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Promoting Early Detection of Human
Immunodeficiency Virus Infection
Among Adolescents

Mary Jane Rotheram-Borus, PhD; Donna Futterman, MD

hile a significant and increasing number of adolescents are infected with the hu-

man immunodeficiency virus (HIV), few youth are identified as seropositive and

even fewer are linked to medical care and social services. If more youth were

identified, transmission to sexual partners and offspring would be reduced and
individuals could benefit from treatment. Prior to initiating wide-scale early detection for HIV, we
must (1) examine alternative strategies of conducting pretest and posttest counseling; (2) address
barriers to prevention and testing within the HIV system of care; and (3) mount community-level
intervention campaigns that address youth at high risk of infection.
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The World Health Organization esti-
mates that 50% of the 30 million human
immunodeficiency virus (HIV) infec-
tions worldwide occurred in young people
between the ages of 15 and 24 years.' In
the United States about one quarter of new
infections are among adolescents,? yield-
ing estimates of between 110 000° and
220 000* youth living with HIV (YLH).
Like adults, YLH are unlikely to be aware
of their serostatus until 10 years after they
were infected.” Only 19 904 YLH have been
identified in the 30 states that report HIV
status.” These data suggest that only about
16% of YLH may be aware of their serosta-
tus, compared with the estimate that two
thirds of infected adults are aware of their
serostatus.® Among HIV-infected adults in
the United States, about one half are re-
ceiving adequate care,’ yet reports from
adolescent medicine clinics® suggest that
only about 11% of identified YLH are
linked to care, with substantial geo-
graphic variations in these rates among
high-risk youth.” Substantial benefits may
result for the individual and society if early
detection is increased and health care is
initiated. This article discusses the barri-
ers that must be overcome to more effec-

tively implement and mainstream HIV test-
ing programs for youth, and outlines
opportunities for innovation and effi-
ciency in adolescent HIV testing.

IMPORTANCE OF EARLY
DETECTION

Benefits to the Youth

Several recent scientific advances have
heightened the importance of encourag-
ing early detection of HIV infection.'*!?
First, those identified as seropositive for
HIV can potentially prolong the duration
and quality of their lives by early inter-
vention with combination antiretroviral
therapies.'" Second, young women who
are seropositive and pregnant can, by tak-
ing medications and having a cesarean de-
livery, reduce the risk of transmitting the
virus to their infants to about 2%."* The
United States has one of the highest rates
of teenage parenthood among developed
nations.' Third, it is critical to reduce the
likelihood of transmission during the pe-
riod of new infection, which has been iden-
tified as a time when there is high viral
load'® and thus an increased likelihood of
transmitting the HIV virus to others.!” By

identifying those who are newly infected
and teaching both those at high risk and
the health care community to recognize
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the physical signs of early infection (eg, flulike symp-
toms), reductions in transmission may result.'® Because
adolescents are at high risk, both behaviorally and bio-
logically, for sexually transmitted diseases,'**! which fur-
ther facilitate viral transmission,?? it becomes even more
important to detect early infection among youth. Fourth,
knowing one’s HIV status can significantly contribute to
reducing risk behaviors and thus decrease HIV transmis-
sion.?® The importance of stopping transmission behav-
iors has increased because the period when people can
transmit the virus has lengthened with improved treat-
ments and prolonged life among YLH. In addition, there
is emerging evidence that misperceptions about the ben-
efits of antiretrovirals may lead to the reemergence of risky
acts among the HIV-infected.** Finally, given that viral
load appears to be related to transmission,”* initiating
therapy is likely to reduce transmission of the virus across
different stages of illness because viral loads will be lower.
In addition to identifying seropositive persons, HIV
testing may also be useful as a component of a preven-
tion strategy.” First, each successful multisite HIV pre-
vention trial demonstrating reductions in risk behav-
iors has included HIV testing as a key component of a
multicomponent program.””~*° Second, HIV testing is an
important prevention tool for young people, most of
whom will have families at some point (85%-90%). Per-
sons must abandon condom use to have children.
Kutchinsky®! in Holland and, more recently, a national
program in Australia,’* advocated a multistage strategy
for personal protection from HIV: (1) condom use until
commitment to a single partner; (2) after commitment
to monogamy, both partners are tested for HIV; (3) con-
dom use for another 6 months; (4) both partners are again
tested for HIV and stop using condoms within the rela-
tionship; and (5) continued condom use with other part-
ners. Among gay men, 91% of partners seem to keep such
commitments.*? This strategy allows conception and rec-
ognizes that lifetime condom use is an unrealistic expec-
tation. Adolescents who rely on condom use as their HIV
prevention strategy will not be able to protect them-
selves when “true love” is found.” Finally, in commu-
nities with high seroprevalence rates, the potential pre-
ventive impact of routine early detection of HIV may be
greater than the impact of increased condom use.**

