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A Message from
The PATIENTS Program
Even though the start of this fall season is definitely unusual, we at
The PATIENTS Program are up to our usual activities.
Our Facebook Live programs, "Real Talk with Rodney" and "Bj's
Corner" keep bringing information to the community. In this issue,
read about how this summer our Facebook Lives saw us talking to
President Jarrell about community engagement, how seniors can
move from isolation to socialization and talking with our community
partners David Johnson and Pastor Lance at the Parks & People
Foundation about ways they have had to use "pandemic pivots" to
connect with their community. All of these Live programs and more
can be found on our Facebook page.
Read on to meet more new members of our staff and steering
committee as well as updates on our many projects that work
towards improving the health of our community.
As the fall season is off and running, so are we!

PATIENTS Team News
Hillary Edwards Serves The PATIENTS Program in New Role
We congratulate Hillary Edwards, MPH, in her new
position as the Director of Methodological Research
and Evaluation for The PATIENTS Program in the
Department of Pharmaceutical Health Services
Research (PHSR) at the University of Maryland
School of Pharmacy.
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Hillary Edwards, MPH
Program Director, Methodological
Research & Evaluation

In her new role, Hillary oversees patient-centered
outcomes research (PCOR), including planning,
organizing, staﬀing, and evaluating the program’s
infrastructure and related research activities.
Hillary creates new initiatives and research
proposals speciﬁc to methods development in PCOR
and qualitative research projects.
She is also currently pursuing her PhD in Health
Professions Education at the University of Maryland
Graduate School.
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"In this new role, I am most looking forward to expanding The PATIENTS
Program's work in evaluating the impacts of different methods of regular
engagement with patients and community members," she says.. "As I start my
journey as a PhD student at the same time as taking on this role, I am eager
to take what I am learning in the classroom and implement it directly with
PATIENTS projects."
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New PATIENTS Program
Steering Committee Member

Marik Moen Joins The PATIENTS Program Steering Committee
In September, The PATIENTS Program Steering
Committee welcomed its newest member, Marik
Moen, PhD, MPH, RN, an Assistant Professor of
Family and Community Health at the University of
Maryland School of Nursing.
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Marik Moen, PhD, MPH, RN
Assistant Professor,
Family and Community Health

Her community experience and research interests
look at the relationship between social stability (a
measure of social determinants of health) and
behaviors related to risk for HIV, speciﬁcally,
exposures to sexual, drug, and violence risks.
She has worked for years in HIV care and treatment
and has worked in the the Harlem Park community
with churches, schools, senior centers, and years
community organizations through her HIV
prevention outreach and community health eﬀorts.

"As a member of the steering committee, I am most looking forward to
'flipping my perspective' in regards to putting people at the center of
research and community engagement," she says.
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New PATIENTS Program
Team Members
Ayanna Byrd Takes On New Role with The PATIENTS Program
In the June issue, The PATIENTS Program proﬁled
one of our summer interns, Ayanna Bird. Recently,
Ayanna joined our team as a Multimedia Assistant.
She'll be working with the engagement team and
the dissemination team to help ﬁnd new ways to
increase engagement for The PATIENTS Facebook
Live sessions. She will also ensure the technical
logistics of virtual events run smoothly.
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Ayanna Byrd, BS, BA
Multimedia Assistant

"I'm most looking forward to the next two
deliberative engagement sessions," she says. "I
started working with The PATIENTS Program right
before the ﬁrst session, so I'm excited to see all the
sessions come full circle."
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Elisa Castillo-Garcia Joins the Team as a Research Assistant
This month, Elisa Castillo-Garcia joins The
PATIENTS Program as a bilingual Research
Assistant. She is a third-year PharmD student and
can speak both Spanish and English. She will be
serving as a note-taker for the FDA M-CERSI
COVID-19 research project.
"I'm looking forward to learning about the various
ways we can work to include patients in important
research questions," she says. "I am also looking
forward to learning more about the issues that
impact patients the most in order
to better
years
understand how to care for them."

Elisa Castillo-Garcia, BS
Research Assistant

Meet The PATIENTS Team!
Nirmen Mahal is a Program Specialist with The
PATIENTS Program
We welcome Nirmen Mahal to The PATIENTS Program as a Program
Specialist. Actually, we welcome her back as in the past, she worked as a
Research Assistant for The PATIENTS Program. She has her bachelor's
degree in Biological Sciences from Virginia Tech (Go Hokies!), and her
Master of Public Health in Community Health and Prevention, with a
focus in Community-Oriented Primary Care.
She will be responsible for managing and overseeing
projects, including but not limited to,
communicating between the program
and officials within and outside the
institution, working alongside
team members and our partners
in the planning and
coordinating of administrative
activities along with
delivery of project results.
"I have a strong passion for
patient-centered outcomes
research and am looking
forward to applying my skills
and training to best serve the
Baltimore community," she says.
Welcome Nirmen!

