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Addressing Explanation of Benefits as a Barrier to  
PrEP for Adolescents in Public Health Entities

Evan Hall¤

Pre-exposure prophylaxis (PrEP) is a revolutionary medical advancement to prevent HIV 
infection upon exposure. However, since its introduction in 2012, PrEP largely remains 
inaccessible to adolescents who do not wish to disclose their PrEP usage through an explanation 
of benefits (EOBs) and who are covered under a parent/guardian insurance. This literature 
review uniquely documents the concept of insurance as a barrier to PrEP access because 
of EOBs and how non-governmental organizations (NGOs), including community-based 
organizations (CBOs), have addressed this insurance policy problem. Based on the results of 
this review, a new approach to resolving EOBs as a barrier to PrEP access for adolescents has 
the potential to be implemented at the state level across the country. The approach focuses 
on clarifying the definition of “endanger” under HIPAA to grant adolescents the privilege of 
medical disclosure as it relates to EOBs.

Keywords
implementation sciences • health policy • HIV • PrEP

Research Question: What are the recommendations for governmental and nongovernmental organiza-
tions (NGOs) to address parental/guardian disclosure through explanation of benefits (EOBs) of adoles-
cents who are taking PrEP and are insured under a parent or guardian?

Introduction

Pre-Exposure Prophylaxis (PrEP) is a once-daily prevention medication taken orally to prevent 
HIV infection upon exposure. Tenofovir disoproxil fumarate/emtricitabine as PrEP was approved 
by the U.S. Food and Drug Administration (FDA) in 2012 (American Academy of Pediatrics, 
2012). The pharmaceutical company Gilead Sciences marketed PrEP as Truvada. Since then, Gilead 
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Sciences formulated another option for PrEP known as Descovy, which the U.S. FDA approved as 
PrEP in 2019 (U.S. Food & Drug Administration, 2019).

The Centers for Disease Control (CDC) recommends PrEP for those who are susceptible to 
HIV infection from sex or injection drug use (CDC, 2021). Recently, new recommendations from 
the CDC in 2021 expanded criteria for accessing PrEP, which encompasses more versions of PrEP, 
including generic options, where previously only brand names Truvada and Descovy were available 
to clients (Buhl, 2021).

In 2015, the CDC estimated the number of individuals at increased susceptibility to HIV who 
would be eligible for PrEP was around 1.1 million adults, capturing key populations, such as the 
LGBTQ+ community, young Black men who sex with men, and Black women (Huang, Zhu, Smith, 
Harris, & Hoover, 2018). Since PrEP’s introduction as Truvada, the percentage of people on PrEP 
has increased dramatically. In 2012, there were approximately 8,768 PrEP users, while data from 
2016 shows 77,120 PrEP users (AIDSVu, 2018). The CDC projects that 44% of African Ameri-
cans and 25% of Latinos from these key populations could potentially benefit from PrEP, but data 
showed only 1% of African Americans and 3% of Latinos were prescribed PrEP (Rosenberg, 2018).

The scope of this literature review defines adolescents as individuals from 13 to 26 years old. In 
2017, adolescents aged 13–24 accounted for 21% of the new HIV infections in the United States 
(Hosek & Henry-Reid, 2020). Compared to the national average (14.1 per 100,000) and White 
counterparts (10.8 per 100,000) in this age group, Black (95.4 per 100,000) and Latino (31.3 per 
100,000) populations saw greater rates of HIV infection. PrEP is an effective tool for those 18 years 
and older, and physicians can prescribe PrEP to those under the age of 18 to reduce the number 
of new HIV infections in adolescent populations (Harriet Lane Clinic, n.d.). However, much of 
the research for sexual and reproductive health has left out 13- to 26-year-olds in PrEP access and 
implementation programs.

