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Necessity of Care
Barriers to Care
Tenants of Cultural Competency
Gearing up for the Future

cases occur among youth and
young adults age 13 to 29.1
Youth, whether infected
behaviorally or perinatally, often
experience similar barriers to care
Walk-in appointments and
extended clinic hours make it
easier for young adults to stay
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Jeff, a 21-year-old Latino man living in southern Florida, seems like anyone
else his age. He enjoys spending time with friends, watching movies, playing
videos games, and making plans for the future. But unlike many other young
adults, Jeff has HIV. Born with the virus, his life revolves around the nausea and
dizziness caused by the highly active antiretroviral therapy (HAART) pills he
takes every day. He recently dropped from 115 to 84 pounds in a matter of
weeks. “I’m so weak these days. I can’t just get up and go anywhere,” he says.
“When I leave the apartment, I like to plan things days in advance and know
exactly what I’m going to be doing.”
During a recent conversation, Jeff’s voice sounded quiet and thin. He says
he’d like to change drugs, but has to wait until new medications come on the
market. He explains, “I found out I had HIV when I was 11; but never took the
pills. Back then, I didn’t understand why it was so important.”
Around that time, Jeff’s life began to spiral out of control, making treatment
adherence seem almost impossible, and developing resistance to most firstline drugs.
I lost both my parents to AIDS so I left home at a young age. I had my own
place in high school; but often had trouble paying the rent. I had school problems. I spent days without food in the house. With that much going on, treatment didn’t seem that important—especially when you don’t feel sick or feel
like you don’t need it. Like me and some kids I knew, you might wait until it
is almost too late.
Getting ill, Jeff says, “was a wake-up call” to get into care and take his treatment seriously. A friend, concerned by the dramatic downturn in his health,
took Jeff in, and members of an HIV support group he used to attend visit him
often. But the greatest motivator to stay in care, Jeff says, is Ana Garcia, assistant
professor of clinical pediatrics and Ryan White Part D pediatric coordinator at
the University of Miami, Miller School of Medicine.
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For many young people, navigating everyday life is further complicated by dealing with their HIV disease. Taking pills at certain
times and getting to appointments can feel impossible. Many
face stigma, abuse, and homophobia, sometimes from those
closest to them. We are concerned with helping these young
people enter and stay engaged in care.
Today, nearly 40 percent of all new HIV cases every year
occur among youth and young adults. A majority of these
newly-infected young people are from African-American and
Latino communities, which have been disproportionately
impacted by the AIDS epidemic since it began.
Perhaps most alarming is that many young adults living
with HIV never knew they were at risk for infection, let alone
that they were infected. People living with undiagnosed HIV
are more likely progress to AIDS, transmit the virus to others,
and undermine their overall health outcomes. Reaching this
population, therefore, demands that providers become culturally competent in addressing the unique needs of this group. It
also means understanding that one’s identity, and the way one
accesses health care, is not static, but constantly changing over
time. That is why we’re devoting this issue of HRSA CARE Action
to examining the special needs of, and the cultural competence
needed to treat, young adults.
Deborah Parham Hopson
HRSA Associate Administrator for HIV/AIDS
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Garcia, who says she “has to get on” young people
like Jeff to stay in treatment, has worked with children,
youth, and young adults living HIV/AIDS since the
1980s. Jeff says,
Ana always calls to check up on me; she’s very helpful in
keeping you going. She reminds you of appointments
the day before, asks if you need a ride, if you’re going
to make it. She is never in a rush and isn’t focused only
on just your treatment and medications. In the past, my
doctors and nurses didn’t ask me about what’s going
on in my life—nothing. Ana isn’t like that. She cares
about what’s going on with you and shows it by sitting
there, getting to know you better, showing you the love
and support you need.
In Washington, DC, Justin Goforth, director of the
Medical Adherence Unit in the Gay Men’s Health and
Wellness Clinic at Whitman-Walker Health, demonstrates the same dedication to clients. A veteran nurse
and program director in AIDS treatment for nearly
20 years and also HIV positive, Goforth has an innate
understanding of the challenges faced by youth and
young adults accessing care. One case in particular
stands out for him:
I remember telling an inner-city African-American
teenager named Richard2 that he had HIV and syphilis. He needed penicillin treatments for the syphilis,
but he didn’t come in for them. I tracked him down
through a local youth center and found out that his
mother had died a month after he learned his status.
His grandparents then kicked him out of the house
for being ‘gay with AIDS.’
Goforth stayed in touch with Richard, encouraging
him to get in care, as well as helping him schedule his
first appointments and fill his initial prescriptions. He
also connected him to services that would keep him
off the streets.

