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INTRODUCTION

23,587 Ohioans were living with HIV at the end of 2017, the most recent year for which data are available .i  Less 

than half of these individuals had reached viral suppression, and over half of them were not actively engaged in care .ii  

Of those retained in care, however, 82% had achieved viral suppression . 

In the same year, 1,019 Ohioans were diagnosed with HIViii, and an additional 4,200 were estimated to be living with 

undiagnosed HIV .iv  Of those receiving diagnoses, slightly more than half (58%) were linked to care within 30 days . 

Linkage to and retention in care greatly improve the likelihood of a person living with HIV reaching viral suppression . 

In 2017, Ohio University’s Voinovich School of Public Affairs (OU) contracted with the Ohio Department of Health 

(ODH) to conduct the 2017-2020 Ohio HIV Needs Assessment . The Ohio HIV Needs Assessment is designed to provide 

information needed to reduce transmission of HIV, especially among those who are at high risk (high-risk negatives, 

or HRN), and to increase the percentage of people living with HIV/AIDS (PLWHA) who are diagnosed, linked to care, 

retained in care, and virally suppressed . 

The needs assessment is carried out in collaboration with the ODH Health HIV Care Services section, the ODH HIV 

Prevention program, the Ryan White Part A Cleveland Transitional Grant Area (TGA), and the Ryan White Part A 

Columbus TGA . It is a three-year process, consisting of focus groups and interviews with PLWHA and HRN (Year 1), 

a survey of PLWHA and HRN (Year 2), and a survey of HIV-related service providers (Year 3) . In Year 1, researchers 

conducted 31 focus groups and 89 interviews with a total of 358 individuals (284 PLWHA and 74 HRN) . This report 

provides the findings from this research . Breakout reports for each of the HIV Care and Prevention regions are also 

available . 

DIAGNOSIS
1,019 individuals  

were diagnosed with 
HIV/AIDS in 2017 .v  

LINKAGE TO 
CARE

58% of newly 
diagnosed Ohioans 
were linked to care 

within 30 days of 
their diagnosis .vi 

RETENTION  
IN CARE

37% of PLWHA  
have been retained 

in care . vii

ART  
INITIATION

It is unknown what 
percentage of 

PLWHA have begun 
taking ART . viii

VIRAL  
SUPPRESSION

Of those in care,  
82% are virally  

suppressed .  
This represents  

48% of PLWHA. ix
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Among the main issues identified in Year 1 are the following:

• Knowledge of prevention methods such as condoms and clean syringes is widespread . Knowledge of pre-

exposure prophylaxis is scattered and appears higher in the LGBTQ population and in larger cities . Awareness of 

post-exposure prophylaxis is low .

• HIV testing is generally widely available at specific sexually-transmitted infection (STI) testing sites, though some 

individuals at high risk for the disease are reluctant to access the services due to concerns about confidentiality 

and a reluctance to learn their HIV status .

• Stigma continues to have pervasive negative effects on all aspects of HIV prevention and care . To address 

this issue, PLWHA and HRN alike called for education for the general public about how HIV can and cannot be 

transmitted .

• Mental health issues, especially depression, have similarly far-reaching consequences for HIV prevention and care . 

Stigma related to mental health care access, especially among the African-American community, exacerbates this 

problem .

• Social isolation is a profound problem for many PLWHA, especially those living outside of densely populated 

areas . Social isolation affects health literacy, mental health, awareness of resources, and other influencers of HIV 

diagnosis and care . PLWHA made repeated appeals for increased funding for support groups and socialization 

opportunities .

• Cultural sensitivity of providers and messaging affects uptake of services in all areas of HIV care and prevention . 

Individuals at risk for HIV called for specific, relatable messaging, while PLWHA called for more culturally sensitive 

care across the stages of the HIV care continuum . 

• Bureaucratic demands, specifically the need for frequent reenrollments, eligibility screenings, exemption 

requests, etc ., place a significant burden on PLWHA and at times can interfere with care . The need to navigate 

these obstacles can privilege PLWHA with higher levels of education and self-efficacy, as well as those with more 

financial resources .

• Substance use undermines the effectiveness of all prevention and care efforts .

• Transportation remains a barrier to care for many PLWHA, especially in rural areas .

This report begins with a brief overview of the research methods used for the project and a demographic profile 

of participants . It then presents findings broken out by the categories of prevention, diagnosis, linkage to care, 

retention in care, antiretroviral therapy (ART) initiation, and viral suppression . For those looking for specific 

information, each section begins with a summary table that details the main factors affecting PLWHA and 

populations at risk in Ohio at that particular stage. Each section also ends with a number of options for addressing 

HIV prevention and care at that particular stage. The options were suggested by research participants, or logically 

follow from the information provided by research participants . Some suggested options may already be in effect in 

Ohio or parts of Ohio . Their presence on the list should then be considered as support for their continuation .  Finally, 

there are callout boxes throughout the report providing additional details about other themes that emerged over the 

course of the research: transgender-specific issues, accessing HIV care and prevention services in rural areas, aging 

with HIV, and social isolation . 
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STRENGTH AND LIMITATIONS

The data collection for this phase of the needs assessment is not intended to produce generalizable findings; 

rather, the focus group and interview research are meant to identify the salient issues affecting individuals at risk 

for HIV and PLWHA, to uncover the various dimensions and configurations of these issues, and in general to gather 

a detailed picture of the experiences, needs, and resources of HRN and PLWHA across the state . The qualitative 

methods employed for Year 1 research are well suited to generating a rich, detailed picture of the lived experiences 

of Ohio’s PLWHA and HRN . This approach is also useful for exploring the multiple factors such as gender, sexuality, 

socioeconomic status, mental health status, and substance use, which work in combination to affect an individual’s 

susceptibility to HIV and ability to access HIV care .  

