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“The problem is that our culture is just so messed
up about aging.” Recruiting older men who
have sex with men (MSM) into research
studies: an example from a study of aging,
HIV, and anal HPV.

Alexandra L. Hernandez'%", Christopher Scott Weatherly', Sahai Burrowes?, Jessica Lopez Jimenez?, Ryan Gonzalez'
and Joel M. Palefsky'

Abstract

Background Anal human papillomavirus (HPV) disproportionately affects men who have sex with men (MSM),
particularly those who are older and those living with HIV. After experiencing difficulty recruiting older MSM into a
study on aging and anal HPV, we conducted a sub-study to gain feedback on our recruitment methods and explore
barriers and facilitators to participating in anal HPV research.

Methods \We conducted focus groups with 30 men who have sex with men (MSM), both HIV-negative and MSM
living with HIV, ages 50-75.

Results We identified multiple themes that were barriers to participation including: (1) lack of knowledge about
human papillomavirus and anal cancer; (2) research focused on anal cancer or discomfort with topics or procedures
concerning the anus; (3) stigma including stigma associated with being men who have sex with men, being out,
being a receptive partner, and being considered “older”in the gay community; and (4) confidentiality concerns
including a fear of breach of confidentiality. Facilitators to participation were also identified; these motivational factors
include altruism, wanting recommendations from a doctor, and desire to receive the best available care.

Conclusion Researchers seeking to enroll older men who have sex with men should be aware of these barriers and
facilitators to participation in order to maximize recruitment.
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Background

The incidence of anal cancer and associated deaths have
been increasing steadily in the United States over the
past two decades [1]. Like cervical cancer, anal cancer is
causally associated with human papillomavirus (HPV)
infection [1]. Men who have sex with men (MSM) are at
significantly heightened risk of being diagnosed with anal
cancer, and among MSM living with HIV (MSMLWH),
the risk is 40 times higher than that of the general popu-
lation [2].

The Anal HPV, HIV, and Aging Study (AHHA Study)
was designed to fill an important gap in knowledge about
the prevalence and incidence of anal human papilloma-
virus (HPV) infection and anal cancer precursor lesions
in older MSMLWH and HIV-negative MSM [3]. Almost
half of all people living with HIV (PLWH) in the United
States (U.S.), including more than 450,000 individuals,
are now over the age of 50 [4, 5]. Because the majority of
PLWH in the U.S. acquired HIV through sexual contact
with another male [6], it can be inferred that there are
also a large number of MSMLWH who are over the age of
50. The incidence of several non-AIDS defining illnesses
has not decreased with antiretroviral therapy (ART),
including anal cancer [5, 7, 8].

The AHHA Study seeks to enroll men or transgender
people who have sex with men who are 50 years old or
older. The aims of the study include determining the
prevalence, incidence, and clearance of type-specific anal
HPV infection and anal high-grade squamous intraepi-
thelial lesions (HSIL) by HIV status and age group, as
well as examining biomarkers of aging and inflamma-
tion [9]. Study visits include a behavioral questionnaire, a
grip strength test [10], a 15-foot timed walking test [10],
a blood draw, and an anal exam including high resolution
anoscopy (HRA)-guided biopsy of visible lesions.

After study initiation, study investigators were imme-
diately challenged by an inability to reach overall recruit-
ment goals. Our target population, MSM>50 years of
age, is a “hard-to-reach” and “hidden” population [11,
12]. Recruitment for the study was well below desired
monthly recruitment of approximately 10 newly enrolled
participants per month with approximately 2—3 actual
enrollments occurring per month, despite using meth-
ods that have been successful in recruiting other hard-to-
reach populations. These included venue-based sampling
[11, 13], referrals from community organizations [14, 15],
referrals from clinical providers [14, 15], and advertising
in and around medical facilities in the San Francisco Bay
Area [14, 15].

To increase enrollment numbers, we conducted a
series of focus group discussions (FGD/FGDs) with men
who are members of our target population: MSMLWH
and HIV-negative MSM 250 years of age. The main goal
of the focus groups was to generate actionable ideas to
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increase study enrollment. We also sought to identify
barriers to participation in our study or studies similar to
ours, to identify facilitators participation, and to solicit
feedback on recruitment materials developed for the
AHHA study.

Methods

All methods for this study were approved by the Uni-
versity of California, San Francisco (UCSF) Institutional
Review Board before initiation of study procedures. All
participants provided written informed consent before
any data were collected. We have included a flow-dia-
gram with the process that we followed to complete this
study from the identification of a recruitment challenge
through to conducting the qualitative study, analysis,
interpretation, implementation of changes in recruitment
in Fig. 1.

Five FGDs were carried out between June and Novem-
ber of 2018. We asked recruited individuals to answer
a few demographic questions on an anonymous paper
survey before the beginning of the FGD. Questions were
open-ended and the survey requested that participants
designate the following characteristics about themselves:
age, if they identified as a man or transgender person
who has sex with men (or to describe how they identified
themselves), their HIV status, and race/ethnicity.

A COnsolidated criteria for REporting Qualitative
research (COREQ) checklist [14] was used to ensure
quality of the research (Additional file 1). Study methods
are described accordingly.

Participant recruitment

Participants were purposively sampled to achieve bal-
ance among the enrollment criteria of HIV status and age
group. Each participant had had contact with Anal Neo-
plasia Clinic, Research and Education Center (ANCRE)
clinic. Some FGD participants participated in research
in the clinic, some had been screened for the AHHA
study, others were research participants in other stud-
ies, and some had only been to the clinic as non-research
patients. Any potential FGD participant who was a pre-
vious research study patient had previously given the
ANCRE clinic permission to be contacted for future
research studies (documented on informed consent
forms). We believed that individuals that had previously
interacted with the ANCRE Clinic would likely be will-
ing to come in for a FGD on recruiting for an anal health
study and would likely provide the most actionable sug-
gestions. Research team members RG or LC (Table 1)
approached each study participant by way of an initial
email and followed up with a phone call to schedule the
participant into a focus group. Thirty individuals were
enrolled in the study and an additional five individuals
who were scheduled to come to a FGD did not turn up
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Recruitmentlag identified

Recruiting 2-3 participants per month with a goal of 10+

1

Investigators discussed methods to improve recruitment
Direct feedback from target population desired

Quantitative methods Quai‘htatlve methods
(phone survey) (focus groups)
Exploratory, time consuming,
more complex analysis, explore known and
unknow factors

Quick, inexpensive, simple analysis,
only known factors included

Purposive sampling of 30 participants
Grouped into one of multiple focus group discussions (FGD)

S R N B

FGD 1 FGD 2 FGD 3 FGD 4

N=5 N=6 N=7 N=7

Investigators meet to discuss themes
and recruitment suggestions
Code book developed

Coding

}

Analysis & Interpretation

|

Implementation of changes in recruitment strategy

|

Improved recruitment

Fig. 1 Process flow chart of steps to address recruitment lag via qualitative research study

for their scheduled FGD. All individuals who presented
completed the entirety of the FGD; none refused to par-
ticipate or dropped out. The total number of participants
who were contacted and invited to join the study but
declined to participate was not recorded.

