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s a nurse, Patty Rizzo knew 
firsthand that medical pro-
viders, pressed for time and 
pressured to see as many 
people in a day as they can, 
don’t always give people 

enough of an opportunity to talk in the 
treatment room. But when her own 
mental health and substance abuse 
issues came to a head in 2007, she saw 
this dynamic from an even more per-
sonal perspective.  

“I’d go in to meet the doctor and 
I’d only get a few minutes in the 
room,” she said. “I’d leave, forgetting 
to ask questions I had. Even though I 
worked in health care, I had no back-
ground in behavioral health or the 
medications I was supposed to be tak-
ing. Without that connection to the 
provider or understanding of what’s 
going on, it’s hard to feel good about 
the process.”  

A few months later, a Decision 
Support Center opened in nearby Tur-
tle Creek, Pa., and she took full ad-
vantage of the opportunity to get more 
engaged with her own treatment.  

The Decision Support Center, one 
of 19 run by Community Care Behav-
ioral Health Organization (Community 
Care) in Pennsylvania, invites people 
using mental health services to engage 
in shared decision making (SDM), an 
emerging best practice in health care.  

“Whether it is shared decision 
making or self-directed care, we are 
seeing a move toward changing this 
model of dependency,” said Joseph 
Rogers, national policy and advocacy 
consultant at Mental Health Partner-
ships, which operates the Consumer 
Recovery Investment Funds Self-
Directed Care (CRIF SDC) program. In 
self-directed care, program partici-

pants create and control a budget for 
services and supports to meet their 
recovery needs.  

“Allowing people to more fully 
participate in their care empowers the 
individual to make real decisions,” 
Rogers said. “And we know that this, 
in turn, leads to greater success in 
dealing with their medical or mental 
health conditions.” 

WHAT IS SHARED DECISION   
MAKING? 

SDM is regarded as a critical piece 
of person-centered care, and a major 
tenet of a recovery-oriented system. 
The term, first introduced in the 
1980s by the National Institutes of 
Health (NIH), has been slowly adopted 
over the past 30 years, more signifi-
cantly in physical health care but in-
creasingly in behavioral health care. 
The Substance Abuse and Mental 
Health Services Administration 
(SAMHSA) has promoted SDM as a 
best practice for several years. 

“Shared decision making came out 
of the general field of medicine but it 
has been migrating over into behav-
ioral health as people recognize that it 
is an ethical imperative,” said Pat Dee-
gan, Ph.D., disability rights activist, 
consultant, and founder of Pat Deegan 
Ph.D. and Associates, LLC.  

“In some cases, such as diabetes, 
there is a gold standard of care and 
the course of treatment is clear,” she 
continued. “However, in many other 
cases, the science is emerging. Think 
of breast cancer, where there are 
many different treatment options that 
may have similar outcomes but which 
may have different impacts on the 
woman’s quality of life. When it comes 
to behavioral health, we can look at 

the choice to use an antipsychotic 
medication. Among them, they may 
have comparable effectiveness, but 
very different side effects, ranging 
from risk of diabetes to hair loss to 
movement disorders. These are deci-
sions where risks and benefits must 
be weighed.”  

Deegan speaks from her own lived 
experience. As a young person, she 
was diagnosed with schizophrenia and 
was prescribed medication without 
much say in the process.  

“I experienced massive weight 
gain,” she said. “The provider never 
asked if I was willing to assume that 
risk. When we talk about these medi-
cations, it’s not just a treatment deci-
sion; it’s a personal decision that can 
profoundly affect your life. You should 
have a say in that.” 

In SDM, users of services and their 
treatment providers work together to 
determine the course of treatment. 
The advantages of SDM can be under-
stood intuitively: Why wouldn’t a per-
son be at the center of his or her own 
care? Yet in the traditional and typical-
ly paternalistic Western health care 
model, and particularly in behavioral 
health care, people have been seen as 
unable to make informed decisions. 

SDM gives the individual more 
power in the process, encouraging  
self-direction, nurturing a respectful 
relationship, and improving communi-
cation. While the provider may still be 
considered the expert in the field of 
medicine, the person seeking treat-
ment can be regarded as an expert on 
his or her own experience, values, and 
goals for treatment.  