Between 2013 and 2017, PrEP awareness increased in US Men who have sex with Men (MSM) 
population (Sullivan et al., 2020). For those aged 18–24, the percentage of those who knew or had 
heard of PrEP as a method of HIV prevention increased by 42.2%. The general willingness to use 
PrEP in adolescents increased after 2013 but stabilized at around 60%. More recently, Wood et al. 
found limited awareness of PrEP in adolescents (Wood, Lee, Barg, Castillo, & Dowshen, 2017). 
Current research has focused primarily on MSM populations, with few studies in the United States 
looking into PrEP awareness among trans-identifying youth and adolescent females. Studies thus 
far conducted in trans-identifying youth and adolescent females have a relatively small sample 
size compared to MSM or Black American populations (Horvath, Todd, Arayasirikul, Cotta, & 
Stephenson, 2019; Yusuf, Fields, Arrington-Sanders, Griffith, & Agwu, 2020). Black and Latinx 
adolescents in high HIV prevalence areas show a need for distinct prevention strategies to increase 
awareness of and willingness to use PrEP (Taggart, Liang, Pina, & Albritton, 2020).

The Society of Adolescent Health and Medicine pointed to limited provider knowledge and 
capacity to assess HIV susceptibility in adolescents as a barrier to adolescents receiving compre-
hensive help (Society for Adolescent Health and Medicine, 2018), such as the prescription of PrEP. 
Most adolescent health providers (93.2%) in a 2018 survey said that they had heard of PrEP. Even 
so, providers’ willingness to prescribe PrEP for adolescents remained well below their awareness 
at 64.8% and 77.8%, respectively. The willingness to prescribe PrEP is seen in US pharmacy data. 
From 2012 to 2017, only 2,590 (~1.5%) prescriptions for PrEP were among youth, 18 years of age 
and younger. For those 18–24 years old, the percentage climbed slightly to a range of 9.5–15.4% of 
all total prescriptions of PrEP (Paer, Mattappallil, Bentsianov, & Finkel, 2020).
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When PrEP was approved by the FDA in 2012, legal and policy researchers aimed to under-
stand barriers to accessing PrEP under current state laws. An analysis from all 50 states found that 
no laws specifically prohibited minors’ access to PrEP (Culp & Caucci, 2013). However, minors’ 
ability to consent to PrEP in most states without parental consent remains unclear. As of 2021, the 
CDC has listed only three states (Connecticut, Iowa, and Maryland) that have specific provisions 
for a minor’s ability to consent for HIV PrEP (CDC, 2021). Hence, there are few inherent legal 
barriers to accessing PrEP.

Certain states allow minors to have the right consent to STI/HIV testing (Minors’ Authority 
to Consent to STI Services, 2017). Additionally, minors can consent to the treatment of STIs/
HIV. However, upon test result outcomes and creation of a care plan in some states, a provider can 
disclose medical information to a parent or guardian without the consent of the minor (English & 
Ford, 2004). Depending on the place of prescription, a minor’s ability to consent varies from state 
to state. For instance, if a provider prescribes PrEP at a Title XI clinic in Michigan, a minor does 
not need parental consent. On the other hand, a minor will require parental consent if the provider 
prescribes PrEP in a non-Title XI clinic (MDHHS, n.d.). Based on the location of a minor, a Title 
XI clinic may not be a feasible option for the prescription of PrEP without parental consent based 
on state jurisdiction. This complex categorization of consent and disclosure becomes even more 
challenging when one considers how explanation of benefits (EOBs) may hinder PrEP uptake 
for adolescents. EOBs are a statement sent by an insurance company to the covered individuals 
explaining what treatments and/or services were paid by insurance (HealthInsurance.Org, 2022).

The purpose of this article is to conduct a systematic review of the literature to inform policy 
on PrEP disclosure for adolescents in the United States. I separated the materials for this literature 
review into two searches. The goal of the first search was to find articles within the current litera-
ture that discuss insurance coverage as it relates to PrEP, and the second search aimed to find what 
resources exist for providers of PrEP on PrEP and insurance coverage.

