PREP EDUCATION FOR YOUTH-SERVING PRIMARY CARE
PROVIDERS TOOLKIT

INTRODUCTION

Four decades into the HIV/AIDS epidemic, there is finally a medication that individuals at high risk
of HIV acquisition can take to protect themselves. Pre-exposure prophylaxis (PrEP) was approved by
the United States Food and Drug Administration (FDA) as the first biomedical HIV prevention tool in
2012. With close to three-quarters of a million HIV-related deaths in the Unites States by the end of
2013, one would expect that this breakthrough medication would find providers struggling to keep
up with the demand from patients clamoring for this effective protection.

Yet nearly four years after FDA approval of Truvada as PrEP, its manufacturer, Gilead Sciences,
estimates that just 40,000 U.S. residents—less than 4% of the 1.2 million individuals for whom the
Centers for Disease Control and Prevention (CDC) estimates PrEP is indicated—are using it.2 The
medication has proven highly effective overall. Multiple randomized controlled trials have found
that PrEP can reduce transmission in individuals at substantial risk of HIV infection by as much as
92% when used as indicated.? These findings have been replicated in multiple clinical trial settings.
Despite PrEP’s clinical success and its potential to change the course of the epidemic, there remains
a gap between the efficacy of PrEP and the growing HIV epidemic among youth in the United
States.

This toolkit aims to bridge that gap by increasing primary care providers’ (PCP) capacity to work
more effectively with young people at high-risk of HIV acquisition to provide targeted PrEP
education and access and address HIV risk in culturally appropriate ways.

Youth under age 25 are among those most impacted by HIV. In 2014, youth aged 13—24 accounted
for more than one in five new HIV infections in the United States. Gay, bisexual, and other men who
have sex with men (MSM) accounted for most (80%) new infections among youth. Black/African
American and Hispanic/Latino gay and bisexual men are especially affected.*

Young women accounted for about 20% of new cases.® Black/African American women in particular
as well as Hispanic/Latina women continue to be disproportionately affected by HIV compared with
women of other races and ethnicities.®

By the end of 2012, an estimated 57,200 youth ages 18—24 were living with HIV. Of these, nearly
half (44%) were living with undiagnosed HIV—the highest rate of undiagnosed HIV in any age group.’

As with many groups disproportionately affected by HIV, multiple reasons for this health disparity in
youth exist. Concerns regarding confidentiality, limited transportation, inconvenient hours, and lack
of financial resources or insurance prevent some adolescents from accessing health care. Clinician-
related barriers including discomfort serving adolescents, insensitive attitudes, and inadequate
communication contribute as well.®2 While providing PrEP-related care involves having conversations
around sexuality, many providers lack knowledge and skills regarding sexual and reproductive
health care and are particularly uncomfortable discussing sexual behavior with adolescents.®

Lesbian, gay, bisexual, transgender, queer, and questioning (LGBTQ) youth face additional barriers
to care. Stigma and discrimination against LGBTQ persons increase stress on LGBTQ youth putting
them at higher risk for depression, substance abuse, and sexual behaviors thereby placing them at
higher risk of HIV and other sexually transmitted diseases (STDs).!°
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Youth who are rejected upon disclosure or discovery of their LGBTQ status, are sometimes thrown
out of their homes or face physical, emotional, and/or sexual abuse.’* Homeless youth often engage
in survival sex (e.g., sex for food, shelter) thereby increasing their exposure to HIV.

LGBTQ youth may also face discrimination in the health care setting. A 2009 survey by Lambda Legal
found that almost 8% of LGB and 27% of transgender persons reported being denied care because
of their identity and/or orientation and 11% reported that providers refused to touch them or used
excessive precautions.

Poverty, homelessness or marginal housing, low educational attainment, and lack of health
insurance or quality health care are experienced at higher rates by some communities of color
relative to whites and put youth of color at higher risk of HIV relative to white youth.'* Studies have
found that many low-income urban youth worry about HIV/AIDS but they worry more about food,
housing, transportation, and child care.’ Many of these youth also struggle with the impact of
homophobia or transphobia, racism, or both.