THE NECESSITY OF CARE
Culturally competent Ryan White providers like Garcia
and Goforth are essential in delivering services to people living with HIV/AIDS (PLWHA) ages 18 to 24. Most
of these young people are from African-American/
Black and Latino communities, which have been disproportionately impacted by HIV/AIDS since the epidemic began, and continue to bear the burden of HIV
incidence in the U.S. today. According to the U.S.
Centers for Disease Control and Prevention (CDC),
approximately 50,000 new HIV cases occur nationwide
every year:
•

Nearly 40 percent of these infections occur
among youth under the age of 30.3,4

•

Sixty percent of HIV-positive youth are AfricanAmerican/Black, and 20 percent are Latino. 5,6

•

Youth represent the only age group still experiencing
increases in HIV cases. In fact, new HIV cases rose 21
percent among youth, driven by a 34 percent increase
among young men who have sex with men (YMSM).7,8

Perhaps most alarming: the number of HIV-positive youth
enrolled in care is far less—by as much as 60 percent—than
the number of young people estimated to be HIV-positive.9
HIV incidence and prevalence among this population are
fueled by socioeconomic and cultural determinants which
have created powerful barriers to care.

BARRIERS TO CARE
Perinatally-Infected Young Adults
AZT (zidovudine) and HAART therapies have helped thousands of young PLWHA infected through perinatal transmission survive into adulthood. After nearly two decades of care,
however, many of these patients are physically and emotionally exhausted from the rigors of daily HIV treatment. Jeff
explains,
My doctors are always saying, ‘take your medication, take
your medication, take your medication.’ They seem to think
it’s easy to take fat humongous pills twice-a-day. They have
no idea how not easy it is. They don’t get the side effects,
the nightmares. They should have to take it sometime and
experience it. They would understand that it’s not just medication … we have to do this routine forever. We don’t feel
normal; we feel different.
Many rebel against “feeling different” by stopping care.
As Goforth says, “These teens and young adults are resentful
about being HIV positive, particularly when they enter their
sexually active years and have to deal with telling others about
their status and possibly being rejected. They’re like ‘Why do
we have to deal with this?’”
This frustration is often fueled by grief: like Jeff and Richard,
many have lost close family members, mostly to AIDS, including one or both parents.10 They often served as caretakers for
sick family members, looking after younger siblings; managing the household; and taking their medications without
assistance at a young age.11 Many experienced frequent hospitalizations and school absences growing up, as well as physical and developmental delays related to HIV drug therapy
during infancy and early childhood, which only increased their
sense of isolation. When they did go to school, many acted out
of frustration due to the difficulties they experienced with the
schoolwork and social situations they encountered.12
A large number of perinatally-infected PLWHA do not
learn they are HIV-positive until they are teenagers. As in
Jeff’s case, parents may not tell children about their infection
because of fears that they may disclose their status—and that of
family members—to others. Some fear dealing with children’s questions—and anger. In many instances, grandparents and guardians of young PLWHA understand the disease
very little themselves, and are simply overwhelmed with

the responsibilities that come with caring for a chronically
ill child.13
As a result, these young people often comprehend little
about HIV and how to take care of themselves.14,15 What they
do know, however, is that “growing up they had something
so bad, ‘we can’t talk about it, even as a family,’” explains
Goforth.“The message of shame is so unbelievably intense for
these kids.”
This sense of shame and ignorance about their condition
can undermine their transition into adult HIV care from Ryan
White-funded adolescent HIV units and facilities. They tend
to build strong relationships with their adolescent care providers, whose small caseloads often allow them to provide
hands on guidance and personal support. Young patients and
their families also receive wraparound services, and may have
access to recreation rooms where they can take their medication and relax in a safe space, as well as make friends with
other adolescents living with HIV. Though these facilities take
great pains to prepare their patients for transition into adult
care, these young adults frequently encounter case managers
and doctors with much heavier case loads who are unable to
provide the level of assistance they had become accustomed
to as an adolescent. 16,17,18,19
As Lawrence Friedman, director of the Division of
Adolescent Medicine in the Department of Pediatrics at the
University of Miami, Miller School of Medicine, explains, “The
transition to adult care is sometimes easier for the patients
than it is for the adult care providers, who often are frustrated
by what they perceive as a cavalier attitude toward appointments and medications.” To address this perception Friedman
explains, “We have to explain to case managers that [young
adult PLWHA] are not being disrespectful; that developmental
and psychological issues are often to blame. They are technically adults, but not necessarily ‘adult’ in the sense that they
are accustomed.”

