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Welcome to the Spring 2022 issue of the Patients as Partners® 
in Clinical Research newsletter. In this issue, we focus on how 
community engagement is being used by industry, health centers 
and advocacy groups to raise awareness of clinical research. 

This issue features:

LaVarne Burton, President and CEO of the American 
Kidney Fund, on how a partnership with GSK is reaching 
underrepresented patients. 

Ramona Burress, PharmD, MS, Associate Director, Diversity 
& Inclusion in Clinical Trials at Janssen, and London Wills, PhD, 
MBA, National Policy and Advocacy Director, Health Equity at 
Johnson & Johnson, on promoting clinical research and tackling 
health disparities. 

Rosamund Round, VP, Patient Innovation at Parexel, on how 
and why to operationalize compassionate clinical trial study 
closeout. 

Adrianna Boulin, MPH, Director of Community Impact and 
Engagement at Fenway Health, on how to build community trust 
through bidirectional relationships. 

Ellyn Getz, MPH, Director, R&D Patient Partnerships, R&D 
Strategic Operations at CSL Behring, on how CSL Behring is 
approaching patient community engagement. 

Evelyn González, Senior Director, Office of Community 
Outreach, Fox Chase Cancer Center, on how Fox Chase is using 
the foundation of community engagement to approach patients 
with research. 

The Patients as Partners newsletter is the official publication 
of the Patients as Partners in Clinical Research conference, 
designed for R&D executives and patient advocacy. The 
upcoming event will take place April 28-29, 2022, at the 
Sheraton Philadelphia Downtown, in Philadelphia, PA.  For more 
information, visit www.patientsaspartners.org.

Enjoy the Spring 2022 issue.
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https://www.blogtalkradio.com/pharmatalk/2020/10/29/using-sensor-technology-to-deploy-decentralized-trials-and-improve-patient-care 
https://www.blogtalkradio.com/pharmatalk/2020/10/29/using-sensor-technology-to-deploy-decentralized-trials-and-improve-patient-care 


Patients as Partners® Newsletter Spring 2022 Issue 4

How did the partnership with GSK form? 

The partnership between the American Kidney Fund 
and GlaxoSmithKline (GSK) formed due to a shared 
commitment to improving understanding and increasing 
participation in clinical trials among people of color. 
 
The Diversity in Clinical Trials campaign is an AKF 
program, made possible thanks to generous support 
from GSK. Campaign materials are available in both 
English and Spanish, and include information about 
participating in clinical trials, an interactive quiz 
dispelling clinical trial myths and a guide on talking to 
your doctor about finding an appropriate clinical trial. 
 
With GSK’s partnership, AKF is able to expand efforts 
to encourage participation in clinical trials among 
underrepresented communities and our broader 
strategy of addressing disparities and improving health 
equity in kidney care. A patient’s awareness and 
understanding of their condition they may suffer with 
goes hand in hand with their awareness and potential 
interest in joining a clinical trial. It requires truly 
understanding what the disease is, what a diagnosis 
means to them, how it can be treated, or additional 
testing that is recommended. 
 

What resources are you able to create, because 
of this partnership? 

The campaign includes new information to help 
patients in their decision-making process of 
participating in a clinical trial, as well as a new web 

page focused on the importance of clinical trial 
participation by people of color. 
 
Many patients are getting care at locations like health 
clinics, urgent care centers or even emergency rooms. 
For those patients, other layers such as broadband 
internet limitations or language barriers may 
complicate access further. 
 

Why is this work so necessary?

Although people of color are more likely to have 
kidney failure, they are underrepresented in clinical 
trials. About 33% of people with kidney failure are 
Black, but they’re only about 9% of clinical trial 
participants. Hispanic people are nearly 1.5 times 
more likely to have kidney failure compared to non-
Hispanic people, but only about 1 in 10 clinical trial 
participants are Hispanic. 

How a Partnership 
with GSK is Reaching 
Underrepresented 
Patients Through the 
American Kidney Fund 

LaVarne Addison Burton is President and Chief 
Executive Officer of the American Kidney Fund 
(AKF), a national nonprofit organization whose 
mission is to fight kidney disease and help people 
live healthier lives. 

“With GSK’s partnership, 
AKF is able to expand 
efforts to encourage 
participation in clinical trials 
among underrepresented 
communities and our broader 
strategy of addressing 
disparities and improving 
health equity in kidney care.”
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What was the general response from your 
community about being approached about trial 
participation? 