Focus group procedures

An introductory script containing brief information
on HPYV, anal cancer, and the AHHA Study was devel-
oped and read prior to each FGD (Additional file 2). It
contains guidelines for the FGD including maintaining

confidentiality, respecting opposing views, and end-
ing on time. A separate focus group guide contains nine
open-ended questions for guiding the discussion (Addi-
tional file 3). Topics include participants’ knowledge
of anal cancer, participants’ views on participating in a
study with an anal exam, what may keep other individu-
als from participating, and what could motivate individu-
als to participate. Not all questions were asked at each
FGD. The focus group guide was not pilot tested but was
reviewed by all study researchers.
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Table 1 Characteristics of Researchers involved in the Focus Group Discussions (COREQ Domain 1, ltems 1-5)

Researcher Rolein Focus Groups  Credentials Occupation Self-identified Gender  Experience or Training
ALH Facilitator PhD, MPH Epidemiologist/PI Cis-female Pl/Trained in qualitative research with SB
(FGDs 1-5)
cSsw Not present MPH Assistant CRC Cis-male Trained in study protocol by ALH
Ju Not present BS Research Assistant Cis-female Qualitative methods researcher
IMP Present MD Medical Doctor/PI Cis-male Parent Study Pl
(FGD 3)
LC Present BA Assistant CRC Cis-female Trained in study protocol by ALH
(FGDs 3-4)
RG Facilitator MA Senior CRC Non-binary Trained in study protocol by ALH
(FGDs 1-5) (presents as male)
pronouns “she/her/hers”
SB Not present MALD, PhD Associate Professor  Cis-female Qualitative methods researcher

CRC, clinical research coordinator; FGD, focus group discussion; PI, principal investigator

Table 2 Participant characteristics

Characteristic: N (%):
Total # 30
HIV Status
Living with HIV 16 (53%)
HIV-negative 14 (47%)
Do you identify as
a man who has sex with men?*
Yes 28 (93%)
No* 2 (7%)
Age
50-59 15 (50%)
60-69 10 (33%)
70+ 5(17%)
Race/Ethnicity
White 21 (70%)
Latino/Hispanic/Mexican 4 (13%)
Black or Black Mixed 2 (7%)
Asian or Asian Mixed 1 (3%)
Declined to Respond 2 (7%)
# of Participants per Focus
Group Discussion (FGD),
excluding Study Researchers
FGD 1 5
FGD 2 6
FGD 3 7
FGD 4 7
FGD 5 5

*Men were asked if they identified as men who have sex with men. If they
answered no, they were asked in an open text field to describe their sexual
preference. Two participants answered “No” and both described their sexual
preference as “bisexual”

Five separate FGDs were completed, and each partici-
pant completed only one FGD. The focus groups were
conducted at UCSF in a private conference room within
the building that holds the ANCRE clinic. Participants
received lunch or dinner which consisted of a sandwich/
salad and drink (<$10) and $25 cash as compensation for
their time. FGDs were scheduled for 90 to 120 min in
length, and each was completed on time. No one other

than the study participants and specified researchers
(Tables 1 and 2) were present in the room while any data
were being collected. All FGDs were audio-recorded;
both RG and ALH additionally took handwritten notes.

Research team and reflexivity
A description of the researchers involved in the study can
be found in Table 1.

Research team members, ALH and RG were present
at all FGDs. RG was the primary focus group facilitator
and ALH assisted facilitation and clarified questions for
participants. RG and ALH introduced themselves at the
beginning of each FGD and explained their roles in the
study. During FGD 3, the principal investigator of the
parent AHHA Study, JMP, was also present and answered
a few anal cancer-related questions. During FGDs 3—4,
research assistant LC was present but did not contrib-
ute to the discussion, otherwise no one else was present
for FGDs. The focus group participants were informed
that all researchers present at the FGDs were involved
in anal cancer and HPV-related research, that they were
conducting the AHHA Study itself, and that the AHHA
Study was experiencing difficulty recruiting participants.

RG was familiar with most of the study participants
and many of the participants knew her to be a clini-
cal research coordinator for several ANCRE studies.
ALH knew one participant in FGD 2 as they had worked
together in the past. JMP and LC did not know any of the
participants in the FGD that they observed. CSW, JL]J,
and SB were not present at any of the FGD, and all data
were de-identified before they reviewed it.

All researchers involved, including facilitators ALH and
R@G, are assumed to have a strong interest in the research
topics and to have potential biases regarding the impor-
tance of the study, anal cancer, and anal cancer screening.

Data analysis
The study’s methodological orientation was thematic
analysis [15]. We employed a mixed, inductive and
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deductive coding strategy using both a priori codes
drawn from our research questions and focus group dis-
cussion guide, as well as new codes that emerged from
the data during analysis (Fig. 1). All themes were devel-
oped after focus groups were carried out via analysis dur-
ing coding.

All FGD audio recordings were professionally tran-
scribed verbatim. Transcripts were read at least once
before coding began and read through for coding at least
twice by each of our two coders, JL] and CSW. To ensure
consistency in coding, ALH and CSW each coded FGD
1 and reviewed coding results together to ensure consis-
tent coding. CSW and JLJ practiced coding together and
subsequently, independently coded and reviewed results
together for all five FGDs. New codes and themes were
added and updated appropriately during regular coding
meetings between CSW and JLJ. Disagreements in cod-
ing were brought to ALH and final decisions regarding
disagreements were ultimately decided by ALH. Dedoose
software was used to apply codes and analyze data [16].

Study investigators determined that saturation had
likely been reached when no new themes had emerged
from the last focus group [17-19]. After coding, it was
confirmed that FGDs 4 and 5 did not yield any original
themes. Participants were neither provided with tran-
scripts nor findings subsequent to FGDs.

Results

Participant characteristics

Table 2 presents the demographics for the 30 individu-
als who participated in the five FGDs. FGD had from 5
to 7 participants each. All participants identified as cis-
gender and are subsequently referred to exclusively as
men. Everyone identified as MSM or bisexual, and about
half (53%) of the participants were living with HIV. Fif-
teen men were 50-59 years old, 10 were 60-69 years
old, and five were 70+. Each of the five focus groups con-
tained a mix of participants in each of these demographic
categories.