Methods

There were two main searches for this literature review. This first search utilized the University of 
Michigan Library Search, which is built in three main layers, from user interface to indexes to data 
sources. The keywords of the aggregate initial search of articles included “Adolescents”, “Youth”, 
“Access”, “Insurance”, “HIV”, and “PrEP”. The source format from the aggregate search was nar-
rowed to include only articles. We selected “Pre-Exposure Prophylaxis” as a subject to filter out 
articles that did not address PrEP. Applicable articles contained in the literature review included 
EOBs under insurance coverage.

The second search looked for materials that were used in a clinical or community-based orga-
nization setting surrounding PrEP and insurance coverage. We utilized the Google Search engine. 
The keywords of the aggregate initial search included “PrEP Toolkit,” “PrEP”, “HIV”, “Adoles-
cents”, “Youth”, “Insurance”, “United States”, and “PDF”. The selection process from this first search 
decided whether the material included PrEP Clinics or PrEP Navigators. A final review filtered out 
any material that did not discuss EOBs under insurance coverage.

I filtered the articles based on content relevancy to the literature review through a qualitative 
ranking process. The process included a numerical ranking on a scale of 1–3 and a short explanation 
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to justify the article’s relevance to the research question. Figure 1 details the filtering of articles and 
materials in the literature review process.

From research on PrEP access, I identified the categories of barriers facing adolescents. Then, 
I contextualized the barriers in current PrEP usage/uptake in adolescent populations in the United 
States. Conversely, information from the PrEP toolkits outlined possible solutions to problems sur-
rounding parental/guardian disclosure in EOBs. I devised possible solutions, elaborating on their 
implementation on an organizational and policy level.

Figure 1.  Literature review of PrEP-related documents flow breakdown.

* = Articles include scholarly journal articles, newspaper articles, book chapters, conference pro-
ceedings, and more
** = Subject defines topic of interest

Results

The final set of articles from both searches (n = 13) included two main categories of papers. In the 
first, a total of eight papers from the research literature discussed PrEP access, specifically insurance 
coverage for minors and adolescents (Kay & Pinto, 2020; Saleska et al., 2021; Mullins & Lehmann, 
2018; Fisher, Fried, Puri, Macapagal,  & Mustanski, 2018; Macapagal, Nery-Hurwit, Matson, 
Crosby, & Greene, 2021; Sinead et al., 2016; Moskowitz et al., 2020; Macapagal, Kraus, Korpak, 
Jozsa,  & Moskowitz, 2020). In the second search, five clinic or PrEP navigator materials dis-
cussed EOBs in PrEP toolkits (MDHHS, n.d.; AIDS Education & Training Center Pacific, 2017; 
PleasePrEPme.org, 2020; Department of Health District of Columbia, n.d.; Para, 2020; AIDS 
Free Pittsburgh PrEP Subcommittee, 2017; HIV/AIDS Section – Medical Team, 2016; New York 
State Department of Health AIDS Institute, 2020; U.S. Department of Labor, Employee Benefits 
Security Administration (EBSA), n.d.).
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Discussion

Insurance Navigation as a Barrier to Access PrEP

In 2020, Kay and Pinto discussed anticipated barriers to PrEP implementation from 2007 to 2017, 
such as parental consent or approval for PrEP prescription (Kay & Pinto, 2020). However, depend-
ing on the type of insurance an individual has, the magnitude of these barriers is different. For 
instance, those who are covered with state/federal government insurance, such as Medicaid, may 
not face difficulties of cost but face problems of eligibility and state-specific requirements (Guth, 
Garfield, & Rudowit, 2020). Because adolescents who qualify for Medicaid or Children’s Health 
Insurance Program (CHIP) are the sole recipients of insurance services, EOBs are not directed 
to parents/guardians, lessening concern around disclosure. Hence, the scope of this review solely 
focuses on private insurance.