To date, our efforts to reach the kidney community 
about clinical trial participation has been met with a lot 
of positivity, curiosity and openness because people 
in the community feel seen when their conditions are 
being talked about and reflected in the spaces where 
they consume content. 
 

In what ways are you identifying patients for clinical 
research, and presenting the option to them? 

In a research study we engaged in clinical trial 
recruitment, we found that non-white participants 
were more likely to trust their friends/peers who have 
participated in clinical trials. Because of that, an important 
aspect of our work is trying to incorporate trusted voices 
and peers into our campaigns, as well as ensuring broad 
representation in our images and messages to reflect the 
diversity of our patient community.
 
Once we’ve engaged key audiences, we drive them to 
a relevant trial website and/or to our website and share 
interactive content, such as quizzes to help dispel myths 
and misconceptions around clinical trial participation. 
 

What are some of the unmet needs or barriers to 
access in your community that you’ve uncovered in 
your research, that you’re working to address, and 
how could pharma help you in addressing that?

Many patients are getting care at locations like health 
clinics, urgent care centers or even emergency rooms. 
For those patients, other layers such as broadband 
internet limitations or language barriers may complicate 
access further.

One example of our work advising around study design 
is making sure that sites and trial appointments are 
easily accessible to patients (on public transportation 
routes) and are more than just the Monday through 
Friday, 9 to 5 timeframe, when many patients are at 
their life-sustaining dialysis treatments, and those who 
are able to work have job obligations. As a health 

community, we also should collectively address ways 
to effectively use telehealth opportunities, while also 
clarifying when an in-person visit is needed.

What are your final thoughts for pharma 
readers on how to engage with underserved 
communities?

Racial bias among health care practitioners 
unfortunately plays a role in the current lack of diversity. 
In many cases, people of color would be willing to 
participate in a clinical trial, if only it were recommended 
to them by their provider. We hope that by shining 
a light on these systemic issues, and equipping 
communities of color with information about clinical 
trials and how to engage with their care team, we can 
improve representation and ensure new therapies work 
for the people who need them the most. 
 
When an innovative treatment for autosomal dominant 
polycystic kidney disease (ADPKD) was approved 
a few years ago, the entire advocacy community 
celebrated because it was the first treatment for 
kidney disease to be approved in 50 years. And it was 
through innovative research, adequate investment, and 
proactive patient engagement, that a major milestone 
was achieved for the kidney community.
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How would you describe your approach to health 
equity?

LW: I would say our approach for community 
engagement starts with listening, connecting with 
community leaders/influencers to gain their perspective 
on problems as they see it regarding health inequities.  
As a result, we are starting to build meaningful 
external relationships, setting up test and learning 
opportunities, and responding to stakeholders in a 
timely manner in hopes of identifying areas of interest.

What is your advice on understanding health 
inequities especially in clinical research? 

RB: It starts with understanding that clinical research 
has a complicated history, when it comes to minority 
and underrepresented populations. We have historical 
events – such as the Tuskegee syphilis experiment 
or Puerto Rican birth control pill trials – that have 
heightened the level of distrust that there may be when 
it comes to clinical research. 

It’s important that we have conversations and 
dialogues around how the clinical trial process has 
changed from those time points in history. And it’s 
more so important as healthcare delivery is entering 
into an era of precision medicine, where we are 
reshaping how healthcare looks and we know that 
without tailoring care for everyone, folks are going to 
be left behind. Clinical research is a huge component 
of how we engage communities to address health 
equity, encompassing social determinants of health 
and other compounding factors, when it comes to 
ensuring positive patient outcomes. 

Can you speak to the “Research Includes Me” 
website, and what it hopes to accomplish?

RB: We set up “Research Includes Me” as a platform 
to drive conversations around education and 
awareness in communities, specifically addressing 
why it’s important to have that diverse representation 
in research. On the website, there are patient-facing 
materials, such as brochures, videos that answer all 
the questions that community members may have, 
such as around the specifics about clinical research, 
the phases, how patients’ rights are protected, etc. 

We started the “Research Includes Me” platform 
by listening to the patients and communities first, 
understanding how they wanted to receive information 
about clinical trials, what information that they want 
to receive, and how that information looks when 
we present it. It has definitely been central to our 
community activities and our partnerships as a 
platform that we use to drive that dialogue around why 
diverse participation in clinical trials is important.

