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Abstract

Aim: Despite one-third of patients with cancer using cannabis for symptom management, little is
known about their access to and usage of cannabis. Community Engagement (CE) studios
involving community experts with chronic health conditions were used to inform a qualitative

study on access to and use of cannabis products among patients with cancer.

Method: We conducted two 2-hour CE studios with residents from WNY (N = 18). Our sample
primarily included White and Black residents (56% vs. 39%). After a researcher-led 10-minute
presentation, a community facilitator led the discussion, which focused on questions about
challenges to cannabis use, recommendations for providers when discussing cannabis with

patients, and community factors influencing use.

Results: Community experts reported that state legalization of cannabis made it easier to access
cannabis, but the costs of cannabis and distance to dispensaries hindered their ability to obtain it.
Discrimination was also a key barrier to medical cannabis receipt. There were differences in the
perceived safety of where to obtain cannabis (dispensaries vs. friends). Community experts
wanted providers to be more informed and less biased about recommending cannabis.
Community experts recommended conducting focus groups for the subsequent study to ask

questions about cannabis use.

Conclusion: The CE studios encouraged us to switch formats from qualitative interviews to
focus groups and provided guidance on question topics for the subsequent study. Incorporating
community expert’s feedback through CE studios is an effective strategy to design more

impactful studies.
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Introduction

With the growing legalization of cannabis in the United States and its purported
medicinal effects to alleviate cancer-related symptoms, it is imperative to contextualize factors
regarding its use among patients with cancer’. Approximately one-third of patients with cancer
use cannabis to treat cancer-related symptoms such as pain, mood, sleep, and appetite®®.
However, there is limited data regarding the pattern of cannabis use, methods of use, and
perceived risks and benefits of its use. Furthermore, discussions surrounding cannabis use may
be controversial as cannabis is still classified as a Schedule I drug by the United States Food and
Drug Administration, and the legality (and therefore accessibility) of cannabis use varies by
state®.

This paper aimed to receive community input on how to facilitate conversations in a
subsequent research study among patients with cancer who primarily reside on the East Coast.
Our goal was to better understand the barriers that may emerge for this population when talking
with researchers about cannabis use and identify ways to attenuate these barriers in a future study
in which we planned to conduct qualitative interviews among patients with cancer regarding
their cannabis use. The main objective of this paper was to explore factors and barriers linked to
cannabis use among residents with similar characteristics as our future sample (e.g., chronic
condition, cannabis use) ). The Western NY (WNY) region reflects many of the structural and
systematic barriers to cannabis use for several reasons. First, adult recreational and medicinal
cannabis use was legalized in 2021 in the state of New York, which makes it easier to identify
barriers (e.g., lack of access to dispensaries, stigma) to cannabis use other than regulatory
barriers. Second, WNY is an economically and racially diverse area, which are both important
factors in cannabis access.

Several studies indicate that low-income, marginalized, and rural groups encounter
numerous structural barriers that hinder their access to equitable treatment options’®. Although
there may be some commonalities, such as lack of health insurance coverage, discrimination, and
limited health literacy among these groups who typically reside in deprived neighborhoods, it is
crucial to recognize that the specific barriers contributing to these disadvantages may vary'®. For
example, medical cannabis services may be more commonly found in rural and urban areas, but

the distance to these services may differ based on access to transportation within these areas™.
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Hence, it is essential to understand the diverse challenges faced by these groups in accessing
cannabis. This information will be used to shape the questions about cannabis use for our
subsequent research study. Additionally, we aimed to gather input from the community on ways
to enhance the design for the future study. Due to few studies examining cannabis use among
patients with cancer with a qualitative component, we adopted an approach to elicit feedback
from the community on the questions to ask in our upcoming study and best practices when
asking patients with cancer about their cannabis use.

Community Engagement (CE) studios are a national consultative approach where
stakeholders (community experts; typically having similar characteristics as the study
population) provide feedback to researchers about their study design, measures, and
recruitment’2. CE studios include a brief 10-minute presentation conducted by researchers to
summarize the research questions, followed by a conversation with community experts guided
by a trained facilitator (the researchers are present but are not active during the discussion). The
community experts share their experiences and opinions in response to the questions to be
addressed™. In their study of 28 post-CE studio evaluations, Joosten et al. (2015) found that CE
studios had several benefits, including increasing the researcher’s understanding of and
sensitivity to the study populations, improving the feasibility of the projects, and informing plans
on dissemination. By involving the community, CE studios can increase the quality and
relevance of research®.

The use of CE studios is emerging in several areas of research and populations, including
diverse and rural populations**°. CE Studios have assisted researchers in adapting their studies
by modifying and creating educational content, increasing the availability of days and times for
intervention sessions, and covering transportation costs for future participants**'’. CE studios
have also built trust and respect between researchers and community experts from historically
excluded populations®.

