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Background: To support community organization participation in clinical research collaborations, we need
to understand organizational concerns, strengths and challenges in this area. There’s been a lot of research
on individual decision making about clinical research participation and barriers to participation in clinical tri-
als among diverse groups™” and some research on interventions to increase diverse participation in clinical
research.’ However, we haven’t found any research on how community organizations view partnering with
research institutions for the purpose of educating community members about clinical research participation
and/or partnering on the design and conduct of clinical research.

Purpose: Northwestern University’s Alliance for Research in Chicagoland Communities (ARCC) conducted
this study to learn more about community perspectives and inform efforts to engage community organiza-
tions as partners in clinical research. We asked about communities’ experiences and concerns with clinical
trials; their preferred methods for educating their communities about clinical research and research partici-
pation opportunities, and preferences regarding the role community organizations could/should play in edu-
cating communities about clinical research and giving input on clinical research design and conduct.

Methods: Three, 2 hour-long focus groups were held in fall 2015. Participants included organizational staff
representing community-based, faith-based and patient advocacy organizations. Focus group participants
were recruited from ARCC contacts. Focus groups began with sharing definitions and examples of clinical re-
search to build shared understanding of the topic. Focus groups were recorded and transcribed verbatim. A
team of three study team members analyzed the focus group transcripts.

The analysis focused on two questions.

1) How do community, faith and patient advocacy organizations want to support their communities’ engage-
ment in clinical research?

2) How do these organizations want Northwestern University to engage with communities regarding clinical
research?

Initial findings were shared with focus group participants for feedback during two group conference calls.
Findings were refined based on this feedback.

Results: A total of 24 individuals participated in the focus groups representing 15 community organiza-
tions, 4 faith-based organizations, and 3 patient advocacy organizations.

Key Findings:
¢+ Community organizations want to contribute their expertise, knowledge, and connections to inform

the design and conduct of clinical research and facilitate diverse community participation. Most see
this as a way to serve their communities.

¢ Communities want Northwestern University to engage with and contribute to communities as part of
clinical research projects, as well as at non-project specific and institutional levels.

¢ Much of communities’ willingness to support clinical research is dependent on the university’s respect
of and investment in communities.
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Findings
How do community organizations want to support clinical research?

Educate NU
3 about community

Expertise/ \/ . “We’ll educate you (Northwestern) about ‘this is
knOWIedge of } Research design what our makeup is, this is what we look like, these
community Recruitment are our needs.’ | see that you are coming in because
to inform A (Serve as advisor L Seemination you think we need this, but maybe we don’t. But you
— { Culturally need to know that.” (FG 1)
resea rch or consultant appropriate
‘ Convene/serve on
advisory board
Proposal review
(Serve on
Llnstiluticnal
Review Board
“..{We could} participate in the implementation of
the research. This wasn’t a clinical trial, but one thing
that {our organization} did was this health needs
Broker intros assessment. Two of our community health workers
y between NU & were given training to administer surveys, and they
. ; actually went out and did the surveys. | know that
Build on - community gets more difficult when you talk about medical re-
community search, but if there’s some way to get people in the
connections Community c.ommunlty a.ct'uaIIy .partlcw.)atlng in the implementa-
Y members hired tion F)fthe clln!cgl tr-lal, I"thlnk that would get a lot of
— buy-in for participation.” (FG 2)

as part of
research team

\\ Co-brand “(We could do) presFreening for the research that they

) want to come out with. So if you had your researchers
materials write a two-pager about what they want to do- with
the criteria that people can read through. Like a grant
review but a research review ...We could tell you ‘yeah
that won’t work, You shouldn’t even waste your time
doing it’.“ (FG 1)

“I think it’s a lot about finding the right people too,
because if you want to research a topic that | may not

/ Host/co-host events to have any interest in, I'm less likely to take my own time
Facilitate " lincrease community to make that happen. But | would be likely to intro-

. knowledge duce you to somebody from the neighborhood who is
community that person. That’s their livelihood, that’s where they
readiness live, that’s their zone....Make sure you’re finding the

. right people, yeah.” (FG 3)
for clinical ~ Educate community
research “"| about clinical ) :
research Every opportunity | get | try to educate a group of peo-

ple, letting them know that you might not need it now,
but by you not participating in it, your community, your
ethnic group, or whatever, is suffering because you’re
not part of the sample that they’re testing.” (FG 3)

Community Perspectives on Supporting Clinical Research



Findings

What do Community Organizations want Northwestern to do?
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“{NU} Show up at a community before you need some-
thing. Try to make the first instance of a relationship
be more than ‘we would like to get this from you’, but
‘hey, we want to get to know your community.” Spend
a little more time on the actual relationship building
before you go in my pocket.” (FG 1)

Show a presence. Before it’s time for the actual study
...You know, when we have functions on the south
side, like if it’s the Africa Fest or old school picnic, just
come...” (FG 1)

“I think all the organizations at the table have limited
resources. So what do you {NU} actually bring to our
community, from our terms, rather than on your
terms?” (FG2)

“...And showing up at their health fairs or whatever
their things are, even if your purpose at that mo-
ment isn’t to take names on a list for recruitment
but just to kind of to get to know us, ‘we care
about your community more than just this study.
We care about you. We're here at your health fair
maybe giving free blood pressure checks or free
whatever, for the day, just to get to know the com-
munity, and to get a feel forit.”” (FG 1)

“I think it goes back to that being part of the fabric
of a community, because to just swoop in and offer
something that’s supposedly going to benefit you
without being part of the community fabric is
looked upon with suspicion, because it’s just, ‘who
are you?” (FG 2)

“The level of funding or other resources that might
be provided have to be kind of commensurate with
the level of participate and the work that’s re-
quired.” (FG2)



What do Community Organizations want Northwestern to do?
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“Many of the community organizations | work with in
my neighborhood- sometimes we have positive rela-
tionships with smaller healthcare providers. And
that’s a permanent relationship we have, and so it
might behoove Northwestern to come in and say,
‘these are the people who are actually on the ground
providing clinical services.” And so my organization
and that organization together could partner with NU
and some resources could be channeled.” (FG2)

“Having the research team come into the community
and say ‘this is the research we want to conduct.” Is
there a way to reverse that and say ‘our community is
really passionate about the fact that all of our kids are
obese. Who's doing research on obesity? Bring them
in, we want to do it!” (FG 1)

“...if you strengthen the partners who are going to be

here when you’re gone, when your research project is
over, will the clinic down the street be a little stronger
because you’ve been in the neighborhood?” (FG 2)
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IMPLICATIONS/NEXT STEPS: This information will inform Northwestern University’s efforts to engage
communities in clinical research. ARCC will be discussing these findings with community stakeholders, clin-
ical researchers, and administrative leaders at Northwestern to inform directions Northwestern may take
to improve its efforts to engage and benefit Chicago communities. If you have feedback, would like to be
involved, or want more information, contact: ARCC@northwestern.edu, www.ARCConline.net
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