Janssen & JnJ Dual 
Perspectives on 
Promoting Clinical 
Research and Tackling 
Health Disparities 

Ramona Burress, PharmD, MS, is Associate 
Director, Diversity & Inclusion in Clinical Trials at 
Janssen. London Wills, PhD, MBA, is National 
Policy and Advocacy Director, Health Equity at 
Johnson & Johnson. 

“Clinical research is a huge 
component of how we engage 
communities to address health 
equity, encompassing social 
determinants of health and 
other compounding factors, 
when it comes to ensuring 
positive patient outcomes.”
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What was the process of creating universally 
understood patient-centric materials?

RB: It started with putting together a focus group of 
patients from diverse backgrounds and with diverse, 
challenging medical conditions to understand what 
type of information they wanted to receive. It’s a way 
to reach underrepresented communities, and we want 
to meet folks where they are. 

It required being on the ground, understanding that 
there was a certain level of health literacy variance that 
may exist across different communities, and making 
sure that the information on the website provided 
information about why it’s important to be a part of 
research and how we develop medications to ensure 
that they’re safe and effective.

What are some of your other initiatives? 

LW: We’re doing innovative things like working with 
Historically Black Colleges and Universities (HBCUs). 
We’re working with advocacy organizations to 
identify access issues, educational gaps, promote 
awareness, and find other gaps. We’re also working 
with faith-based organizations to optimize our reach, 
work with trusted community leaders, tap into 
their health ministries, and more importantly create 
trusted partnerships to drive change in underserved 
communities. Lastly, we are aligning efforts around 
STEM2D.  We’re looking at underserved communities 
and focusing on partnering with STEM based schools 
to share our resources and time.  As a result, we’ve 
had a chance to talk to high school students who 
are thinking about a STEM career and giving them 
exposure to our own journeys into science.

Can you provide an example on how you got 
the messaging and communication right for a 
specific community?  

RB: One of our community partners is an organization 
called National Black Church Initiative. We had our 
standardized materials from our “Research Includes 
Me” platform, which we had included the patient voice, 

but when it came to tailoring our message, we found 
that some of those materials were not successful 
within our National Black Church partnership. So we 
were able to take the existing materials and make 
edits to co-create and craft language that landed and 
resonated with the communities we were trying to 
reach. That led to more robust participation as a result. 

Being willing to co-create, whether it’s programmatic 
components or materials used to engage communities, 
that’s definitely important, but also important is 
seeking opportunities to have informal engagements. 
Those tend to be the most successful: having those 
community conversations and community dialogue, 
where we’re able to insert clinical trials into that 
conversation, but understanding that we want to be 
conscious of the broader life of a patient. 

How do you set up expectations on what the 
partnership will look like and hope to achieve? 

LW: You have to be honest and authentic with the 
shared goals that you’re both trying to achieve. 
You have to make sure that there are metrics and 
milestones that you’re capturing, so that you can show 
you are listening. You start working with the end in 
mind; you show how you’re going to get there and you 
bring them along with you on the journey.

“It’s important that we have 
conversations and dialogues 
around how the clinical trial 
process has changed, and it’s 
more so important as healthcare 
delivery is entering into an era 
of precision medicine.”
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You’re a proponent of “compassionate study 
closeout.” What does that mean to you?

Traditionally, the major focus of clinical research and patients 
is on recruitment and retention. And I think for quite a long 
time, researchers and sites have perhaps overlooked that 
last communication step to patients when the study ends. 
We’ve heard that from patients; they may have their last 
visit, which to them is a momentous occasion, and no one 
says thank you, no one wishes them well. And then after 
that, often the patient is not privy to the  study outcome, 
if the drug was approved, or they are not necessarily 
supported with transition to a different treatment. 

Lack of information can be a big letdown for patients, 
especially when they and their caregivers have put so 
much time and effort into being part of research. We 
want to encourage our partners in the industry to think, 
“Are we thanking people for their time and effort? Do they 
have access to their personal trial data? And do they 
know the results of the study afterwards?” Unfortunately, 
the answer to some or all of those questions is often 
“No,” but that’s something that we want to raise 
awareness of and see how we work harder to change it. 

Why do you feel that closeout communication is 
such a necessary part of a patient’s journey? 

Study participants give so much of themselves to participate 
in research; a lot is asked of patients. They tell us that the 
practical aspect of being included in research is usually 
around half of the challenge; a multitude of other factors go 
along with being in a trial besides the medical treatment. Our 
industry needs to model and demonstrate patient respect 
and support them with their transition from the study. 