Several papers on HIV prevention cite concerns of insurance for adolescents pursuing PrEP. 
A cross-sectional analysis from New Orleans and Los Angeles on the use of PrEP among ado-
lescent cisgender men found insurance might affect the access to PrEP in terms of the client–
provider relationship (Saleska et  al., 2021). Also, the researchers noted that insurance coverage 
more broadly is a barrier to PrEP access. In a more diverse population of adolescents and young 
adults, including broader gender, racial, and ethnic categories, studies found that insurance and dis-
closure remained a difficulty for PrEP access, even when health coverage was present (Mullins & 
Lehmann, 2018; Fisher et al., 2018). For sexual and gender minority adolescents assigned male 
at birth, there were concerns of parental involvement in the PrEP process as it relates to insur-
ance (Macapagal, Nery-Hurwit, Matson, Crosby, & Greene, 2021). The ethical concern of EOBs 
disclosing the use of PrEP to a parent or guardian has been paired with equal concerns that high 
co-pays and insurance navigation can impact adolescent access to PrEP (Sinead et al., 2016). On 
top of this, perceptions from adolescents suggest an inability to navigate insurance and healthcare 
coverage systems without support (Moskowitz et al., 2020). For those under the age of 18, more 
stringent resource allocation in terms of health insurance and finances cites a problem of coverage 
for minor adolescents (Macapagal et al., 2020). Generally, insurance coverage is limited for sexual 
minority adolescents, making PrEP inaccessible on multiple fronts (Culp & Caucci, 2013; Hueb-
ner & Mustanski, 2020). PrEP may be an effective tool at preventing HIV, but insurance has shown 
in multiple ways how access remains limited.

PrEP Navigation Resource Evaluation
The scope of research on accessibility to PrEP in adolescent populations has primarily focused 
on identifying what barriers exist. However, there is limited research on practical solutions for 
community-based organizations (CBOs) and NGOs on the matter of EOBs for adolescent cli-
ents as discussed earlier. In other words, the research has clearly demonstrated that disclosure of 
the use of PrEP by an adolescent through an EOB to their parent or guardian is a defined barrier 
to access. However, there are no present concrete solutions offered to mitigate these negative 
outcomes.

There are possible solutions to this logistical problem with PrEP and insurance in legal dis-
course. The Guttmacher Institute released “Protecting Confidentiality for Individuals Insured as 
Dependents” in early September 2021 (Public Policy Office, 2021). The outline provides what inno-
vative solutions states in the United States have implemented to address border confidentiality 
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concerns. In 2021, “14 states have provisions that serve to protect the confidentiality of individuals 
as dependents.” Some states like Massachusetts, New York, Washington, and Wisconsin have pro-
tections specific to EOBs, which allow insurers to mail an EOB directly to the patient instead of 
the policyholder. Some states include broader confidentiality provisions under the protections for 
minor dependents, outlining that an “insurer may not disclose private health information, including 
through an EOB, without minor’s authorization.”

The complex matter of insurance disclosure is discussed in PrEP toolkits meant for clinics, 
including providers of PrEP and PrEP navigators. A PrEP navigator “provides intensive care coor-
dination, support and services to HIV negative individuals who require assistance in accessing and 
remaining in PrEP care” (POZ, 2020). The National HIV and PrEP Navigation Landscape Assess-
ment outlined problems with EOBs at a specific clinic, where there were concerns of sexuality of 
disclosure (NMAC Capacity Building Division, 2017).

In the state of Michigan, the Michigan Department of Health and Human Services (MDHHS) 
PrEP Provider Toolkit establishes different scenarios through Getting PrEPped on how to approach 
insurance coverage (MDHHS, n.d.). For instance, if a patient is insured and can cover the costs 
for PrEP, there may be assistance programs to cover co-pays and deductibles. Other PrEP tool-
kits have done similar case studies on navigating insurance (AIDS Education & Training Center 
Pacific, 2017; PleasePrEPme.org, 2020). A PrEP toolkit from DC highlights limitations to access-
ing PrEP for adolescents, including insurance coverage and EOB (Department of Health District 
of Columbia, n.d.). However, there are no counterpoints to overcoming this hurdle. In the mix of 
PrEP toolkits, a majority focus on PrEP and insurance but leave out how to address or handle EOB 
with adolescent clients (Para, 2020; AIDS Free Pittsburgh PrEP Subcommittee, 2017; HIV/AIDS 
Section - Medical Team, 2016; New York State Department of Health AIDS Institute, 2020).