Additionally, young women, and particularly young women of color may also face factors which
affect their ability to negotiate safer sex,'® intimate partner violence,'” and a higher risk of HIV
acquisition from heterosexual sex relative to their male partners.®

Despite its promise, PrEP has not changed the fact that the HIV epidemic has never been solely

a medical epidemic. For health care providers, preparing to offer PrEP involves learning not only
about the medication but also how to effectively reach and serve those who could benefit most
from its use. The barriers to care—including the clinical barriers— described above need to be
addressed to deliver care where it is needed. Learning to self-question and critique oneself around
biases and interactions with other cultures in order to deliver care that is nonjudgmental and meets
the individual patient are essential.’®

According to the CDC, one in three primary care doctors and nurses does not yet know about
PrEP. Some who are aware are not offering it.?° The PrEP Education for Youth-Serving Primary Care
Providers Toolkit offers resources so that all prescribing PCPs—physicians, nurse practitioners,
physician assistants, nurse-midwives, nurses, pharmacists, and their staff—can effectively deliver
PrEP care to youth at risk of HIV acquisition. The Toolkit seeks to provide solutions to empower
providers and promote sexual health.

TOOLKIT OVERVIEW
Section 1: Clinical Tools

¢ Offers background information on PrEP, the CDC PrEP guidelines and other tools to help you in
Getting Ready to Offer PrEP.

¢ The Clinical Reference Sheet breaks down the clinical components into a simple reference tool.
Based on the CDC PrEP Guidelines, it is what you need to know for patient PrEP care in a quick
and easy format.

+ Taking a Sexual History guides clinicians who may not routinely conduct sexual histories in a
culturally sensitive approach. Suggested questions are included.

Section 2: Billing for PrEP

* Provides resources and billing codes to help young people afford PrEP and allow you to capture
maximum revenue.

Section 3: HIV, Stigma, and Social Determinants of Health

¢ Check Your Bias tools offer opportunities for self-reflection/education and increasing awareness
about potential biases in working with high risk populations, among all staff in your office.
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¢ Creating a Welcoming Office provides guidance in making your office welcoming and

comfortable for all.

* Materials in this section provide an overview to familiarize staff with issues facing youth at high
risk of HIV and resources to support you in serving in all patients who could benefit from PrEP.

Section 4: Youth and HIV Laws and Policies

* Provides information and direct source links about minors’ consent, confidentiality, and HIV
criminalization laws by state in the State Policy Table.

Section 5: Additional Resources

* While resources are provided throughout the toolkit, additional resources by topic are included

for providers and patients alike.

Many additional resources are provided throughout this toolkit in an easy to access format to equip
clinicians and office staff with the tools and knowledge needed to effectively serve young people
who could benefit from PrEP. While far from an exhaustive compiling of available resources, these
tools and resources are youth-specific though may also be useful in delivering PrEP care to other

populations.

ACKNOWLEDGEMENTS

SIECUS would like to thank the Expert Work Group members listed below for their generous
contribution of time and expertise to this effort. SIECUS is grateful to Sima Michaels Dembo, Project
Consultant, and also thanks Marjorie Macieira, Madeline Schneider, and Hannah Seligman for their
assistance. The PrEP Education for Youth-Serving Primary Care Providers Toolkit was developed
solely by SIECUS in consultation with the Expert Work Group, supported by funding from Gilead

Sciences, Inc.

Expert Work Group

Allison Agwu, M.D., ScM, FAAP, FIDSA
Associate Professor of Pediatrics and Medicine
Division of Infectious Diseases PI, JHU IMPAACT
and ATN

Baltimore, MD

Philip A. Chan, MD

Assistant Professor of Medicine, Brown University;
Director, PrEP Program, The Miriam Hospital
Providence, RI

Ralph Chartier, MS
Director, Providence Community Health Center
Providence, Rl

Shannon Dowler, MD
Chief Medical Officer, Blue Ridge Health Center
Brevard, NC

Nadia Dowshen, MD

Director of Adolescent HIV Services, Division

of Adolescent Medicine, Children’s Hospital of
Philadelphia Assistant Professor, Department
of Pediatrics, University of Pennsylvania School
of Medicine

