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Objective: Adolescent males who have sex with males (AMSMs) account for high numbers of new HIV
diagnoses. To date, surveillance data have been limited to diagnosed cases of HIV, resulting in an
underestimation of risk and burden among AMSMs unwilling or unable to access HIV testing. This study
identified facilitators and barriers to AMSMs’ participation in future surveillance studies involving HIV
testing. Method: AMSMs (n � 198) aged 14 to 17 years participated. The majority identified as
non-Hispanic White or Latinx, had a least 1 male sex partner, and self-reported HIV negative. Partici-
pants read an online survey beginning with a vignette describing a hypothetical HIV surveillance study
requiring HIV testing. They then completed questions assessing likelihood to participate, perceived
research benefits and risks, attitudes toward HIV risk, prior HIV health services, and parental awareness
of sexual orientation. Results: Approximately 40% indicated strong willingness to participate. Willing-
ness was positively related to perceived HIV risk, free access to HIV testing, counseling and referral if
testing positive, confidentiality protections, and lack of access to a trusted physician. Having to tell others
if one tested positive for HIV and requirements for guardian permission were significant participation
barriers. Conclusions: Inclusion of HIV testing in surveillance studies is essential for accurate estimation
of HIV incidence and prevalence among AMSMs. Successful recruitment of sexual minority youth into
sexual health surveillance research will require procedures tailored to youth’s health care needs and
concerns, including adequate HIV counseling, referral to treatment if seropositive, and attention to
concerns regarding guardian permission.
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Historically, human immunodeficiency virus (HIV) surveillance
research has helped to identify trends in HIV prevalence and
behaviors among at-risk groups, including men who have sex with
men, ethnic minority men and women, and persons who use

intravenous drugs (Family Health International, 2000). To date,
surveillance studies have been predominantly utilized in research
assessing populations of adults previously identified as seroposi-
tive, although intervention efforts for individuals at behavioral risk
for HIV, such as adolescent males who have sex with males
(AMSMs), would also benefit from this methodological approach.

In addition to increased risk for sexually transmitted infection
(STI; Centers for Disease Control and Prevention, 2018b),
AMSMs between 13 and 24 years of age account for dispropor-
tionally high numbers of new HIV diagnoses. According to the
Centers for Disease Control and Prevention, AMSMs accounted
for 64% of HIV diagnoses among men who have sex with men
(MSM) in 2016 (Centers for Disease Control and Prevention,
2018b) and 83% of new HIV diagnoses among 13- to 24-year-olds
in 2017 (Centers for Disease Control and Prevention, 2018a).
Younger MSM, however, are less likely than older MSM to
receive HIV testing and, in general, the least likely to be linked to
HIV care (Centers for Disease Control and Prevention, 2018a;
Phillips, Ybarra, Prescott, Parsons, & Mustanski, 2015). For these
reasons, statistics on HIV prevalence among AMSMs may actually
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underestimate the level of infection within this population because,
with few exceptions (Balaji et al., 2018), surveillance research has
been largely limited to medical records of those who have been
tested for HIV or diagnosed as seropositive (Conron, Landers,
Reisner, & Sell, 2014; Mahle Gray et al., 2013; Matthews & Lee,
2014).

In addition, current estimates of HIV risk may not be represen-
tative of young, untested adolescents who often are newly initiated
to sexual activity or may not have the opportunity or desire to be
tested and consequently remain undiagnosed. Thus, the integration
of HIV testing within surveillance and other population-based
studies is needed to ensure that prevention and treatment services
are appropriately tailored to the needs of AMSMs with and without
access to HIV testing. To date, however, little is known about
factors that will influence youths’ motivations and decision to
participate in such studies. Drawing on previous research, the
current study sought to identify facilitators and barriers to AMSM
participation in surveillance studies involving HIV testing.