Several studies among patients with cancer have demonstrated that community
engagement strategies can promote positive effects on research participation such as reducing
attrition and implementing collaborative approaches between the study participants and the
researchers?®*?. However, only one study that we know of utilized a CE studio to inform
research on patients with cancer. Skiba et al. (2024) used a CE studio to inform an exercise

program among Hispanic men with prostate cancer. They modified the exercise intervention
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(Exercising Together) to be more culturally responsive (e.g., available in English and Spanish)
and less burdensome for the participants. To our knowledge, no study—in any population—has
used CE studios to inform research surrounding cannabis.

Increasing community involvement through CE studios could help researchers conduct
participant-centered research while being mindful of participants' challenges and appreciating

their willingness to participate in research studies on sensitive topics.

Methods

Studio Design

Two 2-hour CE studios were conducted, one in-person and the other delivered via Zoom. Local
community experts preferred an in-person format. However, providing a virtual format increased
accessibility to residents in rural WNY. Both sessions were audio recorded. CE studios followed
the format described by the Meharry-Vanderbilt Community-Engaged Research Core'?. CE
studios are not considered research. Rather, a CE studio is a method of communication with a
desired community for important feedback to design a study, project, or other research. The CE
studio process is described in Figure 1. In both studios, researcher BG, who is a graduate student
in psychology, conducted a 10-minute presentation to community experts about the research
study, including background information on cancer and its treatment (e.g., prevalence, opioids,
and racial disparities), the growing legalization of cannabis, and the methods of the upcoming
study. The presentation was developed by the research team (RA, who is the primary investigator
of the study and BG) and community engagement specialists (GM and KG, who have Masters in
Education or Public Health and coordinated 9 CE studios). Each studio had different trained
facilitators who had similar characteristics as the community experts and over a decade of
experience involving community engagement. Facilitators guided the conversation around three
key questions: 1) What are the primary challenges in obtaining cannabis? 2) What should
providers consider/avoid when asking patients about cannabis use? 3) What community factors
influence decisions to use cannabis? Several additional questions were asked to inform and/or
modify the future study design to increase participant engagement. Researchers asked questions
sparingly as recommended by the Meharry-Vanderbilt Community Engaged Research Core,
which emphasizes the role of researchers as the audience learning from the community experts®’.

A full description of the questions is listed in Table 1. Facilitators were compensated $250 and
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community experts were compensated $50 (provided after the CE studio for in-person and
mailed out to those participating in a virtual CE studio). Community experts participating in an
in-person CE studio were also provided a meal. CE studios are exempt from human subjects
research due to the consultative study design and thus do not require Institutional Review Board

approval®’.

Recruitment

All community experts were recruited through the Buffalo Research Registry (BRR) and the
Community Engagement Core listserv. The BRR is a database accessible to people living in
WNY interested in participating in research at the University at Buffalo (UB). Flyers created for
the study’s CE studios were sent to BRR and distributed to potential participants. The
Community Engagement Core listserv includes several community partners, organizations, and
agencies that are members of the Clinical and Translational Science Institute Community Core at
UB. The study flyer was sent to these members and disseminated to their staff and clients. Efforts
were made to recruit community experts from a wide geographical area in WNY, including
urban, suburban, and rural areas. The Community Engagement Core listserv aided in recruiting
several community experts, particularly from suburban and rural communities. Eligibility criteria
included being 18 years or older, using cannabis or having an interest in using cannabis, and

having a chronic condition or extensive knowledge of cancer (e.g., as a caregiver or provider).

Procedure for Identifying Topics

Audio recordings and extensive notes taken during the studios were consolidated, and a synopsis
was developed for each studio by (KG and GM). Members of the CE studio team (KG, GM) and
research team (BG) reviewed the notes and audio recordings taken during the studios, checked
the transcripts, and compared the information for accuracy. The data was coded based on CE
studio questions and responses from community experts. Data was analyzed in Excel and stored
within a box drive under the University at Buffalo, which was only accessible to the study team.
Data was evaluated using COREQ guidelines for comprehensive reporting.?®

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1017/cts.2025.10

Results

Community Expert Characteristics

A total of 18 community experts were included. Community experts included residents from
mid-sized urban metro areas (N = 14), suburban areas (N = 3), and rural areas (N = 1) in WNY.
These classifications were provided based on the Urbanization Perceptions Small Area Index?.
The in-person CE studio primarily consisted of residents from urban and suburban areas,
whereas the virtual studio consisted of residents from suburban and rural areas. All community
experts had chronic conditions (e.g., diabetes, lupus, HIV, chronic pain, cancer). Approximately
72% of community experts were currently using or have used cannabis, and 28% were interested
in using cannabis. The sample was predominately White or Black (56% and 39%, respectively),
which is comparable to percentages in WNY cities like Buffalo (47% and 33%, respectively)®,
and Female (72%). The average age was 49 years old. Demographic characteristics are further
described in Table 2.