The majority of men (68%) described their race/eth-
nicity as “White” in an open-ended field. Four men
described their race/ethnicity as “Latino’, “Mexican/
White”, or “Hispanic/White” Two men described their
race/ethnicity as “Black” or “Black Mix” One person
described their race/ethnicity as “Asian/White”.

Thematic analysis

Table 3 presents each theme and sub-theme identified by

the study including a description, example quote, and the

number of times the code occurred in each focus group.
We divided our analysis into two major areas, barri-

ers and facilitators to participation in research studies.

Among barriers, five major themes were identified: “lack

” o«

of knowledge about anal cancer’, “research focuses on
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anal cancer’; “stigma-related barriers’, “confidentiality
concerns’, and “general barriers not specific to anal can-
cer”. Only one facilitatory theme was identified, “motiva-
tors to participation”.

Focus group discussions all began with open-ended,
general questions about HPV and anal cancer (Addi-
tional file 3). These questions were designed to engage
focus group participants into thinking about anal cancer.
Questions yielded information regarding participants’
knowledge about HPV, anal cancer, and anal cancer
screening and is presented in a separate manuscript (in
preparation). We believe this information may also help
to understand future participants’ motivation to enroll in
similar studies.

We also identified an extensive list of ideas from par-
ticipants that could be used to support recruitment
(Additional file 4). A list of additions to our recruit-
ment strategy that we implemented as a direct result of
the FGDs is included as Table 4 which describes how
they may be applicable to research focusing on different
topics.

Barriers (Table 3)

Theme: lack of knowledge of HPV/Anal Cancer

A strong theme that emerged was that most participants
lacked knowledge about anal cancer and screening for
anal cancer. Many participants expressed that they had
never heard about anal cancer until they encountered
our clinic. There was agreement among most participants
that they did not know who was at risk for anal cancer
or which factors could increase their risk for anal cancer.
Some men did not know that the risk of anal cancer was
higher in MSM and in PLWH compared with the general
population.

“So it is higher in a gay man or is there, is a
statisticlal variation between] gay men and straight
men, ...?” —FGD 2, Participant 2

Theme: Research Focuses on Anal Cancer

Sub-Theme: physical anal discomfort

Participants during each FGD felt that participating in a
study on anal cancer and/or a study that included an anal
exam presented unique barriers for recruitment. There
was an expression of fear that the anal exam would cause
physical discomfort from the HRA exam or psychological
discomfort because the anus was involved. Participants
describe fear surrounding having an anoscope—which
is similar to a speculum used in vaginal examination—
placed into his anus:



Page 6 of 14

(2022) 22:296

Hernandez et al. BMIC Medical Research Methodology

| JubdidiIpg | go4-,SALS 19410 Aes
/ 0 L 7 € | UBYlIaweysuow aAeY SIS [eUe JO 1OS ‘D)1 Au ybnoiyl mouy | ‘1Sea| 1e ‘uofiesauab Ino Joj Uyl | pue ‘yes,,

L updidiing ‘| 94— ;6uibe 1noge dn passaw os 1sn[ sl 21n3Nd N0 1eyl s wajgold ayy,

¥ 0 0 L € 0 ZUDdidiIDg ‘€ 94—, We | Moy SN[ S| 3] ‘MOUY NOA ‘UPWIOM B YIM 3INQ AW SSNDsIp 01 Bujob 10U Wwe | 'yes,,
€updidiivg ‘s go4-,[2UoaUos]

199w 0} buidoy wie | 1ey1 INOGe YUIY1 01 JUBM JUOP | 1] SI 31 4B B Ul 218 NOA Usym uonesnpa 1S 1oy dn
ubis 01 syuem oym a1 buiyiawos st 1| ;suoyd Aw uo siy1 op pue dn ubis ob ||Im | MOU |jam ‘Yo, 31| 01 10| &
xew 01 bujob 3uale ajdoad ay1 YIys [eIuUSU B S 3UIYL | 'UOIIde 0] [|BD B WO ING ‘U 126 ||Im noA Julodpuels
Ajeljiuiey e wolj os 9jdoad [03] 10 abessaw ay1 196 ||1m NOA Jeq aya YUyl | 0S ‘Ay1jeay Aeis 031 ‘Op O3 Juem

| SBUIYY puUB Yi[eay Inoge 10| B BUBUIYL | PUB ‘DDLJO 103100 AU Ul UUB | USYM [DX1]] SO JIDYIO S| 49y}
U3yl pue ‘yieay uo Ul LUs| SN0} AW ‘s30UaNbasuod 3y ||e INOge Uiyl 03 JUBM LUOP | 4eq Y3 1e Sem | 4],

| JUDdIRIIDS ‘| gD4—, " 319Ul 3q P|N0D 3SEISIP SIY3 1BY] 108} 9Y1 YUM [BIP 01 9ARY | MOU NG ‘Dinsea|d aw
SIAID SIY3 ‘||om se 1ey3 Jo doy uo palake| 95e3SIP Y1 INOE ¥[e} UaYl puUe eyl Yim AeX0 3q pue aul 03 Uis||
M JeY3 Ued|uld/Japiroid e Buirey usyl pue ‘1eyy pue ainsea|d [eue 1noge spually 03 Buiy|el JjasAul 01 bupyjel
[|B JO 154 ‘MOUY NOA ‘SIY1 INOGE BUP|e} USyM 001 JNJLYIP 1BYMIWOS s 18yl 3gAeW ssanb | pue ‘woly ainsea|d
€ 9AUSpP NOA 1yl Apog INoA Jo 1ied syl punose aseasip INoge bupj[el s i MOouy NOA ‘siy1 Inoge bulyl syl sieyy,
[ Jupdidiupd

‘| 94— ,Aem 1eyy sieaws ded [eue 1noge Bupy|ey 3|doad Jeay 3,Uop | 0S ‘sl 11 |NJme MOy Inoge skeme s311nq
‘s91dods0u0|0D 1N0Ge ye1 01 2A0| 9|doad 1ng ‘Ynis [eue 1Noge y|e1 01 I Luop s|doad moy 1noge Buy|el
212M 25N€D3Q AUUN S| 3 PUY I PeaIp 01 30| JO 10s Aay) ‘2jdoad Jo 10| e Ing ;INOGe SSNy Y3 ||B SIBYAA [eSp
e 61q 1ey1 Ajjeas Jusem 1 ‘yeak yo ‘Aes oym ajdoad awos aie a1ay3 1nq ‘4 1o} uonesedaid ayi 1snf sem 1 jo 1ed
pue ‘sa1dodsou0]od 1noge yje1 3jdoad Aem ayi s puiw Ul 01 i buedwod Jo 10os 1sn( we | buiyl suo ‘||op,
ZUpdidining ‘7 Go4-,2U0p 1531 SIY3 9ARY L,UP|NOM A3U1 MOU | OS ‘PaYdN01 1INQ JI2Yd 1|