Research involving sexual and gender minority (SGM) adoles-
cents and young adults indicates many postpone or avoid HIV
testing and do not request sexual health information from primary
care providers (PCPs) because of anticipated stigma, institutional
mistrust, fear of being outed, and a general belief that sexual and
gender minorities do not receive equitable health services (Fisher,
Fried, Desmond, Macapagal, & Mustanski, 2018; Fisher, Fried,
Macapagal, & Mustanski, 2018; Macapagal, Bhatia, & Greene,
2016; Meanley et al., 2015). Along with research on SGM youths’
attitudes toward participation in safety and efficacy trials testing
preexposure prophylaxis (PrEP), the literature also suggests that
for youth who have avoided, do not have independent health
insurance, or cannot afford sexual minority affirming health care,
research-provided access to free HIV testing and other sexual
health services may increase willingness to participate in surveil-
lance research providing HIV testing (Fisher, Fried, Desmond, et
al., 2018; Fisher, Fried, Ibrahim Puri, Macapagal, & Mustanski,
2018).

Fear of parental involvement may also influence AMSM will-
ingness to participate in research providing HIV testing. Research
indicates that requirements for guardian permission to obtain sex-
ual health services are a barrier to accessing these services among
AMSMs and other adolescents. For example, the Guttmacher
Institute reports that 18% of 15- to 17-year-olds and 7% of 18- to
19-year-olds between 2013 and 2015 reported that they would not
access sexual or reproductive health care such as pregnancy and
STI testing because they did not want their parents to find out
about obtaining such services (Guttmacher Institute, 2018). Spe-
cific to AMSMs, prior research also suggests that fear of HIV
stigma and guardian disclosure may be barriers to youth partici-
pation in surveillance studies involving HIV testing. For example,
studies have documented SGM adolescents’ reluctance to seek
sexual health care or to participate in online sexual health surveys
or biomedical prevention trials if guardian permission is required
(Fisher, Arbeit, Dumont, Macapagal, & Mustanski, 2016; Maca-
pagal, Coventry, Arbeit, Fisher, & Mustanski, 2017; Mustanski,
Coventry, Macapagal, Arbeit, & Fisher, 2017; Nelson, Carey, &
Fisher, 2018).

Increasing the integration of HIV testing in studies is necessary
for more accurate estimates of HIV incidence and prevalence

among AMSMs and to facilitate direct links to care for youth who
test seropositive (Geanuracos et al., 2007; Hood et al., 2017). The
primary aim of the present study was to identify facilitators and
barriers to participation in surveillance and other population risk-
based studies involving HIV testing among AMSMs. Based on
prior research, we hypothesized that access to free HIV testing and
related sexual health services, including referrals for youth testing
seropositive, would positively motivate participation, especially
for AMSMs who had not discussed their sexual behavior with their
primary care provider. We also hypothesized that guardian per-
mission requirements and concerns regarding disclosure of HIV
status would emerge as barriers to participation, especially for
youth whose guardians were unaware of their sexual activity with
male partners.

Method

Participants

The sample of 198 AMSMs aged 14 to 17 years was drawn from
a nationally administered Internet-based survey on sexual behav-
ior, social stigma and acceptance, health care experiences, and
attitudes toward participation in HIV-related studies among SGM
youth (Fisher, Fried, Ibrahim Puri, et al., 2018; Fisher, Fried,
Macapagal, et al., 2018). Recruitment occurred over a 4-week
period in early 2017 using paid Facebook advertisements and a
screener and survey created using LimeSurvey software. Interested
participants completed an 11-item screening questionnaire to de-
termine eligibility: age 14 to 17, having a male sex assigned at
birth, at least one lifetime male anal sex partner, and self-reported
HIV negative.

A total of 1,351 individuals completed the online screener. Of
this total, 959 individuals were ineligible, a majority of whom
were over 18 or did not report anal sexual activity with another
male; 392 individuals met inclusion criteria, but 178 did not
complete the survey; 14 youth failed attention checks (e.g., “To be
sure you are still reading the content of these questions, please
select ‘neither agree nor disagree’ from the list of responses
below”) and consistency validation (e.g., consistency between
self-reported age in years provided as an open text box response
and birthdate provided as drop-down response); and, lastly, two
female participants were not included, leaving a final sample of
198 youth. Youth who completed the survey received a $30 virtual
online gift card for participation, which was e-mailed to them
within 2 to 3 weeks. The e-mail provided for compensation was
not attached to participant responses. All study procedures were
approved and guardian permission requirements were waived by
the institutional review boards (IRBs) at both Fordham University
and Northwestern University.