Overview of the Findings

Responses from community experts revealed several sub-topics related to our study questions
and primarily focused on barriers to cannabis use. These correspond to 1) Patient-Level Factors
(Stigma & Fear of Opioids, Discrimination, Side Effects and Benefits, and Lack of Resources &
Knowledge), 2) System-Level Factors (Cost of Cannabis & Location, Safety/Regulation of
Products, and Provider Considerations), and 3) Legal Factors (Legalization of Cannabis,
Differences between Federal & State Laws). Key quotes are reflected throughout the findings
and in Table 3.

Patient-Level Factors

Community experts identified several patient-level factors that influence their decision or interest
in using cannabis. These factors include perspectives on cannabis and opioids, the potential
impact of discrimination on access to cannabis, and the consideration of benefits and risks
associated with cannabis use. Furthermore, many community experts expressed a need for more
evidence-based information to guide their decisions regarding cannabis use.

Stigma & Fear of Opioids
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Community experts had supportive discussions with family and friends about cannabis use. They
felt that their loved ones’ perspectives did not heavily influence their decisions to use. However,
two community experts reported that they did not discuss the details of their cannabis use with
their loved ones due to perceived judgment. Another community expert mentioned that they only
shared their use of CBD products and not THC-infused products with their partner because of
perceived non-acceptance. Several community experts indicated that their decision to use
cannabis was partly driven by their perception that cannabis was more socially acceptable than
opioids. There was also consensus regarding negative perceptions of opioids, with quotes such as
"Opioids, | think, are much less approved by the populace” (Female, White, 70). Community
experts also noted that the language used to describe cannabis has evolved (e.g., marijuana/pot to
cannabis), making it more widely acceptable to discuss in medical contexts. One community
expert considered how stigma may impact patients with cancer, suggesting that patients with
cancer may not want to use cannabis because they are already stigmatized for their condition,
potentially facing double stigma if they choose to use cannabis.

Discrimination

Some community experts residing in urban and suburban WNY reported discrimination being a
challenge to accessing cannabis. Several experts of color indicated that belonging to a
marginalized group may make it harder to access medical cannabis. One expert discussed
medical cannabis cards, which are state-issued cards that identify qualified patients who can
legally use cannabis for medical purposes. They reported that Black patients with chronic
conditions appear less likely to receive medical cannabis cards and thus receive their cannabis
from dispensaries at disproportionately lower rates than their White counterparts.

Side Effects & Benefits

Community experts reported several benefits and risks associated with using cannabis. Benefits
included pain relief, relaxation, improved appetite and mood, and decreased anxiety and nausea.
One community expert said, "It helps me get through the day. Takes the edge off and makes me
feel wonderful” (Male, White, 73). Two community experts reported using cannabis as an
alternative to opioids and anti-inflammatory medication. Some community experts reported
experiencing side effects of cannabis including having a "bad trip," increased heart rate, fatigue,
and heightened anxiety and pain. Two community experts expressed concerns about potential

lung issues from smoking cannabis. Community experts also indicated that cannabis may have
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increased side effects when used with prescription drugs. Given these risks, some community
experts modified their use by choosing strains to maximize benefits and minimize harms and
opting for edibles over inhaled forms.

Lack of Resources & Knowledge

Community experts reported that they learned about cannabis from their parents, relatives, and
adolescent peers. They also mentioned that they continue to learn new information about
cannabis from the younger generation. For example, a young community expert mentioned
educating their mother about the perceived benefits of cannabis and encouraging her to try it.
Another community expert stated, "My adult children are teaching me now... we need to keep up
with the younger generation” (Female, Black, 53). Additionally, community experts mentioned
that they relied on internet searches for information about cannabis. However, they found that the
information available online was conflicting, making it confusing to understand the different
ways to use cannabis. Many experts, particularly those living in suburban and rural WNY,

expressed that they were unaware of all the available options for obtaining cannabis in their area.

System-Level Factors

Community experts pointed out several systematic barriers that affect their decision to use
cannabis and the methods of using it. These barriers include the increasing cost of cannabis, the
distance from dispensaries and Native American reservations, as well as concerns about the
safety and regulation of cannabis. They also mentioned that communication with healthcare
providers is a major obstacle to accessing cannabis and provided recommendations for providers
to facilitate trust with patients.

Cost of Cannabis & Location

Community experts highlighted that the cost of cannabis, in combination with location, is a
major deterrent to its use. For example, some experts in urban WNY noted how the costs of
cannabis have risen substantially, particularly within dispensaries. One expert in urban WNY
stated, “Dispensaries are usually located in the suburbs... so not only is it a monetary factor to
purchase [cannabis] when you get there, you have to get there” (Female, Black, 57). Similar
sentiments were expressed among community experts in suburban and rural WNY, with some
individuals purchasing cannabis at Native American reservations due to the lower costs

compared to dispensaries. One community expert expressed, “If you are in a financial situation,
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you are going to the reservation 100% of the time. The cost of products at legitimate dispensaries
in NYS is prohibitively expensive to your average medical and recreational user” (Male, White,
29).

