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July 15, 2017 
 
Dear Reader, 
 
Thank you for taking the time to learn about what we accomplished during our first year of 
“Pipeline to Proposal” funding from the Patient-Centered Outcomes Research Institute. If you 
participated in this project by serving on our advisory council, attending a town hall event, or filling 
out a questionnaire, we greatly appreciate your involvement.  
 
Now, let me tell you why we decided to undertake this multi-year project. 
There were several well-known cases of teen suicide that occurred across 
Massachusetts from the early 2000s to 2010. It was a troubling trend, the 
aftermath of which reverberated among our community of parents, family 
caregivers, and advocates. Many parents were frightened because they did not 
understand the signs of depression that they should be looking for in their 
kids. School districts scrambled to put together suicide crisis plans.  
 
We considered our strengths as an organization: we had produced a 
guidebook about monitoring depression and bipolar disorder treatment in 
teens, and our volunteer network included clinicians and families. With 
these resources, our staff developed more content about identifying teen depression and intervening. 
We recruited teens with lived experience, organized community volunteers who helped to make care 
packages for teens who were hospitalized, and worked with suicide prevention and postvention 
groups to provide training to schools. This effort eventually coalesced into our multifaceted Teen 
Depression Program.  
 
Through our Teen Depression Program, we have seen that while mental healthcare is generally 
difficult to access, teens from low-income families face additional challenges: fewer choices for local 
and/or culturally-appropriate care; limited school resources for addressing student mental health; a 
higher likelihood of social stigma about mental health conditions; and language, cultural, and 
practical barriers to parental involvement. Without their parents’ involvement, teens who have 
depression or bipolar disorder can be left untreated, thus more likely to contemplate suicide. We 
strongly believed that this issue warranted further study and that we were in the position to unite 
parents, teens, and stakeholders around this topic.  
 
If you would like to get more involved in our Healing Families project, please contact us at 781-890-
0220 or info@familyaware.org. We look forward to hearing from you. 
 
Sincerely, 
 

 
Susan Weinstein  
Project Lead and Co-Executive Director of Families for Depression Awareness 

Susan Weinstein, 
Project Lead & FFDA 
Co-Executive Director 
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Healing Families: Parental Involvement in the Treatment of  
Low-Income Teens Diagnosed with a Mood Disorder 

  
 
 

Tier I Abstract 
 
 

Depression, the cause of more than two-thirds 
of reported suicides in the U.S., is an epidemic 
affecting millions of teenagers. According to 
the 2015 Health and Risk Behaviors of 
Massachusetts Youth, 27% of high school 
students reported depression symptoms. While 
mental healthcare is generally difficult to 
access, teens from low-income families face 
additional challenges in receiving education, 
treatment, and support around depression, 
such as fewer choices for local and/or 
culturally-appropriate care, limited school 
resources for addressing student mental health, and stymied parental involvement. Studies have 
shown that those teens experiencing depression who communicate their feelings to and receive 
support from their parents are more likely to understand and accept treatment. Without parental 
support, teens with mood disorders have a higher chance of remaining undiagnosed, having 
inadequate mental health treatment, and being at greater risk for suicide.  

Utilizing our years of experience engaging Metro Boston communities and volunteers in workshops 
about teen depression, we proposed to 1) form an advisory council of low-income and minority 
teens with a diagnosed mood disorder (i.e., depression or bipolar disorder), their parents, clinicians, 
industry stakeholders, and school staff, 2) work with the advisory council to organize a series of 
town hall events to identify the biggest obstacles to parental involvement in diagnosis and care, 3) 
compile the resulting feedback, and 4) provide opportunities for the advisory council and 
community participants to learn about comparative effectiveness research and how this project will 
help to determine the better approach for maximizing parental involvement in the treatment of low-
income teenagers diagnosed with a mood disorder. 
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Healing Families: Parental Involvement in the Treatment of  
Low-Income Teens Diagnosed with a Mood Disorder 

  
Tier I Final Report 

 
Over the course of Tier I, the Healing Families project cultivated relationships with community 
partners, developed a project infrastructure, devised and implemented strategies for engagement 
with a variety of stakeholders, and solicited input from members of the target population. The 
members of the Advisory Council enthusiastically agreed on potential comparative effectiveness 
research (CER) questions that reflect the concerns and interests of the patient and family 
community.  
 