Overall, researchers determined that concept saturation was reached for most issues 

of interest and most target populations . However, many of the barriers that prevent 

people from getting tested or accessing HIV care—stigma, lack of transportation, low 

self-efficacy, depression, and denial, to name a few—can also inhibit participation in 

research . Multiple research participants expressed concern that the most vulnerable 

HRN and PLWHA were not at the table . To address this concern, researchers asked 

organizations that serve vulnerable populations for help recruiting and worked with 

focus group participants to recruit additional PLWHA and HRN via word of mouth .  

Researchers also added phone interviews to the project in order to reduce the barriers 

to participation presented by stigma and lack of transportation access . As a result, researchers were able to hear 

about a broader array of lived experiences, including those of individuals who are out of care, homeless, transgender, 

migrants, engaged in survival sex, and using illegal substances such as injection drugs . 

One of the most difficult subgroups to recruit was young (18-29 year old) African-American males, who are also 

among the most at risk for contracting HIV (35% of new infections in 2017 in Ohio were among African-American 

males) . Researchers worked with organizations serving African-American young adults across the state but often 

found that focus groups set up for this population were significantly undersubscribed . Ultimately, researchers 

were able to engage a sample of young African-American males, though this sample size was smaller than hoped . 

Researchers anticipate that recruitment of this population for the Year 2 survey will be more successful, as the mode 

of engagement in Year 2 will be better suited to this population .

Finally, this report conveys the perceptions of 284 Ohioans living with HIV and 74 Ohioans at high risk for contracting 

HIV . These individuals are not necessarily medical, legal, or policy experts and, as with anyone, it is possible that some 

of their perceptions are mistaken . For this reason, statements made by participants about quality of care, availability 

of services, etc ., should be interpreted as their perceptions of these phenomena . For example, if this report states 

that “PLWHA report that a service is unavailable,” this should be interpreted as meaning either that the service is 

unavailable or that potential consumers of the service perceive it to be unavailable . Either possibility is significant, 

The people I’m  
concerned about 
are the ones who 
aren’t here. 
-PLWHA
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but whether the statement is factually accurate cannot be deduced from the collected data . This limitation also 

constitutes one of this study’s biggest strengths: it provides a picture of how HIV-related programs and policies are 

perceived by the people who are most affected by them, how these perceptions impact uptake and experiences with 

services, and how these programs, policies, and services interact with the lived experiences of the individuals they 

are intended to help .
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DATA COLLECTION AND ANALYSIS

A team of eight researchers conducted the focus groups and interviews . Focus groups were held across the state, 

at locations recommended by HIV case management agencies and other organizations assisting with recruitment . 

When possible, researchers asked a member of the community (such as a peer mentor or a support group leader) to 

assist with the focus groups, in order to reduce barriers between facilitators and participants . Researchers used a 

standardized, open-ended focus group script that was developed in collaboration with ODH and the two Ohio TGAs . 

In addition, researchers asked participants to complete a questionnaire at the beginning of each focus group or 

interview, in order to collect demographic and sensitive information (such as injection drug use history, mode of HIV 

transmission, income, and mental health status) . This questionnaire was also developed in conjunction with ODH and 

the two Ohio TGAs .
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Researchers used standard descriptive statistics to summarize the questionnaire data . To analyze the focus group 

and interview data, researchers followed a multi-step process . De-identified transcripts of focus groups and 

interviews were imported into computer-assisted data analysis software . An a priori coding scheme was developed 

on the basis of an initial literature review and the main ideas that surfaced during the focus groups and interviews . 

This coding scheme was applied to a sample of transcripts by four researchers and then revised to refine categories 

and incorporate emergent themes . A team of six researchers then coded the transcripts and assessed intercoder 

reliability in order to ensure consistency in the coding process . Once the coding was complete, researchers 

analyzed the data for each region and wrote up the main findings for each . These findings were then assessed by a 

second researcher . Sample size differed widely across regions, so researchers completed regional profiles before 

undertaking the state analysis in order to avoid giving undue weight to region-specific phenomena .
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PARTICIPANT PROFILE 

Participants were recruited from across the state . The figure below shows the number of PLWHA and HRN 

participants from each region . 

Region 3/Cleveland TGA (Ashtabula, 
Cuyahoga, Geauga, Lake, Lorain, and  
Medina counties)

Region 4 (Columbian, Mahoning, Portage, 
Summit, and Trumbull counties)

Region 9 (Clark, Darke, Greene, Preble, 
Miami, and Montgomery counties)

Region 11/Columbus TGA (Delaware,  
Fairfield, Franklin, Licking, Madison,  
Morrow, Pickaway, and Union counties) 

Region 8 (Brown, Butler, Clermont, Clinton, 
Hamilton, Highland, and Warren counties) 

Region 7 (Adams, Fayette, Gallia, Hocking, 
Jackson, Lawrence, Pike, Ross, Scioto,  
and Vinton counties) 

Region 1 (Defiance, Fulton, Henry, Lucas, 
Ottawa, Sandusky, Williams, and Wood 
counties)

Region 2 (Ashland, Crawford, Erie, Huron, 
Marion, Knox, Richland, Seneca, and 
Wyandot counties)

Regon 5 (Carroll, Coshocton, Harrison, 
Holmes, Jefferson, Stark, Tuscarawas,  
and Wayne counties)

Region 10 (Allen, Auglaize, Champaign, 
Hancock, Hardin, Logan, Mercer, Paulding, 
Putnam, Shelby, and Van Wert counties)

Region 6 (Athens, Belmont, Guernsey, 
Meigs, Monroe, Morgan, Muskingum, Noble, 
Perry, and Washington counties)

111

HRN

PLWHA

5

2716

288

285

244

1512

1511

1110

103

9

6
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INDIVIDUALS AT RISK FOR HIV

The individuals who participated in high-risk focus 

groups and interviews were recruited according to  

membership in high-risk categories (as outlined by the 

Centers for Disease Control and Prevention): men who 

have sex with men (MSM), individuals who have sex with 

HIV-positive partners, individuals with multiple sex 

partners, and injection drug users .