Projects and Publications

The Community Research Jam aka
"The Dolphin Tank"
The PATIENTS Program with the University of Maryland,
Baltimore Institute for Clinical and Translational
Research (UMB ICTR) successfully hosted the first ever
Community Research Jam aka "The Dolphin Tank."
On Thursday, September 10, 2020, researchers and
community leaders came together to bridge the gap
between research and community. The Research Jam gave
researchers a chance to hear from community leaders from
West Baltimore about how to make their research projects
more patient centered and potentially more relevant to the
communities they serve.
Community leaders included Dr. Sam Ross, Chief
Community Health Officer at Bon Secours Mercy Health,
Senior Pastor Frank Lance of Mt. Lebanon Baptist Church
and Ms. Jacqueline Caldwell, President of the Greater
Mondawmin Coordinating Council. All were fully engaged
and freely shared their insights on three research projects.

Projects and Publications

The Community Research Jam aka "The Dolphin Tank"
(continued)
UMB researchers Luana Colloca, MD, PhD. Associate Professor,
Department of Pain and Translational Symptom Science &
Department of Anesthesiology, Minhaj Siddiqui, MD, Assistant
Professor, Department of Surgery, and Gerard Slobogean, MD,
MPH, from the Department of Orthopaedics and the R. Adams
Cowley Shock Trauma Center, presented their projects and
listened to the community leaders as they shared their
insights.
In some instances, it was clear that tweaking a simple word that
could create a negative association in certain communities or
could be completely unfamiliar, could make or break the level of
trust and participation of community participants.
While this was the first Community Research Jam sponsored by
C. Daniel Mullins, PhD, Executive Director of The PATIENTS
Program and supported by the UMB ICTR Director, Dr. Stephen
Davis, it surely won’t be the last.
To read more about the event, please click here to read the
feature about the event on the website for the School of
Pharmacy.

Projects and Publications
Project: Building Trust to Enhance Diversity in Aging
Research
Collaborators: National Institute on Aging
By March 2020, the NIA R24 project had completed inperson focus groups with 25 members of our first target
population: older African Americans. However, due to the
COVID-19 pandemic, the research and engagement teams
re-strategized, and “pivoted” to virtual focus groups and key
informant interviews. Despite some difficulties, the team has
been able to continue data collection online, with our
second target population: people with hearing, visual, and
mobility impairments.
For the project “Alzheimer’s-focused administrative
supplements for NIH grants that are not focused on
Alzheimer’s disease,” the research team kicked off the
project on September 18 with a larger launch with the full
program during the annual site visit on October 2, 2020.
The team is now preparing documents for approval to start
asking people and their caregivers to take part in interviews
about how they want to get information on aging research
projects.

Projects and Publications
Project: DISRUPTS
Collaborators: St. Lawrence Health System
The PATIENTS Program's project, Eugene Washington PCORI
Engagement Award: DISRUPTS, helps the research team of rural
upstate New York's St. Lawrence Health System's (SLHS) Clinical
and Rural Health Research Department develop their ability in
patient-centered outcomes research. We will also look at best ways
to teach the SLHS community ways to stop the spread of COVID19.
Part I of the web series “Learning Together, Leading Together:
Shaping Patient-Centered Research in the North Country” regarding
Patient-Centered Outcomes Research (PCOR) took place on October
14th. Attendees included caregivers, patients, healthcare providers,
physicians and community members. The first training covered an
introduction to and examples of patient-centered research.
For the COVID-19 project, the first focus group is currently being
scheduled to review the community survey about issues
surrounding COVID-19. People at the focus group will also be
surveyed, asking them how they want to get information and what
questions they may have about the virus. The first education
session is October 28th. The speaker is Kylie Broughal, a Physician's
Assistant in Infectious Disease who will talk about
"COVID-19: Fact versus Fiction."

Projects and Publications
The Learning PCOR System Holds Second Deliberative
Engagement Session
On Wednesday, August 26, the Capacity Building for a
Learning PCOR (Patient Centered Outcomes Research)
System project team had the second of a series of four
deliberative sessions. During each deliberative session we
are engaging patients and stakeholders to guide us in
building a sustainable learning system that has the capacity
for shared learning across PCOR studies.
The second deliberative session focused on conducting the
study. Participants gave valuable guidance on questions
related to how to balance and “negotiate” study protocols,
how to frame comparators that are evidence-based and
demonstrate equipoise, which is when one has no good basis
for a choice between two or more care options.
Finally, particpants talked about how stakeholders in a
community of practice (CoP) could benefit by using specific
features, techniques and/or functions.
Feedback from people who took part in the session was
overwhelmingly encouraging and will indeed inform our
efforts in building a learning PCOR system.