Sample Considerations

A G�Power analysis for a binomial logistic regression yielded a
requirement for 107 participants to achieve an effect size (odds
ratio [OR]) of 1.8, a power of .80, and alpha of .05. With a total
sample size of 198, sufficient statistical power was achieved.
Further, there were no significant differences between individuals
who did and did not complete the survey on any demographic or
sexual behavior/risk variables included in the screener. Addition-
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ally, the sample was geographically representative; participants
were drawn from 42 states representing four regions of the United
States, including the Northeast (n � 33; 18.5%), Midwest (n � 29;
16.3%), South (n � 58; 32.6%), and West (n � 58; 32.6%).

Survey Items

Demographics, disclosure to guardians, HIV risk behaviors,
and HIV testing. Table 1 provides demographic information for
the sample. Participants completed self-report questions about age,
race/ethnicity, sexual orientation, education level, employment
status, living situation, and socioeconomic status measured by
primary guardian education. Likert-type items with ordinal re-
sponse options were used to assess the degree to which AMSMs
agreed with statements regarding sexual orientation and sexual
health experiences and their personal attitudes toward participation
in an HIV surveillance study requiring HIV testing.

Four 4-point Likert-type items (from 1 � does not know or
suspect to 4 � knows and we have talked about it) assessed
whether youth’s primary guardian and PCP were aware of their
sexual orientation and sexual activity with male partners. HIV-risk
questions included number of lifetime sexual partners, lifetime
condomless anal sex occurrences, and recent (in the past 12
months) alcohol and drug use before sexual contact. Two items
assessed lifetime HIV testing and HIV testing in the past year. Two
5-point Likert-type items (from 1 � none of the time to 5 � all of
the time) assessed the extent to which youth perceived themselves
at risk for HIV and worried about getting infected with HIV
(Napper, Fisher, & Reynolds, 2012). An additional item (from 1 �
never to 5 � always) asked whether youth had avoided getting an
HIV or STI test because they were worried about being outed or
criticized for being lesbian, gay, bisexual, transgender, or queer
(LGBTQ).

Vignette of a hypothetical surveillance study involving HIV
testing. A text vignette described a hypothetical HIV surveil-
lance study that required HIV testing designed to assess prevalence
of HIV and its relationship to attitudes and behaviors related to
HIV acquisition among teenagers. The vignette stated that the
hypothetical study included pretest counseling, HIV testing using
either an oral swab or a finger stick, and a questionnaire to help
researchers understand attitudes and behaviors that decrease or
increase HIV risk among LGBTQ teens. Investigators would pro-
vide teens who tested positive with a list of options for
community-based medical treatment sensitive to the needs of
LGBTQ teens and would keep the results confidential unless the
teen asked them to share results with a guardian or doctor. A
similar vignette approach was successfully employed with a sam-
ple of SGM youth to assess youth’s ability to self-consent and their
attitudes toward guardian permission requirements for a hypothet-
ical PrEP adherence trial (Fisher et al., 2016).

Items assessing attitudes toward participation. Following
the description of the hypothetical surveillance study, youth re-
sponded to 18 Likert-type questions (from 1 � strongly disagree
to 5 � strongly agree) assessing the likelihood of and motivations
for participation in that study. These items were developed and
refined from items in our prior research on health care experiences
and attitudes toward HIV prevention research among adolescent
and young adult MSM, review by a youth advisory council, and
online piloting with a sample of 30 AMSMs (Fisher et al., 2016;

Fisher, Fried, Ibrahim Puri, et al., 2018). Table 2 provides the
wording of each item.