Consider the population who responded well to the 
drug during the trial. What support will be provided after 
the trial ends, if the drug is no longer available? As they 
transition back to regular care, how can we leave them 

feeling satisfied with their experience? It’s important to 
give people as much information as possible. After all 
of that time, attention and care that they’ve given to 
participating in the study, can the trial sponsor champion 
them as they exit the study? 

How did the idea for this emerge? Was it coming out 
of your research? What came from your research 
that study closeout was disappointing to patients? 

During Parexel’s Patient Advisory Council meetings, we 
heard from patients who expressed that  the end of a trial 
isn’t always a great experience. While we can’t definitively 
say that we’re the only ones focusing on improving the 
process and closeout, we are very experienced and 
take a holistic approach to patient care from recruitment 
through to study closeout.  

When we think about the patient focus, I’ve always thought 
about it from the very beginning: how to understand who 
the patient is as a person so that we can build the protocol 
correctly, through the entire process. So for me, the end 
of the study was always a natural piece of that. Parexel 
has been implementing programs  like thank-you cards for 
several years; we’ve been offering lay summaries almost as 
long. Data returns is a more recent topic of discussion. 

What did you learn that patients wanted most from 
a closeout? 

We learned that the most highly rated priority was a printed 
or digital summary of the study findings and instructions 
on how to access trial results. People want to understand 
what happened with the study, and why it was worthwhile 
for them to participate and further medical science. Second 
was providing their personal trial data back to them, 
such as lab and imaging results. You often receive extra 

How and Why to 
Operationalize 
Compassionate Clinical 
Trial Study Closeout 

Rosamund Round is VP, Patient Innovation at 
Parexel, leading the Patient Innovation Center and 
decentralized clinical trials service, dedicated to 
improving patient access to and experiences in 
clinical trials. 
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tests and procedures when you’re part of a clinical trial. 
Though patients couldn’t necessarily access all of the test 
results during the study, especially if it is a blinded trial, but 
perhaps afterwards, they could be empowered with more 
information about the disease as an additional benefit. 

Number three was an additional printed copy of the 
scientific or medical journal publication related to the 
study. Usually when we provide a summary to patients, 
it is a lay summary that explains things clearly and 
simply to make the information accessible. But a lot of 
patients would actually like to see more detailed scientific 
information. Number four is that thank you card, either in 
the mail or at the last visit – simple but important. 

Are there items you researched that are interesting to 
patients but may be more operationally challenging? 

One topic of patient interest was an overview of their 
compliance to the study requirements. That surprised me, 
but it was mentioned quite a few times. Also, a monthly 
or a quarterly newsletter about the study, which can be 
operationally challenging as limited information can be 
shared during the trial, although it is absolutely possible. 

Patients also want to be told if they received a placebo, and 
then would like access to the trial drug if it performed well 
for them, as well as having assurances of a lifetime supply if 
the drug is approved. That is out of our hands as a CRO but 
was interesting to be highlighted as important by patients. 

How easily can this be planned for and operationalized 
in the course of normal study planning? 

The easiest way is to plan is from the beginning, 
because that’s when study budgets are being pulled 
together. And to make the process simple by providing 
a package of tools that enhance the patient experience 
and support compassionate closeout. 

That said, providing a thank-you card works out to about $5 
each, or a template could be sent to study sites to print and 
provide to study participants locally. Lay summaries are now 
a requirement in Europe too, so they should be included 
in every global study. This is an example of regulatory 
guidance driving the positive impact of adoption. 

Why has this not been done before and why is now 
the moment to change that?

We did some research in 2018 with the Economist 
Intelligence Unit around the impact of patient centricity. 
In that research, we showed that from a business 
perspective, there was a 19% greater likelihood of drug 
launch when a patient-centric approach was taken. 
Because of that, we were able to move the conversation 
from “This is the right and the ethical thing to do,” to 
“This has a business benefit, too.” We started seeing 
greater adoption of patient centric practices. 

And as we’ve seen this prioritization of this focus on patient 
needs, it has been more on recruitment and retention. I 
don’t believe that that is from any ill intent; it’s likely that 
people just hadn’t thought about it and that compassionate 
study closeout is the next wave of patient centricity. 

What is the breakdown of labor, such as on the site 
level, for implementing this? 

The most logical path for universal implementation is 
for a centrally coordinated effort. On many clinical trials, 
there’s a central patient engagement strategy including 
things like patient education materials, so compassionate 
closeout can be built into that. This is best, because sites 
are busy and, depending on the country, they can often 
be under-resourced. We don’t want to place an extra 
burden on them. The ideal scenario is to  provide the site 
the tools and information and resources needed, and 
then the site is the communication vehicle to the patient. 

