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Abstract

Objectives: People living with HIV (PLWH) have increased risk for cancer and worse cancer

specific survival. We explored the emotional burden of cancer and HIV as a potential driver of 

cancer mortality.

Research Approach: Semi-structured qualitative interviews with PLWH and cancer.

Participants: 27 PLWH who had either completed cancer treatment, were currently undergoing 

treatment, or experienced challenges in completing treatment.

Methodological Approach: An inductive qualitative approach using the constant comparative 

method.

Findings: Participants drew strong parallels between being diagnosed with HIV and cancer. 

Many described HIV-related stigma that hindered social support. Cancer treatment side effects 

were a major challenge, impacting treatment adherence for both cancer and HIV.

*Corresponding Author: Gita Suneja, MD/MSHP, Department of Radiation Oncology, University of Utah School of Medicine, 1950 
Circle of Hope, Salt Lake City, UT  84112, Phone: 801-581-2396; gita.suneja@icloud.com.
Author Contributions: All authors meet ICMJE criteria for inclusion. BAK, KLC, MHW, and GS contributed to study design, 
data collection, data analysis, data interpretation and writing. EMC and NH contributed to data analysis, data interpretation and 
writing. SC and JC contributed to study design, ethical and regulatory support and manuscript review. JPC and PU contributed to data 
interpretation and manuscript review.

Conflicts of Interest: The authors have no conflicts of interest to declare.

HHS Public Access
Author manuscript
J Psychosoc Oncol. Author manuscript; available in PMC 2022 January 06.

Published in final edited form as:
J Psychosoc Oncol. 2021 ; 39(6): 734–748. doi:10.1080/07347332.2020.1867691.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Implications for Psychosocial Providers: There is a need for convenient, affordable, and 

visible services to support PLHIV as they navigate cancer care. Services should be tailored to the 

unique needs of this population by addressing HIV-related stigma, building social support, and 

fostering resilience.
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BACKGROUND

The life expectancy of people living with HIV (PLWH) has dramatically improved in the 

last quarter-century, but continues to be lower than the general population (1). One key 

reason for this disparity is the high prevalence of certain comorbid conditions among PLWH, 

including cancers (2,3). PLWH have an increased risk for diagnosis of certain cancers and 

worse cancer-specific survival than the general population for several common cancer types, 

patterns which hold true for both AIDS-defining and non-AIDS-defining malignancies (4–

6). Accordingly, cancer is the number one non-AIDS cause of death among PLWH (7).

The drivers of cancer-specific mortality among PLWH are complex and include system-, 

provider-, and patient-level factors (8,9). However, one area that has received little attention 

is the emotional burden of coping with cancer in the context of a pre-existing HIV diagnosis, 

and the potential negative impact this may have on treatment outcomes. Prior studies 

focusing on sub-populations of PLWH, namely human papillomavirus (HPV) and anal 

cancers among men who have sex with men, have identified multiple overlapping stigmas 

and resulting emotional challenges in managing these comorbid disorders (10,11).

As a result of improved therapeutics for HIV, more than half of all PLWH in the U.S. are 

now over the age of 50, and this proportion is expected to increase to 70% by the year 

2030 (12). The aging of the population of PLWH has placed HIV and noncommunicable 

diseases such as cancer on an epidemiological “collision course”, with the expectation of 

steadily rising comorbidity in the years to come (13,14). Further, many older adults living 

with HIV were diagnosed with the virus during the early years of the epidemic before 

highly active antiretroviral therapy (HAART) was available, an era marked by mortality, 

fear, misinformation, and stigma (15). The residual effects of those experiences, including 

physical and emotional stresses, continue to drive health disparities among PLWH today 

(16,17). For example, rates of psychiatric disorders are approximately double among PLWH 

compared to the general population, including substantially higher rates of depression, 

anxiety, substance use, and traumatic stress (18). Despite broad campaigns seeking to 

educate the public and reduce misinformation about HIV, stigma remains commonplace 

and has a direct impact on social support, quality of life, and willingness to engage in care 

among PLWH (19,20).