1,U0p oym uawl Aeb JO 10| B MOU | ING ‘DA_Y [A343] ALIAIDE [JO] pUy 9Y3 S| 1BY} 95SNedaq Usw Aeb e 1o} I31ses
90 PINOM [1] 1Y ‘MOUS NOA UIyl *** | ‘9SIN0D JO YUYl PNOA “[UeWw Aeb e 10j] J21SeS 3G PINOM *** 3 jUIy}
1,UOp | UBSW | *OS PaYDN01 13NQ 41241 31| USAS 1,UOP 18yl UdW Aeb JO 10| B UMOUD 34| 341 Aw Inoybnoiy],

0¢ 4 4 4 € 1l

€UpdpPRIvg ‘| 94~ 5159}
950U} WOJJ U91106 90 UBD UOIIBUIIO)UI JeYM PUB SUOP 37 U 51591 JeUM JO S92IN0S Je3|D PRy Aj|eal Juaney |
M| [29 | ING ‘AdH PUB JoDURD |eur 1NOJR 1Sa421Ul 9ARY ‘UOISNJUOD JO 10| B 9ARY 21| [99) | OS ‘JO 1IOS pue yijesy

‘AdH butpnpou

'SI1S/SALS [eue 01 uolieja)
Ul Juswbpn( bunon
‘slenplAipul

19p|0 0} uope|aI Ul
1uaWabpn( buyssaidxy

ewbng ais euy

ewbng aby

SHIIYYVE A3LV134-YINDILS

“UIBX3 [BUB 3Y3 WO
-13d 01 19pIrold [edIpaw
3eway e bupuem JoN

"UoI1eDRA UO

3|Iym 10 sleq 1| sade(d Je
95e3SIP 10 12DURD [eUR ‘AdH
1noge yulyl 0} bupuem JoN

ESEN
10 J92Ued Y1m snue a1e
-120sse 01 buinuem 10N

“UIBX3 [PUB 31 JO Snue
941 JO UOIsSNISIp ay1 bul
-p1ebaJ LoJUIoDSIp Buljea4

“HOJWodsIP [eDI1SAyd yum
wiexa [eue ay1 bunenossy

19PINOId o|eW=H

J31lieg UONLIOT

2Inse9|d
10} J21uL) e se snuy

ulexd [euy ue o euy,
1noqy bupjje] Hojwodsiq

1I0ojuiods|q [euy [B21SAYd

HIDNVI TVNVY NO S3SND04 HOYVY3ISIY

‘UOIIRUIDDRA AdH JO ‘S1ieM
'BuluaaIds [eue ‘AdH |eue
‘J9dueD |eue 1noge abpa

Jooue) |euy/AdH

6 v Ll 9 8 0l AW 1noge uoileuliojul [elIUEBISgNS aUl SAID 01 3|ge SI A|jeal JaplAoid 9yl 1yl JUspyUoD Bul|93) 10U SI 11 JO Led,  -|MOUY JO ¥ De| e bulssaidx3 JO 9bpamouy| JO 3oeT

H3IDNVYD TVNV/AdH LNOAY IDAFTMONMN 40 XDV

selop  § v € T 1 a10nD sjdwexy uondudsag swayl-qns
(@o4) uoissnasig dnoun sndo4

Aq A>uanbaiy sway JWIHL

sydudsuely dnolf snooj JO SISA[eUR Dl1eWSY) WO Payluspl siallleg € ajqeL



Page 7 of 14

(2022) 22:296

Hernandez et al. BMIC Medical Research Methodology

¥ L 0 0 0 €
9 0 0 L L ¥
cl L € l S ¢
44 L S ¥ 9 9

9 8 ¢ 91 6

[ UDdId1IDY ‘| 0D4-;uonesauab Ino Ul anbiiey 9K ulenad e s alkyy,

1 Jubdidipg

‘I 54— ,i0p Apealje | UeYl 2J0W 92LJO S40100p 2y1 01 0B 01 1uem | op Aym ‘31| ‘01 bunuem jou—oajdoad
2WOS 10j—W33s p|nod syuawiujodde [ed1pawl Auew Jo uawibas e uo buiel os ‘Apealje suswiuiodde [ed
-IpawW 210w aAeY 0s|e Aewd Aoy 19p|o 196 Ay se ajdoad awos 10} INg ‘ASNQ 4. SIAI| INO BUlUIY OS[e Sem |,
2wpdidiipd ‘s go4- ;U || ||om se

1yB1w NoA 3311 35N s1 spuesnoy Jo 3|dnod ‘ASuow Jo 10| e sI 0£$ ‘Bulyiaulos ‘Aed 01 aAeY | 1BYI UBSW ||IM JBY3
BuiyiAue 0s SWODUI Ul UIN13J ALINDSS [BIDOS AW dABY A[UO | 9SNEDaq UeaW | ‘Widjqoid e aq pjnom 3 auw of,
€Uupdidiivg  Go4- ;1 104 300y aYi uo 24,4341 USY ‘Yl SaulDap

9DUBJNSUI JI2Y) UOSE3) SWOS 40} JI 18yl inbY 10 Aed 01 aney ,uplp Asy3 i 9jdoad 196 01 Jaises aq 1ybiu 1y,

[ UDdi211Dd *| 94— ;uoeIBIIUl JO 1OS 1Byl 1SNIY 10U PIP 1yl AI03SIY S|GRIOWSW JNO UIYIM 3DUSLSAXS

ue Ajurenad s| a6eISA0D Y1jeay JO INO P3||em-3U03s 34 JO 1Os 0} AlljIge 43 IO SUORIPUOD bunsixaald jo espl
SU1 """ JO 10S ‘SUOIIBNIIS SWOS Ul 18yl spiodai Buiney sizpiroid 19yl Jo prese a1om ajdoad mous| NoA—alom
A)I[eIAUSPYUOD puUR AYWAUOUR USUYM SOZ U3 01 328G BUINUILL OS|e pUB SIIPNIS AlH I Jeljiuue) Wwe | ueaw |,

G UDdI2114D4 ‘s D4— ;31 INOGe punolbiapun Ajjeal ale A3y ‘uawl

“INO papuey
Bulaq s1aA) Auew 003 Jo
S2IPNIS YdJeasas Auewl
001 aJe 313Y1 1eY3 Bul|94