When combining age, race, gender, and sexual 

orientation, the largest subgroups in the HRN sample 

were:

Young (18-29), African-American MSM (13%)

Older (30+), straight, white cis females (11%)

Older (30+), straight, white cis males (10%)

Age: HRN participants ranged in age from 18 to 68 years 

old, with an average age of 35 (SD = 13 .8) and a median 

age of 31 .  

Gender: 60% of high-risk participants were cis male, 

33% were cis female, four percent were transgender 

(male to female), and three percent identified as 

something else .

Sexual orientation: Half (50%) of participants identify as 

straight, 43% identify as LGB, four percent identify as 

pansexual, and three percent identify another way . 

White cis male 30%

White cis female 26%

Black cis male 25%

Black cis female 7%

White transgender (2 F-M, 1 M-F) 4%

American Indian cis male 3%

White individuals not using term 3%

Asian cis male 1%
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PEOPLE LIVING WITH HIV/AIDS

When combining age, race, gender, and sexual 

orientation, the largest subgroups in the PLWHA sample 

were:

Older (30+) white, gay/queer/bisexual cis males (29%)

Older (30+) African-American, gay/queer/bisexual  

cis males (28%)

Older (30+), straight, African-American  

cis females (14%)

Age: PLWHA participants ranged in age from 20 to 90 

years old, with an average age of 52 (SD = 11 .8) .  

Gender: 68% of PLWHA participants were cis male, 28% 

were cis female, three percent were transgender (male to 

female), and one percent identified as something else .

Sexual orientation: Almost half (47%) of participants 

identified as lesbian, gay, or queer . A little over a third 

(36%) identified as heterosexual or straight, while 10% 

identified as bisexual . 

Mode of transmission: The primary mode of virus 

transmission for the participants in the Year 1 sample 

was consensual sex with a man . One-hundred eighty-

eight (74%) of the participants disclosing this information 

reported this mode of transmission . Seventy-two 

percent of cis males, 77% of cis females, and 86% of 

transgender females reported contracting HIV through 

consensual sex with a man . 

White cis male 

Black cis male 29%

Black cis female 16%

White cis female 10%

Black transgender (M-F) 2%
White transgender (M-F) 1%
Other 4%
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In care

White male 43%

Black male 24%

White female 13%

Black female 11%

other 5%

black transgender (M-F) 1%

American Indian male 1%

Out of care

Black male 34%

White male 24%

Black female 13%

White female 4%

Black transgender (M-F) 2%

other 9%

Care status: Twenty-one percent (47 PLWHA) qualified as out of care when using the definition established by the 

Institute of Medicine, in which an individual is considered to be in care if they have  “two or more visits for routine 

HIV medical care in the preceding 12 months at least three months apart .”x  Fifty-nine percent of the out of care 

individuals were African-American, and 37% were Caucasian . The comparative demographics of the out of care group 

and in care group are consistent with nationwide trends toward higher percentages of non-white out of care PLWHA .xi 
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KEY FINDINGS 

   PREVENTION

All of the high-risk individuals in the needs assessment were aware that condoms and clean needles are 

effective ways to reduce the risk of contracting HIV. Not everyone was aware of more detailed or nuanced 

information about prevention . Awareness of pre-exposure prophylaxis (PrEP) appears to be growing, especially in 

the LGBTQ community, but misunderstandings and lack of information are frequent . The table below lists some of 

the main factors that are typically associated with prevention practices, along with a summary of related information 

gathered during the needs assessment . Items that are bolded are discussed in more detail in this section because of 

the important role they played in the experiences detailed by at-risk individuals and PLWHA . 

Factors affecting prevention Relevant information gathered in Year 1

Health literacyxii   Knowledge of how HIV is transmitted and prevented has made 
some HRN vigilant in their prevention practices . 

Stigmaxiii  Stigma can prevent frank discussion of HIV and sexual health . 
Stigma is discussed in greater detail in subsequent sections of 
this report .

Social supportxiv Researchers were not able to gauge whether lower levels of social 
support encouraged risk behaviors . Social support is discussed in 
more detail in later sections of this report .

Awareness Some PLWHA argued that many HRN do not understand the 
reality of living with HIV (its effects on everyday life, the long 
term health consequences, etc .) which may reduce some HRN’s 
intention to use preventive measures .

Substance usexv Use of chemicals in conjunction with intercourse, as well as 
addiction to injection drugs, decreased the willingness of HRN to 
use condoms and/or clean needles . 

Mental healthxvi Some PLWHA reported that depression and other mental health 
issues contributed to risky behavior .

Subculture of purposeful exposure HRN and PLWHA alike reported that a subculture of “bug chasing” 
and “gift giving” exists that counters the prevention messages 
targeted to the LGBTQ community .
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Health literacy 
When given a list of true or false questions, 71% of HRN did not know that PrEP takes more than one day to become 

effective . Over 40% did not know that prophylactic drugs exist, and 47% thought taking PrEP two days a week is 

enough to make the drug effective . In other areas of prevention knowledge, almost half of HRN thought natural skin 

condoms are more effective against HIV than latex condoms . Roughly a quarter of HRN thought women could not 

contract HIV through sex while menstruating, that women could not get HIV by having anal sex with a man, and that 

HIV could be transmitted by sharing a glass of water . 

Condoms
Awareness of the importance of condom use does not always translate into actual use . As one exchange sex 

worker reported, “I always used protection with my clients, but I tend not to like to with partners .” A young African-

American male reported that while he knows about the importance of condoms, during sexual encounters “I just 

don’t consider it…I’m just like, ‘I’m okay . Nothing’s going to happen .’” Many HRN reported that others they know are not 

using condoms, or that they themselves have been asked to forgo the use of condoms by their partners during sex . 

Heterosexual seniors are also reportedly forgoing condom use because of lack of concerns about pregnancy, giving 

rise to new infections in an older demographic . 

In more rural areas, HRN reported that gaining access to condoms is not always easy . Stores commonly keep 

condoms in a locked case, and may have procedures in place that cause customers embarrassment . One HRN 

described a recent experience buying condoms for a friend who was too embarrassed to buy them herself: “I asked 

the lady to unlock the case, and she took them out of the case . I was under the impression that she was going to hand 

them to me, and she’s like, ‘I have to walk you to your register .’ [She] looked me up and down…She had them up in the 

air . Everyone could see .”