The combined burden of HIV and cancer in the United States can be further explained 

by the syndemic relationship between the two conditions, represented by multiple shared 

and mutually reinforcing risk factors (21). For example, both HIV and cancer have higher 
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prevalence and poorer outcomes among people with lower education and those living in 

poverty (22). HIV continues to disproportionately affect people of color, men who have 

sex with men, and other socially marginalized communities (23). Even among people 

who do not fit into these categories of risk, both HIV and cancer can lead to social 

stigma, feelings of self-blame, and emotional turmoil (24). As a result, PLWH and cancer 

may simultaneously experience historical trauma and the emotional burden of present-day 

stigma, both of which contribute to inequities in health and well-being (16,17,25).

Thus, among PLWH, the diagnosis of another condition or disease can be devastating 

and potentially life-threatening (21). The mental health challenges associated with HIV 

alone or cancer alone are well-established, and emotional distress is associated with poorer 

care engagement for both conditions (26,27). However, few studies have examined the 

experiences of patients diagnosed with both HIV and cancer, and the few studies that do 

exist have focused on specific cancers and sub-populations, such as men who have sex 

with men. The purpose of this study is to more clearly characterize the dual burden of 

living with HIV and cancer from the patient’s perspective - including participants who are 

diverse in their age, sexual orientation, and cancer type - with the goal of guiding future 

patient-provider interactions and informing interventions to support coping strategies for this 

vulnerable population.

METHODS

We conducted qualitative in-depth interviews with 27 adult patients who underwent cancer 

treatment and had a pre-existing HIV diagnosis. Participants were recruited from an 

academic medical center in the southeastern United States and the demographics of PLWH 

served by the center largely mirror the demographics of the broader U.S. population of 

PLWH (28). Participants were eligible to participate if they were 18 years of age, fluent 

in English, and physically and cognitively capable of completing the informed consent 

and interview process. We purposively recruited participants into three groups: those who 

previously completed cancer treatment (n=9), those currently undergoing cancer treatment 

(n=9), and those who experienced challenges in adhering to or completing cancer treatment, 

including multiple missed appointments, early discontinuation of treatment, or medication 

non-adherence (n=9). This recruitment strategy was adopted to ensure that we captured the 

perspectives of patients with recent experiences to avoid recall bias, and to understand the 

challenges faced by patients who do not complete cancer treatment. Adult participants with 

all cancer types were eligible for the study.

Eligible participants were identified using DEDUCE software and the institution’s electronic 

medical record. Upon preliminary identification of eligible participants, we contacted the 

patient’s cancer or infectious disease physician to obtain permission to invite the patient 

to participate in the study. At the patient’s next clinic appointment, we introduced the 

study to assess the patient’s interest in participating, obtained written informed consent, and 

scheduled an interview date. Five invited patients declined to participate, citing conflicts 

with other time commitments and transportation challenges.
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Qualitative interviews were conducted at a private office using a semi-structured interview 

guide and audio-recorded with the participant’s permission. Participants were conducted 

by a postdoctoral researcher or medical student trained in qualitative research and 

each interview lasted approximately 60 minutes. Upon completion of the study, a $60 

remuneration and parking pass were provided. Interview audio files were uploaded to a 

secure, password-protected server and transcribed, with all identifying information deleted 

during transcription. Study findings are reported in accordance with the Standards for 

Reporting Qualitative Research (SRQR; (29). The study received ethical approval from the 

institutional review board of the Duke University Health System.

Qualitative Interview Guide

The research team developed the in-depth interview guide using prior literature about the 

challenges of cancer treatment and cancer outcomes among PLWH (10,11,30), as well 

as three theoretical frameworks for health care decision-making: the Andersen Healthcare 

Utilization Model, Health Belief Model, and PEN-3 Model (31–33). These models each 

highlight factors that promote or hinder access to care, care engagement, and health 

outcomes. To capture the unique challenges faced by PLWH and cancer, a preliminary 

version was reviewed and edited by members of the institution’s HIV community advisory 

board, who also assisted in the interpretation of the study findings. The components of the 

final qualitative interview guide are detailed in Figure 1.