Behaviorally-Infected Young Adults
Perinatal transmissions have decreased dramatically since
the 1990s. The majority of young adult PLWHA today contract HIV through sexual contact during adolescence—a time
when most people are learning their sexual identities and taking risks.20,21 Many never realized they were vulnerable to HIV
or knew that they were infected, even though HIV is the tenth
leading cause of death for youth and young adults today.22,23
Part of this ignorance reflects the little coverage HIV has
received in the media in recent years. Behaviorally-infected
youth have not “grown up” with the disease, and have no
memory of the first wave of AIDS deaths during the 1980s.24,25
Many believe AIDS can be cured by a pill, and the demands
of HAART are foreign to them.26,27 HIV prevention can also
be difficult with this group, since many youth, particularly
in underserved communities report high risk behaviors and
experiences, such as: having sex before age 13, more than four
sexual partners by age 18, and forced or unwanted sexual
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experiences.28,29 Girls and YMSM of color, who live in communities with high rates of seropositivity, are particularly at
risk for infection with HIV and sexually-transmitted diseases
(STDs).30,31,32 Those already infected are at risk for refinection
with another strain of HIV, known as superinfection, which can
complicate treatment and care regimens.33 Goforth describes
the situation as a vicious cycle:
From my experience, Black YMSM often get involved with
older Black gay men … who take care of them, pay their bills.
There is a power dynamic there that does not allow younger
guys to say, ‘Let’s use a condom,’ and they end up infected.
The same thing most likely happened to the older guy in the
relationship when he was a teenager, and, if it isn’t stopped,
probably will take place again when the teen gets older.
What kind of prevention messages do you send out in situations like this? What do you say to people like my son who
was infected with HIV at age 14 or 15 by a 30-something
year old man?
Young adult PLWHA often are asymptomatic and unconnected to care until they begin to feel HIV-related symptoms
or happen to enter an acute care facility or hospital emergency
room for a different reason. Their initial encounter is often
with overworked clinicians unprepared to meet the unique
needs of young people infected with HIV or to communicate
risk-reduction messages. And even one such encounter with
an ill prepared clinician can ultimately undermine the young
person’s overall health outcomes, accelerate their progression
to AIDS, and make them more likely to transmit the virus to
others.34,35,36
For many of these young people, entering HIV/AIDS care
marks the first time they have had a primary care physician
and routinized health care. Going to the doctor is a skill,
explains Garcia, “We have to teach our young people how to
track their health, and take notes and ask the doctor questions.” Garcia and Friedman both say this group finds managing their appointments and taking medications on time
difficult. They have erratic lives and uneven work schedules,
and routinely miss meetings with their primary care providers
and specialists resulting in long periods between visits and
running out of medications.37,38,39 Another factor that makes a
challenging situation even worse is that some young people
have been taught to fear medical providers by their families
and communities, and many believe that their doctor will violate their privacy and disclose their status.40,41 It is not surprising that many behaviorally-infected young adults experience
treatment burnout early.42,43

Common Barriers to Care for All Youth
Regardless of how they were infected, young adult PLWHA
face many of the same barriers to care, including poverty,
under- and unemployment, unstable housing, and limited
educational attainment.44 Substance use is often an issue, particularly among HIV-positive young men, who turn to marijuana and methamphetamine to increase their appetite and
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ease their fatigue, respectively.45 These drugs, however, are
addictive and lower users’ inhibitions, increasing their likelihood of engaging in unprotected sex.46,47
Young adults often fall out of care, because, as Jeff says,
they want to be normal and not medicated all the time. They
also avoid telling others about their status because of their
very real concerns of rejection, abuse, and abandonment.48
Many youth, like Richard, face being kicked out of their homes.
Goforth also recalls a young transwoman living with HIV
whose mother only allows her to use disposable plates and
silverware when she visits. He says,
Young adults living with HIV have internalized a lot of the
stigma around HIV. LGBT [lesbian, gay, bisexual, and transgender] kids are told that homosexuality is a sin. Our straight
kids with HIV are told that promiscuity is a sin. These young
people need real support and information about safer sex,
relationship negotiating skills, disclosure skills, finding some
peace with their own HIV status.
Those in relationships are reluctant to tell partners, particularly if they want to have children of their own one day.
To keep their HIV a secret, they often skip appointments and
doses of medication, even though treatment adherence can
greatly reduce the likelihood of transmitting the virus to
their partners and from progressing to AIDS themselves.49,50,51
Goforth says some of his patients even hide their medications
in vitamin bottles—a practice that could result in inadvertent
misuse by the patient or accidental ingestion by others. Their
fear of “being found out” continues even while at the clinic.
They try to be inconspicuous in the waiting room and when
using the pharmacy, and have complained about recent renovations that have made this space more open. He says, “Even
though I obviously know my son’s status, and so do his friends,
he has never taken his meds in front of me.”