HRN also reported that it is difficult for some to have conversations with potential partners about condom use .  

Clean injection materials
Injection drug users were very aware of the need for clean needles in order to prevent the transmission of HIV and 

other infections: “I hear it constantly in groups, in IOP [intensive outpatient programs] groups, you hear all the time 

about prevention .”  Most pointed out that this knowledge was not sufficient to counter the strength of addiction . One 

injection drug user who does not disclose his HIV status reported, “I have straight up seen somebody, I told them I 

had Hep C and they say, ‘I don’t care . I am using your needle anyway .’” Another reported, “I had someone say to me 

‘Can I use your needle?’ and I said no . He got angry with me over it and said it didn’t matter if I was HIV…it’s only a 50-

50 chance I’ll get it . I was like what?! I couldn’t believe it .” High-risk individuals reported that syringe exchanges are 

important resources and expressed concern about long-term funding for these programs .
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PrEP (pre-exposure prophylaxis) works to prevent HIV on the first day you take it.  (false)

There is a vaccine that can stop adults from getting HIV .  (false)

A natural skin condom works better against HIV than a latex condom does .  (false)

If you take PrEP at least two days a week, you are 100% protected against getting HIV.  (false)

There are drugs HIV-negative people can take to lower their chances of getting infected with HIV.  (true)

There is a female condom that can help decrease a woman’s chance of getting HIV .  (true)

All pregnant women infected with HIV will have babies born with HIV .  (false)

Taking a test for HIV one week after having sex will tell a person if she or he has HIV .  (false)

People are likely to get HIV be deep kissing, putting their tongue in their partner’s mouth, if their partner has HIV . (false)

Coughing and sneezing DO NOT spread HIV .  (true)

Using Vaseline or baby oil with condoms lowers the chance of getting HIV .  (false)

A woman can get HIV if she has anal sex with a man .  (true)

A person can get HIV by sharing a glass of water with someone who has HIV .  (false)

A woman cannot get HIV if she has sex during her period . (false)

71%

57%

47%

47%

43%

38%

37%

36%

33%

28%

27%

26%

25%

25%

Many HRN answered questions about PrEP incorrectly (or selected “I don’t know”). 
% incorrectly identifying whether statement is true or false
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PrEP
Levels of awareness about PrEP among HRN and PLWHA ranged from highly informed about the medication to 

completely uninformed . The most informed HRN tended to be partners of PLWHA, or members of the LGBTQ 

community . Awareness did not seem to be high among injection drug users, especially in southwestern Ohio . The bulk 

of participants either had incomplete knowledge of PrEP, or were totally unaware of PrEP . Those who knew of PrEP 

had heard about it from their doctors (usually doctors that specialize in LGBTQ patients), from commercials on cable 

television, from social media, and from partners with HIV . When asked where they would go to learn more about PrEP, 

they indicated they would ask a medical care provider, someone from Equitas or Community AIDS Network/Akron 

Pride Initiative, or look online for information .

Some individuals readily indicated that they would be interested in taking PrEP . There 

was a subset of individuals, however, who expressed reservations about taking the 

medication . The most common concerns were about the long-term effects of taking 

PrEP, the possibility of bone density loss, a general dislike of taking medications, and 

dissatisfaction with the fact the PrEP is not 100% effective . As one HRN said, “In terms 

of long-lasting effects, not really sure yet…I don’t necessarily want to take that many 

drugs .” 

Many PLWHA expressed the concern that PrEP may give people a false sense of 

security, which could encourage risky behavior . As one PLWHA observed, “It can be 

abused by people engaging in risky sex or behaviors because they think they are good 

to go .” One HRN, when told about PrEP during a focus group, concluded “Okay, so then I 

can go raw while having sex .”

Others have incorporated PrEP into their lives as a way to prevent contracting or 

transmitting the disease . Some PLWHA report that they will only choose sexual partners who also have HIV, or who 

are on PrEP . 

PEP
There were much lower levels of awareness of post-exposure prophylaxis (PEP) when compared to PrEP, and some 

PLWHA and HRN appeared to conflate PEP with PrEP . Of those who knew about PEP, most had initially learned about 

it as way to address occupational exposure . 

Some participants reported that stigma plays a role in reducing access to PEP . One HRN reported going to a 

pharmacy in southern Ohio to ask for PEP: “I was like, ‘Do you have any form of PEP?‘ And she looked at me and she 

was like, ‘That doesn’t exist,’ but she said it in a way that was like, ‘I’m not going to look because it doesn’t really apply 

to my practice .’” Several participants wondered whether pharmacies would be willing to dispense PEP for non-

occupational exposure if they were to secure prescriptions for the medication .

I actually have a 
prescription [for 
PrEP] that I haven’t 
used. The main 
reason I haven’t used  
it is because it’s 
pretty much been 
confirmed that over 
the course of time 
taking PrEP, you 
will develop a bone 
disorder. 
-HRN
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U=U 
As with PEP, there was less awareness of U=U (undetectable equals untransmittable) 

compared to PrEP . Many participants had not heard of the idea (which is endorsed by 

the Centers for Disease Control and many others) that someone with an undetectable 

viral load cannot transmit HIV . If they had heard the phrase, did not know its 

meaning .xvii Upon learning about U=U, some PLWHA expressed relief that there is 

a campaign to share the idea that PLWHA are not necessarily contagious . Others 

were skeptical: “[U=U] sounds like complete baloney . I’ve never heard of where you 

can’t be transmittable .” As with PrEP, some PLWHA expressed concern that the U=U 

campaign could encourage risky behavior . PLWHA also expressed concern that unless 

an individual has been abstinent since his or her last viral load test, there is no way 

to know if an individual is still undetectable: “Until they come up with an instant viral 

load test, that means nothing…That’s [a] scary campaign .” Overall, U=U appeared to 

be a more meaningful message for people who were in monogamous, serodiscordant 

relationships . 