Benefits to Society

The reduction of transmission rates remains a major goal
of identifying seropositive youth and linking them to ef-
fective prevention and care programs. Building on earlier
reviews,”>" a recent metanalysis examining the impact of
HIV testing” indicates that seropositive persons who know
their serostatus reduce their transmission acts, a finding
that is similar among YLH.>®*° In response to being iden-
tified as seropositive (n = 307), most seropositive youth
from 4 acquired immunodeficiency syndrome (AIDS) epi-
centers reported changing their sexual behavior (70%), and
about half of the youth injecting drugs stopped their use.***
The YLH who are then provided interventions to reduce
secondary transmission continue to make positive behav-
ioral changes. After receiving an intensive, behaviorally fo-
cused intervention, YLH reduced their substance use on

aweighted index by 31%, reduced the number of their se-
ronegative sexual partners by 52%, increased condom use
by 84%, and decreased their overutilization of health care
services.* These data point to the benefits to society if YLH
receive care and preventive interventions.

ALTERNATIVE STRATEGIES AND BARRIERS
TO EARLY DETECTION

Similar to adults, HIV testing among adolescents typi-
cally occurs after a pretest counseling session, either in the
context of anonymous or confidential testing in health care
settings,” and with brief posttest counseling. Most ado-
lescents prefer anonymous testing,* although some high-
risk adolescents doubt that the results are confidential (eg,
25% of runaways*) and doubt that the results will re-
main confidential.® If confidential testing is conducted,
health care providers are better able to follow up with youth
and link YLH to care.* In addition, partner notification is
more successfully accomplished.* Requiring 2 clinic vis-
its and conducting individual pretest and posttest coun-
seling has created barriers to identifying seropositive ado-
lescents soon after infection. First, the public HIV testing
sites primarily test adolescents who could be called the
“worried well”* (similar to most adults who are tested*®),
indicating a need to reach and test youth who frequently
engage in HIV risk behaviors.

Second, health care providers are underutilized as pro-
moters of HIV testing. Clinicians’ attitudes will signifi-
cantly influence whether youth get tested for HIV.* In one
study,® almost all adolescents who had regular physi-
cians wanted their physician to provide HIV-related in-
formation to them; however, only 27% ever discussed HIV
with their physician. Strong preferences emerged: adoles-
cents wanted to discuss HIV testing with their physicians
and friends, rather than their teachers or family mem-
bers.* While only about 12% of youth who state that they
intend to be tested actually receive an HIV test the same
day,® repeated encouragement to be tested by clinicians
increases HIV testing.”® These data suggest the impor-
tance of implementing interventions with providers to en-
courage them to discuss sexuality, sexual orientation, and
HIV testing with their adolescent patients.”

Health care providers may be concerned about
youths’ reactions to receiving a positive result, and this
may delay HIV testing. However, there is little empirical
evidence that YLH respond to HIV testing with clinical
emergencies.’®**!? Some YLH report engaging in rou-
tine daily activities on learning of their serostatus (eg, “I
went to play basketball”®"). It appears that strong emo-
tional reactions are more typically triggered at the onset
of physical health symptoms or at the death of a friend,
not on notification of serostatus.”