Many community experts in urban WNY reported difficulties in obtaining medical and
recreational cannabis from dispensaries primarily due to distance. They said that dispensaries are
mainly located in the suburbs, which are not easily reachable by public transportation. Only two
experts in this area reported being able to get medical cannabis regularly from dispensaries,
while community experts in suburban and rural WNY stated that dispensaries were too far away
to access frequently. As a result, community experts largely relied on local sources such as
getting cannabis from a dealer, a friend/relative, or visiting a Native American reservation.
However, one community expert in urban WNY reported that reservations were also
inaccessible, whereas the majority of community experts residing in suburban, rural, and some
areas in urban WNY obtain their cannabis from reservations.

Safety/Regulation of Products

Community experts discussed the potential hazards of obtaining cannabis in their community.
Community experts in urban WNY expressed concerns about buying cannabis on the street due
to the possibility of it being mixed with dangerous substances like fentanyl. One community
expert stated, "It's better now to get it from a dispensary. They put so much stuff in it when you
get it off the streets” (Female, Black, 57). Some community experts had concerns about the
safety of obtaining cannabis from Native American reservations. Two community experts
reported experiencing adverse side effects due to incorrect dosage instructions from an employee
at a cannabis outlet on a reservation, "Cannabis is really not regulated. We were told to take at
least three squares of [edible]. | wound up having to call poison control” (Female, White, 70).
With the discussion of safety, trust emerged as a prominent factor. Several community experts in
urban WNY expressed buying from a trusted dealer, relative, or friend, whereas others residing
in different areas of WNY reported refusing to buy from a dealer because of safety concerns.
Provider Considerations

Community experts in urban WNY communities discussed potential racial bias among medical
providers. Some reported that providers assume marginalized and low-income groups cannot
afford medical cannabis and thus do not offer it as a treatment option. They also reported that

providers perceive the pain of Black patients with chronic conditions as less severe compared to
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their White counterparts: "Black people experience pain just like white people do" (Female,
Black, 57) and "There are some things we can use, but the doctors seem to think only about one
group™ (Female, White, 36). Additionally, many community experts felt that providers are
primarily concerned about profit and prestige, which leads them to over-prescribe opioids and
not offer alternatives such as medical cannabis. One community expert stated, "They are doing it
for their own name, status, or money" (Female, White, 54). Considering these negative
experiences, community experts suggested that healthcare providers should build trust with
patients by creating a safe environment for patients, minimizing their implicit biases, and
supporting their patients' decisions. Additionally, they suggested that providers learn more about

cannabis and initiate conversations about cannabis use.

Legal Factors
Community experts expressed mixed opinions about the legalization of cannabis and its

implementation in N state.

Legalization of Cannabis

Although the majority of community experts stated that legalization did not change their
perspective on cannabis, they noted that legalization has made cannabis more accessible. One
community expert stated that legalizing cannabis for both medicinal and adult use has
significantly reduced barriers for them. Another community expert reported using cannabis only
after it became legal to comply with the laws and regulations. Additionally, some community
experts expressed interest in cannabis after it became legal due to concerns about workplace drug
testing.

Differences between Federal & State Laws

Even though cannabis is legal for both medicinal and adult use in New York, it is still illegal at
the federal level and community experts noted that there is still uncertainty about whether
cannabis possession and use can lead to institutional and/or legal consequences. One community
expert expressed concerns about using cannabis on their college campus, as it may violate
campus policies. Another community expert pointed out that conflicts between federal and state
policies regarding cannabis use can have serious consequences. Specifically, they highlighted
that due to its Schedule I status federally, individuals living in federally subsidized housing could

face eviction if caught using or in possession of cannabis.
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Feasibility & Recommendations

All community experts indicated that patients with cancer would be interested in participating in
a study about their experiences with cannabis use including pain management, bodily autonomy;,
and healthcare. They also mentioned that patients with cancer who vary in cannabis frequency,
methods, and receipt (e.g., dealer, dispensary, reservation) should be included. The experts
suggested having multiple formats, including virtual sessions, to increase access for patients.
They also suggested that a group format (versus one-on-one interviews) would allow for more
open discussion, shared learning, and increased comfort. Specifically, many community experts
openly shared their experiences with cannabis use to manage symptoms, which likely stemmed
from knowing the group shared these similarities. Furthermore, the group setting allowed
community experts to hear new and different perspectives which enabled them to think further
about their own experiences. For instance, one community expert reported interest in cannabis
use, but not wanting to smoke it. In response, other community experts discussed alternative
methods (e.g., edibles). Community experts were open to discussing topics related to access to
cannabis use, stigma, and provider considerations, suggesting these topics should be explored in
our study. The community experts also indicated that providing resources such as a "How-to"
sheet for getting a medical cannabis card, educational and support group resources about
cannabis use, and having a provider or researcher present to answer questions about cannabis use
would be helpful. For recruitment and engagement, community experts recommended contacting

providers and partnering with cancer centers in outreach events.