Advisory Council 
 
Our Advisory Council came together gradually; because of recruitment issues, it took us longer to 
convene our Advisory Council than we had anticipated. Our charter members – the Massachusetts 
Department of Mental Health, Beacon Health Options (the Massachusetts Medicaid behavioral 
health management organization), and Lahey Behavioral Health (a mental healthcare system) – 
provided varying levels of support to the project. We are pleased that the Boston Public Schools 
joined the partnership, as they are strongly connected to our target population. We assembled a 
diverse group of Advisory Council members, including (in addition to those mentioned above) 
people with lived experience with depression and bipolar disorder, mental health providers, and our 
researcher and her team of graduate students. As time progressed, the Advisory Council’s leadership 
came from representatives from the patient community who, once involved, contributed greatly to 
convening the Town Hall events and developing the CER questions. 
 
Through our Town Hall outreach, we connected with additional representatives of the patient-
family-provider community, particularly those seeking and providing care in the community mental 
health clinics in the Metro Boston area. We see those relationships as essential to the continued 

growth of our partnership 
network and we are 
fortunate that they are 
invested in seeing the project 
through the next tier. We 
anticipate involving more of 
these stakeholders in the 
Advisory Council and future 
activities. 

 
Town Hall Events 
 
We convened two Town Hall events, one in Cambridge at the Cambridge Health Alliance and one 
in Mattapan (a neighborhood of Boston) at the public library. At each, we were able to explain the 
goal of the project and the nature of CER, and to engage stakeholders in conversations about their 
experience in seeking treatment. They provided input on the challenges they faced, which included 
issues with the schools, scarcity of providers, cultural barriers, and more. In an effort to gain 
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additional input, we also invited people from our target population to complete surveys at clinical 
offices and online. 
 
Partnership Network 
 
The momentum is in our favor as we look ahead to Tier II. As our project has progressed, we have 
continued to expand our partnership network and, as it grows, it becomes easier to engage even 
more stakeholders. In our experience, it is difficult to engage people in mental health-related 
programs so, out of necessity, we have learned to be persistent and flexible in our efforts. We are 
meeting that challenge because we have support from trusted people in local communities. We look 
forward to continuing to cultivate those relationships for the benefit of the project and its 
participants. 
 
Recruitment Strategies 
 
We are satisfied that our recruitment 
strategies were effective in that we achieved 
recruiting a spectrum of stakeholders for the 
Advisory Council. In particular, we are 
extremely enthusiastic about continuing to 
utilize the “People with Lived Experience” 
strategy that we developed, allowing people 
to give input through online and in-person 
surveys, rather than attending a meeting. 
Having had success in reaching patients and 
families despite having a short timeline to implement this strategy gives us reason to believe that it 
will prove even more effective in Tier II. The work we did in identifying and connecting with 
community health centers provides a strong foundation for building more robust partnerships and 
activating higher levels of engagement from their patient-family populations. With our having 
garnered support from clinicians and administrators, we anticipate that our efforts in this strategy 
will yield ever-better results.  
 
For those strategies that underperformed in Tier I, we implemented changes – achieving greater 
buy-in to the project – that point to better dissemination and results in Tier II. Because of our 
remedial measures, we envision maintaining and adding to the channels established in Tier I to 
broaden our network and audience. 
 
Governance Agreement 
 
The Governance Agreement is built around the concept of equality, so that no member or category 
of member is more important than another. The Governance Agreement contemplates a mix of 
participants: people with lived experience with adolescent mood disorders, i.e., low-income teens, 
low-income parents and guardians, and people who had that experience in a different stage of their 
lives, as well as mental health providers for teen mood disorders; stakeholders in healthcare, mental 
health, education, and the community; the Project Researcher and her Research Team; and 
representatives of the Project Lead Organization. No category of members has greater rights, 
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privileges, or responsibilities with regard to the operations and decisions of the Advisory Council, 
except that the Project Lead Organization has administrative responsibilities. None is entitled to a 
greater level of compensation for participation; none can amend the Governance Agreement alone; 
and none receives Advisory Council-related communications without those communications going 
to the other members as well.  
 
