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A Message from 
The PATIENTS Program

As much as life has changed, much still remains the same. Even 
though we have not been able to connect in person with 
stakeholders, partners and the community at large, The PATIENTS 
Program is still the bridge between the community and research.

Our Facebook Live programs, "Real Talk with Rodney" and "Bj's 
Corner" are great ways we give information while providing a way 
for the community to ask questions. So far, the programs have talked 
about wearing masks, myths about research, managing stress, 
talking with community partners, and seniors and research. These 
Live programs can be found on our Facebook page.

We also continue to connect with our partners, as seen with our 
virtual deliberative session on July 1 for our Learning Patient-
Centered Outcomes Research (PCOR) System award from the 
Patient-Centered Outcomes Research Institute (PCORI.) This session 
was another great example of how we connect with people while 
practicing social distancing. Our second deliberative session will be 
held later this month.

One of our headline events, titled "Building Capacity for Patient-
Centered Research" had to move from an in-person to an online 
event; and was a great success! Attendees learned about successful 
ways to engage in patient-centered research from our patient 
partners. 

As the summer comes to a close, we are ready to stay "high touch" 
while becoming more high tech through social media and virtual 
platforms.



Happy Work Anniversary!

Congratulations to the team members who are celebrating a work 
anniversary during the second half of the year with The PATIENTS 
Program!

Hillary Edwards, MPH
Program Director, Methodological 

Research & Evaluation
Joey Mattingly, PharmD, MBA, PhD
Director of Operations

Bj Robinson - Shaneman
Senior Program Specialist
 

years

years

years



Meet The PATIENTS Team!

Abisola Iluyomade got her bachelors degree from the 
University of Maryland, College Park School of Public 
Health in Community Health. She is looking forward to 
working with The PATIENTS Program on the National 
Institute on Aging (NIA) R24 Initiative. This project 
looks at building trust to enhance diversity in aging 
research. She will be working 
with a group of 
African-American older
adults, patients with 
impairments, and 
patients who 
cannot leave their 
home to come up 
with best ways for 
researchers to 
access a diverse 
list of older adults 
who are taking part 
in research.  

Welcome, Abisola!

Abisola Iluyomade is a 4th year Student Pharmacist 
with The PATIENTS Program 



Projects and Publications

PREP-IT Trial Publishes Journal Article

The PREP-IT team has an exciting announcement to 
share. Our very own patient advisors Jeffrey Wells and 
Debra Marvel, whose article named ‘What’s Important: 
Patient Engagement in Research” has been published in 
the Journal for Bone and Joint Surgery. This is the 
largest orthopedic journal in the country. Their article 
showcases the important efforts that the team has 
made to make this trial patient centered.

The article can be found here!

Patient Advisors Debra Marvel and Je�rey Wells with 
Rodney Elliott, Engagement Specialist with 

The PATIENTS Program 

https://jbjs.org/reader.php?id=107211&rsuite_id=2460217&native=1&source=The_Journal_of_Bone_and_Joint_Surgery%2FPublish+Ahead+of+Print%2F%2F10.2106%2FJBJS.19.00625%2Ffulltext#info


Projects and Publications

We got the Notice of Grant Award (NGA) for Dr. Jessica 
Brown’s supplement to our National Institute on Aging (NIA) 
project on “Building Trust to Enhance Diversity in Aging 
Research.” We plan to add a fourth group of people – those 
with mild cognitive impairment or mild Alzheimer’s disease 
and related disorders to the project. The three groups of 
people currently in the project are: older African Americans, 
older people with sensory problems (e.g. hearing, vision, 
mobility), and older people who must stay home.      

For the project: “Alzheimer’s-focused administrative 
supplements for NIH grants that are not focused on 
Alzheimer’s disease,” we want to use the main research 
questions with this fourth group to look at proven 
recruitment methods that both work (successfully recruit 
populations not usually used in clinical research) and are 
efficient (provide a reasonable return on investment) in 
recruiting and retaining populations who are not represented 
in clinical studies of aging. 

Project: Building Trust to Enhance Diversity in Aging 
Research   
Collaborators: National Institute on Aging



Projects and Publications

The PATIENTS Program Gets Funds for COVID-19 Education 
Efforts

The PATIENTS Program's project, Eugene Washington PCORI 
Engagement Award: DISRUPTS, currently looks at how patients 
within the St. Lawrence Health System (SLHS) get health 
information. We got more money for this project to also look at 
best ways to teach the SLHS community ways to stop the spread 
of COVID-19.    

We plan to create virtual ways to provide information such as 
virtual town halls to help the community understand patient-
centered research as well as ways to help stop the spread of the 
virus.  We also plan to have a focus group about best ways to 
teach people information about the virus. People will also get a 
survey asking them how they want to get information and what 
questions they may have about the virus.