Discussion

Cannabis is emerging as a potential treatment option to manage cancer and cancer
treatment-related symptoms. The broader goal of this research is to better understand how
patients make decisions about accessing cannabis, including where they obtain it, which products
they use, and how this may relate to symptom management. Given the limited research on
factors associated with cannabis access and how accessibility may impact patient-reported
outcomes, we utilized CE studios to inform the study design. Community experts provided
important insight regarding which questions to ask patients with cancer about their cannabis use
and best practices when asking these questions and guided our decision to modify the study

design.

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1017/cts.2025.10

A key outcome of these CE Studios is the preference for focus groups versus qualitative
interviews. We initially planned to conduct qualitative interviews to gather comprehensive
information while maintaining a greater sense of privacy and comfort in sharing their
experiences. However, based on feedback from community experts, we are now considering
implementing focus groups rather than qualitative interviews. Focus groups are a systematic
research approach for collecting data from multiple participants®*. Community experts believe
that focus groups may be a better method for engaging patients compared to qualitative
interviews due to several advantages. First, focus groups can promote a sense of camaraderie
among participants and enhance their willingness to share their experiences®. Due to the mistrust
between researchers and patients, patients may not have felt as comfortable discussing their
cannabis use one-on-one, potentially limiting the information we could gather, making focus
groups a possible effective option. Indeed, community experts emphasized the significance of
shared learning. The group format provided the opportunity for community experts to discuss
their experiences about cannabis with less consensus and increased comfort discussing this topic
since all members were past or current cannabis users or interested in cannabis use, which may
reduce stigma. Second, focus groups can reduce the burden on researchers by collecting data
from multiple participants at once, lessening the pressure on any single participant®. Indeed, new
topics and themes may emerge, which was observed by the natural conversations and varying
perspectives that emerged during the CE studios, which is a strong advantage of group
discussion.

Our CE studios involved residents from various parts of WNY, which allowed for data
about cannabis use sources and racially and economically diverse experiences regarding
obtaining cannabis, making it a key region to explore cannabis access. For instance, some
community experts obtained cannabis from Native American reservations, which provides
another option for obtaining cannabis, particularly for those residing in rural regions.
Additionally, Native American reservations have differing state regulations than dispensaries,
which may capture variability in access (e.g., density of Native American reservations vs
dispensaries, availability of cannabis products) and potential benefits and risks of using cannabis
products from Native American reservations compared to dispensaries. Furthermore, having a
diverse group uncovered several systematic and structural barriers to obtaining cannabis despite

the recent growth of cannabis sources such as dispensaries. CE studios were conducted in both
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in-person and virtual formats. This approach increased the participation of community experts
and allowed us to gather diverse perspectives based on different locations. As a result, our focus
groups will offer both in-person and virtual options

The community experts shared their experiences regarding barriers to cannabis use,
factors affecting their use, and their opinions on discussing cannabis use with medical providers.
We found common topics across CE studios, such as challenges in accessing dispensaries,
improved access following the legalization of cannabis in New York, and the desire for medical
providers to be more knowledgeable about cannabis use. We also found differences across
community experts in where they obtained cannabis and their perceptions of discrimination as a
barrier to cannabis use. Recognizing challenges to cannabis use, including discrimination, will be
crucial to address in our larger project, especially considering our recent finding that Black
patients with cancer may be less likely to have medical certification for cannabis®®, as well as
findings from other studies revealing that Black patients are less likely to receive treatment
options such as opioid prescriptions as a result of cancer and its treatment when compared to
their White counterparts®. There is limited data on how experiences of discrimination among
patients with cancer may hinder efforts to obtain cannabis, making it an essential question to
explore in the upcoming study. Building on these insightful discussions, our questions to patients
will focus on these topics, including the topic of discrimination.
Limitations
We need to consider the study's limitations. The upcoming study for which these CE Studios
were conducted will include Black and White patients with cancer from the East Coast primarily
residing in New York or Pennsylvania. Our CE studios only included community experts from
WNY. Pennsylvania’s laws regarding cannabis only include medical cannabis, not adult use like
New York. It is possible that patients in Pennsylvania may have different perspectives than those
in New York. Furthermore, findings from this study may not be generalizable to other countries
where cannabis regulations differ or who have more homogeneous populations in which some of
these barriers may not be as prevalent. Additionally, our sample size of community experts was
similar to previous CE studios'®*, but given the larger implications for the future study, it would
have been helpful to hear more perspectives on cannabis use from residents of suburban and
rural WNY.
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Conclusion

Incorporating community expert feedback through CE studios is an effective strategy to inform
study design and promote participant engagement. Our CE studios revealed that using a group
format to ask questions about cannabis use may increase participant comfort and allow for a
more efficient means of collecting qualitative data. Community experts suggested having both
in-person and virtual formats and providing resources to address participant concerns.
Importantly, community experts felt comfortable discussing issues related to cannabis access and
were candid when describing decisions around cannabis use. These CE Studios will enhance our
research by ensuring that community voices are reflected in the format and content of the

questions we ask.
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Figure 1.
Community Engagement Studio Procedure

Request for CE Studio
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* Rescarcher presentation
*  Community expert feedback

Summary
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* _E.g, audio, video, and notes

Note. The figure models the Community Engagement Studio process and is an adaptation from

Stock et al. (2022).
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Table 1.