Stigma
Many types of co-occurring stigma combine to inhibit frank discussion about HIV prevention . The stigma attached 

to HIV plays a role, but participants most often mentioned the stigma against the LGBTQ community (which some 

perceive to be the only population affected by HIV) and the stigma against open discussions of sexuality . All of these 

combine to make detailed discussion of preventing HIV transmission during same-sex intercourse very difficult for 

some HRN . 

Many HRN indicated that they do not feel comfortable bringing up issues related to sexual health with their medical 

care provider and so do not request PrEP or ask questions about HIV prevention and transmission . Some youth who 

are on their parent or guardian’s insurance fear that insurance statements or other paperwork will reveal that they are 

on PrEP .

Awareness
HRN and PLWHA participants argued for a need for more frank conversations about sexual health in schools and in 

medical settings . Many PLWHA and HRN reported that while schools are well situated to provide information to HRN 

at an early age, they are no longer open to having speakers or curricula that address the specific ways that STIs can 

be transmitted and prevented . As one PLWHA observed, “I think it would be wonderful if we could reach the younger 

generation, but one of the problems is they won’t let us discuss [this] explicitly in junior or high schools .” 

Many younger PLWHA also issued a strong call for more routine discussions of sexual health in the primary care 

setting and other places where medical care is offered . They reported that medical care providers often fail to 

discuss sexual health with patients unless they perceive the patients to be very high risk . One female PLWHA 

reported, “It makes me angry that no one ever thought hey, maybe we should be talking to girls too . Maybe we should 

be telling these girls ‘This could happen to you . This is real .’ and talk about the real things that you’re going to lose [if 

you get HIV] .”

I can [easily] 
say, “Hey, I am 
undetectable,”  
[but] you know 
what? I’d give me 
two blood tests  
six months apart.  
People lie about  
sex.
 -PLWHA
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Success in treating HIV has reportedly caused some people to lose their fear of contracting the virus . Some PLWHA 

indicated that the shift from terminal illness to manageable chronic illness, and the popularity of likening HIV to 

diabetes, can cause some people to underestimate the impact of HIV . As one participant reported, “Now there’s a 

one-pill regimen, and they [think] ‘Oh, medicine has advanced, so I’ll be fine . If I end up positive, I’m cool . I can just take 

this one pill .’” In addition, some PLWHA observed that the supports offered to PLWHA can seem attractive to people 

who are struggling financially . While PLWHA are clear that any benefits do not outweigh the cost of living with HIV, 

the perception is that some HRN see HIV as a way to obtain needed resources: “There are youth…that see ‘Oh, they 

have housing resources . I don’t have housing resources . Oh, they have medication resources . I don’t have healthcare 

resources . No one’s paying for my healthcare . No one’s taking care of me’…and so there’s almost this carelessness 

that, like, ‘Oh, well it doesn’t matter if it happens to me, because if it does I’ll be taken care of .’” 

Mental health
Populations that are already subject to structural inequalities, racism, lack of 

opportunity, and other trauma are disproportionately affected by HIV .xviii  This can 

promote a sense of fatalism with regard to the virus that reduces vigilance when 

it comes to using condoms, clean needles, or other protective measures . Several 

PLWHA reported that they had long expected that one day they would contract the 

virus .  

Purposeful exposure 
Across the state, participants reported that some HIV-negative individuals (“bug 

chasers”) are purposefully seeking out HIV-positive individuals (“gift givers”) for 

unprotected sex . This was most often reported in urban areas but also surfaced in 

more rural regions of the state . No one in the focus groups or interviews reported 

that they directly engage in this behavior, though some male PLWHA reported being 

approached with requests to be “gift givers .” Participants speculated that some 

young men are fetishizing the rebelliousness and riskiness of purposeful exposure to 

HIV, while others are looking to contract the virus to secure the perceived benefits of 

HIV-positive status: “What is really upsetting is now you have the bug gifters and bug 

chasers, guys who want HIV . There are people that want it because they want health 

insurance . They think it is a trophy until you catch it, and then you realize how much 

pain it is . Some of these guys glorify it, and they purposefully don’t medicate to gift 

others .”

Messaging
There was tension among the various types of prevention messaging that research participants recommended . On 

the one hand, PLWHA suggested that HRN need to have a more vivid, scary picture of HIV in order to convince HRN to 

have conversations with partners about condom use, to increase overall vigilance, and to discourage those who might 

seek out the virus . On the other hand, many HRN suggested a more matter of fact approach and in fact suggested a 

reassuring tone when discussion HIV testing .

The statistics 
say one in two 
young men who 
mainly have sex 
with men…can be 
diagnosed with HIV 
if we don’t change 
behaviors…The way 
the statistics are 
presented it gives 
the signal to the 
young people that 
you got a fifty-fifty 
chance and it is a 
matter of when,  
not if.
-PLWHA



OHIO HIV NEEDS ASSESSMENT: YEAR 1 FINDINGS  |  Prepared by Ohio University’s Voinovich School of Leadership and Public Affairs 17

When asked about specific methods for messaging, HRN typically gave replies such as, “the same way they promote 

safe sex just put it on TV, booklets,” and “social media is everything and everyone is going to see it .” There was 

an emphasis on relatability and specificity when it comes to prevention messaging . Transgender participants, 

polyamorous participants, and young gay males (often referred to as men who have sex with men, or MSM) all 

indicated that prevention materials need to be specific and include highly tailored information . For example, one 

young African-American MSM said, “I feel like the LGBTQ community has a big thing with slut shaming . They think that 

if you have a lot of sex, that means you’re going to get HIV . But they don’t understand what different factors come into 

play to get HIV . They just feel like sex equals HIV…So I guess I would say promote ‘These are the different ways you can 

get HIV . These are the different ways you can’t .’…You can actually put a face to something: ‘This person, on their very 

first time, with only one person, contracted HIV . This person has sex all the time and has not contracted HIV . What are 

the differences?’”