“APN3S ay3 Ul 3q

01 SWi Jo e Buissaidx]
"uolesuaduwod Jo 1500
Buipn|put ‘Apnis aya buluiof
0} Pa1e[2J SUIIDUOD ASUO
'$1S02 SIA

4O 9D6BISA0D JDAO UIIDUOD)

anbied Apnis

J1a1eg awi|

I13111eg e se ASUo

2brIaA0) 3dURINSU|

HIDNVI TVNV OLDI4I1D3dS LON SH3IddVvd TVHINID

“UoI1euLIoUl
|edIpaW J0/pue [euosiad Jo
Bulieys ay1 J9AO UIDUOD

Ajenuspyuod

SNY3IDNOD ALITVILNIAIINOD

"UBW UMM X3S 9ABY OUYM
usw bulpiebas uolie|dosse

INSW/fenxasig/AeDy

Il S S I 0 0 YUMX3SIARYIRYI USW UBSW | JNIS SIY3 INOge 1950)2 Y3 Ul A|jedipes ale 3ulyl noA op ‘ajdoad Auews MoH, aAIeHAU B Bulssaidx] Bulag 1suteby ewbns
Supdipd ‘s o4~
.[AIH 104] p231531 106 Janau ay bupieay 1day | puy ;pauaddey 1eym oS "aji| SIY PaARS 9ABY PN 1By [3|qe|ieAe
Apealje] sem uonedIPaU Y1 4918 WL B Ul PRIP 3Y “* PUB JS|SARI] PJHOM B 4dNS Sem oy aw 03 buiuunis  sqjy/AlH bulaey o1 palejal
Il 8 0 07 | 11 05 92e[d BY3 J9AO [|B SeM 3 I9|9ARI] PIOM B SEM 1BYL SUO 9} SeM 3 pue AlH Yim Aeme passed oy **, 1wawbpn( buissaldxy ewbns AH
#UDdidIIDd '€ 54— ;21eAld dasy 01 Juem agAew ajdoad Jo 10| e 3eyl BUIyISWOS S| 1| Aes 01 JueM 0S|e NOA INg Jaoued
'2J3Y3 IN0 piom 3y Ind 03 Juem NOA UBSW | ‘91eALd YUIYL | 05 1Ry 31| BulyIswos Jo Ajuaiayip paiesl) 196 [eue 1oy ysi 1e bulaq Jo
ASY3 *** 9SNed3q SPUSL JIaY1 JO S3ljIude) 419y |93 03 331 3,uop ajdoad awos ‘pariaaul ajdoad suini i pue Aieds 1oy pauaaids bumab ‘bul
SI'1 PUB |NJSSIIS SI 3 ,19DURD), PJIOM 33 01 BulyiAue yor1e NOA USYM ‘[|[31S ING “* SAYDUI M3} 1SIL SY3 UO $9SNJ0 -Aey Buipiebal s;ybnoya
€ 0 | 1 0 1 1sn[ ApN1s a1 Sealaym [euRD 213U pue 3joym ayi Inoybnoiyy Jadasp ob Aay1 ‘Adodsouo|od ays Y, aAnebau buissaidxy ewbng Jadue) [euy
Jaoued
[EUB UBY1 JY10 49DURD JO
€1updidiing 2dA1 Aue 1oy 351 3e Bulaq
‘I 54— ,bulyl JO 1I0S 1By pUe SS2USIEME PUB UOISSNDSIP S1IgIYoid 11 pue ‘DAIgIyoid agAew puy | 1ey iyl Jo 1010} pausaids bumab
1928} R 15N( 5183 OG "PasN S|, pJOM D), 343 1ey S| Bulyl Jaoued 3yl Usyl 95ned3q ybdnous JuaIalip S~ AIaa s3 ‘Buiaey Buipiebas siybnoyy
% 0 | 0 | T ‘MouynoAng AlH 0} Je|IwIS S|l PUB 21943} 30 PINOD 3Se3SIP SIY} 1PY1 108} 94} YIIM [eSp O} 9ARY | MOU INg ", aAnebau buissaidxy ewbIIG 19dUR) [RISUID
Jauyled
€ubdidiipg  [enxas aAidadal ayl bulaq
‘| 94— ,/2IN}N2 JNO Ul BulIBYS U010 SWOS [|13S S 21943 YUIYL | ING ‘SNJ} JOU 2Je A3y} pUe ‘[BUOIIRI JOU dIP Buipiebas uoneposse  Jaulied W0Nog/aAndad
¥ | 0 01l ¢ A3y1 'sa21pnfaid pue saseiq 950yl 9ABY S AIH 196 sw010q Ajuo 1eyl uopduinsse ue ag 01 Pasn I3yl Y1, 9Allebau e bussaidxy -3y Bulag 1suleby ewbng
selo] g v € 1l ?10nQ o|dwex3 uondudsaqg awwayj-qns
(@o4) uoissndsig dnoJuo sn>o4
Aq A>uanbaiy sway JWIHL

g€29|qeL (panunuod)



Hernandez et al. BMIC Medical Research Methodology

(2022) 22:296

Page 8 of 14

Table 4 Additional recruitment efforts implemented as a result of qualitative study, grouped by theme or selected sub-theme, and
suggestions of how these efforts could be applied into studies of other research topics

THEME OR
SUB-THEME

ORIGINAL EFFORTS

ADDITIONAL EFFORTS IMPLEMENTED AS A RESULT
OF FOCUS GROUP DISCUSSION

APPLICATION TO STUDIES OF OTHER
RESEARCH TOPICS

LACK OF KNOWLEDGE ABOUT HPV/ANAL CANCER

- ICF included informa-
tion on anal HPV infec-

Lack of Knowl-
edge of HPV/Anal
Cancer

groups at increased risk.

« Physician discussed anal

cancer screening with

participants.
RESEARCH FOCUSES ON ANAL CANCER
Physical Anal

Discomfort detail at enrollment.

STIGMA-RELATED BARRIERS

Age Stigma - Posters/flyers/website

portrayed healthy men in

older age groups.

CONFIDENTIALITY CONCERNS

Confidentiality
participants addressed
as part of protections
for human subjects
procedures.

MOTIVATORS TO PARTICIPATION

Wanting Access to

the Best Care

- Information on the
UCSF ANCRE clinic’s

experience and expertise

included on clinic
material.

tion and anal cancer and

« Anal exam explained in

- Confidentiality of study

- Flyers/posters/website/ads contained statements to
address knowledge gap, for example “Did you know that
all men who have sex with men (top or bottom) are at risk
for anal cancer?”

« Created "HPV and Anal Cancer Education” presentation
and presented it to community groups and health care
provider groups in and around the San Francisco Bay Area.

- Video created of principal physician describing the
procedure in detail and showing all medical devices that
will be used (speculum, swabs, colposcope).