The first question assessed youth’s willingness to participate,
followed by eight items assessing positive (e.g., free HIV testing,
confidentiality protections, LGBTQ-sensitive counseling and sex-
ual health education) and negative (learning and having to disclose
to others seropositive HIV status) attitudes toward research-
provided HIV testing. Four items assessed attitudes toward HIV
testing from PCPs, including whether they had a trusted doctor for
HIV testing, were more comfortable and had less confidentiality
concerns being tested by a doctor than a researcher, or were more
likely to get an HIV test through research than on their own. Two
additional items asked whether youth would agree to participate if
guardian permission was required and whether they believed this
was important so that guardians would help if youth tested positive
for HIV. The last three Likert-type items assessed the perceived
benefits of referrals if youth tested positive and whether youth
wanted researchers to facilitate communication of positive results
to guardians through advice or direct communication.

Analytic Plan

Descriptive statistics were calculated for all variables. Pearson
product–moment correlations, t tests, and chi squares assessed
relationships among demographic factors, sexual history, facilita-
tors and barriers toward participation, and attitudes toward refer-
rals. Binary logistic regressions assessed the extent to which dis-
closure to primary care providers and guardians about sexual
activity with males influenced research participation attitudes.

Results

Demographics, Sexual and HIV Testing History, and
Sexual Orientation Disclosure to Primary Care
Providers and Guardians

Demographics, sexual history, and disclosure of sexual orienta-
tion and sexual behavior to guardians and PCPs are reported in
Table 1. Most participants were between 16 and 17 years old,
identified as non-Hispanic White or Hispanic/Latino, were in high
school, were unemployed, and lived with a guardian/parent. The
majority of primary guardians were reported to have at least some
college education.

Sexual and HIV testing history. Overall, 34.8% of the sam-
ple had been tested for HIV in their lifetime. Participants
reported a median of two male anal sex partners, and 36.4%
reported one lifetime condomless anal sex experience. Older
youth reported significantly more male sexual partners (r � .16,
p � .05), but age of youth was not significantly related to
number of condomless events. Number of sexual partners and
condomless sexual events were significantly related (r � .88,
p � .001). About one third indicated they had consumed alco-
hol, and one quarter indicated drug use, before sexual contact in
the past 12 months. A minority (14.6%) believed they were
likely to become infected with HIV, but twice as many (28.3%)
worried about HIV infection.

Disclosures. Less than half of respondents (42.9%) had spo-
ken to their PCP about their sexual orientation, and only 31.3%
reported that their PCP knew they were sexually active with male
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Table 1
Frequency of Responses and Percent Agreement for Demographic Characteristics, Guardian and PCP Disclosure, HIV Risk and
Testing Items, and Willingness to Participate

General demographics
Frequency and percent (%)

(N � 198)

Age (years) M � 16.20, SD � .82
14 8 (4.0)
15 27 (13.6)
16 80 (40.4)
17 83 (41.9)

Race/ethnicity
Black or African American 9 (4.5)
Asian/Pacific Islander 10 (5.1)
White 100 (50.5)
Hispanic/Latino 68 (34.3)
More than one race 8 (4.0)
Other 1 (.5)

Sexual orientation
Gay 164 (82.8)
Bisexual 26 (13.1)
Pansexual 5 (2.5)
Other 3 (1.5)

Education level
High school 195 (98.5)
College 1 (.5)
Not in school 1 (.5)

Employment status
Working part time 72 (36.4)
Not working 124 (62.6)

Living with guardian 194 (98.0)
Highest education level of primary guardian

High school or less 60 (30.8)
Some college 40 (20.2)
College degree 29 (14.6)
Graduate degree 64 (32.3)

HIV testing history
Has been tested for HIV (lifetime) 69 (34.8)
Has been tested for HIV (in the past year) 64 (32.3)

M (SD) N (%)

HIV risk behaviors
Lifetime number of male (whose birth sex and gender identity are male) anal sex partners 3.36 (4.58) Range � 1–35

Mdn � 2 Mode � 1
Number of times engaging in condomless anal sex with male partners 1.83 (2.96) Range � 0–25