Projects and Publications
Project Title: Improving FDA Health Communications with
Older Women Regarding FDA Regulated Products: Phase 1b
Focus Groups Collaborators: The US Food and Drug
Administration; University of Maryland, Baltimore; and
Westat
Our team is still working on Phase 1b of the project,
expanding the focus group discussions to include women from
different areas of the country and demographics across the
four regions of the United States. We want to understand how
women look for health information, as well as how they see
the FDA health communication materials about drugs and
vaccines.
Ms. Jennifer Huang (Westat collaborator) and Moaz
Abdelwadoud conducted a third online focus group discussion
on August 25th, 2020 with seven women aged 53-72 years
old from Cambridge, Massachusetts. The discussion was very
successful and added to what we learned from the previous in
person and online focus groups.
We have now completed two focus groups in the West region
of the country, and one focus group in each of the Midwest,
South, and North-East regions. The next focus groups planned
for this fall will be in rural Indiana, Upstate New York, and
Lexington, Kentucky.

Projects and Publications

Project Title: Communicating about COVID-19 Testing to
Underrepresented Populations.
Collaborators: Center of Excellence in Regulatory Science
and Innovation (CERSI) and The Food and Drug
Administration (FDA)

The goal of this project is to collect accurate and
meaningful communications about COVID-19 testing in
general and specifically from underrepresented populations,
and to help the FDA better understand ways to protect the
health of the public.
To do this, we want to understand what underrepresented
populations think about COVID-19 testing and if they want
to share their data in national information banks. What we
learn from this study will help the FDA Center for Devices
and Radiological Health (CDRH) tailor its health messages
and inform its efforts for monitoring COVID-19 spread.

Projects and Publications

Communicating about COVID-19 Testing to
Underrepresented Populations (continued)
The University of Maryland School of Pharmacy PATIENTS
Program and University of Maryland at College Park
collaborators will do a qualitative study using virtual focus
group discussions and key informant interviews to get
information from underrepresented people taking part in
the greater Baltimore area. We will have three to five people
from each underrepresented group with about 10-12
members per population of interest, implying a total of 3-6
key informant interviews or focus groups per population.
Underrepresented population groups of interest are:
1.
African Americans of all ages
2.
Individuals whose first language is Spanish of all ages
3.
Older adults regardless of race or ethnicity
4.
People who have trouble reading or can get, process
and understand basic health information and services
needed to make appropriate health decisions
5.
People with chronic conditions
6.
People with no symptoms of COVID-19 who live with
people who have COVID-19

Projects and Publications

PATIENTS Team Member Publications
C. Daniel Mullins, PhD, Executive Director of The PATIENTS Program,
and Joey Mattingly, PharmD, MBA, PhD, Director of Operations with The
PATIENTS Program have recently authored articles accepted for
publication in public health journals.

Elimination of hepatitis C virus infection in Canada is achievable, but is
the rest of the world ready to join in this effort?
Read the article here.

Pharmacy’s Call for Authorities to Aggressively Enforce Laws
Addressing Price Gouging.
Read the article here.

Changes in cost-effectiveness for chronic hepatitis C virus
pharmacotherapy: The case for continuous cost-effectiveness analyses.
Read the article here.

Peer Review and Transparency in Evidence-Source Selection in Value
and Health Technology Assessment.
Read the article here.

Projects and Publications

PATIENTS Team Member Publications
Criteria and Process for Initiating and Developing an ISPOR
Good Practices Task Force Report.
Read the article here.
Effectiveness of Iodophor vs Chlorhexidine Solutions for
Surgical Site Infections and Unplanned Reoperations for
Patients Who Underwent Fracture Repair:
Read the article here.
Participation and consultation engagement strategies have
complementary roles: A case study of patient and public
involvement in clinical practice guideline development.
Read the article here.

In addition, Dr. Mullins co-authored an article in the
Journal of Comparative Effectiveness Research
(JCER). with Gail Graham, a Patient Professor with
The PATIENTS Program, Dr. Claudia Baquet, and
Sarah Tanveer, to address the question "Why don't
underrepresented communities trust researchers?"
Read the article here.