- Video available on website and presented in educational
presentation.

- Eye catching “Peachy” campaign branded the AHHA
Study with a peach emoji wearing a variety of underwear
(Additional file 5). Posters/flyers/website/ads used new
artwork. (The peach emoji is frequently used to symbolize
a butt/bottom.)

- Developed smaller pocket-sized flyer and tear-offs on fly-
ers. QR codes were also placed on all study materials that
link to the study website so that participants do not need
to take a flyer to have study information.

- Included information on availability of anal cancer
screening and treatment on posters/flyers/website/ads.

« Include statements to address knowl-
edge gaps specific to study topic on
recruitment materials.

- If large knowledge gap is present in
target population, education campaign
should be considered.

- Study procedures should be thoroughly
explained in an accessible way as part of
recruitment materials and not just as part
of the enrollment process.

- Researchers focusing on stigmatized
populations, behaviors, or conditions
should consider exploring these topics
qualitatively before designing recruit-
ment campaigns.

- Provide a variety of methods of
obtaining study information that are
both accessible and sensitive to privacy
concerns.

« Include important study institutions
and collaborators on study recruitment
materials.

FGD, Focus group discussion; ICF, Informed consent form; UCSF, University of California, San Francisco; ANCRE, Anal Cancer Center for Research and Education

“.. that’s scary once it is clear what they are, like how
that’s not that big, you know, that’s not a big deal to
have something that big inside of you, the burning
afterwards, it ... doesn’t sound that appealing..” —
FGD 1, Participant 1

“.. Idon’t think [men] will like it [the high-resolution
anoscopy]. I can only speak from one side, I mean gay
men, of course. Gay or straight men just don'’t like
fingers and things, some [men], up their butt. And get
a man to go get that procedure done? Are you gonna
get tested for it ... nah. My partner is 71 years old,
and since 1 started with this group, I told him about
it and he would [say] like, no, no, no, no... and he
finally came in. The look on his face when he came
home... man. Yeah, I don’t think most men will like
anyone looking up there..” —FGD 2, Participant 2

Sub-Theme: Discomfort Talking about “Anal” or an anal
exam

Our participants also expressed discomfort discussing a
study that focused on anal cancer because they were not
comfortable with the word “anal” and did not wish to
discuss it with others in person or via social media. The
word “anal” was associated with discomfort or embar-
rassment among both participants living with HIV and
HIV-negative participants.

“And I am pretty openly gay and HIV positive and
everything, something like you said before about—it
is kinda icky about anal” —FGD 1, Participant 2

Sub-Theme: Anus as a Center for pleasure

Regarding study recruitment at social venues (e.g., bars,
nightclubs), some participants felt that they did not want
to think about anal cancer or anal health while they were
“..out to have a good time..” —FGD 5, Participant 3
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Table 5 Facilitators identified from thematic analysis of focus group transcripts

THEME Theme frequency by
Focus Group Discussion
(FGD)

Sub-Theme Description Example Quote 1 2 3 4 5 Totals

MOTIVATORS TO

PARTICIPATION

Wanting to be Wanting to live a healthy “I want to stay healthy and alive as long as | can. Somebody said 4 8 8 8 13 41

“would you really like to live to be 100 [years old]?"| said yeah, if |

“... I'think to just be part of these studies is part of how we are there 53 4 5 7 2
for each other, how we sort of have each other’s back, like they are

kind of reflecting this data with us and it’s going to help ... the next

Healthy life and catch disease
early through preventa-  could do it right”-FGD 5, Participant 5
tive care.
Altruism Desire to help research-
ers or the community.
generation!—FGD 3, Participant 2
Money as a Having a desire to join

Facilitator/Motivator  the study based upon
financial compensation.
Wanting to receive the
best health care that is

available.

Wanting Access to
the Best Care

“Because | just firmly believe most people who are going to do a 34 5 10 4 26
study, it's because of the money factor” -FGD 4, Participant 4

“If I have a group that is specific about gay, anal cancer where am | 311 5 3 13
going to get better care than that? So, if it affords me the opportunity
to get screened by the best of the best should | find out that | have

something, which was my case, then | have the comfortable position
of knowing | have seven years of care [for the ANCHOR study]. It's like
this is the best, sure I'll drive down from Sonoma every six months.”

—-FGD 4, Participant 5
Desire to be educated or
obtain an understanding
of the anal exam as it
relates to their health.
Wanting their medical
provider to recommend

Wanting Health
Education about the
Anal Exam

Want Recommen-
dation from their

Provider HPV or anal cancer tion!"-FGD 2, Participant 1
screening.
Gay Provider Wanting a gay provider

for health care needs
including the anal exam.

“I'l speak from my motivation to do which is if | have access to free 6 8 2 4 3 23
schooling ongoing for seven years, in the case of the ANCHOR study |
believe, that's a huge value to me! -FGD 4, Participant 5

“So, if you can actually if the doctor himself or herself actually men- 24 0 1 0 7
tioned it, but that is probably a lot better than just having the informa-

“I had one gay doctor and | am sure that he ... if he wasn't up to 310 1 0 5
speed with it he could have gotten up to speed. The other docs, you
know, | don't have a whole lot of perception that they are familiar, or

they are as comfortable with gay men’s health as I'd like them to be
with mine!=FGD 1, Participant 1

“If I was at the bar, I don’t want to think about all
the consequences, my focus isn’t on health, and then
there [are] other times [like] when I am in my doc-
tor’s office, and I'm thinking a lot about health...” —
FGD 3, Participant 3

.Theme: confidentiality

One barrier that came up in all FGDs was the fear that
information shared or collected during screening would
not be kept confidential. While this was brought up
mostly by participants living with HIV, HIV-negative
participants were quick to agree that they also had these
concerns. Participants were concerned about what ques-
tions they would be asked during screening, who their
information would be shared with, and what conse-
quences there could be if their information was shared
with primary care physicians or insurance companies.