Potential Ways to Support Prevention Efforts
• Provide information about ways to obtain PrEP at little or no cost, to increase uptake among youth covered by their 

parent or guardians’ insurance .

• Increase education about the effectiveness of PrEP and its usefulness even when combined with other prevention 

methods .

• Continue to educate about the need to use other prevention methods in tandem with PrEP, PEP, and U=U .

• Support access to uncontaminated syringes and substance use treatment .

• Continue efforts to provide school-aged youth with STI-related information . 

• Develop and distribute educational materials specifically targeted to the following subgroups: polyamorous, “kink” 

and “leather” communities, transgender individuals, seniors, young adults participating in house balls, “bug chasers,” 

and “gift givers .” 
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TRANSGENDER-SPECIFIC PREVENTION ISSUES   

           

Transgender participants reported that transgender individuals often feel excluded from the larger 

LGBQ community . This can make transgender individuals less receptive to prevention materials 

geared toward the LGBTQ community as a whole . One transgender participant suggested that 

having promotional materials that explicitly include transgender symbols or persons would 

help members of the transgender community feel more comfortable accessing HIV testing or 

prevention services . 

If transgender individuals do not have access to a specifically transgender clinic, then having 

honest, explicit conversations about sexual health with medical care providers can be difficult . 

Many transgender individuals feel vulnerable in the medical setting because of experiences with 

providers who are unprepared or unwilling to treat them . Having an uncomfortable conversation in 

an environment that does not feel safe can be too challenging for some transgender individuals .

There was the perception among transgender participants in the study that Caucasian 

transgender individuals are less likely to be aware of HIV prevention methods such as PrEP when 

compared to African-American or Hispanic transgender individuals . This would need to be probed 

further in the Year 2 survey .
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 DIAGNOSIS

Current understandings of the factors that affect whether PLWHA are diagnosed stress the importance of health 

literacy, the availability and characteristics of testing sites, and stigma . The table below lists these and the other 

factors thought to influence diagnosis . The second column of the table summarizes the related information gathered 

during the needs assessment . Factors that are in bold are discussed in more detail following the table .

Factors affecting diagnosis Relevant information gathered in Year 1

Stigmaxix The stigma of HIV and AIDS (both community-level and individual-
level) prevents some PLWHA from seeking testing .

Health literacyxx An understanding of risk factors encouraged many HRN and 
PLWHA to be tested .

Perceived healthxxi Feeling healthy allowed some PLWHA to justify delayed testing 
after known exposures .

Substance usexxii Sharing needles prompted some PLWHA to be tested . 

Social supportxxiii Participants generally did not link social support to the testing 
process . 

Mental healthxxiv Mental illness, especially depression and denial, can cause HRN 
to delay testing . Mental health is discussed in detail in the next 
section of this report .

Perceived availability of testingxxv Most HRN and PLWHA indicated that awareness of available 
testing resources is widespread . 

Characteristics of testing sites xxvi HRN and PLWHA indicated a need for testing sites that do not 
directly signal to the public that the person walking in the door 
may have HIV . 

Degree of integration of HIV care into other 

areas of healthcare delivery and social 

services xxvii

PLWHA made a call for more routine testing in emergency rooms 
and primary care settings . Others argued that not all emergency 
room providers are aware of the signs of HIV . Individuals entering 
some correctional facilities and pregnant women appear to have 
routine testing .  

Funding for community-based testing In Region 4 (Akron) there was mention of changing availability of 
testing sites, which might make testing less convenient for HRN .

Criminalization laws PLWHA observed that HRN are hesitant to be tested for fear of 
being subject to criminal sanctions when sexually active .
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HRN who had been tested for HIV in the past gave the following reasons: sharing needles, new relationships, past 

risky sexual behavior, occupational exposure, sexual assault, testing offered in social setting with incentives, 

incarceration, and routine testing at transgender clinics . PLWHA reported being tested for the following reasons: 

having a partner with HIV, illness, incarceration, routine testing, needle sharing or other known risks, and routine 

screening of donated blood or plasma .

Perceived availability of testing
Most participants seemed well aware of where they could go for HIV testing . When asked where they would look for 

more information on testing, HRN typically said medical care providers, online, and the health department . There 

was scattered awareness of home testing . Many HRN expressed concern about the possibility of receiving an HIV 

diagnosis while alone . For a smaller number of HRN, a preference for complete confidentiality outweighed concerns 

about coping with a diagnosis without immediate support . Others were suspicious of the accuracy of the test .

Over a third of HRN agreed that most PLWHA are responsible for their HIV. 
% of HRN providing a stigmatizing answer

Most people living with HIV/AIDS are responsible for having their disease (agree)

Most people living with HIV/AIDS don’t care if they infect others with the virus (agree)

The names of people with HIV/AIDS should be made public so that others can avoid them (agree)

I would be uncomfortable if my child attended school where one of the students was known to be living with HIV/AIDS 
(agree)

I would be uncomfortable going to a doctor if he/she was known to be living with HIV/AIDS (agree)

I feel sympathetic toward individuals living with HIV/AIDS (disagree)

People with HIV/AIDS should be legally separated from others to protect the public health (agree)

I feel afraid of individuals living with HIV/AIDS (agree)

34%

19%

16%

15%

13%

12%

11%

10%
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Characteristics of testing sites
Many needs assessment participants said they would prefer that testing sites have discreet signage that avoids use 

of the words “HIV” and “AIDS”, and that promotional materials use images of people who look like them .  Many also 

said that they preferred a less clinical atmosphere than what they have experienced at some testing sites, and that 

service providers conducting the tests should be very matter of fact about the process so their clients do not feel 

judged . Testing provided in social settings or other places where HRN gather was well received .

Of course, another big concern when considering going to a testing site is confidentiality . For example, several 

younger African-American HRN who are covered by their parents’ or guardians’ insurance expressed concern that 

fees for HIV testing (or PrEP) would show up in insurance billing . Others reported unease with the fact that clinics 

provide paperwork with their name on it and information about the testing: “My name on that, I’m about to go get 

tested, but what if I lose that paper? Anything you [don’t] want somebody else to get ahold to and my name on it, so I 

think a number would be good, or a letter or something .” Other HRN were concerned that they would have to disclose 

illegal activities such as drug use when seeking testing . 