Mdn � 1 Mode � 1
Has consumed alcohol before having sexual contact with a male or transgender female partner in the past 12

months 1.65 (1.02) 70 (35.4)
Has used drugs before having sexual contact with a male or transgender female partner in the past 12 months 1.45 (.87) 50 (25.3)

Attitudes toward HIV risk
Believes they are extremely or somewhat likely to become infected with HIV 2.14 (1.07) 29 (14.6)
Worries all or a lot of the time about getting infected with HIV 2.84 (1.12) 56 (28.3)
Has avoided getting tested for HIV or an STI because “I was worried that I would be ‘outed’ or criticized for

being LGBTQ” 1.95 (1.42) 74 (37.4)
Guardian and provider knowledge of sexual orientation and sexual activity with males

Guardian knows about your sexual orientation 3.07 (1.20) 132 (66.6)
Guardian knows you are sexually active with male partners 2.08 (1.11) 59 (29.8)
“In the past I have spoken to a doctor, nurse or other healthcare provider about my sexual orientation” 1.86 (1.23) 85 (42.9)
“In the past I have spoken to a doctor, nurse or other healthcare provider about having sex with male

partners” 1.63 (1.10) 62 (31.3)
“I would be willing to participate in a study if it required me to get an HIV test”a 3.84 (1.35)

Strongly disagree 20 (10.3)
Somewhat disagree 19 (9.7)
Neither agree nor disagree 18 (9.1)
Somewhat agree 53 (27.2)
Strongly agree 85 (43.6)

Note. PCP � primary care provider; HIV � human immunodeficiency virus; LGBTQ � lesbian, gay, bisexual, transgender, or queer.
a Percent based on 195 valid responses.
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partners. Over one third (37.4%) of all youth had avoided HIV/STI
testing due to concern about being outed or criticized for being
LGBTQ. Sixty-six percent of youth indicated their primary guard-
ian definitely knew about their sexual orientation, although only
29.8% indicated their primary guardian knew they were sexually
active with male partners.

Willingness to Participate in Surveillance Research
Involving HIV Testing

As illustrated in Table 1, a little less than half the respondents
would strongly agree to participate in the study and close to one
third would somewhat agree. Demographic and sexual health items
were not significantly associated with willingness to participate,
with one exception: The more likely youth believed they might
become infected with HIV, the more likely they were to participate
(r � .16, p � .05).

Motivations to participate. Table 2 provides descriptive data
on attitudes toward participation in surveillance research involving
HIV testing and Pearson correlations with the item assessing
likelihood to participate. Reasons to participate including access to
free HIV testing, wanting to know one’s HIV status, trust that
researchers would protect their confidentiality, research-provided
LGBTQ-sensitive counseling, and information referrals if they

tested positive were endorsed by a majority of youth and signifi-
cantly and positively correlated with likelihood to participate.
Although only 7.6% did not want to know their HIV status, for
over half of the youth, having to tell other people if they were HIV
positive was a significant barrier to participation that was signif-
icantly and negatively related to participation.

Medical mistrust. Only 18.7% of AMSMs indicated they
already had doctors they trust for HIV testing, and approxi-
mately one third of youth indicated they would be more com-
fortable getting an HIV test from a doctor than in a research
study. Although both these items were negatively correlated
with participation, only the former association yielded signifi-
cance. A little over one third of youth would be more worried
about confidentiality in a doctor’s office than in research, and
65.7% indicated it would be easier to get tested if they partic-
ipated in a research study than on their own. Both items were
positively correlated with participation, although only the latter
was significant. Youth who had never spoken to a PCP about
sexual relationships with other males (n � 136; 69%) were
more likely to endorse statements indicating it would be easier
to get tested in a study than in a doctor’s office (OR � .73, 95%
CI [.56, .95], p � .05), and they would be more worried about
HIV test confidentiality in a doctor’s office than in a research

Table 2
Frequency of Responses and Percent Agreement With Willingness to Participate Among Attitudes Toward HIV Testing and Research-
Provided Access to Sexual Health Services

Items M (SD) N (%)a

Correlation with likelihood
to participate in HIV

testing study (r)