Do you foresee any difficulties from a regulatory 
perspective? 

From a regulatory perspective, there’s nothing that I’ve talked 
about that I could see a regulator not being amenable to. And 
we are already implementing many of these things globally. 

The feedback we got from Parexel’s patient advisory 
council members included people from all over the world. 
Pre-pandemic, I attended a few US conferences where 
there was a lot of talk about data returns and the data 
package. And I think in the US, because people tend to 
shop around for healthcare options more, and patients 
may have higher expectations around data returns so it 
was something that was discussed more frequently. 

In the EU, it’s not something I have heard as much of, so 
there are definite cultural elements to what people have 
prioritized as being important. 

The overall theme of this issue is about community 
engagement, which includes building trust with 
patients. How does this fit into that? 

When we talk to trusted advocates and advocacy 
groups, they do not want one-off, transactional 
relationships. They seek long-term, meaningful 
relationships and partnerships. And if these groups and 
their members  see that we are holding up our end and 
being thoughtful, they are more inclined to share these 
kinds of trial opportunities with their communities. To me, 
I view it as a bookend to community engagement work.

For more information, visit www.parexel.com

https://www.parexel.com/
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What is the work you are leading at Fenway?

Currently I’m the Director of Community Impact 
and Engagement. Previously, I was the Community 
Engagement Manager for Fenway Institute, which 
is the Research Policy, Education and Training 
Division at Fenway Health, leading the community 
engagement, community education and recruitment 
of our clinical research studies.

Can you tell us about the mobile health unit 
Fenway Health utilized for your COVID-19 
vaccine trial? 

We had the opportunity to do the AstraZeneca 
COVID-19 research study. AstraZeneca offered us 
the opportunity to have a mobile unit deployed to 
reach communities that had difficulty reaching us, and 
communities that we haven’t been able to access as 
easily before such as Lynn, MA. In Lynn, we found 
a community that was filled with enthusiasm and 
excitement; the resource just needed to be there. 

Tell us more about the community’s response 
in receiving an opportunity to participate in a 
COVID vaccine study? 

There were diverse feelings. Some folks said, “I don’t 
want to be a part of that.” Others said, “Wow, I can 
have this opportunity? I would love to do it.” We had 

so many referrals from people who said, “Not for me, 
but I think this person would like it.” 

Initially, we were all getting a lot of different, rapidly 
changing information about the pandemic. This 
created an opportunity to have conversations with 
people in the town. “I heard this on the news; what 
did you think?” Or people asking, “Since you’re in this 
role, tell me more about this.” It allowed for a lot of 
opportunities to do some education around COVID 
and other issues. So even on days where we didn’t 
enroll anyone for a study, we were able to educate so 
many different people. 

What was key about the success of that mobile 
unit in Lynn? 

Strategically, we were right next to Lynn Community 
Health Center. The idea was that we did not want 
to be “Fenway Health,” coming into an area, and 
when we left, someone wouldn’t know where to go. 
We wanted to be close to where the resources are, 
so we could say, “We’re here because we have this 
opportunity right now, and we are going to continue 
research and relationships, but there are great 
permanent resources in your local area here.” 

We used the visibility of the mobile unit next to the 
Lynn Community Health Center to uplift and amplify 
the resources that were already in the community.

How to Build 
Community Trust 
through Bidirectional 
Relationships

Adrianna Boulin, MPH, is Director of Community 
Impact and Engagement at Fenway Health, 
supporting the implementation of plans focused 
on deeper engagement with communities Fenway 
Health aims to serve and engage.
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How are you engaging patients to propose 
clinical research as an option for them? 

We are engaging them through our Electronic Health 
Record (EHR). Prior to COVID, we had our staff 
engaging people in the waiting room.

We also want to reach people in the community who 
are either not currently part of our patient population 
or for whom our site might not be as accessible. We 
often do this by working with community partners 
such as the Multicultural AIDS Coalition. We’ve 
partnered with them on many occasions to engage 
folks in the work that we’re doing. 

What is the process of identifying and 
approaching a patient from the EHR? 

We have established a protocol of how we reach out 
to patients once they’re identified in our EHR. Typically, 
we look at who’s coming in for an appointment in order 
to connect with their provider to say, “We see this 
person might be a good candidate for this research 
study and we see that you’re meeting with them. In 
your conversation with them, and with the trust you 
have, can you bring this up? I will also be on call and 
am happy to come down and speak with this person.” 