Data Analysis

Broad domains for the data analysis were derived from the theoretically-informed qualitative 

interview guide. Within each domain, interview data were coded for inductive themes 

using an applied thematic approach (34) informed by the constant comparative method of 

qualitative analysis (35). For each transcribed interview, a narrative memo was generated 

to summarize and organize the content onto the pre-identified domains (36). Each transcript

memo pair was then reviewed for accuracy by a second team member and disagreements 

were discussed to consensus. Next, two research team members used NVivo software to 

inductively code the content of the narrative memos within each domain. A subset of 9 

interviews, 3 from each participant group, were re-coded by a second team member and 

assessed for inter-coder agreement using a threshold of 80% agreement (37), which was 

achieved for all memos. Themes in the data were discussed and finalized in consensus 

building discussions with the full study team, including topic and method experts, and 

through feedback from the community advisory board. The final themes were then used to 

generate frequencies and present the results.

RESULTS

The results are organized around the research domains and describe the inductive themes 

that emerged during qualitative analysis (see Table 2).

Participants

Participants predominantly identified as male (n=22, 81.5%) and Black/African American 

(n=19, 70%), and reported a median annual household income of $24,000 and median age 
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of 56 years. More than one-third of participants (n=10, 37%) were diagnosed with HIV 

before HAART became available in 1996 (38). On average, participants were diagnosed 

with their first cancer 13 years after their HIV diagnosis (median: 14, IQR: 7–19). Nine 

participants (33%) were diagnosed with multiple cancers, including one participant who 

was diagnosed with three types. Nine participants (33%) meet with a Care Coordinator to 

assist in navigating their care, with five of these participants describing this person as an 

important source of support related to care engagement and medication adherence, health 

education, and social needs. See Table 1 for additional participant demographic and clinical 

information.

HIV Diagnosis and Treatment

In discussing the HIV diagnosis experience, many participants described an initial period 

of shock and disbelief, immediately followed by a sense of hopelessness, despair, or fear 

of death. Several participants shared stories of friends or loved ones who had died of HIV/

AIDS, and said these personal experiences contributed to fear that the disease would be 

fatal.

“[The day I received my HIV diagnosis] was horrible because in those days it was a 

death sentence. I remember driving home, I felt so hopeless and I didn’t know how 

to tell my family. I was just choked with emotion and it was the hardest day I think 

I’ve had in my life, and I’ve had some hard days.”

-male, age 67

Several participants attributed their despair to a lack of information about HIV and said their 

outlook improved as they learned about the disease and the treatment available to them.

After receiving the HIV diagnosis, about half of participants immediately began 

antiretroviral therapy (ART) treatment and reported that they have been consistently 

adherent ever since. Several others delayed in following through with an initial referral, 

but have since been adherent. Multiple participants described occasionally missing a dose of 

ART.

“Well, I’m just busy doing other things. I mean, I have other medicines besides 

the HIV medicine to take at night. I don’t know. You go out, eat, and you get a 

phone call, and then the next thing you know it’s bedtime so, oh, I forgot to take my 

medicine.”

– male, age 58

Only a small number of participants described serious challenges with ART adherence, and 

these tended to be the same participants who experienced cancer treatment challenges. Some 

described forgetting to take their ART due to alcohol or drug use, while others described 

apathy, often associated with symptoms of depression: “When I feel depressed, I don’t 

care [about missing my ART dose], I really don’t. I don’t feel like being bothered. Most 

of the time I’m in bed.” Participants also frequently connected ART non-adherence to the 

emotional burden and side effects of cancer treatment. Participants who underwent radiation 

treatment commonly described the treatment as painful, while those who underwent 
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chemotherapy reported nausea and fatigue that sapped them of energy and motivation to 

adhere to ART.

“It gets to the point where you miss a lot of [ART] doses. I mean, I had periods 

where I would be so sick that I’d have to debate am I going to go to the bathroom 

or am I going to get something to eat. I didn’t have the energy to do both. So I’m 

sure there were a lot of HIV drugs that were missed because I just didn’t have the 

energy to do anything.”