In addition, the Governance Agreement emphasizes that the decision-making process is 
collaborative with the objective of reaching consensus. Recognizing that, on rare occasions, 
consensus may be difficult to reach, the Governance Agreement imposes limits on the Project Lead 
Organization and the Project Researcher so that their votes cannot overrule those of the other 
members of the Advisory Council. The Advisory Council chose this approach to ensure that the 
project remained stakeholder-led. 
 

Comparative Effectiveness Research Questions 
 
It was through the partners’ participation in 
Advisory Council meetings and the Town Hall 
events that the CER ideas emerged. Discussion of 
the CER ideas happened over the course of the 
various meetings, with various partners raising 
different issues to consider. It was at the final Tier I 
Advisory Council meeting, however, that the various 
ideas were held up against what we had heard from 
the community. This gave the opportunity for the 
partners to discuss how their own ideas fit – or 

didn’t – with the input we had received. Through that discussion, consensus emerged regarding the 
CER ideas included on the CER Ideas Table. The process would have been much more challenging 
had we been required to submit a single CER idea. By developing more than one CER Idea, we were 
able to recognize different people’s perspectives without having to prioritize them, thus validating 
each participant’s ideas and concerns. It was a valuable and collaborative exercise, with Advisory 
Council members building upon and refining each other’s ideas. All were satisfied with the CER 
ideas we decided to submit. 
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Healing Families: Parental Involvement in the Treatment of  
Low-Income Teens Diagnosed with a Mood Disorder 

  
Tier I CER Ideas 

 
For all “Healing Families” CER Ideas: 
 
Health Topic 
Improving access to care and treatment outcomes for low-income teens with depression or bipolar 
disorder by leveraging parental involvement. 
 
Population at Risk 
People in low-income communities face significant 
challenges in seeking and accessing mental health care for 
mood disorders, including transportation and logistical 
problems accessing affordable, culturally-competent care. 
Without informed parental involvement and support, low-
income teens with depression or bipolar disorder are 
unlikely to receive treatment and are at greater risk for 
suicide. This project aims to benefit low-income teens 
with depression or bipolar disorder and their parents. 
 
CER Idea #1 
Comparing tele-mental health care for teens paired with tele-coaching for parents to in-
person mental health care for teens paired with customary psycho-education for parents. 
 
Relevance of the idea to our partnership 
Input gathered from Advisory Council members, Town Hall participants, and survey respondents 
revealed that the top obstacles to accessing care included logistical problems such as securing 
appointments with appropriate mental health clinicians and with teens and their parents being able 
to be physically present for appointments. Partners were interested in whether tele-mental health 
care coupled with tele-coaching might be more accessible and effective for teens and their parents 
than in-person care. 
 
 
CER Idea #2 
Comparing tele-mental health care for teens paired with tele-coaching for parents to in-
person mental health care for teens with in-person coaching for parents.  
 
Relevance of the idea to our partnership 
In addition to the above, Advisory Council members wanted to isolate whether the in-person/tele-
mental health variable matters for purposes of treatment outcomes when parents received coaching 
that was substantially similar for both in-person and via visual electronic communication. 
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CER Idea #3 
Comparing two-session in-person psychoeducational skills training for parents to 
psychoeducation through written materials (bibliotherapy). 
 
Relevance of the idea to our partnership 
Input gathered over Tier I revealed that parents felt ill-equipped to navigate the mental health 
system and to advocate for their teenagers’ mental health care for depression or bipolar disorder. 
Advisory Council members wanted to test two approaches to parent psychoeducation, one with in-
person sessions focused on building skills and the other with customary written materials 
(handouts). Parents hoped that building their skills and knowledge would help them to support and 
advocate for their teens. 
 

CER Idea #4 
Comparing individual psychoeducation session for 
parents to ongoing collaborative care model 
incorporating values-based, patient-centric shared 
decision making. 
 
Relevance of the idea to our partnership 
Members of the Advisory Council believed that low-
income families did not have ready access to a treatment 
model that is not top-down (i.e., clinician-driven). They 
believed that a collaborative approach to care – 
developing a kind of partnership among the teen, 

parents, and clinician – would yield better, longer-lasting results for the families consistent with the 
teens’ and parents’ values and treatment goals. 
 
 
 
 