SDM has been shown to lead to 
better health outcomes, such as adher-
ence to the treatment plan and greater 

Shared Decision Making Transforms Shared Decision Making Transforms 
Mental Health Care Delivery in PA  Mental Health Care Delivery in PA    

By Elisa Ludwig  

… continued on page 4 
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satisfaction with the experience, as 
well as better engagement over the 
long term. It can reduce stress and in-
crease a sense of control over the pro-
cess.  

SDM looks beyond the idea of 
“compliance” to a more nuanced view 
of the conflicts people encounter when 
trying to weigh the risks and benefits 
of their treatment options. Further, as 
Deegan and Robert Drake, M.D., Ph.D., 
point out, “using medications is a dy-
namic journey, not a static event, par-
ticularly for people with long-term dis-
orders.” (See “Shared Decision Making 
and Medication Management in the 
Recovery Process,” Psychiatric Services, 
November 2006.)  

A GIVE-AND-TAKE PROCESS 

However, SDM does not simply 
happen on an ad hoc basis between 
service provider and service user, even 
if the former insists that they seek in-
put from the latter.  

“It can’t just be a loose collabora-
tion,” Deegan said. “We are still press-
ing upstream against a current of med-
ical paternalism. While there is a no-
tion that people with mental illness 
diagnoses can’t make informed medi-
cal decisions, there is strong empirical 
evidence that diagnoses don’t predict 
decision-making capacity. Doctors 
need to be trained in how to engage in 
shared decision making. People need 
access to the right information and 
tools, and the care pathway needs to 
be adjusted to allow for the process 
with a limited amount of time.”  

The American Medical Association 
defines three core elements of SDM: 
clinical information, values clarifica-
tion, and guidance and communication. 
For behavioral health specifically, the 
Substance Abuse and Mental Health 
Services Administration (SAMHSA) has 

outlined a detailed set of steps 
that include recognition that a 

decision needs to be made, identifica-
tion of partners in the process as 
equals, statement of the options as 
equal, exploration of understanding 
and expectations, identifying prefer-
ences, negotiating options/
concordance, sharing the decision, and 
arranging follow-up to evaluate deci-
sion outcomes. 

 FOSTERING CONNECTION  

In 2007, Community Care began 
consulting with Deegan to best deter-
mine how to formalize SDM.  

“We developed what I believe was 
the second Decision Support Center 
(DSC) in the country, in Allegheny 
County,” said Kim MacDonald-Wilson, 
senior director of recovery and well-
ness at Community Care. 

Since then, the organization has 
created 19 DSCs across the state at 
provider centers. At each site, the DSC 
is in a waiting room outside the consul-
tation room. People arrive 30 minutes 
early for their appointment, where 
they meet with a peer specialist.  

“If they come through the medica-
tion clinic and they have Community 
Care insurance, they see me first. It is 
purely voluntary but I help them sit 
down and get started with the comput-
er,” said Matthew Wagner, DSC coordi-
nator at Universal Community Behav-
ioral Health’s Bellefonte Outpatient 
Clinic. (This DSC accepts CCBH insur-
ance but is funded and operated inde-
pendently.) “I have been using services 
myself since I was 18, and I know it can 
be hard to find doctors that are willing 
to listen to what you have to say,” Wag-
ner said.  

With peer support assistance and a 
user-friendly touch-screen computer, 
they then use Deegan’s Common- 
Ground software, which prompts them 
to answer a set of questions and helps 

them assess their decisional conflicts, 
goals for the visit, health status, and 
concerns and questions. The individu-
als taking the survey are often more 
honest about their experiences and 
needs when they have time to think, 
and come better prepared to meet the 
provider. The program generates a  
one-page report, which is then handed 
to the doctor.  

“We want people to feel engaged 
and connected to their practitioner,” 
MacDonald-Wilson said. “Doing some 
preparation ahead of time helps them 
focus on what is important; and, as a 
result, they…come away feeling as 
though that provider is really working 
for them, and their questions have 
been answered.” 

The DSC also offers decision aids 
obtained from credible organizations, 
such as the National Institutes of 
Health (NIH) and SAMHSA. These aids 
might include brochures, software, 
Internet or other resources, all with 
the latest information, presented in a 
neutral and accessible manner.  

“You can stop in any time to look 
up medications, watch a video, or talk 
to staff,” Patty Rizzo said. “If you need 
any help at all, you’ll get it there.”   

IMPROVED KNOWLEDGE 

Research has shown that, with de-
cision aids, individuals have improved 
knowledge about their options, and 
have reduced conflict, as well as im-
proved perception, about risks and 
benefits.  