TENANTS OF CULTURALLY COMPETENCY
Ryan White HIV/AIDS Program grantees and providers deliver
culturally competent care to young adult patients in a variety
of ways, depending in part upon the epidemiology of their
local epidemic and their organizational structure. Each clinical
program incorporates three important components: understanding, flexibility, and partnership.
Understanding. Successful treatment provision begins
with an understanding of the individual lives of young adult
PLWHA—that their age, treatment experience, communitybackground, and personal experiences all play a role in their
accessing and staying in care.52 Creating this bias free environment often requires that provider staff mirror, or at least
possess a strong understanding of, the cultural and linguistic
backgrounds of their patients. Staff and volunteers who culturally reflect the community of patients they serve helps to
establish a welcoming clinical environment that encourages
young adult PLWHA to prioritize their care and treatment.53 As
Friedman explains, “As providers, we must be accepting of different races, ethnicities, and sexual minorities [and] recognize

how … high-risk sexual behaviors may contribute to health
issues.”
Providers also must be prepared to work with patients
with different cultural norms around the nature of disease
and treatment. Delivering services to young adult PLWHA
from diverse communities may mean letting go of Western
notions of medical practice, such as keeping strict appointment schedules and maintaining professional detachment
from patients. Reaching young adult PLWHA requires providers to find ways to create a personal connection with their
patients that will help them bridge the differences between
their respective worldviews, and encourage the patient to be
treatment compliant.54
Many providers leverage assessment tools sensitive to
cultural norms of racial, ethnic, and sexual minorities to learn
more about the needs of their patients, and identify co-morbid conditions. These tools are not simply handed to patients
to fill out, which can come across as cold and clinical, but completed together through a conversation between clinician
and patient. The clinician working with the patient to complete forms is particularly important if the patient has a difficult time with English, or has general reading comprehension
issues. In this manner, patients and providers can solidify their
relationship, while the provider gains insight into the patient’s
needs and challenges. Patients, in turn, feel like full partners in
their treatment, rather than objects of a provider’s demands
and directives. 55,56
Flexibility. As Garcia explains, flexibility within the context of culturally competent care can be described almost as
exemplary customer service. “Young adult patients often are
still a little unsophisticated about managing their care. They
can be intimidated by older adults and don’t understand that
everyone isn’t going to bend over backward for them.” Garcia
adds, “They may not understand what it means to keep track
of appointment times or that they need to share changes in
their health with medical providers.”
The often chaotic lives of young adult PLWHA may make
it difficult for them to get to clinics on time. Patients who regularly attend medical appointments may often feel that the
doctor is in a rush to get somewhere else. Providers working
with young patients are encouraged to offer extended hours
of operation, as well as to accept walk-in appointments, efforts
that increase the odds of patients meeting with their providers and achieving optimal health outcomes.
In addition to longer hours, culturally competent providers often hold extended one-on-one appointments with their
patients, allowing them to discuss their concerns without feeling hurried and unheard.w57,58 During this time, patients can
talk about challenges they are having in their lives, such as
work and relationship issues, that may make treatment adherence difficult. Side-effects from medications may be discussed
as well, and adjustments made. Perhaps most importantly,
clinics often will keep young adult patients’ medications onsite, offering them a private space in which to take them. This

service, in turn, allows clinicians to track the treatment adherence of their patients, alerting them to possible complications
if they do not return as scheduled, and provides them a safe
place to take their medication without judgment.
Flexibility also means ensuring that patients’ partners are
included in appointments and decision-making if requested
by the young adult PLWHA. Including partners also offers the
provider greater insight into patients’ lives, and ensures that
an additional person in the patients’ support network has
been informed about the treatment regimen.
Culturally competent care also involves recognizing when
young adults are not thriving in adult care. In these situations,
the patients are often referred or returned to the more handson environment of adolescent care, which allows patients
to stay until they are 25 years old. 59,60 Most are behaviorally
infected young adult PLWHA with mental health and substance use issues, while others are perinatally-infected young
adults who did not adjust to adult care after their transition.
61.62
This move often gives these patients additional time to
learn how to navigate primary care without undermining
their health outcomes overall.
Partnership. Providers delivering culturally competent
care to young adult PLWHA understand the importance of
partnerships. Internally, all staff members—including administrative personnel, doctors, specialists, nurses and counselors—
are part of a team that serves as the “face” of the agency. They
work collectively to provide care that is sensitive to the unique
ethnic, social, and linguistic backgrounds of their patients. The
care team includes everyone who interacts with the patients
from the front desk staff member who can converse in Spanish
when assisting Latino young adult PLWHA, to the physicians
who take the time to ask patients about their current housing
situation, as well as their medication adherence.63
Many providers also build informal and formal relationships with other Ryan White HIV/AIDS Program participants
and community-based HIV/AIDS service entities to help
identify young adult PLWHA entering the continuum of care
through other points-of-entry. This interconnected referral
network often includes:
•