“The St. Lawrence Health System DISRUPTS team is excited for 
the chance to expand upon our current PCORI Engagement 
Award to include COVID-19 education," says Carly Lovelett, MS, 
CCRP, Manager of Clinical Research with the St. Lawrence Health 
System. "As the North Country is reopening and preparing for 
both grade schools and colleges to resume, there has never been 
a more important time for us to have a united understanding of 
the importance of ways to stop the spread of COVID-19. By using 
local expertise and national guidelines, we will teach our 
community best ways to stay safe both now and in the future.”



Projects and Publications

The PATIENTS Program held its first Deliberative 
Engagement Session to talk about best practices for 
planning for patient-centered outcomes research (PCOR).    

Patients, community members, clinicians, researchers and 
other stakeholders who have worked on projects with The 
PATIENTS Program in the past went to the session. 

The next Deliberative Engagement Session, which will talk 
about best practices for conducting for PCOR, is on August 
26.

The Learning Patient-Centered Outcomes Research 
(PCOR) System Holds Deliberative Engagement Session



Projects and Publications 

Project: 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    

Currently, our team is expanding the focus group discussions to 
include women from different areas and demographics across the 
four regions of the US. 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.

Dr. Jennifer Huang, a Westat collaborator, and Dr. Moaz 
Abdelwadoud had a second online focus group discussion on June 
11th, 2020 with five women aged 38-52 years old from Detroit, 
Michigan. This focus group was held with the Patient Engaged 
Research Center at Henry Ford Health System. The talk went very 
well and added to what we learned from the previous focus group 
with women from Laurens, SC.

After our successful online focus groups, the FDA asked Dr. Ester 
Villalonga-Olives and Moaz to present on June 24th, 2020 to FDA 
collaborators and other teams who host online focus groups with 
FDA support about our online experience. Our team talked about 
how we got ready for our focus groups, what we learned, and what 
we suggest for successful online focus groups. Dr. Jasmine Cooper 
and Dr. Erin Roth of our PATIENTS Program took part in this 
discussion and shared their thoughts and experiences from other 
PATIENTS projects.



Projects and Publications

Project Title: Delphi Panel to Engage Patient Experts 
on the Value of Treatment for Food Allergy 
Collaborators: Asthma and Allergy Foundation of 
America (AAFA)     

Working with the Asthma and Allergy Foundation of 
America (AAFA), a non-profit patient organization, our 
team members Dr. Joey Mattingly and Dr. Moaz 
Abdelwadoud conducted a survey with a panel of 
patients and parents of children allergic to milk, egg, 
and/or peanut. 

The survey wanted to look at and find important 
treatment outcomes and the value of different 
treatment options to food allergy patients and parents.

Our panel agreed that it was important to reduce the 
risk of allergic reactions that could kill you and have 
treatments that worked well on patients. The best 
treatment options provide hope for a permanent cure 
for food allergy and helps lessen the fear of serious 
allergic reactions. The results of this study will inform 
future research looking at food allergy treatments.



Projects and Publications

Project: Qualitative Investigation of Telemedicine and Sleep Disorder 
Treatments
Collaborators: Walter Reed National Military Medical Center; Walter 
Reed Army Institute of Research; Fort Belvoir Community Hospital; 
and University of Maryland, Baltimore 

This project had focus groups with active duty service members and 
interviews with primary care managers and administrators in the 
military to look at key outcomes for improving sleep in the military 
healthcare system. 

The PATIENTS Program team conducted:

 
focus groups held off-base in the National Capital Region 
with active duty service members

And
 
interviews with primary care managers between September 
and December 2019; and

interviews with administrators in civilian and military 
healthcare settings between March and May 2020.

Early results look at how the disease affects patients, providers 
and healthcare administrators, barriers to getting a sleep disorder 
diagnoses and getting effective treatment and expectations and 
preferences for a telehealth-based sleep management program.



R13 Conference a Success

Thank you to everyone who registered, attended, and took part 
in the Building Capacity for Patient-Centered Research 
Conference. We had over 200 people sign up to attend this 
virtual conference held on June 19th. 

Attendees nationwide learned from researchers and their 
community members about how they built partnerships in 
their communities that are meant to last. Guests had a chance 
to ask questions and win a chance at a raffle for PATIENTS 
Program swag. 

If you missed out, don’t worry! All sessions, questions, and 
answers have been recorded and can be found soon on our 
website, Facebook, and YouTube pages. 

Shila Mortazavi, a fourth-year student pharmacist who worked 
with us, wrote about the conference in her blog posted on the 
School of Pharmacy website. Click here to read the post.