“I mean I am familiar with HIV studies and also
thinking back to the 80’s when anonymity and con-
fidentiality were—you know people were afraid of
their providers having records that in some situa-
tions, sort of that the idea of preexisting conditions
or the ability to sort of be stone-walled out of health
coverage is certainly an experience within our mem-
orable history; [I] did not trust that sort of integra-
tion” —-FGD 1, Participant 1

Likewise, concerns about confidentiality also shaped
respondents’ preferences for recruitment strategies.
Some individuals did not want to risk being associated
with an anal cancer study in public by picking up a flyer
or by posting information about it on social media. These
participants wanted their interest in anal cancer screen-
ing to be private.
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“I don’t consider myself sort of out’ to the world,
and I would decidedly not click on that [Facebook
Share’ study material button]. I would look at it, try
to memorize the number or something, but I would
avoid that, just me, but I am part of the demo-
graphic. I would avoid that because I don’t want—it’s
creepy how much Facebook tracks and all the other
things, so I am more of a privacy oriented, I would
never ‘like’ that and I wouldn’t want my friends to
know that I liked that, again, just me” —FGD 3, Par-
ticipant 3

Theme: stigma-related barriers
Sub-Theme: Age Stigma
Our participants noted that in the gay community there
is a stigma associated with aging. Participants said that
they would be less likely to pick up recruitment material
with photos of men who look older because they do not
identify with pictures of people, particularly older men.
Pictures of older men engaging in healthy activities, such
as cooking, were specifically noted as being off-putting.
Participants did not feel that these pictures represented
them, even among participants that appeared to be older
than the men depicted in recruitment images.

“They are nice, but they look a little old” —FGD 1, Par-
ticipant 2.

In addition, participants reported that that there is
a belief that older people are not as attractive as their
younger counterparts.

“He is still young enough to be, young and fit to be
attractive for people to look at..” —FGD 5, Partici-
pant 1

Participants did recognize the dissonance in these
thought processes. When asked to elaborate on this idea
of not relating to images of people who look 50+for the
purposes of study recruitment—despite all participants
being 50+ themselves—they felt that societal factors were
at play.

“The problem is that our culture is just so messed up
about aging” —FGD 1, Participant 4

Participants said that stigma around aging may reduce
desire to participate in a study that is targeted to “aging”
men. It may also make them less likely to get screened or
to worry about health issues that primarily concern older
men.

Sub-Theme: General Cancer Stigma
There were also some expressions of stigma associated
with cancer, no matter what type of cancer. This stigma
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was generational: participants expressed that in older
generations, including their own, cancer was not dis-
cussed in public and carried some amount of stigma.

“.. it’s different enough because then the cancer thing
is that the ‘C word’ is used” —FGD 1, Participant 3

Sub-Theme: other Stigma

Even in the San Francisco Bay Area in the current day,
participants indicated that there is stigma associated
with being gay, being out, and being a receptive partner
(“bottom”).

“How many people, do you think are radically in the
closet about this stuff ... I mean men that ha[ve] sex
with men, they are really, are underground, about
it” —=FGD 5, Participant 4

“Like there used to be an assumption that only bot-
toms get HIV. We have those biases and prejudices,
they are not rational, and they are not true, but I
think there is still some bottom shaming in our cul-
ture” —FGD 1, Participant 3

There was also shame and stigma associated with having
anal cancer or an anal STI because of the location of the
STI, likely because of the implication that it was associ-
ated with being a receptive partner.

“Yeah, and I think for our generation, at least, I
know through my life, sort of, anal STDs have more
shame than say other STDs” —FGD 1, Participant 1

Taken together, these reflections hint at the significant
role stigma plays on the lives of older MSM.

Theme: General Barriers not specific to Anal Cancer

Other barriers included concerns over insurance cover-
age for the cost of visits, concerns about costs related to
the study, concerns about the amount of time the study
would require, and study fatigue, or feelings that there
are too many research studies to join (Table 3).

Facilitators (table 5)

Theme: motivators to participation

Sub-Theme: Altruism

One of the most discussed motivators for study participa-
tion was altruism. Most participants acknowledged that
along with other facilitators, they or people in our target
population would likely have a strong motivation to help
others in their community. Participants thought that this
would be particularly important to older MSM who expe-
rienced the HIV/AIDS epidemic in the 1980’s-1990’s.
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“I think there are enough people that—and for me it
would be a willingness to share on my timeline. To
say this is something important to people of my age,
and I have a lot of friends that I have known since
the 80's that we have all had HIV? -FGD 1, Partici-
pant 1

“Yes, I am going, and I think to just be part of the
study is part of how we are there for each other, how
we sort of have each other’s back like we are kind of
reflecting this data with us, and it’s going to help the
next generation.” —FGD 3, Participant 2

Sub-Theme: wanting to be Health and Wanting Access to the
best care

In every FGD, multiple participants mentioned a desire
to be healthy, to catch and treat diseases early, and to
receive preventative care as motivators to be part of our
study and other studies. Other personal benefits men-
tioned by many participants were money received as an
incentive to participate, wanting to receive the best qual-
ity of care, and wanting to have ongoing health education
about the anal exam and their health.

“And 1 think a portion of men who have sex with
men are interested in prolonging their vital and
healthy years” —-FGDI, Participant 4

Sub-Theme: other motivators

Two motivators related to patient-provider communica-
tion were mentioned only a few times in the FGDs but
may be important. The first is having a direct recommen-
dation to join the study by a clinical provider. Participants
felt that they would be more likely to join studies such as
ours if their provider recommended the study.

“So, if you can actually, if the doctor himself or her-
self actually mentioned it, but that is probably a lot
better than just having the information” —FGD 2,
Participant 1

Participants also discussed the advantages of having
a doctor who was gay. They felt they would be better
understood by someone who was similar to them in this
regard, and they felt that they would be more comfortable
discussing their health needs with a gay provider. This
sentiment is understandable when studies continue to
show inadequacies in LGBT competency training among
physicians and other health care professionals, with asso-
ciated disparities in clinical competency [20, 21].
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Discussion

The primary goal of this study was to identify new and
actionable methods to increase recruitment into the par-
ent study, the AHHA Study. We modified our recruit-
ment strategy and recruitment materials in accordance
with the feedback received from our focus group par-
ticipants and increased recruitment as a result—increased
from 2 to 3 participants per month to 9-10 per month
(Table 4).

Through thematic analysis of the FGDs, we were able
to uncover several themes that may influence participa-
tion in studies conducted among older MSM, particu-
larly older MSMLWH. As we enter a new frontier with a
large, aging, population of PLWH, more research will be
needed to identify screening, treatment, and preventative
interventions that target this demographic. Finding effec-
tive methods to recruit members of this population into
studies is, therefore, crucial and may require substantial
creativity and thoughtfulness of study teams.