“I basically think of what we offer 
as a computer lab with online re-
sources to help people understand 
their treatment from a global perspec-
tive,” said Ashley Doyle, DSC coordina-
tor at Human Services, Inc., in Down-
ingtown. (The DSC is funded by CCBH, 
but situated in an independent com-
munity mental health organization.)  

“As a peer supporter, I’m here to 

… continued from page 3 

… continued on page 5 

“It’s about thinking of yourself as a person and not 
just a ‘patient,’ and writing a declaration about the 
life you want to live.”  

http://ps.psychiatryonline.org/doi/full/10.1176/ps.2006.57.11.1636
http://ps.psychiatryonline.org/doi/full/10.1176/ps.2006.57.11.1636
http://ps.psychiatryonline.org/doi/full/10.1176/ps.2006.57.11.1636
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… continued from page 4 

help people, [and I make] no judg-
ment.”  

The DSCs also focus on recovery 
supports, with a RECOVERYlibrary, cre-
ated by Pat Deegan, that encompasses 
wellness, spiritual, financial, housing, 
and education resources.  

“I give out numbers for warmlines, 
support groups, or contacts for county 
services if they need someone else to 
talk to,” Wagner said. “This gives peo-
ple a chance to take charge of their re-
covery.”  

Individuals can gain access to peer 
support specialists, food, drink, and 
information about their rights.  

“It’s not just about the medical de-
cisions; it’s about coping skills, self-
care, and finding the supports to move 
forward,” Wagner said. 

People are encouraged to write 
“Personal Medicine” profiles and create 
a “Power Statement,” articulating their 
goals and needs.  

“It’s about thinking of yourself as a 
person and not just a ‘patient,’ and 
writing a declaration about the life you 
want to live,” said Doyle.  

GETTING ONBOARD WITH SDM 

There are some challenges inher-
ent to SDM. Individuals who are used 
to the traditional power relationship in 
their treatment can be too intimidated 
to suddenly speak up in a meeting with 
their doctor. The Decision Support 
Centers see people who are not neces-
sarily ready to embrace the process.  

“Sometimes there is anxiety about 
the technology, or a lack of trust when 
people come in,” Doyle said. 

“Sometimes it takes more time to 
develop a rapport, or help them gain 
some confidence. We just try to en-
courage them to take advantage of 
whatever resources they can, whether 

it’s CommonGround or information on 
quitting smoking or getting more exer-
cise.” 

Practitioners, however well inten-
tioned, may still be struggling with the 
constraints of the health care system, 
Deegan said.  

“Even if they are in favor of this 
approach and recognize the ethical im-
perative, they may still stumble over 
the assumption that people with men-
tal health concerns can’t make in-
formed decisions,” she said. “There is 
still the concern over time, especially in 
the public sector. It can be very difficult 
in a 15-minute appointment to find the 
time for a real conversation.” 

NEW RESEARCH 

As a 2014 National Academy of 
Sciences report points out, there is no 
consistent way to measure or record 
SDM in process. Clinical training for 
SDM methods and tools are not stand-
ardized or even universally used, and 
access to good service participant deci-
sion aids remains limited. 

In Pennsylvania, new research may 
elucidate ways to improve the deploy-
ment of SDM. In 2014, Community Care 
received a research award funded by 
the Affordable Care Act to look at out-
comes of SDM on people and 
providers. They are now 
analyzing the collected data 
to determine the impact of 
SDM and other informed 
clinical decision making on 
the treatment experience. 
One early finding is that 
many agencies have had 
technical difficulties and op-
erational challenges.  

“Those organizations 
that had a leadership team 
and have had ongoing sup-
port have had better out-
comes in implementing the 

approach,” MacDonald-Wilson said.  
“I don’t think it’s a tidal wave but 

there is some momentum developing,” 
Deegan said. “I spent years of my life 
overmedicated, staring out the win-
dow, smoking, and being told that was 
a good outcome. I have dedicated my 
life to carrying a message of hope for 
recovery, working to transform the 
system, and helping professionals get 
that job done.” 

“I WASN’T JUST A DIAGNOSIS” 

Rizzo believes that shared decision 
making has not only been important 
for creating a trusting relationship 
with her providers, but that it has also 
empowered her recovery process. She 
has gone from being homeless to hav-
ing housing. She attends a social reha-
bilitation program and works to teach 
others about shared decision making.  