That’s typically the approach we propose. Sometimes 
we hear from the provider, “This person is not going 
to want to hear from me; it would be better if you just 
text them,” so we actually have protocols in place for 
texting patients. 

We found, especially during the pandemic, that it 
is sometimes better received to send a text versus 
setting up a video call. We’ve received a lot of good 
reactions just from saying, “This is who we are. We 
are excited to engage with you. This is why we think 
you might be interested in this study.” 

We like to seek information from the provider to gauge 
how best to approach and engage with patients 
using trusted relationships that already exist. If this 
is someone who has other providers outside of their 
physician, we may try to connect with them as well. 

Can you give an example of forming a 
relationship and building trust with a community 
group? 

As part of Fenway Health’s mission, we center 
Black, Indigenous and People of Color and other 
underserved communities. We do this not just by 
providing health care, but also as a focus of who 
we’re trying to engage in our research. For example, 
we’ve supported the Ball community in Boston. 
Balls date as far back as 1860, with the purpose 
of bringing people together from the LGBTQ+ and 
BIPOC community so they may heal, learn and relax, 
and have fun in a safe environment where they can 
freely express their true selves. We frequently attend 
their events both as a way to distribute information 
and also just as participants to show that we’re being 
a supportive part of their community. Because of that, 
I have friends now that I can say, “It was great going 
to that event. Let me share a study with you.” It is 
about creating those relationships. 

Having worked in community engagement, 
what would be your advice or best practices for 
pharma groups doing this work?

I would say two things. One is bidirectionality. I see 
someone choosing, or even thinking about engaging 
in, research as a union. Some element of that 
relationship needs to be involved when engaging 
with them. That’s what builds trust and security and 
supports the foundation that will allow for continued 
engagement and research. 

The other is by having community at the table 
when research protocols are being written and 
having community “build” the table by encouraging 
principal investigators and pharma professionals 
to be representatives of the community. It requires 
thinking about how we can bring the community into 
the industry, what programs we can provide, such as 
continuing medical education, etc. 
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How are you developing relationships with 
community groups? 

We work to align internally, especially between our 
R&D and our commercial teams, around connections 
that already exist in the organization and around 
potential engagement opportunities. We are building 
relationships with community groups to understand 
any unmet patient needs and areas of collaboration 
years before any recruitment or engagement efforts 
are underway.

Patients rely on the clinical research enterprise to be a 
very coordinated and open system of care, and CSL 
is always looking for ways to eliminate participation 
burden and make information about our studies more 
accessible. Potential participants expect to hear about 
trials from trusted individuals in their communities 
and care providers. We must do our part by providing 
materials and tools that allow these trusted individuals 
to evaluate opportunities for patients easily and 
confidently, and to enable them to serve as patient 
engagement facilitators. 

Are you leaving behind materials, or establishing 
consistent contact, etc.? 

Communication is key for us. For those who are 
considering joining a clinical trial, CSL recently 
created a new website, CSLBehringTrials.com, that 
answers common questions, informs them about the 
process, and gives details about current trials. For 
trial participants, we’re updating our informed consent 
forms and putting them in a more digestible format. 
CSL is also translating trial results into plain language 

for all our studies and delivering thank you cards to 
participants through our site partners. 

We have developed different toolkits to provide general 
education and referral materials. We are providing general 
education about clinical research on CSLBehringTrials.
com and supporting additional engagement after patients 
have expressed interest in participating in our studies. 
Additionally, CSL Behring strives to provide web-based and 
digital support for study participants throughout and beyond 
their involvement in our studies. Our CSLBehring.com 
website, including the regularly updated Vita section, offers 
general information about our therapeutic focus areas. 

“If we are able to help raise 
awareness about clinical 
trials in general, work with 
community groups, and rebuild 
a sense of trust in the research 
enterprise, that’s going to 
benefit patients globally.”

What lessons have your teams learned from 
communicating with patients in the community?

Some of the feedback I’ve gotten from teams internally 
is that they may be worried about overpromising if 
the company might ultimately decide not to pursue a 
particular indication down the line. However, we feel 

How CSL Behring is 
Approaching Patient 
Engagement

Ellyn Getz, MPH, is Director, R&D Patient 
Partnerships, R&D Strategic Operations at CSL 
Behring, a global biotech that develops and 
manufactures medicines for people who have 
rare and serious diseases. Getz works with teams 
across R&D to gather key insights from patients, 
caregivers, healthcare providers and researchers. 
She also co-develops strategies to support patient 
engagement, recruitment, retention and recognition. 
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that it’s important to acknowledge these concerns and 
recognize that there are many stakeholders involved 
in these decisions. We found so far that having our 
medical affairs team involved in these early discussions 
has been very helpful to ensure alignment between our 
R&D leaders and commercial colleagues. 