– female, age 43, anal cancer

Cancer Diagnosis and Treatment

Participants described their reactions to their cancer diagnosis very similarly to their HIV 

diagnosis, including feelings of shock, fear, hopelessness, and despair. Many participants 

drew direct parallels between the two experiences: “So if you want to know how I felt, I 

was devastated. I felt like I almost died of AIDS and now I’m going to die of cancer.” The 

time from the cancer diagnosis to the start of treatment was generally short, contributing 

to feelings that “things were moving really fast.” Themes of fear and uncertainty were 

particularly common among participants actively receiving treatment at the time of the 

interview, as they were still unsure about the outcome of treatment.

Participants frequently described a combined or dual burden of HIV and cancer, which had 

a cumulative impact on health and emotional well-being. For participants who experienced 

challenges in adhering to cancer treatment, many reported increases in distress and treatment 

fatigue over time, including the pressures of attending daily treatments, maintaining 

medication adherence, and treatment side effects. Cancer treatment side effects were the 

most commonly cited reason for distress, and were a key contributor to cancer treatment 

non-adherence.

“I stopped everything. I gave up…I took two [chemotherapy] treatments and it 

wracked my whole body with pain and I said I can’t do this anymore. It takes 

everything from you, you know? You’re constantly overwhelmed with fatigue.”

– female, age 55, vulvar cancer

For participants who described poor social support or symptoms of mental illness, the 

challenges of living with HIV and cancer were even more pronounced. As one participant 

shared, “I have two diseases that are deadly and nobody to talk to.”

A small number of participants acknowledged using drugs and alcohol in an attempt to 

manage or numb their distress.

“Well, I was really depressed…I was like wow, HIV was bad enough, then I had 

cancer on top of that and I thought ‘well, I’m going to die’, so I started acting out. 

I got back into drugs real heavy and I went on an emotional rollercoaster. I mean, I 

just didn’t care. I thought I was gonna die, so I was gonna go out with a bang.”

– male, age 49, Hodgkins lymphoma
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Several participants reported receiving mental health treatment at some point in their 

lives, and they generally felt it was helpful in coping with their health concerns. Several 

participants also reported having to discontinue their mental health treatment due to changes 

in insurance or prohibitive costs.

Differences in Stigma and Support for HIV and Cancer

In discussing differences in support for cancer versus HIV, most patients said they disclosed 

their cancer diagnosis to loved ones within hours of learning they had cancer. By contrast, 

participants were extremely cautious with HIV disclosures, which greatly hindered social 

support. HIV stigma was cited as the key reason for this difference, including experiences 

of enacted stigma from friends, family, and community members, internalized feelings of 

shame, and the anticipation of mistreatment or discrimination that might occur if their HIV 

status became known. Several participants, particularly those in the adherence challenges 

group, had only disclosed their HIV status to few others, despite carrying the diagnosis for 

many years (Table 2). As one participant described, “I’m not afraid of telling people about 

the cancer. What I am [afraid of] is how to tell my parents about my HIV. My partner is the 

only one who knows.”

HIV stigma also led to difficulties participating in cancer care. Several participants 

expressed concern about unwanted disclosures of their HIV status by healthcare workers, 

which prevented them from bringing family members to appointments. There were also rare 

but impactful instances of perceived stigma by hospital staff. One participant described the 

following interaction with an oncology nurse: “She was so nice and provided great care, then 

one day she just stopped coming. I think she went on the computer and saw my [HIV] status 

and she just never came back.”

Examples of Positive Coping

The dual burden of HIV and cancer was clear for participants; however, many also 

exemplified resilience, perseverance, and positive coping. As one participant explained, “I 

don’t let it simmer. I mean, I just move on. I know some people would take a drink, but I 

don’t do that. I just sit and maybe I get frustrated, take a deep breath, settle down, and move 

on.” Patients acknowledged the difficult aspects of being treated for HIV and cancer, but 

several had reached a point of acceptance. Many felt that these experiences had made them 

stronger, and several reported finding purpose in supporting other patients in treatment.

“I’m much more empathetic now after dealing with HIV and cancer. Every time I 

come here, I talk to people. You can sometimes see it in their faces that they have 

fear. When they’re waiting to get CT scans, I go up to them and I share about my 

positive outlook and about fear and encourage them to look at things in a different 

light.”