Philadelphia, PA

Cesar Egurrola

Clinical Coordinator, University of Arizona,
Department of Medicine, Section of Infectious
Diseases Petersen Clinics

Tucson, AZ

Linda Hawkins, PhD, LPC

Family Services Specialist, Social Work & Family
Services and Co-Director, Gender & Sexuality
Development Clinic, The Children’s Hospital

of Philadelphia

Philadelphia, PA

Brian Hujdich
Executive Director, Health HIV
Washington, DC

Helen C. Koenig, MD, MPH
Medical Director, PrEP Program, Philadelphia FIGHT
Philadelphia, PA

Gabriel Maldonado, MBA
Chief Executive Officer, TruEvolution Inc.
Riverside, CA

S I E C U S Sexuality Information and Education
Council of the United States

Www.siecus.org

PrEP Education for Youth-Serving Primary Care Providers Toolkit
Introduction and Acknowledgements


http://siecus.org/document/docWindow.cfm?fuseaction=document.viewDocument&ID=041250EAAD511D06D7A456CFC0C09CF788976995AD3CC0C6D329D0B0ADB5CF14C74A310BF03E4BFAD8CD12DC43D1BA9F
http://siecus.org/document/docWindow.cfm?fuseaction=document.viewDocument&ID=561CA5D665D17D4BFCB56CE21EEDF52D88976995AD3CC0C6D329D0B0ADB5CF146A34514CA9B525263317825DBF32FB64
http://siecus.org/document/docWindow.cfm?fuseaction=document.viewDocument&ID=588EE07FA5FF7762ACD4A25ECE245D1B88976995AD3CC0C6D329D0B0ADB5CF1437B4600180293F5C51C915D383C183C3

Megan McReynolds

Director, Obstetrics and HIV, American College of
Obstetricians & Gynecologists

Washington, DC

Farah Nageer-Kanthor, MPhil Development Studies
Senior Program Manager, AIDS United
Washington, DC

Louis Ortiz-Fonseca

Senior Program Manager of LGBT Health & Rights,
Advocates for Youth

Washington, DC

Eric Peterson, EdM, FACEHP, CHCP

Ivy Turnbull, PhD

Deputy Executive Director, AIDS Alliance for Women,
Infants, Children, Youth & Families

Washington, DC

Jacki Witt, JD, MSN, WHNP

Project Director, Clinical Training Center for Family
Planning, University of Missouri, Kansas City School
of Nursing

Kansas City, MO

Sarah M. Wood, MD

Adolescent Medicine Fellow, Children’s Hospital
of Philadelphia

Philadelphia, PA 19104

Senior Director of PI-CME, American Academy of
Physicians Assistants
Alexandria, VA

Renata Arrington Sanders, MD, MPH, ScM
Assistant Professor, Division of General Pediatrics
& Adolescent Medlicine, Johns Hopkins School of
Medicine

Baltimore, MID

1 Per the CDC HIV Surveillance Report 2014, 673,538 persons have died through 2013. “HIV Surveillance Report: Diagnoses of
HIV Infection in the United States and Dependent Areas, 2014,” Centers for Disease Control and Prevention, 26 (2015), www.
cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-report-us.pdf.

2 James Krellenstein, Jeremiah Johnson, “PrEP Pricing Problems,” Treatment Action Group, 2016, www.treatmentactiongroup.
org/tagline/2016/spring/prep-pricing-problems.

3  “Pre-Exposure Prophylaxis for the Prevention of HIV Infection in the United States: A Clinical Practice Guideline,” Centers for
Disease Control and Prevention, 2014, www.cdc.gov/hiv/pdf/prepguidelines2014.pdf.

4 “HIV Among Youth,” Centers for Disease Control and Prevention, last modified April 27, 2016, www.cdc.gov/hiv/group/age/
youth/index.html.

Ibid.
“HIV Among Women,” Centers for Disease Control and Prevention, last modified March 16, 2016, www.cdc.gov/hiv/group/
gender/women/.

7 Ibid.

8 “Adolescent-Friendly Health Services,” Physicians for Reproductive Health. (PowerPoint)

9 Ibid.

10 ’;LGBT Youth,” Centers for Disease Control and Prevention, last modified November 12, 2014, www.cdc.gov/Igbthealth/youth.

tm.