Third, the available methods to test for HIV must
be expanded to include testing with new technologies
(with health care providers’ endorsement), including rapid
tests that do not require a laboratory analysis.”** The tech-
nology exists to conduct HIV testing with a field kit that
requires a fingerstick test or oral fluid collection and a
10-minute wait while reagents interact with the sample.”>>°
Despite this technology, HIV test results are typically de-
livered 2 to 4 weeks after testing.” When a second visit
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is required to receive results from HIV testing, about 40%
of youth do not return to receive the results of their tests.*
We must look overseas to hypothesize about the impact
of rapid testing on adolescents. In Uganda, when rapid
testing was provided (ie, the person received the results
the same day of the initial test), at least 27% more sero-
positive persons received their results.”” Providing re-
sults by telephone (similar to the procedures used in home
tests), rather than requiring a second clinic visit, also re-
sulted in higher rates of persons being informed of their
serostatus in Jamaica.”® These technological break-
throughs are likely to require substantial revision of our
procedures for pretest and posttest counseling. Two op-
tions that require research with adolescents are (1) home
testing, wherein the purchaser obtains results through a
toll-free telephone number, that is followed by posttest
counseling,” and (2) client-controlled testing, which is
not currently available in the United States. In particu-
lar, as policy initiatives to encourage early detection and
testing become mainstreamed within the health care sys-
tem, the procedures may become routine, as is cur-
rently occurring with perinatal counseling.*’

In addition, alternative formats exist for HIV test-
ing. Presenting a videotape in the waiting room seems to
be an attractive strategy for adolescents.®® About 76% of
youth will choose to watch the videotape, and 41% will
test for HIV following the video. Street outreach is a suc-
cessful strategy to solicit testing by adolescents,® as it has
been with adults.®® Rather than providing individual pre-
test counseling, a small-group intervention for youth may
effectively provide information, help youth engage in self-
evaluation so as to determine whether to seek testing, and
motivate them to get tested.” The group intervention could
then be followed by an individual decision by the youth
in consultation with his or her health care provider.

National HIV-prevention social marketing cam-
paigns have been mounted and evaluated in 16 coun-
tries; the best example of such programs, the Swiss pro-
gram, resulted in increases in HIV testing, particularly
among youth.®>** Louisiana has the only evaluated social
marketing program in the United States,* yet several un-
evaluated programs have been implemented.* Social mar-
keting campaigns must be coordinated with accessible ser-
vices for youth, including HIV counseling, testing,
prevention, and linkage to care. Currently, a 6-city pro-
gram (“HIV. Live With It. Get Tested.”) is being mounted
by the Adolescent Medicine HIV/AIDS Research Net-
work that uses street language (eg, “Gettin’ Busy” and “Hit-
tin’ It”) to encourage youth at risk to be tested for HIV and
to seek health care services.” Building on campaign mes-
sages delivered on the radio, in movie theaters, and in ad-
vertisements on the transit system, peer leaders diffuse a
prevention and HIV-testing message when distributing ma-
terials and leading town forums in their communities. Each
campaign city builds a coalition of youth-friendly testing
sites and provides access to care, particularly for those youth
who test seropositive. A major problem with such inter-
ventions in the United States is to maintain the interven-
tions for a sustained period of time,® similar to the na-
tional programs in Switzerland® and Australia.*” Only when
prevention programs aimed at the general population of
youth are sustained can results be demonstrated. Unex-

plored alternative testing modalities are media and com-
puterized interventions to prepare youth for HIV testing.
Adolescents are far more familiar with media and com-
puter games than are adults®%; experimentation with more
innovative modalities to encourage HIV testing needs to
be implemented.