“It helped me feel like I wasn’t just 
a diagnosis,” she said. “I’m a person, 
and I’m moving closer to my goals all 
the time.” 

“Peer support, self-care, and self-
determination are so important in re-
covery,” said Doyle, who has been in 
recovery for 10 years. “This is very 
much the wave of the future.”  

 

“Peer support, self-care, and self-determination are 
so important in recovery. This is very much the wave 
of the future.” 

DSC of Human Services, Inc., Downington, Pa. 
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n Philadelphia, a model program 
called Engaging Males of Color 
(EMOC) is connecting with men 
and boys across the city’s racial 
and ethnic enclaves to promote 
the idea that seeking help for 
mental health issues is not a sign 

of weakness.  
EMOC has been designed to break 

down long-held cultural norms that 
may be adding to already potent dis-
parities in health care access for vul-
nerable populations.  

“Typically, men of color are taught 
at a young age to be tough, not to cry, to 
‘be a man’ and take the pain,” said Joel 
Culbreath, MSW, who works for the 
Center for Social Policy and Community 
Development at Temple University and 
has been volunteering with EMOC since 
its inception. “We learn to suppress our 
emotions…In my opinion, men of color 
are dissuaded from seeking mental 
health treatment because it goes 
against our lifestyle and constitutes 
this sign of weakness that we fear 
wearing openly on our sleeves for soci-
ety to see.” 

Culbreath’s experience is support-
ed by the statistics: The U.S. Health and 
Human Services Office of Minority 
Health estimates that adult African 
Americans are 20 percent more likely 
to report serious psychological distress 
than adult whites; but, due to a fear of 
the prejudice associated with a psychi-

atric diagnosis—compounded by the 
fact that African Americans with de-
pression are often misdiagnosed with 
psychosis—African Americans are less 
likely to seek mental health services. 
The Substance Abuse and Mental 
Health Services Administration 
(SAMHSA) has found that only 36.9 
percent of Latino youth and 28.6 per-
cent of African American adolescents 
who have experienced a major depres-
sive episode reported receiving treat-
ment in 2013. At the same time, other 
research has shown that vulnerable 
populations of men and boys are more 
likely to be exposed to traumatic 
stressors such as discrimination, delin-
quency, and poverty—and have fewer 
resources to deal with them. 

A NEW APPROACH 

EMOC was born four years ago, 
when then-Philadelphia Department of 
Behavioral Health and Intellectual Dis-
ability Services (DBHIDS) commission-
er Arthur Evans, Ph.D., was examining 
the public health landscape and con-
cluded that boys and men of color were 
not receiving needed mental health 
services.  

“There were social determinant 
factors such as violence, lack of educa-
tion, lack of employment opportunities, 
low college retention rate, and sub-
stance misuse that played a role in this 
disparity,” said EMOC’s founding direc-

tor, Gabriel Bryant. “The Department of 
Behavioral Health wanted to see what 
could be done to start participating in 
this national conversation.” 

In 2014, Bryant was brought in to 
head up the new program. He began by 
gathering data on issues such as access 
to health care, rates of violence across 
the city’s districts, and the connections 
between trauma and mental health 
challenges.  

“I’d been doing this type of work 
throughout my whole career and I hap-
pily set about to build the program and 
figure out some strategies to effect pos-
itive changes in the mental health sys-
tem in Philadelphia,” he said.  

The first year was focused on de-
veloping a mission and gathering stake-
holders in an advisory board.  

“We included African-American, 
African, Asian, and Latino men,” Bryant 
recalled. “Immediately, we recognized 
that, even within each community, 
there are many cultures and affilia-
tions. For instance, within the Asian 
community in Philadelphia, there are 
Vietnamese, Chinese, Cambodian, Lao-
tian, and other communities.”  

Since prejudice against psychiatric 
diagnoses remains a powerful barrier 
across many of the cultures represent-
ed, the advisory group also sought to 
understand the subtleties of how it 
might play out in real life. In the Latino 
community, for instance, Catholic dog-

II 

… continued on page 7 

“We’re trying to convey the message that going to get 
some counseling in school doesn’t make them ‘crazy’ 
but actually makes them strong.”  
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… continued on page 8 

ma may play a central role.  
“Suicide is considered a sin [in 

Catholic cultures] and many men [in 
these communities] suffer from de-
pression in silence,” Bryant said. “This 
is even more true in immigrant and 
refugee communities. We have held 
focus groups with people from Cuba, 
Guatemala, Mexico, and other coun-
tries to explore their ideas around 
this.  