Health literacy
When asked why they had sought out HIV testing in the past, HRN and PLWHA gave answers that included sharing 

needles, new relationships, past risky sexual behavior, occupational exposure, and sexual assault . All of these 

indicate a degree of health literacy that promotes testing and diagnosis .

Stigma
As with prevention, awareness of testing resources does not automatically lead to getting tested . Participants gave 

several reasons for this, including stigma . HRN reported fear of people’s reactions if they were discovered being 

tested for HIV or if they were diagnosed with HIV . One HRN explained, “I think my basic fear would be people judging 

me . People are judgmental . If they found out I had it, they would be like, ‘Look at you .’” When asked if anything might 

have helped him to be tested earlier, one PLWHA replied, “Probably if I had known that there’s a clinic nearby where 

I could do it discreetly . There’s just so much stigma attached to it and people unfortunately talk like crazy, spread 

gossip like wildfire . If you see them you’re ducking and weaving trying not to be near them .” 

An individual’s own negative perceptions of HIV can reduce testing likelihood as well . HIV stigma is not the only type 

of stigma reducing intentions to be tested . HRN and PLWHA alike reported that HIV is often viewed as a “gay” disease, 

and HRN’s fear of being perceived as gay if seen being tested can discourage testing . In many cases, homophobia and 

HIV stigma reinforce HRN’s fears of the social impact of seeking testing .

Potential sanctions
Additionally, concern about criminal and employment-related ramifications may affect willingness to be tested . While 

HRN did not report this directly, many PLWHA observed that HRN are hesitant to be tested because of laws requiring 

disclosure of known HIV status before intercourse (“You think you’re going to go to prison if you kiss somebody”) and 

because of potential impacts on employment and insurance . In fact, PLWHA did report instances of employment 

discrimination, housing discrimination, and criminal charges for informed, consensual intercourse .
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Integration of testing into routine medical care and social services
Several PLWHA expressed impatience with a health care system that does not screen 

more broadly for HIV in order to more effectively reduce the rate of new infections . 

Many argued that medical care providers should be offering HIV tests more routinely 

and more widely . Women especially expressed frustration that medical care providers 

do not test individuals that they do not perceive as likely to have the virus . One female 

PLWHA discussed her recent diagnosis: “Across the board…the folks providing 

my healthcare didn’t even think about the fact that I may be HIV positive… ‘She is a 

married mom; we are not going to test for that .’ A single blood test was going to save 

me a whole lot of problems .”

There were exceptions to this, however . Transgender participants reported that 

transgender clinics provide HIV testing for patients, though access to transgender 

clinics varies widely . Women who have been pregnant also reported HIV testing as 

a routine part of obstetric care . Providers of non-medical services also have the 

opportunity to test HRN, and some take advantage of this opportunity . PLWHA and 

HRN who had been incarcerated indicated that they were routinely tested when 

entering jail or prison . Homeless PLWHA reported that they are tested for HIV as a part 

of accessing services: “Yeah they test you every time they take you off the streets . I 

had to have counseling services too .” 

Potential Options for Increasing Diagnoses
• Incentivize HIV testing and continue programming that brings HIV testing directly to HRN . 

• Stress confidentiality of testing and associated paperwork, including confidentiality of reported risk behaviors .

• Reinforce education for medical care providers about HIV symptoms .

• Encourage medical care providers to incorporate testing into more routine interaction with a broad spectrum of 

clients .

• Consider or continue targeted outreach to the polyamorous community, bug-chasing community, and transgender 

community .

• Support HIV testing in jails and prisons .

He never thought 
to run an HIV test 
because he was my 
family doctor, and I 
came from a small 
town. He was my 
mother’s doctor, 
my grandmother’s 
doctor, my great-
grandmother’s 
doctor…I wasn’t 
out and I was 16 
years old. In their 
mind [I was] not 
even having sex 
yet. Totally wrong.                   
-PLWHA
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  LINKAGE TO CARE

Linkage to care is defined as completing a first office visit to an HIV medical care provider after being diagnosed 

with HIV/AIDS . The table below lists factors thought to influence linkage to care and the related information gathered 

during the needs assessment . Although these factors are treated separately in the table and discussion, many of 

them interact in important ways . 

Factors affecting linkage to care Relevant information gathered in Year 1

Stigmaxxviii PLWHA reported widespread internalized stigma, which reduces 
the desire and capacity to link to care .

Health literacyxxix Having an understanding of the importance of HIV treatment, 
whether from knowing others with HIV, general education, or 
information provided at time of diagnosis, seemed to be an 
impetus for timely linkage to care . 

Insurance accessxxx Lack of insurance prevents some PLWHA from linking to care in a 
timely manner .

Unmet needsxxxi Homelessness and lack of access to transportation were the 
needs most often cited as barriers to linkage to care . 

Perceived healthxxxii Individuals who were in good health at the time of their diagnoses 
appeared to more frequently experience denial and delayed 
linkage to care . 

Substance usexxxiii PLWHA frequently mentioned substance use during the time 
immediately before and/or after diagnosis . 

Mental healthxxxiv Grief, depression, and denial delayed linkage to care for many 
PLWHA .

Competing life activities xxxv PLWHA did not often mention competing life activities when 
discussing linkage to care . These were mentioned more 
frequently when talking about retention in care .

Social support xxxvi When discussing diagnoses, PLWHA frequently noted a lack of 
support from family, friends, and employers, which exacerbated 
mental health issues . Social support is discussed in more detail in 
the next section of the report .
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Availability of care providers xxxvii Lack of available care providers was not mentioned as a reason 
for delaying linkage to care .

Rural versus urban locationxxxviii Care providers are much less accessible to PLWHA in rural areas . 
This does not necessarily appear to prevent PLWHA in rural areas 
from linking to care, but it increases the difficulty of this process .