Barriers to participation
Many of the barriers to recruitment that we identified in
our study may be unique to studies of anal cancer or other
anal health topics. For example, participants expressed
discomfort with most things ‘anal. There was fear about
the anal exam, discomfort with the word ‘anal; and dis-
comfort with associating a pleasure center with disease.
However, some of these barriers may be extrapolated to
studies of other sensitive topics. Studies on barriers to
cervical cancer screening show the same link between
fear of discomfort and willingness to be screened [22,
23]. Just as it was difficult to motivate individuals during
the early era of cervical cancer screening to be screened,
these barriers may be difficult to surmount for anal can-
cer screenings until the topic of anal cancer has been
more normalized in our culture. Health education and
open discussion with medical providers about men’s anal
health, but also women’s anal health—as women are also
at risk of anal cancer—may begin to shift this perception
in our culture. Celebrities such as Farrah Fawcett, Mar-
cia Cross, and Michael Douglas continue to help to build
awareness and normalize HPV-associated cancers.
Accordingly, we found a surprising lack of awareness
about anal cancer in our participants. Most of the men
who had heard of anal cancer learned about it through
contact with the UCSF ANCRE clinic and/or associated
anal cancer studies. Even among those men, there was an
important lack of knowledge about what causes anal can-
cer and who is at risk. In our study, participants thought
that men in their communities believed that only “bot-
toms” (receptive partners) were at risk for anal cancer, or
that only those who had HIV were at risk. Men indicated
that if they were HIV-negative and they saw HIV on a
flyer they would disregard it. This is an important barrier
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to recruitment for our study, and potentially for other
studies where it is not common knowledge which groups
are at higher risk of developing the disease. Individuals
may be less willing to participate if they do not believe
themselves to be impacted by the illness under study.

These findings prompted us to add wording to our
recruitment materials that all gay men are at risk for
anal cancer, as well as to remove mentions of HIV in our
recruitment materials (Additional file 5). Other studies
of men living with HIV and HIV-negative men should
consider removing mention of HIV from materials rather
than highlighting that both HIV statuses are invited to
participate.

Another important barrier more specific to our popu-
lation was confidentiality. Many of our participants are
men who experienced some of the unsettling aspects of
the HIV epidemic in the 1980 and 1990 s. Participants
shared issues of loss of confidentiality and stigma about
being gay or living with HIV that were related to stud-
ies that took place during the early parts of the HIV epi-
demic. There is a cultural history among older PLWH
that may not be present or problematic in studies that are
not related to HIV/AIDS. Researchers should not only
consider confidentiality within their study, but also how
the desire for privacy may interfere with study recruit-
ment or participation. We found that participants may
not even pick up a flyer if they feel that the flyer may
breach a confidence to someone who sees it. The AHHA
Study responded to this concern by using smaller pocket-
sized flyers, tear-offs on flyers, and QR codes [24] that
link to the study website. Also, while other studies may
have success using social media for recruitment, many
men in our target population did not feel comfortable
forwarding the study Facebook site to others because of
privacy and confidentiality concerns.

A concerning finding was that despite growing accep-
tance of, and openness within, MSM communities, par-
ticipants noted that there was stigma associated with
being gay, particularly with being a receptive partner.
These findings reinforce the presence of a culture of
stigma against receptive partners also known as “bottom
shaming” as described elsewhere [25-27]. Additionally,
our study and others [25] have found that shame asso-
ciated with having an anal STT or anal HPV/anal cancer
was more profound than that for similar STIs that were
located genitally or orally. This shame will obviously
reduce participation in studies focusing on anal health
and may also limit individuals’ willingness to receiv-
ing screening or treatment for any kind of anal disease.
Again, this may be addressed by normalizing receptive
anal sex as one of many choices available to all individu-
als, by educating that anal HPV associate disease can
occur even in those who do not participate in receptive
anal sex, and by promoting healthy sexual behaviors, and
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promoting prevention—including screenings, treatments,
and vaccinations.

Another stigma that was highlighted in our analysis was
stigma in the MSM community associated with aging.
While it would be beneficial for the public health com-
munity to target negative perceptions associated with
age in this community and in society at large, researchers
may need to be more creative until this pervasive attitude
shifts. Using pictures of older individuals may alienate—
instead of attract—older MSM. The AHHA Study shifted
from photographs to a cartoon of a peach—an emoji fre-
quently used to symbolize a butt/bottom—for its flyers
(Additional file 5) and has had more success with recruit-
ment from these materials [28].

Facilitators

Consistent with other studies [29-32] altruism was a
strong motivator for study participation. The general
desire to be healthy, have access to preventative care,
know about one’s health status, and be able to receive
the best health care possible were also important moti-
vators and consistent with other findings [13, 22]. Future
studies of any topic could craft recruitment messages tai-
lored to better highlight these positive, altruistic aspects
of study participation. Our participants wanted recom-
mendations from health care providers to participate in
research and expressed a desire for gay providers when
possible. Future researchers focusing on PLWH or MSM
would benefit from developing recruitment strategies to
educate local providers in the needs of PLWH and HIV-
negative MSM and may improve recruitment through
referrals. For research not related to PLWH, researchers
could consider linkages with health care providers early
in study design to aid in recruitment.

Limitations

Because we recruited participants from the ANCRE
clinic in San Francisco and among men connected with
the clinic through their networks, men who were willing
to participate in our focus groups may have been more
educated on anal cancer and screening than other mem-
bers of our target population. This may limit our ability to
understand facilitators and barriers associated with less
connected members of our target population. However,
this makes our findings on lack of knowledge particularly
noteworthy as aging MSM populations not connected
with anal cancer clinics or clinicians may have even less
understanding of anal HPV/cancer, and by association
even less willingness to participate, than our participants.
Another limitation is that we did not include women in
this study. The primary reason that we conducted this
study was to aid in recruitment for the AHHA Study,
which only included MSM because of their relatively high
risk for developing anal cancer. The ANCRE clinic treats
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and conducts research on all genders, and a study of
recruitment of older women would surely provide addi-
tional insight into this topic.

Conclusion

Determining how to successfully recruit older MSMLWH
and HIV-negative MSM into health studies will be
increasingly important if we are to continue to meet
the health needs of aging PLWH. For this population,
researchers need to be aware of barriers to participa-
tion including feelings of discomfort with discussion of
certain topics. Confidentiality and privacy concerns are
of particular importance in this population and should
also be considered. Researchers also need to keep in
mind that stigma continues to play a significant role in
influencing older MSM to participate in studies. Factors
that motivate study participation may be capitalized on,
including altruism and individuals’ desires to be healthy
by receiving preventative care and efforts to receive the
best care possible.

The themes that we identified as barriers to participa-
tion are most closely applicable to research that targets
older MSMLWH or HIV-negative MSM as well as to
research that focuses on anal HPV, anal cancer, or other
health conditions involving the anus. However, many
themes can be extrapolated to other population including
addressing knowledge gaps, explaining study procedures
in an accessible manner before enrollment, providing pri-
vacy in acquiring study information, and accounting for
stigma during recruitment.

List of abbreviations
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ANCRE Anal Neoplasia Clinic, Research and Education Center.
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HIV/AIDS Human immunodeficiency virus/acquired immunodeficiency
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