Community Engagement Studio Discussion Questions

1. What are you hearing about cannabis in your community?

2. What are the primary challenges you have in obtaining cannabis?

3. How comfortable do you feel about talking about cannabis with different people (e.g., family,
friends, doctors)?

4. Are there any community factors that could influence your decision to use cannabis?

5. What are some benefits and risks of cannabis use?

6. What types of questions should we ask in this study?

7. How should we engage patients in this type of study?

8. Do you think people with cancer would take part in this study? Why?

9. Do you think that patients would prefer to meet in a group like this one or one-on-one with a

researcher?
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Table 2.

Demographic Characteristics among Community Experts

Characteristics

Community Experts

(n=18)
Age mean (range 22 - 73) 49.1
Sex n (%)
Male 5 (27.8%)
Female 13 (72.2%)
Race n (%)
White 10 (55.6%)
African American/Black 7 (38.9%)
More than one Race 1 (5.6%)
Cannabis Use n (%)
Using/Past Use 13 (72.2%)
Interested in Using 5 (27.8%)
Chronic Condition n (%)
Cancer 2 (11.1%)
Autoimmune Disease 4 (22.2%)
Chronic Pain 2 (11.1%)
Diabetes (unspecified) 2 (11.1%)
HIV 1 (5.6%)
Mood Disorders 4 (22.2%)
Other 3 (16.7%)

Note. Chronic condition frequency counts include community experts with multiple conditions
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Table 3.
Additional Community Expert Quotes

Topics

Community Expert Quotes

Patient-Level Factors
Stigma & Fear of Opioids

Discrimination

System-Level Factors
Safety/Regulation of Products

Provider Considerations

Legal Factors
Legalization of Cannabis

Differences between Federal
State Laws

&

“I don’t want [opioids], they make me scared... you
hear so many things about them.” (Community Expert
— Urban WNY, Female, 36)

"It is a disproportionate [fewer] number of minorities
in dispensaries [pertaining to having a medical
cannabis card]." (Community Expert — Urban WNY,
Female, 57)

"Who knows what you're getting now [in response to
street cannabis]?" (Community Expert — Urban WNY,
Female, 59)

“I never hear my doctor ask me once about what I
think.” (Community Expert — Urban WNY, Female,
57)

“Tell me about the medical facts, your knowledge and
expertise, NOT your opinion.” (Community Expert —
Urban WNY, Female, 53)

“We’re not cattle, we need to be taken care of”
(Community Expert — Urban WNY, Female, 57)

“It 1s something I would have never thought to use...
now that I can't be drug tested, absolutely.”
(Community Expert — Rural WNY, Female, 53)

“It's still illegal...people who receive federal welfare
programs and housing can't safely use even medical
cannabis inside their home. (Community Expert -
Rural WNY, Male, 29)

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1017/cts.2025.10

References
1. National Conference of State Legislatures. State Medical Marijuana Laws. Updated July

12, 2024. Accessed November 15, 2024, htips://www.ncsl.org/health/state-medical-cannabis-

laws

2. McClure EA, Walters KJ, Tomko RL, Dahne J, Hill EG, McRae-Clark AL. Cannabis use
prevalence, patterns, and reasons for use among patients with cancer and survivors in a state
without legal cannabis access. Supportive care in cancer. 2023;31(7):429.
doi:https://doi.org/10.1007/s00520-023-07881-6

3. Cousins MM, Jannausch ML, Coughlin LN, Jagsi R, llgen MA. Prevalence of cannabis

use among individuals with a history of cancer in the United States. Cancer. 2021;127(18):3437-
3444. doi:https://doi.org/10.1002/cncr.33646
4. Pergam SA, Woodfield MC, Lee CM, et al. Cannabis use among patients at a

comprehensive cancer center in a state with legalized medicinal and recreational use. Cancer.
2017;123(22):4488-4497. d0i:10.1002/cncr.30879

5. Ellison GL, Helzlsouer KJ, Rosenfield SM, et al. Perceptions, prevalence, and patterns of
cannabis use among cancer patients treated at 12 NCI-Designated Cancer Centers. JNCI
Monographs. 2024;2024(66):202-217. doi:https://doi.org/10.1093/jncimonographs/lgae029

6. Ng JY, Quach H, Phillips MR, Busse JW. Surveying Canadian pain physicians’ attitudes

and beliefs regarding medical Cannabis for chronic noncancer pain: a qualitative study. Journal
of Pain Research. 2022;15:3899-3910. doi:https://doi.org/10.2147/JPR.S382589

7. Lazar M, Davenport L. Barriers to health care access for low income families: a review

of literature. Journal of  community health nursing. 2018;35(1):28-37.
doi:https://doi.org/10.1080/07370016.2018.1404832
8. Yearby R. Racial disparities in health status and access to healthcare: the continuation of

inequality in the United States due to structural racism. American Journal of Economics and
Sociology. 2018;77(3-4):1113-1152. doi:https://doi.org/10.1111/ajes.12230

9. Douthit N, Kiv S, Dwolatzky T, Biswas S. Exposing some important barriers to health
care  access in  the  rural USA. Public  health. 2015;129(6):611-620.
doi:https://doi.org/10.1016/j.puhe.2015.04.001

10.  Williamson G. Healthcare Access Disparities among Marginalized Communities.
International Journal of Public Health Studies. 2023;3(1):11-22.

