
acknowledged. Because treatment tailoring was only identified in this one, small, rural
community, tailoring identified for this context might not have broad applicability across other
low resourced communities, which further reinforces the need for additional t-CBT platforms
that allow for quick, easy, low-cost tailoring. Due to the small sample size and variability in the
number of focus group sessions attended by participants, there is potential that certain themes or
concepts could have been over emphasized by individual participants raising the same theme
across different sessions. In future iterations of tailoring, having a more diverse attendance at
focus groups and limiting the number of sessions each partner attends could give more accurate
results. Additionally, focus group sessions were not recorded, therefore transcription coding for
analysis was not feasible.

Despite these limitations and barriers, treatment tailoring that was identified by this group
of partners was imperative to increasing relevance and acceptability of the program. This study
reinforces research indicating the importance of treatment tailoring, as partners identified key
changes to improve treatment acceptability and relatability. This work also provides a model for
community-engaged treatment tailoring that centers the voices and experiences of potential

treatment end users as well as providers who would support treatment. Finally, results suggest
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the need for t-CBT that supports low-cost tailoring for client groups, settings, and contexts while
retaining core, evidence-based content.

Future research testing the tailored treatment among perinatal Head Start clients is needed
and has begun as next steps in this community-university partnership. Our community-university
team has continued collaborating to implement our tailored t-CBT for PND within our partner
Head Start site. Community-university partners collectively developed a training for FSWs,
procedures for introducing clients to the treatment program and support them as they complete
program, and an evaluation plan to assess the impact of the treatment program on clients’
depressive symptoms. FSWs have started to deliver and support the tailored intervention with
Head Start clients and our evaluation is in progress. Finally, we have continued engaging in an
iterative process with community partners by further refining the intervention as we gain
additional feedback from FSWs and clients about their experience using the program.

The methods and results of this study are particularly novel and important, as individuals
in rural communities and those in economically disadvantaged areas have been underrepresented
and largely ignored in mental health intervention and implementation research. Our work
demonstrates the importance of including and centering community voices to increase access to
PND treatment and ensure intervention acceptability in rural, economically disadvantaged

communities.
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TAILORING T-CBT FOR PERINATAL DEPRESSION

Table 1
Examples of new and tailored panels based on partner feedback.

Original Panel Tailored Panel

The path to success is to take massive
determined action.

B L L
b g s e sk,

— FhcAsel Bausy jebn
- Tony Robbins R

Continue >

We often don't give ourselves credit for the things
we're already doing for enjoyment and
accomplishment.

- Let's expand our understanding and thinking of these concepts
| by ing some activities for enj and i

= Youmay see a few that you already do each day!

Continue >
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Table 1 (continued)
Examples of new and tailored panels based on partner feedback.

Original Panel

Tailored Panel

When we can talk about our feelings,
they become less overwhelming, less
upsetting, and less scary.

- Fred Rogers

> &

When we can talk about our feelings,
they become less overwhelming, less o
upsetting, and less scary.

-Mr. Rogers

Continue >

Setbacks look different for everyone.

Two people may experience a setback very
differently. What one person considers a major
setback, you might think of as a small bump in the
road. Let's remember that we all experience
setbacks differently.

Continue >
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Table 1 (continued)
Examples of new and tailored panels based on partner feedback.

Original Panel Tailored Panel

LY

.
{ ‘ » PR Y \C Common Megative Thoughts:
i L] T . A Salf:

rown needs

Child/Children

+ Theywe
Situation:
infant
1 B 8 D %,
Support Person
i &t
Ll + (mabad pa
T naranes BT BT € o « My partneris doing so much how could | possibly ask them for help?
+ Mydesire means am tomy partn
Fuitie:

We've seen some pretty unhelpful thoughts. Some of them may feel familiar. Now we will work on

.. s what to do when they come up.
A furst poing fo get worse

ety D @D DO MSE ET05 T

Things will never charge. Continue >

Time for a break! Stand up, stretch, grab a cup of tea, or
keep moving through the
session.

Continue >
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Table 1 (continued)
Examples of new and tailored panels based on partner feedback.

Original Panel Tailored Panel

Bepatie dieply, it bl exhale . AgRR Grar e
Seiry B pinarstl itainsd s il i whrigein, "L momh

Thamh wow For rbungg b g ke g Bose. We are hidbmiry B id
P e 36

Congratulations!

You completed Session 4 of Moms &
Babies Feeling Better Together!

o i B TR R b8 et AR [T Pled i CE 0V
e maek b B cormphinis e vy

e i BT, bt iparmingg i e eSO GaiTion,, yOas'e dxamiplited
s araion! Pauc closs owt snd begin Seision S nedt Hme

Continue >

Conlivush

Sometimes the Myths of Motherhood can lead us to have
unhelpful thoughts, like:

- Moms like their babies all of the time.
- Agood mother loves being a mother.

- We are shorting our children when we take care of our own
needs

- The best way to give birth is naturally without medical
intervntion

Continue >
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Table 1 (continued)
Examples of new and tailored panels based on partner feedback.

Original Panel Tailored Panel

Why is taking action important?

« Action wsually improves your mood. You feel
Enettteer!

- In contrast to what you might think, taking action
CYBALES ENEFEY.

Dolng Activities:

»+ Helps you feel mare positive.
« Helps you get things done.
+ (Givies you a break from your wormes.

» Hielps you connect with other people