Also, as we engage with these community groups, 
we’ve learned that we need to offer a number of 
different ways for the community to engage and learn 
with us. These community groups are a vital part of 
the patient support system, and patient engagement is 
about working with patients, their families, and patient 
advocates in the broader healthcare community as 
partners in this development process. 

What are some of CSL’s community and patient 
engagement activities? 

CSL is driven by its promise to patients and has, 
for several years, been educating the public and 
raising awareness about our clinical trials, sharing 
public health messaging around the value of vaccines 
and plasma donation, as well as recognizing the 
importance of diverse participation through grassroots 
educational events like CISCRP’s AWARE for All 
program and Greater Gift’s PopUp Star. 

We are cultivating relationships with advocacy groups 
within our therapeutic areas and strengthening 
partnerships with sites through our ambassadors and 
clinical trial educators. Collaborations with site, patient, 
and health care professional advisory boards are 
deepening our understanding about clinical research 
and clinical care access issues and providing important 
input into our clinical trials, new therapies and vaccines. 

What is the hope with the activities CSL is 
engaging in? 

We hope that each of these efforts improves public health 
literacy and health equity. Our goal is to increase access 
and personalize the experience that patients, their support 
networks, and healthcare providers have with CSL. 

Patient engagement is not just a set of standard 
practices. It really evolves over time as patient needs 
change, as we aim to develop therapies that are 
effective and safe across diverse patient populations, 
as our study designs change and as we pursue 
new therapeutic indications. We need to be able to 
pivot and adapt. Our R&D Patient Partnerships team 

ensures that the patient voice is embedded at every 
stage and that patient engagement initiatives are 
considered well before they’re needed and engrained 
in our planning and execution processes. 

What are some of the partnerships or activities 
that are raising the profile of clinical research 
with potential participants? 

We are a member of CISCRP’s AWARE for All Industry 
Consortium, which supports five clinical research 
educational events per year in diverse communities 
around the United States. Being members of the 
PhRMA and BIO diversity workstreams is helping us 
envision ways our industry can be more inclusive of 
under-represented communities. CSL participated in 
the Tufts Center for the Study of Drug Development 
site diversity workstream and, as part of its cross-
industry workgroup, we’re involved in the development 
of an assessment tool to measure the impact of patient 
engagement activities. 

With the self-assessment tool, what outcomes 
are you measuring?  

The outcomes that we will be measuring within the DIA 
/ Tufts CSDD Patient Engagement Self-Assessment 
Tool will be looking at study participants’ attitudes and 
experience, recruitment and retention effectiveness, 
clinical trial cycle times, and overall company and 
development performance. This routine assessment 
tool will further demonstrate the impact of patient 
engagement on the drug lifecycle and patient-
related outcomes, and it will ensure engagement of 
representative populations.

CSL is committed to ensuring that the patient voice 
is incorporated across all aspects of the clinical trial 
lifecycle. We will continue to listen to patients’ and 
care-partners’ feedback in order to co-create positive 
and supportive clinical trial experiences that recognize 
patients as partners in our studies. And we will continue 
to improve access to information and study opportunities 
among diverse communities around the world.

CSL recognizes that if we are able to help raise awareness 
about clinical trials in general, work with community 
groups, and rebuild a sense of trust in the research 
enterprise, that’s going to benefit patients globally – as well 
as all companies in the life sciences industry – as we work 
to advance medicine and public health.
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How is Fox Chase engaging with 
underrepresented groups to raise awareness of 
clinical research? 

One strategy we have employed is training lay 
community ambassadors on the clinical trial history, 
process, barriers to participation and patient protection 
measures that are in place. These ambassadors then 
go out and disseminate the information amongst 
their networks. Another way we collaborate with 
our ambassadors is when we hold community 
dialogues. During these sessions, we ask one of our 
ambassadors who have participated in a clinical trial 
to join a physician on a panel. I interview both of them 
and allow the audience to ask the panel questions. We 
talk about the informed consent process, how they 
came to the decision, etc., with the goal of imparting 
information from the perspective of someone who has 
been in a trial. 