Attitudes toward HIV testing in research
“I could get the HIV test for free” 4.32 (.98) 151 (76.3) .29���

“I would want to know if I have HIV” 4.61 (.84) 184 (92.9) .18��

“I would trust the researcher to protect my confidentiality” 4.20 (1.08) 161 (81.3) .42���

“I could benefit from the counseling about sexual health specifically for LGBTQ teens” 4.08 (1.05) 148 (74.7) .16�

“I could talk about my sexual orientation with people who know about HIV risk” 4.14 (1.05) 159 (80.3) .25���

“Being in an HIV testing study would help me learn more about protecting my sexual
health” 4.07 (1.07) 150 (75.8) .43���

“I do not want to know if I have HIV” 1.51 (1.02) 15 (7.6) –.20��

“If I found out I had HIV, I would have to tell other people” 3.41 (1.30) 115 (58.1) –.15�

Attitudes toward doctor versus research-provided HIV testing
“I already have doctors I trust who test me for HIV” 1.93 (1.26) 37 (18.7) –.17�

“I would feel more comfortable getting an HIV test from my doctor than from a
researcher conducting an HIV testing study” 2.99 (1.31) 67 (33.8) –.11

“I would be more worried about the confidentiality of an HIV test if I took it at my
doctor’s office than if I took it as part of an HIV testing study” 3.07 (1.37) 77 (38.9) .13

“It would be easier for me to get tested if I was in an HIV testing study than if I
decided to get tested on my own” 3.83 (1.12) 130 (65.7) .39���

Guardian involvement and attitudes toward research participation
“I would agree to participate in the HIV testing study for LGBTQ teens if I had to get

my parent’s or guardian’s signed permission” 2.20 (1.47) 49 (24.7) .30���

“If I was in a study that involved HIV testing, getting my parent’s permission would be
important so that they can help me if the test showed I had HIV” 2.50 (1.32) 47 (23.7) .14

Attitudes toward testing positive for HIV
“I could benefit from getting referrals for treatment if I tested positive during the study” 4.43 (.87) 168 (84.8) .20��

“If I tested positive for HIV during the study, I would want the researchers to help me
figure out how to tell my parents, guardians, or another adult I am close to” 4.22 (1.27) 161 (81.3) .14

“If I tested positive for HIV during the study, I would want the researchers to tell my
parents for me” 2.18 (1.34) 38 (19.2) .03

Note. HIV � human immunodeficiency virus; LGBTQ � lesbian, gay, bisexual, transgender, or queer.
a Frequency and percent agreement based on responses indicating strongly or somewhat agree with item.
� p � .05. �� p � .01. ��� p � .001.
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study (OR � .71, 95% CI [.57, .90], p � .01) compared with
youth who had spoken to a PCP (n � 62; 31%).

Guardian permission. Less than 25% of youth would agree
to be in a surveillance study involving HIV testing if guardian
permission was required. However, the odds of agreeing with this
statement were higher for AMSMs whose guardian knew about
their sexual activity with males (n � 59; 30%) compared with
those whose guardian did not know (n � 139; 70%; OR � 1.74,
95% CI [1.40, 2.16], p � .001). Similarly, 23.7% agreed permis-
sion was important so that guardians could assist youth if they
tested positive; although this item was not significantly related to
willingness to participate. The odds of agreeing with this statement
was also significantly greater for youth who had disclosed their
sexual activity with males to guardians compared with those who
had not (OR � 1.56, 95% CI [1.23, 1.99], p � .001).

Testing positive for HIV. The majority of youth believed
they would benefit from getting referrals if they tested positive
during the course of the study, and this response was significantly
correlated with likelihood of participation. The majority also
wanted researchers to help them figure out how to communicate
results of their HIV test to guardians. However, few wanted the
researcher to be the one to tell their guardian that they tested
positive for HIV. Neither item was significantly correlated with
likelihood to participate.