“In the Vietnamese and Cambodi-
an languages,” Bryant continued, 
“there is not even a word for mental 
health—no terminology, no frame-
work. That makes it a challenge to en-
gage with this community.”  

Louis Truong, who was born in 
Vietnam and came to the U.S. in 1982, 
got involved as an EMOC coordinator.  

“Mental health in Asian countries 
is often viewed as taboo, with the idea 
that an external force is causing the 
person to be insane,” Truong said. 
“This belief is due to the lack of educa-
tion about mental health. We have a 
family-oriented culture, and if some-
one has mental health issues, the com-
munity will look at the parents and 
wonder if it was inherited. The family 
are often in denial when this hap-

pens.” 
Illegal immigration status and fear 

of deportation can also create re-
sistance to getting help.  

“We had to be very careful to 
avoid creating a monolithic approach,” 
Bryant said, “to better reach out to all 
of these people.” 

With the growing awareness 
about the role trauma plays in mental 
health, trauma has become a priority 
for EMOC.  

“We work to incorporate  evi-
dence-based practices,” Bryant said. 
“For instance, when we hear about a 

shooting, we refer people [in the 
neighborhood] to the Trauma Unit and 
resources, including crisis groups. We 
have done sessions in high schools to 
talk about gun violence and other 
kinds of violence and abuse. We’re 
working on a city-wide partnership 
with the school district to provide bet-
ter supports, and encourage people 
who are encountering violence to get 
help. We’re trying to convey the mes-
sage that going to get some counseling 
in school doesn’t make them ‘crazy’ 
but actually makes them strong.”  

EMOC IN ACTION 

In 2015, Bryant and the board set 
about implementing the first phase of 
the program.  

“We held a launch event at City 
Hall to engage the broader community 
and explain who we are,” Bryant said. 
“We presented the basic data around 
men of color and mental health and 
talked about why this initiative was 
needed.” 

The initial outreach involved a 
partnership with the Mural Arts pro-
ject and its founder, Jane Golden, to 
create a mural that speaks to the lived 
experience of men and boys of color 

from a mental health perspective. The 
group worked with two muralists and 
set up community conversations in 
three sites across the city with people 
from different ethnic groups.  

“It was helpful to get a broad per-
spective on what the mural could be, 
and we brought classes and work-
shops to these community center 
sites,” Bryant said. “After about six 
months, we developed a mural and 
installed it in November 2015 in West 
Philadelphia.” The final product, called 
“Building Brotherhood,” speaks to the 
history and culture that came out of 

the conversations. Bryant hopes the 
mural will inspire passersby to think 
about manhood and connection. Bet-
ter still, many of the boys and men 
engaged in the process reached out to 
EMOC for resources for themselves or 
for family members. 

A second project in 2015 involved 
a pilot program at the Juvenile Justice 
Services Center (JJSC), working with 
the young men who were living there 
temporarily in between sentencing 
and either going home or to another 
facility.  

“We started offering monthly ses-
sions there to help the guys develop 
their critical thinking skills to combat 
peer pressure and bullying,” Bryant 
said. “We also encouraged them to 
start thinking about what their notion 
of success was—whether that be fin-
ishing high school, avoiding substanc-
es, getting a job, finding a more aca-
demically rigorous school or continu-
ing with therapy—and how they will 
get there once they left the Center.  

“For many of the boys, there’s no 
time to look ahead; and, when they 
leave, it’s about living day to day. We 
thought we could have some impact 
on lowering recidivism rates if we of-

fered supports and the chance to think 
about what would put them on a bet-
ter path.” 

The results have been promising.  
“I’ve witnessed a change in narra-

tive with our young men in the JJSC,” 
Culbreath said. “These young men 
have expressed this feeling of being 
more resourceful and confident in 
their ability to change their life 
around.” 

A third EMOC project involved a 
partnership with another arts non-
profit, First Person Arts.  

“We knew that a big barrier for us 

… continued from page 6 

“…we are planning a program that looks at the trauma of 
community violence and police officer violence and how we 
might approach that from a public health perspective.”  
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… continued from page 7 

was the stigma associated with need-
ing help in [a] machismo culture,” Bry-
ant said. “We thought if we could get 
people to share their experiences 
through storytelling, it would be a very 
effective means of breaking through 
the conditioning that tells these boys 
they can never show weakness.” 