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://www.ncsl.org/health/state-medical-cannabis-laws
https://www.ncsl.org/health/state-medical-cannabis-laws
https://doi.org/10.1007/s00520-023-07881-6
https://doi.org/10.1002/cncr.33646
https://doi.org/10.1093/jncimonographs/lgae029
https://doi.org/10.2147/JPR.S382589
https://doi.org/10.1080/07370016.2018.1404832
https://doi.org/10.1111/ajes.12230
https://doi.org/10.1016/j.puhe.2015.04.001
https://doi.org/10.1017/cts.2025.10

11. Cunningham CO, Zhang C, Hollins M, Wang M, Singh-Tan S, Joudrey PJ. Availability of
medical cannabis services by racial, social, and geographic characteristics of neighborhoods in
New  York: a cross-sectional study. BMC Public Health. 2022;22(1):671.
doi:https://doi.org/10.1186/s12889-022-13076-1

12.  Joosten YA, Israel TL, Williams NA, et al. Community engagement studios: a structured

approach to obtaining meaningful input from stakeholders to inform research. Academic
Medicine. 2015;90(12):1646-1650. doi:10.1097/ACM.0000000000000794

13. Michener L, Cook J, Ahmed SM, Yonas MA, Coyne-Beasley T, Aguilar-Gaxiola S.
Aligning the goals of community-engaged research: why and how academic health centers can
successfully engage with communities to improve health. Academic Medicine. 2012;87(3):285-
291. d0i:10.1097/ACM.0b013e3182441680

14.  Jeppson PC, Gonzalez F, Brakey HAR, et al. 234 Translation of Community Engagement
Studios into Practice: Increased Research Participation and Diversity in a Multicenter Trial.
Journal of Clinical and Translational Science. 2024;8(s1):70-71. doi:doi:10.1017/cts.2024.216
15.  Scheffey K, Avelis J, Patel M, Oon AL, Evans C, Glanz K. Use of community
engagement studios to adapt a hybrid effectiveness-implementation study of social incentives
and physical activity for the step together study. Health promotion practice. 2024;25(2):285-292.
doi:https://doi.org/10.1177/15248399221113863

16.  Jasper EA, Holley SE, Jones SH, et al. Tutorial: using community engagement studios to

enhance pharmacogenetic study Design for Maximizing Enrollment of diverse children and
pregnant  people. Clinical Pharmacology &  Therapeutics. 2023;113(3):607-614.
doi:https://doi.org/10.1002/cpt.2792

17.  Quinn ED, Cotter K, Kurin K, Brown K. Conducting a Community Engagement Studio

to adapt enhanced milieu teaching. American Journal of Speech-Language Pathology.
2022;31(3):1095-1113. doi:https://doi.org/10.1044/2021 AJSLP-21-00100
18. Nielson C, Huang Y, Kull CA, Park AH. Utilizing Community Engagement Studios to

inform patient experience in a multicenter randomized control trial. International journal of
pediatric otorhinolaryngology. 2020;133:110007.
doi:https://doi.org/10.1016/j.ijporl.2020.110007

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1186/s12889-022-13076-1
https://doi.org/10.1177/15248399221113863
https://doi.org/10.1002/cpt.2792
https://doi.org/10.1044/2021_AJSLP-21-00100
https://doi.org/10.1016/j.ijporl.2020.110007
https://doi.org/10.1017/cts.2025.10

19.  Coulter BH, Witte B, Stark LA. 3511 Adapting Community Engagement Studios to
Accommodate Participants from Diverse and Rural/Frontier Communities. Journal of Clinical
and Translational Science. 2019;3(s1):81-82. doi:doi:10.1017/cts.2019.190

20. Kas-Osoka CN, Israel T, Ahonkhai AA. A Thematic Analysis of the Impact of
Community Engagement Studios on Community Experts' Attitudes, Desires, and Understanding
of Research. Journal of Community Engagement & Scholarship. 2023;15(2):1.
doi:10.54656/jces.v15i2.490

21. Kale S, Hirani S, Vardhan S, et al. Addressing cancer disparities through community
engagement: lessons and best practices. Cureus. 2023;15(8):e43445. doi:10.7759/cureus.43445
22. McNeill LH, Wu IH, Cho D, Lu Q, Escoto K, Harris C. Community outreach and
engagement strategies to address breast cancer disparities. Current Breast Cancer Reports.
2020;12:209-215. doi:https://doi.org/10.1007/s12609-020-00374-7

23. Brown QL, EImi A, Bone L, et al. Community engagement to address cancer health

disparities: a process evaluation using the partnership self-assessment tool. Progress in
Community Health Partnerships: Research, Education, and Action. 2019;13(1):97-104.
doi:https://dx.doi.org/10.1353/cpr.2019.0012

24.  Oh A, Chou W-yS, Jackson D, et al. Reducing Cancer disparities through community

engagement: the promise of informatics. Oncology informatics. Academic Press; 2016:23-39.