Discussion

Meeting the National HIV/AIDS Strategy for 2020 to reduce the
number of new HIV infections by 25% will require accurate
estimations of the incidence and prevalence of HIV infection
among AMSMs, who account for disproportionally high numbers
of new HIV diagnoses and are among at-risk populations least
likely to be tested (Centers for Disease Control and Prevention,
2018a, 2018b). The accuracy of these estimates requires integrat-
ing HIV testing into current national surveillance strategies to
reach untested AMSMs who are often newly initiated to sexual
activity or may not have the opportunity or desire to be tested and
consequently remain undiagnosed.

Consistent with estimates of HIV testing among adolescents and
young adults (Koenig, Hoyer, Purcell, Zaza, & Mermin, 2016) and
lower estimates of testing among AMSMs (Phillips et al., 2015), in
the present study, only one third of the sexually active AMSMs
respondents in our study had been tested. Although frequency of
high-risk sexual encounters increased the likelihood that youth
were tested, fear of testing positive emerged as an impediment to
participation for some. Further, only 14% believed they were
likely to be at HIV risk, although one third indicated they often
worried about their HIV risk. At the same time, however, almost
two thirds of youth indicated they would agree to participate,
suggesting a majority of our sample would be motivated to par-
ticipate in a surveillance study if HIV testing was offered. Past
studies demonstrate that cognitive appraisals of personal HIV risk
influence sexual risk taking and are related to health-promoting
behavioral intentions (Gladis, Michela, Walter, & Vaughan, 1992).
However, intention to be tested does not necessarily predict
whether individuals obtain HIV testing in the future (McGarrity &
Huebner, 2014). This underscores the importance of examining the
psychosocial and institutional obstacles to HIV testing discussed
below.

Medical Mistrust

One reason for low HIV testing rates among SGM youth and
young adults is anticipated bias and lack of trust in primary care
providers (Hoyt et al., 2012; Macapagal et al., 2016; Meanley et
al., 2015). Over one third of youth in the present study indicated
they avoided HIV testing because of concern they would be
“outed” or criticized for being LGBTQ. Anticipated bias and
confidentiality concerns may thus be the reason why two thirds of
respondents believed it would be easier to get an HIV test if they
participated in a research study than if they got tested on their own.
As predicted, this belief was significantly greater for youth who
had not discussed their sexual activity with male partners with a
PCP. Across all respondents, endorsement of this item was posi-
tively related to the decision to participate in a surveillance study.
Moreover, the majority of respondents were motivated to partici-
pate by a desire to know their HIV status, free access to HIV
testing, and research-provided HIV counseling. These findings
indicate a desire among sexually active AMSMs for access to HIV
testing and provides support for the integration of HIV testing into
surveillance studies.

Guardian Permission

The majority of respondents would not participate in a surveil-
lance study involving HIV testing if guardian permission was
required. These findings are consistent with prior research identi-
fying guardian permission as a significant barrier to participation
in HIV-related survey and biomedical prevention research for
SGM youth (Fisher et al., 2016; Macapagal et al., 2017; Mustanski
et al., 2017). As predicted, youth whose guardians were unaware
of their sexual activity with male partners were less likely to
participate if guardian permission were required and less likely to
believe their guardians would be supportive of their participation.

Despite support by scientific organizations to waive guardian
permission requirements (American Psychological Association,
2018; Santelli et al., 2003), IRBs fail to do so because of confusion
regarding the relationship between state mature minor laws and
federal regulations permitting waiver of guardian permission,
overestimation of youth’s consent vulnerability, and lack of atten-
tion to data indicating that guardian permission risks disclosing
SGM youth’s sexual orientation to guardians, potentially resulting
in family rejection, stigmatization, or punishment (D’Amico &
Julien, 2012; Fisher et al., 2016; Mustanski & Fisher, 2016). As
documented in the current study and prior research, the guardian
permission requirement is likely to lower recruitment and may
result in nonrepresentative, biased samples in research involving
minors in sexual health research (American Psychological Asso-
ciation, 2018; Fisher & Mustanski, 2014; Moore, Paul, McGuire,
& Majumder, 2016; Mustanski & Fisher, 2016).