Policy Practice to Address Disclosure

Solutions at the interpersonal and organizational level with PrEP navigators and CBOs/NGOs, 
respectively, have demonstrated innovative approaches to addressing the challenges that come with 
EOBs surrounding PrEP. Policy-level initiatives need to affect a broader demographic of ado-
lescents. A policy change will create standards of public health measures that insurance compa-
nies must comply with or face violations at the state level (U.S. Department of Labor, Employee 
Benefits Security Administration (EBSA), n.d.).

A model of legislative success comes from the State of California. Outlined in the civil code 
division of persons, confidentiality of medical information applies to disclosure of medical informa-
tion by providers (Civil Code -Civ Division 1. Persons [38–86] Part 2.6 Confidentiality of Medical 
Information [56–56.37], 2014). This legislative action encompasses not only insurance companies 
but also medical providers, such as physicians, which would otherwise have the ability in some 
states to disclose the use of PrEP by a minor to their parent or guardian. The policy change allows 
recipients insured by a primary policyholder, such as a parent, guardian, or spouse, to request that 
sensitive medical information not be disclosed to the primary policyholder.

As outlined by policy scholars, the state of California now clarifies the term “endanger” that fed-
eral HIPAA privacy regulations leave undefined as “fears that disclosure of his or her medical infor-
mation could subject the [individual] to harassment or abuse” (Khan, 2015). The civil code outlines 
that covered individuals do not need evidence of endangerment or explanations as to why they feel 
disclosure warrants endangerment, such as physical demarcations or emotional accounts of trauma.
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The American Civil Liberties Union (ACLU) of California developed the website MyHealthMy-
Info.org to clarify the process of submitting a confidential communications request (ACLU of 
Northern California & ACLU of Southern California, 2021). The website provides the necessary 
form to fill out along with different language options. The drop-down menu enables users to find 
their healthcare provider or insurance company, which opens a new page for the request filing pro-
cess for that insurance company.

At the national level, the Protect Our Ability to Counter Hacking (PATCH) act attempted to 
create a Vulnerability Equities Review Board that would outline policy to address personal infor-
mation in technology, including health (Lieu, 2017). The PATCH act was brought before the house 
but was never passed.

In a recent Biden administration policy change, guidance on the Affordable Care Act Imple-
mentation Part 47 outlined new PrEP coverage guidelines for insurance companies (Departments 
of Labor, Health and Human Services (HHS), and the Treasury, 2021). This implementation has 
been interpreted that an insurer must not charge co-pays, coinsurance, or deductible payments 
for the quarterly clinic visits and lab tests required to maintain a PrEP prescription (Ryan, 2021). 
However, as compliance lags from insurance companies to remove costs of PrEP, they at the very 
least cannot deny PrEP prescription and subsequent maintenance services to policyholders (Salo-
way & Benk, 2021). In essence, this would alleviate the burden of costs related to PrEP, but it is 
unclear whether such implementation would impact EOBs and disclosure.

Conclusion

The importance of providing PrEP for adolescents who are susceptible to HIV is critical to 
achieving broader goals of ending the HIV epidemic. However, many barriers exist for adoles-
cents who would like to start PrEP, including cost associated with PrEP, geographic location, and 
provider competency. As this literature review suggests, EOBs that could disclose sensitive infor-
mation to policyholders, such as parents or guardians, are an additional barrier to accessing PrEP. 
A small fraction of states have laws that protect minors in this situation, but few are comprehen-
sive enough to avoid endangering the adolescent/minor. This literature review recommends that 
states attempt to review and implement changes to civil or public health codes that would further 
define HIPAA’s terminology of “endanger” and hold insurers accountable to EOB disclosures. 
Furthermore, states can facilitate this process holistically with NGOs and CBOs to essentially 
eliminate the barrier of adolescents seeking PrEP who are covered under another policyholder’s 
private insurance. There are, without a doubt, immensely valuable outcomes that could lie on the 
horizon with policy changes on EOBs that would empower individuals to access PrEP without 
fear of losing their agency.
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