The conference was also featured on the University of 
Maryland School of Pharmacy's website. Please click here to 
read more.

We would like to thank The PATIENTS Program community 
and our funders, The Agency for Healthcare Research and 
Quality for making this meeting possible. 

Without you, this research isn’t possible!

https://blogs.pharmacy.umaryland.edu/insidesop/2020/08/05/patient-centered-outcomes-research-perspective-from-a-future-pharmacist/
https://news.pharmacy.umaryland.edu/patients-conference-showcases-national-efforts-to-build-capacity-for-patient-centered-research/


Meet Our Community Partner

Westat uses rigorous and novel research methods to improve 
outcomes in health, social policy, and education.  A full-service 
research company, Westat develops and implements surveys, 
evaluations, clinical trials, information technology and much 
more. For The PATIENTS Program, Westat guides the 
collection, review, and sharing of information, tools and 
resources that are useful to our researchers and partners.

The PATIENTS Program began working with Westat in 2012 
on a project to help understand how to reach and work with 
people of all backgrounds and experiences in research 
studies. This was done through analysis of focus groups and 
interviews with health care providers and hard-to-reach 
patients. 

"This led naturally into working on the proposal to design The 
PATIENTS Program," Paula Darby Lipman, PhD, Senior Study 
Director with Westat says. "We are proud to be one of the 
original partners on that successful effort!"



Meet Our Community Partner

Westat's role has typically been to help program staff and 
investigators create a strong process – which includes ways 
to conduct data collection and report outcomes – that can 
show program success. Westat designs and puts in place 
evaluation plans, which often means talking one-on-one with 
community members and researchers to make sure that their 
views and needs are heard and addressed. 

"The partnership has lasted in part because of the 
camaraderie and sense of purpose between the partners, 
each of whom has a place and a voice in meeting the goal of 
The PATIENTS Program -- to empower all stakeholders for 
engagement in research that matters," Lipman adds. 

In looking towards the future, Lipman notes it has been a 
delight to take part in the evolution and growth of The 
PATIENTS Program.  

"There is a true sense of purpose and impact that is 
recognized at the local community level, throughout the 
university, and nationally," she says. "We expect to be further 
inspired by the leadership and staff, and look forward to 
making our long-standing partnership stronger by bringing 
our expertise to sustain and add to the program."



Real Talk with Rodney 
and Bj's Corner

This summer, we've missed being out in the community at 
health fairs, community events, and in the churches. Instead, 
we have been talking with the community using our Facebook 
Live programs, "Real Talk with Rodney" and "Bj's Corner."           

On June 4th, Rodney and Gail Graham talked about her work 
with The PATIENTS Program. Gail is a Patient Advisor for The 
PATIENTS Program and the Director of the Mt. Lebanon 
Baptist Church HIV/AIDS Outreach Services.    

When she was first asked to meet with people from The 
PATIENTS Program, Gail was skeptical. In the past, she'd seen 
researchers only take information from the community without 
giving any information back regarding research results. 

Still doubtful, she let The PATIENTS Program have a table at 
Mt. Lebanon's World AIDS Day event. What she saw at the 
event started to change her mind about The PATIENTS 
Program. 

"People from The PATIENTS Program didn't just sit at their 
table, but helped serve the attendees food and helped with 
setting up for the event," she said. "Most importantly, they sat 
with the attendees, held their hands, and listened to what they 
had to say."         



The PATIENTS Program and Gail have worked on many 
projects together over the years, acting as a bridge between 
research and the community.

Bj offered several ways to reduce stress. One way is to sit down 
and just breathe as a way to get control when it feels like so 
much is out of your control. "Stress is an outside element," she 
says. "but you are the controller."   

Real Talk with Rodney 
and Bj's Corner

Rodney Elliott, Engagement 
Specialist with The PATIENTS 

Program   

On June 18th, Rodney Elliott talked to Bj Robinson - Shaneman, 
Senior Program Specialist with The PATIENTS Program, about 
stress management on the Facebook Live program "Bj's Corner." 

Rodney and Bj talked about what stress looks like, what causes 
stress, and, most importantly, how to deal with stress.

Gail Graham, Patient Advisor for The 
PATIENTS Program and the Director of 
the Mt. Lebanon Baptist Church 
HIV/AIDS Outreach Services.   



Real Talk with Rodney 
and Bj's Corner

She tells people to keep up with their 
friendships while we are by ourselves. 
"Talking to our friends will help us break our 
shell of social isolation," she adds.