Prior research demonstrates that when developmentally appro-
priate consent procedures are applied, youth as young as 14 years
of age achieve adult levels for understanding the key elements of
informed consent to HIV prevention research (Fisher et al., 2016).
IRBs, however, are often reluctant to waive guardian permission
for research in states that permit youth independent access to HIV
testing (Moore et al., 2016). To ensure the representation of
AMSMs needed to accurately inform HIV prevention and treat-
ment policy, federal funding agencies and investigators will need
to work together to encourage states to interpret adolescent access
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to sexual health preventions more broadly and IRBs to apply
federal regulations permitting youth to independently consent to
surveillance research involving HIV testing.

Referrals for Youth Testing Positive

Integrating HIV testing into surveillance research will include
an obligation to provide counseling, return of results, and referrals
for youth testing HIV positive. For the majority of our respon-
dents, referrals for treatment if they tested positive during the
course of the study and advice on how to communicate the results
to guardians were perceived as a benefit of participation. However,
such obligations present challenges for national surveillance stud-
ies in terms of time, costs, and competencies required for staff
training and identification of local referral sources (Office of
Adolescent Heath, 2018). The immediacy of results from rapid
screening tests effectively used in nonclinical settings (Centers for
Disease Control and Prevention, 2018c) can allow research staff to
more readily connect youth testing positive to local referral
sources. However, investigators will need to develop procedures
that encourage participants to wait to receive results (Mollen,
Lavelle, Hawkins, Ambrose, & Ruby, 2008), and although highly
reliable, rapid tests require confirmatory follow-up testing with
health care providers. Most youth will not be aware of the nature
of follow-up assessments nor where to seek free or affordable HIV
treatment, increasing the responsibility of researchers to ensure
adequate pre- and posttesting counseling.

Strengths and Limitations

Our online data collection and recruitment methods yielded a
national sample of sexually active AMSMs. Nevertheless, this
methodology does not allow for absolute certainty that inclusion
criteria were met and also limits participation to those who use the
Internet, mobile phones, and social media. Additionally, our
knowledge of HIV testing history was limited to youth self-report.
Still, the confidential nature of the study may have increased
comfort and honesty of responding, an opportunity critical for
capturing the views and concerns of hidden, socially vulnerable
populations. Second, our study benefitted from adequate partici-
pation of youth who identified as Hispanic and non-Hispanic
White; however, there was insufficient representation of other
racial/ethnic minority groups. Additional research is needed on
how the intersections of ethnic and social minority status influence
AMSMs’ motivations to participate (Macapagal et al., 2016; Smal-
ley, Warren, & Barefoot, 2016).

Conclusion

HIV serosurveillance data are critical for the accurate estimation
of HIV prevalence rates among AMSMs that can assist local and
national efforts to set HIV policy and priorities, design develop-
mentally appropriate prevention and treatment programs, and eval-
uate the effectiveness of government responses to the epidemic
(UNAIDS/WHO Working Group in Global HIV/AIDS/STI Sur-
veillance, 2001). To date, surveillance research relying on medical
records of those who have been tested for HIV or diagnosed as
seropositive are not representative of untested AMSMs who often
are newly initiated to sexual activity, refrain from HIV testing for

fear of bias or confidentiality concerns, or may not have the
opportunity or desire to be tested. Surveillance research involving
HIV testing is thus needed to ensure prevention and treatment
services are appropriately tailored to the needs of AMSMs with
and without access to HIV testing.

Integration of HIV testing within surveillance studies will face
considerable economic and implementation challenges (Mahle
Gray et al., 2013; Matthews & Lee, 2014; Myers et al., 2018).
However, the findings of the present study strongly suggest that
these efforts will be rewarded by the participation of high numbers
of AMSMs who perceive such research as a means of learning
their HIV status and benefiting from HIV counseling and referral
services to which they would otherwise not have access. Success-
ful recruitment for these studies will also depend on the ability of
funding agencies, investigators, and AMSM advocates to success-
fully overcome IRB and statutory impediments to the right of
youth to provide independent consent to research directly related
to their health and the future health of other sexual minority youth.
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