– male, age 67, oral cancer and non-Hodgkins 

lymphoma
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DISCUSSION

This study used qualitative interviews to explore the unique stressors faced by people living 

with HIV as they navigate a cancer diagnosis and treatment. Patients commonly described a 

dual or cumulative burden of HIV and cancer, including emotional challenges, side effects, 

and treatment fatigue. In many cases, coping was complicated by HIV-related stigma, 

which prevented patients from disclosing their status and seeking social support, supporting 

findings from earlier studies (16,39). These cumulative challenges created a complex 

medical and social situation and, in some cases, led to lapses in treatment adherence for 

HIV and cancer.

Cancer treatment is innately challenging, and side effects can be overwhelming, unpleasant, 

and negatively impact daily functioning (40). It is unclear whether a pre-existing HIV 

diagnosis contributes to worsened side effects from cancer treatment (41). However, the 

cumulative emotional burden of cancer among PLWH can negatively impact motivation to 

engage in care and may be a driver of disparities in cancer survival among people living 

with HIV (5,6). Motivation is a critical driver of treatment adherence for both cancer and 

HIV, particularly in the context of cancer treatment side effects such as fatigue, nausea, 

and cognitive difficulties. The emotional toll of cancer treatment uniquely affects people 

with chronic illness, including PLWH, because there is a need to adhere to medication 

while managing cancer treatments and side effects. Support systems are crucial to mitigate 

the emotional impact, help patients living with HIV and cancer to complete their cancer 

treatments, and support adherence to HIV and cancer care (42).

In addition, PLWH commonly express concerns about whether a new cancer diagnosis 

might influence their HIV treatment and prognosis. Thus, it is important for providers to 

communicate how/whether cancer treatments may interact with HIV treatment, including 

viral load or CD4 counts and the efficacy of ART. These concerns may be particularly 

important for patients whose cancer or cancer treatment has the potential to impact immune 

processes vital to HIV treatment outcomes (40). Cancer providers can assist PLWH by 

offering additional information and collaborating with HIV specialists, which may help 

PLWH cope with potential barriers to mental and physical health. Continued research is 

necessary to understand how newer cancer treatments may impact HIV and ART, so that 

providers can provide accurate and helpful information.

Resilience is an important facilitator of treatment adherence for both HIV and cancer, 

and has been identified as a key factor in predicting positive treatment outcomes (43,44). 

Resilience can mitigate feelings of hopelessness and fears about death, which may improve 

cancer care engagement and overall mental health (38,45). It is critically important to 

develop and assess interventions aimed at fostering resilience, which may improve the 

experiences of PLWH as they engage in cancer treatments.

Implications for Psychosocial Oncology

• There is a need for convenient, affordable, and visible services to support PLWH 

as they navigate their cancer diagnosis and care. This could include increased 

access to social work and care navigators, psychotherapy to improve mental 
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health and behavioral health, occupational therapy to improve daily functioning, 

and support groups sensitive to the issues of PLWH.

• Current health insurance programs and charitable care offered in health systems 

are critical to the ongoing care engagement and associated outcomes among 

people living with HIV and cancer. Current programs must be sustained or 

improved and similar efforts should be made to improve low-cost access to 

mental health care in this vulnerable population.

• Additional research is needed to understand the needs of PLWH as they 

transition from cancer diagnosis to treatment to follow-up for cancer 

survivorship, as well as the unique needs of PLWH with intersecting 

marginalized identities, such as LGBTQ and racial minority individuals.

Study Limitations

The results of this study should be interpreted in light of the following limitations. All of 

the study participants were recruited from a single medical center in the southeastern United 

States. The medical center has a variety of support services for cancer patients and PLWH, 

such as the Ryan White HIV/AIDS Program, the Care Coordinator program, a charitable 

care program for uninsured low-income individuals, and free support groups. It is likely that 

PLWH undergoing cancer treatment at centers with fewer support services may be in even 

greater need of auxiliary care. Our study included only qualitative methods, as our goal was 

to gain a detailed understanding of the experiences of PLWH in their own words; we believe 

this is an important first step in research on this topic before transitioning to experimental 

methods, which may be better suited to assess the generalizability of findings in larger and 

more diverse samples.