25. Preston MA, Mays GP, Smith SA, Stewart CN, Henry-Tillman RS. Reducing cancer
disparities through community engagement in policy development: the role of cancer councils.
Journal of health care for the poor and underserved. 2014;25(1):139-150.
doi:https://dx.doi.org/10.1353/hpu.2014.0069

26.  Skiba MB, Badger TA, Garcia DO, Chilton FH, Winters-Stone KM. Adapting a dyadic

exercise program to be culturally relevant for Hispanic men with prostate cancer using

community engagement studio: a brief report. Frontiers in Psychology. 2024;15:1294546.
doi:https://doi.org/10.3389/fpsyq.2024.1294546
27. Meharry-Vanderbilt Community Engaged Research Core. Community Engagement

Studio Toolkit 2.0. Accessed November 21, 2024, https://www.vumc.org/meharry-

vanderbilt/sites/vumc.org.meharry-vanderbilt/files/public files/CESToolkit%202.0.pdf

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1007/s12609-020-00374-z
https://dx.doi.org/10.1353/cpr.2019.0012
https://dx.doi.org/10.1353/hpu.2014.0069
https://doi.org/10.3389/fpsyg.2024.1294546
https://www.vumc.org/meharry-vanderbilt/sites/vumc.org.meharry-vanderbilt/files/public_files/CESToolkit%202.0.pdf
https://www.vumc.org/meharry-vanderbilt/sites/vumc.org.meharry-vanderbilt/files/public_files/CESToolkit%202.0.pdf
https://doi.org/10.1017/cts.2025.10

28.  Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research
(COREQ): a 32-item checklist for interviews and focus groups. International journal for quality
in health care. 2007;19(6):349-357. doi:https://doi.org/10.1093/intghc/mzm042

29.  Department of Housing and Urban Development. Urbanization Perceptions Small Area

Index. Updated August 15, 2024. Accessed November 15, 2024, https://hudgis-
hud.opendata.arcgis.com/datasets/urbanization-perceptions-small-area-
index/explore?location=42.969459%2C-78.805126%2C11.90

30. United States Census Bureau. Updated July 1, 2023. Accessed November 29, 2024,
https://www.census.gov/quickfacts/fact/table/buffalocitynewyork,eriecountynewyork/PST04522

3

31.  Freeman T. ‘Best practice’in focus group research: making sense of different views.
Journal of advanced nursing. 2006;56(5):491-497. doi:https://doi.org/10.1111/j.1365-
2648.2006.04043.x

32. Krueger RA. Focus groups: A practical guide for applied research. Sage publications;
2014.

33.  Ashare RL, Turay E, Worster B, et al. Social Determinants of Health Associated with
How Cannabis is Obtained and Used in Patients with Cancer Receiving Care at a Cancer
Treatment Center in Pennsylvania. Cannabis. 2023;6(2):1. doi:10.26828/cannabis/2023/000151
34. Morden NE, Chyn D, Wood A, Meara E. Racial inequality in prescription opioid
receipt—role of individual health systems. New England Journal of Medicine. 2021;385(4):342-
351. d0i:10.1056/NEJMsa2034159

35.  Stock MR, Ceide ME, Lounsbury DW, Zwerling J. Utilizing community engagement
studios to inform clinical trial design at a Center of Excellence for Alzheimer’s Disease. Journal
of Clinical and Translational Science. 2022;6(1):e73. doi:doi:10.1017/cts.2022.388

https://doi.org/10.1017/cts.2025.10 Published online by Cambridge University Press


https://doi.org/10.1093/intqhc/mzm042
https://hudgis-hud.opendata.arcgis.com/datasets/urbanization-perceptions-small-area-index/explore?location=42.969459%2C-78.805126%2C11.90
https://hudgis-hud.opendata.arcgis.com/datasets/urbanization-perceptions-small-area-index/explore?location=42.969459%2C-78.805126%2C11.90
https://hudgis-hud.opendata.arcgis.com/datasets/urbanization-perceptions-small-area-index/explore?location=42.969459%2C-78.805126%2C11.90
https://www.census.gov/quickfacts/fact/table/buffalocitynewyork,eriecountynewyork/PST045223
https://www.census.gov/quickfacts/fact/table/buffalocitynewyork,eriecountynewyork/PST045223
https://doi.org/10.1111/j.1365-2648.2006.04043.x
https://doi.org/10.1111/j.1365-2648.2006.04043.x
https://doi.org/10.1017/cts.2025.10