Bj Robinson - Shaneman
Senior Program Specialist
 

Other ideas were playing games on your 
phone, like Candy Crush or crossword 
puzzles, or looking at old photos for the 
happy memories. She also says to get 
enough sleep, drink water, and find ways to 
exercise to help reduce stress.

On July 2nd, on "Real Talk with Rodney" he talked with The 
PATIENTS Program post-doctorate fellow Dr. Jasmine Cooper. She 
talks about what it is like for black women to deal with and resist 
racism, sexism, and classism. She also looks at the ways news media 
tend to reinforce or challenge existing inequality. Her interest in how 
people are treated differently guides her work. 

Before COVID-19, Rodney and Jasmine went into senior homes and 
held focus groups to talk about lack of food and resources. The 
National Institute on Aging (NIA) R24 Initiative: Building Trust to 
Enhance Diversity in Aging Research project collects data from three 
groups that are not well represented: older African-American adults, 
adults who can't see or hear well, and those who can’t leave their 
home for health reasons. 



Real Talk with Rodney 
and Bj's Corner

She notes trust is a factor, as there is 
a history of exploitation of black 
bodies. 

“It's important that we continue to 
build trust and relationships with the 
community that you’re studying,” she 
says. "Bringing black women in on 
studies means talking with them 
from the start, having the patient's 
voice be a part of the design of the 
study and building their trust."

 

   

Jasmine Cooper, MA, PhD
Postdoctoral Fellow with 
The PATIENTS Program

On July 16th, Rodney talked to Miss Bj on "Bj's Corner" about the 
seniors' role in research. She says seniors have a very important 
role in the community when it comes to research.
  
"We need to be at the table when suggestions are made about 
what research comes into our community," she says. "Many of us 
have fears based on what has happened in the past, when 
research was not done respectfully. The voice of the senior 
population can bring change as we are kings and queens of 
knowledge. We know what has happened, what is going on, and 
what could change the future if we give our voices to the 
population." 

Bj goes on to talk about how researchers can involve seniors in 
research, how seniors can take part in research, and building 
trust in the community. 



Real Talk with Rodney 
and Bj's Corner

On the July 30th "Real Talk with Rodney," he talked to Dr. Joe 
Richardson who is an an associate professor in epidemiology and 
public health at the University of Maryland College Park. He is 
also the Executive Director of the Translational Research and 
Applied Violence Intervention Lab (TRAVAIL) which looks at 
bringing together medicine, public health, law, and much more to 
understand gun violence. The goal of TRAVAIL is to create ways 
to reduce gun violence and save lives. 

Dr. Richardson is also one of the Executive Producers of the 
powerful documentary movie "Life After the Gunshot," which 
looks at gun violence and the harsh reality of many people who 
live in Washington, DC.  

Dr. Richardson (shown left) 
talked about his work with 
the Capital Region Violence 
Intervention Program 
(CAP-VIP) at Prince  
George's Hospital Trauma 
Center. He serves as co-
director along with Dr. R. 
Sean Benoit, the hospital's 
trauma medical director. 



Real Talk with Rodney 
and Bj's Corner

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.

As Rodney likes to say "Don't meet me there, beat me there!"

CAP-VIP helps people find jobs, helps with educational and 
housing needs, and provides mental health counseling, health 
insurance support and legal aid, all in an effort to break the cycle 
of violence.

Dr. Richardson and Rodney talked about the importance of 
meeting people where they are, as CAP-VIP has a Violence 
Intervention Specialist, Che Bullock, who meets with gunshot 
victims at their bedside and tells them about the program.

"Che has lived the life of these trauma victims," Dr. Richardson 
says. "He is a 'credible messenger' to talk about the program."

Rodney and Dr. Richardson also talked about gun violence as a 
public health crisis, the racial wealth gap, how policy violence 
contributes to gun violence. and how CAP-VIP has helped trauma 
victims break the cycle of violence.

https://www.facebook.com/pg/PATIENTSProgram/videos/?ref=page_internal


Press Play

The NIA R24 Initiative: Building Trust to Enhance Diversity in Aging Research is a study that addresses 
recruitment methods that are effective and efficient for recruiting and retaining underrepresented 
populations in clinical studies of aging. Members of this project give their thoughts on why is important 
to include diverse populations of older adults in research. To learn more about this project study go to 
https://www.pharmacy.umaryland.edu/programs/the-patients-program/what-we-do/nia-r24-building-
trust-to-enhance-diversity-in-aging-research/.

Why it is important to include a diverse population of older adults iWhy it is important to include a diverse population of older adults i……
Copy linkCopy link

https://www.youtube.com/watch?v=r4OCV_X83cM
https://www.youtube.com/channel/UCJRJfD-Lnx7qrV0yeLGA5HQ