With First Person Arts, EMOC has 
sponsored four storytelling sessions 
over the past two years. Boys and men 
from the community are invited to 
submit stories, and five are chosen for 
sharing publicly. Each event also fea-
tures a celebrity guest, so far including 
Black Thought from The Roots, Free-

way, Bilal, and Fatin Dantzler from 
Kindred the Family Soul. The celebri-
ties offer powerful testimony to sup-
port the idea that healing begins with 
expression.  

“Black Thought shared that his 
father was killed when he was 3 and 
his mother was raped and murdered 
when he was 16, and he explained how 
these traumas still affect him as an 
adult,” Bryant said.  

“We’ve had a war veteran speak 
about PTSD,” he continued. “There was 
a transgender man who shared his 
transition story and the first moment 
he was pulled over by cops as a black 
man. There was also an Asian doctor 
talking about what it’s like to be a 
medical doctor giving back to commu-
nities after growing up with multiple 
challenges in his own life.  

“After the stories, we open it up 
for questions and answers and we find 
that they go on forever. Everyone has a 
lot to say.”  

Each of these sessions has attract-
ed hundreds of attendees, with the 
third, focused on youth, drawing a 
thousand. EMOC has conducted out-
reach through community organiza-
tions to ensure a diverse audience. 

Journalist Mister Mann Frisby par-
ticipated in one of the storytelling ses-
sions, held at the University of Penn-
sylvania’s Annenberg Center. For Fris-
by, it was powerful.  

“I shared a story about my young 
life, living in North Philly with my god-
father, who was a drug dealer, and 
how it nearly ended my high school 
career,” Frisby said. “I was dealing 

with depression and anxiety. People 
that grow up in these situations—
whether it’s drugs and violence in 
your community or the fear of police 
brutality for simply walking on the 
street—deal with a lot of trauma and 
PTSD that goes undiagnosed. I love 
that this program is getting boys of 
color to open up and look for guid-
ance.” 

In light of recent killings of black 
people by police officers, EMOC has 
also engaged with the Philadelphia 
Police Department to initiate dialogue 
about police officer misconduct.  

“We are attempting to come up 
with solutions in these areas, [and] we 
are planning a program that looks at 
the trauma of community violence and 
police officer violence and how we 

might approach that from a public 
health perspective,” Bryant said.  

Bryant also participates in a 
monthly Crisis Intervention Team 
training for new police officers and a 
training on how to engage with young 
people with mental health challenges, 
how to deescalate situations, how to 
help people who are scared and exhib-
iting a mental health crisis, and how to 
divert people to a trauma center or 
hospital instead of jail.  

Each November 19, EMOC cele-
brates International Men’s Day, and 
hosts staff conversations about 
healthy cooking and eating, sustaining 

healthy habits, and fitness. EMOC is 
also working with the Omega Psi fra-
ternity on a mental health program 
called Brother, You’re on My Mind, 
generated by the suicides in the past 
year of two Omega Psi members.  

Bryant hopes to train more train-
ers, offer more workshops, and help 
others duplicate these strategies and 
start to engage men of color in their 
own communities—particularly in 
nontraditional spaces such as church-
es and mosques, playgrounds, recrea-
tion centers and barber shops.  

THE POWER OF CONNECTION 

EMOC has tapped into an im-
portant need in Philadelphia’s diverse 
communities: giving men and boys the 
space and safety to admit that every-

… continued on page 9 

“People that grow up in these situations…deal 
with a lot of trauma and PTSD that goes undiag-
nosed. I love that this program is getting boys of 
color to open up and look for guidance.” 

“This initiative highlights the ‘it 
takes a village’ approach…” 
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… continued from page 8 

thing is not okay.  
“I’m a career coach for a program 

called The Youth Employment Project 
(YEP), where we provide employment 
and educational services to young 
adults who are out of school,” Cul-
breath said.  

“However, these services are 
meaningless if you ignore the effects 
mental health has,” he continued, add-
ing that childhood trauma has huge 
repercussions later on.  

“People are not taught positive 
coping mechanisms or provided the 
necessary resources to help subdue 
their psychological and emotional 
trauma,” Culbreath said. “My social 
work education, personal experience, 

and involvement in EMOC has enlight-
ened me about these resources to help 
teach our men and boys of color how 
to deal with mental health and to 
heal.”  