Meet Our Community Partner

A few years ago, DeJuan Patterson was invited to speak at a
PATIENTS Program community engagement called "Pops &
Me," which talks about health issues with dads and their sons.

Working on that program led to a conversation with
Executive Director of The PATIENTS Program, C. Daniel
Mullins, PhD, who asked if DeJuan would consider working on
more projects in the future with The PATIENTS Program.
DeJuan Patterson is a social impact consultant, businessman,
advocate, and community organizer in Baltimore, MD. He is
currently the founding CEO/consultant Executive Director for
the Bridge Advisory Group, where he leverages his
community and public affairs expertise to develop mutually
beneficial relationships between clients and their target
audience leading to authentic engagement and solutions.

Meet Our Community Partner

"At first, I did not immediately agree to work with The
PATIENTS Program until I fully understood how they would
be a trusted partner to my community and how their work
can be mutually beneficial," he says. It took some time for
DeJuan to get to know the team and see the program's
commitment to community issues and respect.
The turning point for him was when the program accepted
his recommendations to focus on immediate community
issues and topics such as gun violence, food security, and
medical mistrust.
Currently, DeJuan is working with The PATIENTS Program
on a grant titled "Communicating about COVID-19 Testing to
Underrepresented Populations." His role on the project is as
an advisor that helps understand the experience, attitudes,
and beliefs of African-American communities related to
COVID-19 testing.
"This testing project is important to me because I have
several family and community members who have been
drastically affected by COVID-19," he says. "Understanding
the importance of how the public health climate and
outcomes can impact my family dynamics prompted me to
want to improve life health outcomes for other community
members."

Real Talk with Rodney
and Bj's Corner
As we fall into the Fall season, we will keep bringing you
information and talking to the community through our
Facebook Live programs, "Real Talk with Rodney" and "Bj's
Corner."
On August 13th, Rodney talked with Dr. Bruce Jarrell,
President of the University of Maryland, Baltimore about how
The PATIENTS Program and the University of Maryland,
Baltimore serve and support the West Baltimore community.
The University has been a great supporter of The PATIENTS
Program, with PATIENTS Day hosted every year at the
Biopark.
PATIENTS Day is an event that
bridges The PATIENTS Program
and the West Baltimore
community. The day is filled with
panel discussions, fun events and
a health fair.

Dr. Bruce Jarrell
President
University of Maryland, Baltimore

President Jarrell talked about how
during the pandemic, the
University showed its continued
commitment to the community by
taking part in food and diaper
drives as well as helping increase
internet access for city residents..

Real Talk with Rodney
and Bj's Corner

Rodney and President Jarrell went on to talk about the newlyopened Community Engagement Center at UMB. The
Community Engagement Center serves the West Baltimore
community by offering a variety of programs that use
University resources to meet community-identified needs such
as exercise, food, and afterschool and educational
programming.

Rodney Elliott, Engagement
Specialist with The PATIENTS
Program

Rodney and President Jarrell
continued to talk about
research, distance learning,
diversity, teleworking, and the
importance of staying
connected to the community
during these difficult times.

On August 27th, Rodney Elliott talked to Bj Robinson Shaneman, Senior Program Specialist with The PATIENTS
Program, about how she walks with the community when it
comes to research on the Facebook Live program "Bj's Corner."
Rodney and Bj talked about what it meant to "walk with the
community." Bj is well-known in her community, with people
stopping her on the street to ask about her clinic and her
projects. They know they can trust her as she has their best
interests at heart.

Real Talk with Rodney
and Bj's Corner

"When I am talking to people in my
community, they know I will not bring
anything to them that won’t benefit their
health and the health of their family," she
says. BJ also works to make sure researchers
share the results of their research with the
community. She is also available to help
people understand any information they
get from their doctor.
Bj Robinson - Shaneman
Senior Program Specialist

Through her work caring for people, she is
truly the bridge between research and the
community.

On the September 10th "Real Talk with Rodney," he talked with David
Johnson, Sports Program Manager for the Parks & People Foundation,
about the program and how they pivoted from in-person to virtual
engagement. David works with educators, coaches and volunteers to
run school-based sports leagues, offering basketball, soccer, flag
football, baseball, and volleyball to name a few.
Both organizations have had to pivot into a virtual engagement world.
These Facebook Live events are one way The PATIENTS Program
stays connected to the community. David noted that Parks & People
has been working in the virtual world by having panel discussions
with groups that serve the community as well as hosting fitness
challenges. He hopes to have some small group activities soon while
planning to for upcoming spring season as well as next fall.

Real Talk with Rodney
and Bj's Corner
David talked about bridging gaps in
access, whether it is digital access by
being able to connect online or
through making kids feel
comfortable taking part in exercise.