Fourth, increased access to care is needed. Human
immunodeficiency virus testing is often provided in clin-
ics for sexually transmitted diseases that are not typi-
cally designed for adolescents. Counseling and testing can
and should take place in settings where youth can be
reached, such as school-based clinics (currently only 39%
provide HIV testing™) and adolescent drug treatment pro-
grams, and not just in traditional medical venues. There
is a need for health care providers to learn about adoles-
cent-specific consent and confidentiality (eg, by utiliz-
ing a youth-friendly guide to HIV counseling and test-
ing™) as well as address teenagers’ fears about HIV name
reporting and partner notification.”” Clinics may not have
experience in gaining access to Medicaid for youth, par-
ticularly in states requiring parental consent for HIV test-
ing. Subgroups of adolescents at highest risk (young gay
and bisexual men,” homeless youth,*"” young pregnant
African American and Latino women in neighborhoods
with high rates of injecting drug use>’¥) may be the youth
who are most in need of publicly funded care.

The requirement that adolescents have parental con-
sent to test for HIV remains a significant barrier to ado-
lescents being tested in many states.” There are substan-
tial variations in the accessibility of HIV tests for youth
who do not have parental consent, as well as in the con-
sequences of learning one is seropositive. For example,
while adolescents can be tested without parental consent
in lowa,™ the state requires that parents be informed if the
adolescent is seropositive; Colorado’ allows health care
providers to inform parents if the health care provider be-
lieves it is in the best interests of the child. Connecticut™
urges providers to work toward involving the parent, and
Washington State™ denies health care providers the op-
tion to inform parents. Clearly, there is no consensus on
the best policy of providing access and responsible care
for seropositive adolescents.

The Institute of Medicine* recently outlined that
making universal perinatal testing available to women re-
quired simultaneous universal access to antiretroviral
therapies. Adolescents rarely have such access. State and
regional variations in access to the AIDS Drug Assis-
tance Program make it ethically challenging to recom-
mend early detection in states that do not ensure ad-
equate access to care when youth learn that they are
seropositive.® Access also must be linked to programs
to increase utilization and adherence. A recent study of
YLH found that 85% had been offered combination thera-
pies at some point, but fewer than 55% had used anti-
retroviral therapies in the previous 3 months.®

Finally, the “mainstreaming of HIV” is anticipated
to increase HIV testing. The concept of mainstreaming
was adopted from the field of special education,® and,
similar to the recommendations for perinatal HIV test-
ing,*” indicates that HIV testing may become a routine
procedure in health care; albeit a procedure that re-
quires special consideration, high levels of protection for
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confidentiality, and specific informed consent. While there
are now substantially more benefits to HIV testing and,
therefore, more reasons to be tested, the need for ado-
lescents to retain personal control and responsibility re-
mains. This is a particularly acute need for young wom-
en; health care providers are more “protective” of young
women and attempt to shelter the women from disturb-
ing information, compared with providers’ behaviors with
young men.”! Training providers and establishing orga-
nizational procedures to both encourage testing and safe-
guard individuals’ rights remains an unmet need.

In summary, early detection of HIV among adoles-
cents has emerged as a significant challenge to policy-
makers, service providers, and communities. Substan-
tial benefits could be derived from identifying seropositive
youth. To realize these benefits, new HIV testing tech-
nologies must be implemented, different procedures and
settings for conducting testing must be identified, and
community-level social marketing programs must be
mounted to change public knowledge and attitudes re-
garding HIV testing. While similar strategies may ben-
efitadults, the language, settings, facilitators, and guide-
lines for such programs must be tailored to adolescents’
developmental characteristics. For example, small-
group interventions to prepare youth for pretest coun-
seling may only be advisable for late adolescents (age >16
years), not younger adolescents. Information for adoles-
cents must be highly concrete (consistent with the youth’s
level of cognitive development) and engaging (to com-
pete with activities such as video games and MTV). Given
the expanded opportunities, a strategic plan for imple-
menting HIV prevention programs nationally—one that
targets persons at differing levels of risk and that in-
cludes more cost-efficient testing methods—is a high pri-
ority. At the local level, Ryan White planning councils
must reconsider the setting and procedures for adoles-
cent HIV testing, particularly managed care settings and
programs for those at highest risk, and consider and rec-
ommend to policymakers the specific conditions under
which parental consent for HIV testing can be waived.
While the costs of unrecognized HIV infection are ris-
ing, the commitment and policies needed to make early
detection a reality have yet to be realized.
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