Conclusions

This study is among the first to explore the dual emotional burden faced by patients living 

with HIV and cancer. The research describes the challenges of receiving a cancer diagnosis, 

cancer treatment side effects, and strategies for coping. For providers, these findings point to 

the importance of considering this dual burden when assessing barriers to care engagement 

among PLWH and cancer. It is important for health systems to continue examining strategies 

to enhance support and foster resilience to maximize cancer and HIV care engagement 

across healthcare settings.
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Figure 1: 
Final domains in the in-depth interview guide
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Table 1:

Participant Demographic, HIV, and Cancer Characteristics (N=27)

Variable n (%)

Gender

  Male 22 (81%)

  Female 5 (19%)

Race/Ethnicity

  Black/African American 19 (70%)

  Non-Hispanic White 7 (26%)

  Hispanic/Latino 1 (4%)

Education

  High school or less 11 (41%)

  Some college or college degree 12 (44%)

  Graduate of professional degree 4 (15%)

Insurance

  Private insurance 8 (30%)

  Medicare 7 (26%)

  Medicaid 3 (11%)

  Uninsured 1 (4%)

Received free ‘charity care’ for cancer 8 (30%)

Work with Care Coordinator 9 (33%)

Cancer Stage at Diagnosis

  Stage 1 7 (26%)

  Stage 2 3 (11%)

  Stage 3 6 (22%)

  Stage 4 9 (33%)

Cancer Type

  Anal 9 (33%)

  Non-Hodgkins Lymphoma 5 (19%)

  Hodgkins Lymphoma 4 (15%)

  Head and Neck 4 (15%)

  Prostate 4 (15%)

  Colorectal 2 (7%)

  Liver 2 (7%)

  Vulvar 2 (7%)

  Lung 1 (4%)

  Bladder 1 (4%)

  Thyroid 1 (4%)

  Penile 1 (4%)

HIV Viral Load at Time of Cancer Diagnosis

  > 1,000 copies/mL 2 (7%)

  100–1000 copies/mL 2 (7%)
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Variable n (%)

  < 100 copies/mL 6 (22%)

  Undetectable 13 (48%)
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Table 2:

Summary of Qualitative Analysis on Dual Burden of HIV and Cancer (N=27)

Theme Frequency 
(n) Illustrative Quotation

Dual burden of HIV and 
cancer diagnoses 9

“It made me feel like, seriously, what next? You have a devastating disease as HIV. And you’re 
living with that and you’re doing ok. And then after, eight years later down the line, you’re 
diagnosed with cancer. Now you got two deadly diagnoses…Dealing with both is a double 
bullet.”

Stigma greater for HIV 
than for cancer 9

“You know, the cancer thing, here’s what goes on. ‘Oh God, I can’t believe you had cancer, 
I’m so sorry.’ Then for HIV. ‘Oh God, you got HIV, what the hell did you do?’ People have 
sympathy for cancer. They don’t have it for HIV.”

Receive support from a 
Care Coordinator 9

Oh man, she’s outstanding. She makes sure I have, like, whatever I might need. She helps me to 
make a plan so I can keep my heat on in the winter and keep food on the table. And she helps 
me keep my appointments and set my medicine up so I don’t have to pay any copays.”

Disclosed cancer 
diagnosis and not HIV 
diagnosis to support 

system

8
“My parents needed to know [about the cancer] but I couldn’t tell them I had HIV. It was better, 
or easier to say, that I’ve got cancer and not only to them but to everybody else. I can’t tell 
anyone else I have HIV.”

Fear of negative impact of 
HIV on cancer care 8

“My immune system is already suppressed and now, to undergo radiation and chemo, that puts 
me at a higher risk. There’s more immune suppression because now I gotta take these toxic 
drugs.”

Fear of negative impact of 
cancer on HIV care 7 “The one thing that really bothered me and alarmed me, was that [my viral load] was no longer 

undetectable after starting my cancer treatment, and I didn’t know what was gonna happen.”

Substance abuse as a form 
of unhealthy coping 7

“I was very depressed, you know…HIV was bad enough then I had cancer on top of that and I 
felt like well I’m going to die so I got into drugs real heavy and I just went on a real emotional 
rollercoaster. I didn’t care and I thought I was going to die.”

Note: Frequency refers to the number of interviews where the theme was present.
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