David Johnson
Sports Program Manager with
Parks & People Foundation

“We've had success with Workout
Wednesdays, where we send kids
workouts that aren't too hard to do at
home," he says. "Kids who were too
shy to join us in the past are willing
to work out at home in private."

On September 24th, Rodney talked to Bj on "Bj's Corner" about
how seniors can change their mind from isolation to socialization.
She says seniors need to take charge of their mental and physical
health, to try to stay connected and not become too isolated.
"Seniors need to untie their hands and make themselves aware
of the situation they are in," she says. Bj talks about how seniors
need to make sure they are not spending too much time alone.
Talking to others is good for their mental health as well as
making sure they are seeing their doctor.
"Seniors have told me they are too afraid to go to their doctor,
because they'll be told they have the coronavirus," she says.

Real Talk with Rodney
and Bj's Corner
"They need to understand that fear is ugly and painful as it
takes away from our lives. Because of fear people fall into
isolation which creates new health problems such as depression."
She encouraged seniors to take care of their health by seeing
their doctor when needed and staying connected with family
and friends through phone calls.
On the October 8th "Real Talk with Rodney," he talked with a
long-time supporter of The PATIENTS Program, Franklin Lance,
DMin, Senior Pastor at Mt. Lebanon Baptist Church in Baltimore,
MD or as he is more affectionately known, "Pastor Lance."
Pastor Lance (shown left)
is also President and CEO
of the Parks & People
Foundation.
He talked with Rodney
about why it is so
important for seniors to
take part in research,
connecting with the
community and his work
with The PATIENTS
Program.

Real Talk with Rodney
and Bj's Corner

Pastor Lance has supported and taken part in projects with
The PATIENTS Program for several years. A Baltimore
native, he is committed to making West Baltimore to be the
place it has the potential to be, and so the voice of the
participant can be heard in research.
For The PATIENTS Program, he serves on the steering
committee, works to engage his church congregation in
research, and taking care of their health as well as being a
"credible messenger" for The PATIENTS Program.
Pastor Lance feels very strongly about making sure the
patient has a voice in research. Many people distrust
researchers or did not feel comfortable asking questions of
their doctor. As a result, the doctor was more "in charge" of
their health instead of the patient being a partner in their
health decisions.
“If I’m participating in research, shouldn’t my voice
matter?," he says. "If I'm the patient, if I'm the participant,
should not my voice, should not my lived experience
matter?”

Real Talk with Rodney
and Bj's Corner
Real Talk with Rodney and Bj’s Corner have been great
platforms to keep The PATIENTS Program connected with the
Baltimore community.
Data shows that 78% of the page’s viewers are from the
Baltimore area, therefore the Facebook live sessions are directly
engaging the specific community of interest. These sessions
have served as an excellent way to engage with the community
as well as bring awareness to the work of The PATIENTS
Program.
Overall, since the first Facebook Live session on May 7th, 2020,
there has been a significant increase in engagement with The
PATIENTS Program Facebook page. For example, there has been
a 42% increase in the number of followers for the page since the
first session. The sessions have also generally increased the
page’s reach on Facebook. Our session with UMB President
Bruce Jarrell had a 41% increase in the number of people who
viewed the page’s content when he appeared as a guest on Real
Talk with Rodney. The sessions continue to grow and expand
The PATIENTS reach, and with time they will only get better.
Even though we are not together, we are not alone. To watch
any of these Facebook Lives, please click here to go to our
Facebook page. Please "Like" our Facebook page and "Follow" us
to get information about future Facebook Lives, which take
place every other Thursday at noon.

Press Play
On June 19th, The PATIENTS Program hosted the 2020 R13 Conference, titled "Building Capacity for
Patient-Centered Research," at the University of Maryland School of Pharmacy. Click on the video below
to view sessions 1 and 2 of the conference. The first session looked at capacity building and
institutional support for PCOR and had presentations from The PATIENTS Program, Denver Health, and
Indiana University. The second session showcased best practices and strategies to help implement
comparative effectiveness research (CER) and PCOR partnerships.

Building Capacity for Patient Centered Research Session 1 & 2
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Press Play
The conference’s final session took a look at best practices surrounding the dissemination of research
results. Representatives from the University of Missouri showcased their work to involve patients in an
early review of proposed research projects to help make those projects more patient-centered. Another
presentation delivered by the University of Texas Medical Branch looked at how the dissemination of
research results back to the community can act as a catalyst for continued community partnerships.
Click on the video below to view the third and final session of the conference.

Building Capacity for Patient Centered Research Session 3
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