EMOC has already had an impact.  
“EMOC emphasizes the im-

portance of fatherhood, brotherhood, 
mentorship, and self-care. This initia-
tive highlights the ‘it takes a village’ 
approach as it continues to build con-
nections with organizations and com-
munities throughout Philadelphia,” 
Culbreath said. “An initiative like 
EMOC is important because it initiates 
the conversation on topics often con-
sidered taboo and brings the voices of 
men and boys of color to the forefront 

and tackles issues collectively.” 
The transformative potential of 

EMOC begins with the opportunities 
for honest exchange.  

“I’ve observed the courage of 
youth who have participated in our 
events and at schools and shared their 
experiences with their peers and 
adults who listen without compari-
son,” Culbreath concluded. “EMOC is 
creating an atmosphere where people 
have freedom to talk about their expe-
riences, discussing and becoming 
more at ease with mental health ser-
vices and treatment, and providing a 
place for people to express their emo-
tions without judgment. This is what 
EMOC stands for.”  

“EMOC emphasizes the importance of fatherhood, 
brotherhood, mentorship, and self-care.”  

“Building Brotherhood” Mural 
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here was a black hole inside my stomach. Worse, 

it felt like there was a second black hole inside 

the first. I believed love could fill those black 

holes. There just wasn’t enough love in the uni-

verse to fill them. I was imploding into despair.            

 For most of my life, I felt I had to do what 

others expected of me because, if I didn’t, I would be aban-

doned. In trying to save myself, I made sure I would fall 

ever more deeply into those black holes.  

I started looking for love on the Internet. With each 

new fantasy affair, my moods ping-ponged between giddy 

highs and ever-lower lows. I became irritable with my 

wife and my kids—especially my son, who was only 8. I 

didn’t like myself that way. 

This despair was only relieved for an hour or two each 

week, while I was playing my trumpet for the Group Mo-

tion Friday Night Movement Workshop, a guided dance/

movement improvisational workshop in Philadelphia. 

Even at my worst, I never stopped playing music for the 

workshop. Improvised music became the only thing I 

could count on to distract me.  

I never imagined that something would happen that 

would take even that solace from me. 

I worked on the eighth floor, in an office with a win-

dow that opened. For months, I felt like that window was 

calling to me, saying, “You have a way out of your pain.” I 

just knew the pain was going to last forever. The only way 

to stop it would be to jump.  

Then, last summer, I went to a conference for peer 

specialists. A presenter spoke about the light inside that 

kept her going. I realized that I felt a light like that inside 

me, too. That light was the essential me, hidden deep in-

side. It was so tiny, yet I heard it. It said, “You don’t really 

want to die. You just want to stop the pain.”  

I don’t know if I could call that “hope,” but it helped 

keep me from slipping out the window and falling to the 

concrete below, head first. I still have no satisfying expla-

nation for why I didn’t jump. 

Eventually, I confessed to my wife the things I had 

been doing. I told her there was no solution except for me 

to leave her and the kids.  

Maybe she should have listened. Instead, she pulled 

strings to get me seen by a psychiatrist immediately. 

That’s where my behavior got a label: bipolar disorder.  

“Don’t make any big decisions for three months. Don’t 

divorce your wife. Don’t leave your home. Don’t quit your 

job,” my psychiatrist told me. He then handed me a pre-

scription for lithium.  

One study says that 20 percent of people with untreat-

ed bipolar disorder die by suicide. My wife had likely 

saved my life by getting me to the psychiatrist and caring 

for me after that.  

All these things—that voice inside, my wife’s love, the 

medication, my psychiatrist—bought me time. Recovery, 

however, was a very long way off, for I still had so much to 

learn.  

For six years, I was in a kind of limbo: slowly feeling 

better but not yet fully alive. I kept working against my-

self. Even as I was working on my marriage and recovery, I 

was still acting out, seeking love on the Internet, without 

understanding why I kept doing that.  

By David Ford  By David Ford    

Hope Is a Thing That Sings Hope Is a Thing That Sings   

David Ford is a multi-instrumentalist, educator, father of 
two, and improvisational music workshop entrepreneur 
helping himself by helping others in recovery (and any-
one else, too): www.sonicsandboxband.com.  
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… continued on page 11 

http://www.sonicsandboxband.com
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Then my wife found out I was still “acting out.” It be-

came clear that all the work I had been doing—seeing three 

therapists, attending multiple support groups, exercise, 

meditation—wasn’t enough. I needed something else to get 

it through my thick skull that the things I had been doing 

weren’t helping.  