HIV counseling, testing, and referral (CTR) sites

•

Emergency rooms and urgent care centers

•

Substance abuse treatment programs

•

Detoxification programs

•

Adult and juvenile detention facilities

•

Sexually transmitted infection (STI) clinics

•

Federally-qualified health centers

•

HIV disease counseling and testing sites

•

Mental health programs

•

Homeless shelters

•

Public health departments
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•

Hemophilia diagnostic and treatment centers

•

Migrant health centers

•

Community health and family planning centers

•

Nonprofit private agencies providing comprehensive primary care to young adults at risk of HIV.

This multifaceted gateway helps engage patients with
culturally competent providers who have made a concerted
effort to provide most, if not all, of the care services they might
need. This integrated system of care or “medical home” is often
a one-stop-shop, where patients can access their pharmacy
and counselor under the same roof as their primary care doctor. Services not offered onsite are made available by referral,
preferably through a nearby provider; it may also be important when referring out young adult patients to give them a
point of contact by name to ask for at the new facility.64

GEARING UP FOR THE FUTURE
Ryan White HIV/AIDS Program providers and grantees will
continue to create, advance, and further hone culturally competent care that engages young adult PLWHA though understanding, flexibility, and partnership. In the near future, cultural
competence will require proficiency in the ever-expanding
realm of technical communication. As discussed in the June
2011 edition of the HRSA CAREAction newsletter,“Social Media
and HIV”65 providers are leveraging the power of online social
networks and mobile-based communications to interface
with patients, particularly those under age 25 in communities
of color.66 Many of these patients do not own computers, but
access the Internet through Smartphones.
Text messages, tweets, Facebook profiles, YouTube videos,
and other electronic mediums of communication can enable
an agency and its personnel to develop a more immediate
relationship with their patients. As Goforth explains, you have
to do more “these days than go to bars and offer testing and
counseling. HIV prevention, testing and recruitment into care
extend beyond posters in the bathroom.” He continues, “We
have to find systematic ways to use this technology to maintain contact with young people in care. Most likely, their first
sexual encounter will be arranged through the Internet. Also,
I know that people my son’s age will not answer a telephone
call, but they’ll reply to a tweet or a text.”
And for care, social networking empowers agencies to
send regular appointment and medication reminders, while
patients can keep in contact with their doctor on issues such
as side-effects. Patients become full-fledged partners in their
care, not simply “retained” and passive recipients. Having a
treatment team in place will improve health outcomes for
young adult PLWHA as they grow older, and is imperative
for youth who transition from adolescent to adult care at a
later age.
In the future, Ryan White HIV/AIDS Program providers
and grantees will continue delivering innovative methods of
culturally competent service delivery targeting young adult
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ONLINE RESOURCES
AIDS Education Training Center (AETC) National Resource
Center: www.aids-ed.org
HRSA, HAB Website: www.hrsa.gov/culturalcompetence/
index.html
Technical Assistance for the Ryan White Community
TARGET Center: www.caretarget.org
Transitioning from Adolescent to Adult Care
HRSA CAREAction newsletter: www.hab.hrsa.gov/
newspublications/careactionnewsletter/june2007.pdf.pdf.
Transitioning HIV+ Youth From Adolescent to Adult
Care: Adolescent Provider Toolkit: www.careacttarget.org/
library/TransitioningYouth_AdolescentProviderToolkit.pdf.
U.S. Centers for Disease Control and Prevention’s
National Information Prevention Network: www.cdcnpin.
org/scripts/population/culture.asp.

PLWHA and other hard-to-reach populations. This expertise
has helped mitigate the impact of HIV domestically, and is
informing the work furthering the goals of the National HIV/
AIDS Strategy, particularly around increasing access to care
and improving health outcomes for PLWHA and reducing
HIV-related health disparities. Ultimately, delivering culturally
competent care to young adult PLWHA extends beyond organization programs and procedures.
It is, as Garcia explains, about one’s “passion for working
with young people. You have to have patience. Young people
can make you lose your mind and you’re not always going be
successful, but you’re there because you have love for them
and want to help.” And it’s this help that keeps patients like
Jeff engaged in care, adherent to treatment, and, despite all
the challenges, optimistic about the future.
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