We’re also looking at other ways to engage, such as 
working with networks of community. For example, 
right now one of our behavioral researchers has a 
study to develop a curriculum for couples going 
through the breast cancer journey. We actively 
promote these studies at educational events or on our 
community Facebook page. You never know what is 
going to hit or what people will be interested in. 

You are also doing work in the community using 
mobile screening units. How does that allow you 
to engage more closely with patients?

Fox Chase has had a mobile screening unit for over 
30 years providing breast cancer screenings, and we 

are in the midst of obtaining a new mobile screening 
unit. Our new unit will have an examination table so we 
can expand our screening services. We’ve also added 
a phlebotomy chair so we can support our research 
enterprise. Specifically, we can provide education 
about medical research and increase access to 
biospecimen participation. 

Several years ago, we successfully implemented 
biospecimen study. Through the informed consent 
process, participants learned the purpose of the study 
which was, in part, to increase representation from 
diverse populations. We helped them understand the 
importance of being represented. After we discussed 
the aims of the project and health disparities, we asked 
if they would be willing to provide a sample (saliva or 
blood); 95% of the people we spoke with gave us a 
sample; 65% gave blood. 

“You have to be visible, flexible 
and at times work on unrelated 
projects that have little to do 
with cancer.”

What do you think made the difference between 
someone donating versus not?

We believe that once we helped them understand the 
research aims to improve representation and how we 
could gain more information from a blood sample, 
most were willing to give blood (65%). 

How Fox Chase is 
Using the Foundation of 
Community Engagement 
to Approach Patients 
with Research

Evelyn González is Senior Director, Office 
of Community Outreach, at Fox Chase 
Cancer Center, leading the administration and 
implementation of community engagement 
programs, which include education, cancer 
screening, and community research.
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Another important factor is not just going to the 
community when you need something from them. 
Here at Fox Chase, the model the Office of Community 
Outreach utilizes is building long-term partnerships. 
Our team has worked with our community partners on 
other unrelated projects, the people at the church we 
were working with for this study had seen us before. 
You have to be visible, flexible and at times work on 
unrelated projects that have little to do with cancer.

You were a part of the development of a 
framework to address cancer care disparities. 
How did you get involved? 

I met Jeanne Regnante of LUNGevity through our 
Merck partner. She had reached out to me several 
years ago, looking to address the issue of diversity 
in clinical trials. She was interested in bringing 
individuals from around the country together to provide 
recommendations or strategies that other centers 
could implement. Through roundtable discussions with 
cancer centers from around the United States, we 
developed a framework that we believe will address 
barriers within the cancer spectrum that can negatively 
impact patients. 

We then turned our attention to community 
engagement. If people aren’t seeking healthcare 
due to social determinants of health such as lack 
of insurance, language barriers, transportation, low 
health literacy – how do we begin to address those 
issues? How do we help the community understand 
and demystify clinical research and address their 
perceptions of research, especially given some of the 
past abuses that have transpired? 

How are you changing that perception through 
community engagement? 

Community engagement plays an important role not 
only in helping the community understand health and 
health systems, but staff working with the community 
can educate CCC staff on how to work more effectively 
with diverse communities. We can identify where 
the cancer burden is in our catchment area, which 
populations are disproportionately affected, and then 
directly identify key stakeholders in those communities 
to work with. 

If we can come to that community and say, “Did 
you know how much higher liver cancer is in this 
community?” that makes a difference. We’ve tailored it 
to what is happening in your specific neighborhood. We 
can engage those stakeholders in those discussions, 
including the role of research and participation in clinical 
trials. If you can get the stakeholders, the people 
that have the greatest influence on those community 
members, to understand what you’re doing then they 
are more likely to support that effort. 

What is a lesson you’ve learned about engaging 
with key community stakeholders?

You have your own agenda, but the reality is that it 
may not be their agenda. You might have to meet them 
where they are first, before they’re willing to work with 
you on what you want. Building trust is really critical. 
What it requires is time and presence. For example, 
I reached out to a stakeholder, January 2020, which 
was right before COVID. Pretty much everything shut 
down the next two years, which makes it difficult 
because people are more closed off, or – when things 
go virtual – many people don’t have broadband 
access or computers, let alone how to navigate all 
the platforms. They are not always computer savvy so 
virtual can’t be the only option. But then, four weeks 
ago, that stakeholder reached out to me. It’s a time 
investment, staying connected. But it’s a matter of 
“When they call, you better be ready to respond,” 
because if you cannot find a way to work with that 
partner, you’ve lost them.