11 Meg Earls, “Stressors in the Lives of GLBTQ Youth,” Transitions: Working with GLBTQ Youth 14, no. 4 (2002): www.
advocatesforyouth.org/publications/publications-a-z/697?task=view.

12 YMSM: The people behind the epidemiological term, webinar; Meg Earls, “Stressors in the Lives of GLBTQ Youth.”
13 “Cultural Competency and Adolescent Health,” Physicians for Reproductive Health. (PowerPoint)

14 Paul Denning, Elizabeth DiNenno, “Communities in Crisis: Is There a Generalized HIV Epidemic in Impoverished Urban Areas of
the United States?” Centers for Disease Control and Prevention, June 23, 2015, www.cdc.gov/hiv/group/poverty.html.

15 Jennifer Augustine, “Young Women of Color and the HIV Epidemic,” Advocates for Youth. January 2003, www.
advocatesforyouth.org/publications/publications-a-z/466-young-women-of-color-and-the-hiv-epidemic.

16 Nyounti Tuan, “Young African American Women and HIV,” Advocates for Youth, January 2006, www.advocatesforyouth.org/
index.php?option=com_content&task=view&id=499&Itemid=177.

17 “Addressing the Intersection of HIV/AIDS, Violence against Women and Girls, & Gender-Related Health Disparities,” The
President’s Working Group on the Intersection of HIV/AIDS, Violence against Women and Girls, and Gender-Related Health
Disparities, September 2013, www.whitehouse.gov/sites/default/files/docs/vaw_master_report.pdf.

18 “HIV Among Women.”

19 Cynthia Foronda, Diana-Lyn Baptiste, Maren M. Reinholdt, Kevin Ousman, “Cultural Humility: A Concept Analysis,” Journal of
Transcultural Nursing 27, no. 3 (2016): 210-217, DOI: 10.1177/1043659615592677.

20 “Daily Pill Can Prevent HIV,” Centers for Disease Control and Prevention, last modified November 24, 2015, www.cdc.gov/
vitalsigns/hivprep/.

S I E C U S Sexuality Information and Education
Council of the United States

Www.siecus.org

PrEP Education for Youth-Serving Primary Care Providers Toolkit
Introduction and Acknowledgements


http://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-report-us.pdf
http://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-report-us.pdf
http://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-report-us.pdf
http://www.cdc.gov/hiv/pdf/library/reports/surveillance/cdc-hiv-surveillance-report-us.pdf
http://www.treatmentactiongroup.org/tagline/2016/spring/prep-pricing-problems
http://www.treatmentactiongroup.org/tagline/2016/spring/prep-pricing-problems
http://www.cdc.gov/hiv/pdf/prepguidelines2014.pdf
http://www.cdc.gov/hiv/group/age/youth/index.html
http://www.cdc.gov/hiv/group/age/youth/index.html
http://www.cdc.gov/hiv/group/gender/women/
http://www.cdc.gov/hiv/group/gender/women/
https://prh.org/wp-content/uploads/Adolescent-Friendly-Health-Services1.pptx
http://www.cdc.gov/lgbthealth/youth.htm
http://www.cdc.gov/lgbthealth/youth.htm
http://www.advocatesforyouth.org/publications/publications-a-z/697?task=view
http://www.advocatesforyouth.org/publications/publications-a-z/697?task=view
https://prh.org/wp-content/uploads/Cultural-Competency.pptx
http://www.cdc.gov/hiv/group/poverty.html
http://www.advocatesforyouth.org/publications/publications-a-z/466-young-women-of-color-and-the-hiv-epidemic
http://www.advocatesforyouth.org/publications/publications-a-z/466-young-women-of-color-and-the-hiv-epidemic
http://www.advocatesforyouth.org/index.php?option=com_content&task=view&id=499&Itemid=177
http://www.advocatesforyouth.org/index.php?option=com_content&task=view&id=499&Itemid=177
https://www.whitehouse.gov/sites/default/files/docs/vaw_master_report.pdf
http://www.cdc.gov/vitalsigns/hivprep/
http://www.cdc.gov/vitalsigns/hivprep/

	_GoBack