I started seeing a new therapist—a Buddhist. More sig-

nificantly, I started attending a 12-step program for love 

addicts. 

Two months later, I drove up to the Poconos to attend a 

weekend retreat to learn how to work the steps. Saturday 

night, I had an unplanned encounter session with some of 

the other guys at the retreat. They told me, vehemently, that 

I had to disclose to my wife everything I had been doing.   

I had suspected that the reason I was not able to con-

nect to my wife was because I was keeping so many secrets. 

I believed that our marriage wasn’t worth anything if I 

couldn’t share my whole life with her. Even though I could-

n’t control her reaction, I knew I had to tell her. I felt that 

the only way we could be intimate is if she chose, freely and 

with full information, to stay with me.  

The night after I got home from the retreat, I told my 

wife all of it. She was numb for a year before she started 

fully expressing her anger.  

I must have felt I had to punish myself even more than I 

was already being hurt by the silent distance my confession 

had placed between us—so I stopped playing my trumpet 

(even at the once-a-week Group Motion workshop). It was a 

long time before it occurred to me that I had cut myself off 

from the only thing that reliably gave me relief—making 

music with other people.  

After a year, my wife started expressing her pain more 

fully, and I attended another 12-step retreat. This retreat 

featured a talent show. I decided to tell a story about my 

relationship to music: “Me and My Trumpet.” I hoped to end 

the story by picking up my horn to play for the first time in 

a year.  

Things did not go as planned.  

I picked up my trumpet to try to play. I put it to my lips 

and took a deep breath. Then I put the trumpet down.  

I picked it up again, tried to play again, but I couldn’t.  

I tried a third time. I still couldn’t do it. I put the trum-

pet down and walked off the stage, feeling so much shame. 

The silence stretched out. Then, some people started 

calling to me, “David! We want you to play!”  

The master of ceremonies encouraged the audience to 

keep on imploring me to play. Another musician volun-

teered to play the keyboard to accompany me.  

I didn’t really have a choice: I went back on stage, 

picked up my trumpet, and started playing for the first time 

in a year.  

That resurrection of music inspired me to get a couple 

of amateur musicians in my support group to join me. I in-

vented a few musical games: entry points to improvisation. 

We’d play for 10 or 15 minutes—even half an hour—

without stopping. During the time we played together, I 

never once needed to be what I thought others wanted me 

to be. I was in a magical space where I was no longer alone. I 

was myself, yet inextricably connected to others, speaking 

with my own voice and supporting others to speak with 

their voices. I didn’t have a single thought about beating 

myself up.  

I started volunteering the workshops at psychiatric re-

habilitation facilities in Philadelphia. Now, I’m starting my 

own organization to teach anyone how to use music to ex-

perience deeper connection through collaborative improvi-

sation. It’s called Sonic Sandbox. I’m the CFO: Chief Fun Of-

ficer. 

Finding my passion, and then finding a way to help oth-

ers through my passion, is more than recovery. It’s discov-

ery! This work frees me to be myself. Even more important 

than realizing that this is my passion (because it has been 

there all my life) is letting myself do it.  

This work can keep me going in a way that helps me 

and helps others. Helping others is key. It allows me to do 

what I love and have others support me in doing it, because 

they benefit, too.  

This has happened in the nick of time, for my wife has 

finally concluded she will never be able to trust me again. It 

amazes me that I am no longer afraid of where this change 

in our relationship might take me. The only certainty is that, 

together, we will continue to parent our daughter (a junior 

in college, spending a semester in Denmark) and son (a jun-

ior in high school as well as an inspiring piano player). 

I can no longer feel that black hole. I can smile now! I’m 

not trying to live my life the way I thought others were tell-

ing me to. I know that I have no choice but to do this work. I 

have to sing and play music. It’s the one thing I can count on 

to restore my hope, every time. Sharing this gift with others 

makes it even better!   

Note: Each issue of People First features a story of personal re-

covery. These first-person accounts represent the disparate 

paths to recovery taken by individuals with behavioral health 

conditions. The Pennsylvania Office of Mental Health and Sub-

stance Abuse Services (OMHSAS) supports all the authors’ au-

thentic voices. It should also be noted that inclusion in People 

First does not necessarily imply endorsement by OMHSAS. 

… continued from page 10 
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