Provision of information at diagnosisxxxix The quality of information provided at the time of diagnosis 
appears to be linked to PLWHA’s willingness and ability to seek out 
care .

Cultural competencexl PLWHA called for greater cultural competence among providers 
delivering HIV diagnoses .

Stigma
Across the state and across participant demographics, PLWHA reported ongoing struggles with internalized 

stigma . When recalling the time of their diagnoses, PLWHA very frequently described feelings of shame, guilt, and 

embarrassment . For many, this led to reduced capacity to engage the resources needed to link to care .

Mental Health 
Closely intertwined with stigma is the mental 

health impact of HIV . Though preexisting 

mental health conditions can facilitate 

risk behaviors that lead to contracting 

HIV, the diagnosis of HIV itself can cause 

or significantly impact mental health 

challenges . A large number of PLWHA 

reported that they experienced an initial 

period of depression and denial after their 

diagnosis, and for many this denial kept  

them from linking to care . Reported 

linkage to care delays caused by denial and 

depression ranged from a few months to 

fourteen years . This was one of the most 

frequent themes expressed by PLWHA 

during the needs assessment . For example, 

one PLWHA recounted, “I didn’t know what 

to do . I was suicidal . I was depressed . I was 

everything, all of that, a wreck, and I just 

thought it was the end of my life .” 

Almost half of PLWHA hide their status from others. 
% of PLWHA agreeing with statements

It is difficult to tell people about my HIV infection

I hide my HIV status from others

I feel guilty that I am HIV positive

I am ashamed that I am HIV positive

Being HIV positive makes me feel dirty

61%

48%

32%

31%

23%
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Insurance
A few PLWHA reported that bureaucratic problems delayed their linkage 

to care considerably . One reported purchasing emergency insurance 

after his diagnosis, but not being able to see the doctor during the 

window of time for which he was covered because of long wait times 

for appointments .  Others reported a lack of insurance altogether 

delayed their linkage to care . One PLHWA, after recounting his diagnosis 

experience, added “I actually didn’t get into care until a year and a half 

later…because I didn’t have health insurance .”        

               

Diagnosis: Information provided, sensitivity and 
cultural sensitivity of provider
For some PLWHA participating in the needs assessment, linkage to 

care was more or less automatic . For many of these individuals, the 

moment of diagnosis was important for setting the stage for linkage to 

care . Information about support groups, medication assistance, and 

other resources, as well as a caring attitude on the part of the person 

providing the diagnosis, appears to have facilitated linkage to care . 

For many participating PLWHA, though, linkage was not automatic . 

Though delayed access to care is likely a function of many overlapping 

factors, PLWHA frequently mentioned a traumatic diagnosis process 

as the precipitating factor for their decision to avoid linkage to care . 

Many participants who were diagnosed in the 1980s and 1990s report 

some degree of trauma from their HIV diagnoses . PLWHA diagnosed 

more recently report less negative experiences with the actual process 

of receiving the diagnosis . Some report being immediately introduced 

to multiple specialists and social workers, being contacted by support 

services right afterwards, and otherwise being given a good deal of 

support and care . However, there were other more recent instances in 

which PLWHA report that medical care providers did not take time or 

sufficient care when giving an HIV diagnosis . Some PLWHA speculated 

that this may have to do with improved prognoses for PLWHA: “I think 

that sometimes now, because it’s not a death sentence…what happens 

is that the person that’s in front of you can be almost a little flippant 

about it, and just be like ‘Well, you’re not going to die . Here’s medicine .’”

Multiple PLWHA reported being diagnosed as a result of blood or plasma 

donation, and their experiences receiving a diagnosis from blood and 

plasma donation centers were generally distressing . One PLWHA 

I was given a piece 
of paper for the IDC 
and I just walked 
out of the office. I 
never called that 
number until the 
next time I was in the 
emergency room. I 
had no choice then, 
but I didn’t deal with 
it for as long as I 
could. I ignored it.                 
-PLWHA

When she told us 
that we have HIV, 
she sat us down and 
said, ‘Now you guys, 
this is not a death 
sentence. We’re 
going to be here with 
you every step of 
the way’…and that 
was so important. 
She gave me a lot of 
hope.
-PLWHA
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recounted her diagnosis a few months before the focus group : I am in the back corner of the room and here is six 

people … and they are like ‘You can’t come here anymore .’ I said ‘But why not?’ and they said, ‘Well, that is, well, you 

have HIV’…I was frozen…and she comes over to me and she goes, ‘Here is the paper . Can you just sign them right now 

saying you will not come back here?’ And I am like ‘What, are you serious? … Who do I call? What do I do?’ And she is 

like, ‘Don’t worry, the health department will be calling you .’ And they asked me to leave .” 

Many PLWHA suggested that social workers be present when an individual is 

diagnosed, or that social workers contact newly diagnosed individuals immediately 

afterward . This would be to provide them the specific information needed to obtain 

care, as well as access to supports that will facilitate the process . Many participants 

also suggested that PLWHA be part of the process when someone is newly diagnosed .

This was part of a larger call made by many PLWHA for culturally sensitive care at all 

stages of the HIV care continuum . Because historically disenfranchised populations are 

disproportionately affected by HIV, many PLWHA receiving diagnoses have concerns 

about many aspects of their life in addition to their health . Housing instability, food 

insecurity, and lack of transportation are a few of the issues that may be involved in 

the culturally competent provision of linkage to care services following a diagnosis . 

Providing information about these services (if they are available) while doing so in a 

supportive, non-patronizing way, appears to be very important for many PLWHA . Of 

course, provision of information does not automatically translate into linkage to care . 

One PLWHA described the information about services available to him when he was diagnosed, and his decision not 

to access the services: “There were a lot of support groups and as a personal choice I did not attend them because I 

was in denial .” 

Possible options for increasing/accelerating linkage to care
• Capacity building for blood and plasma donation sites, so that individuals who are diagnosed through the donation 

process are consistently provided with information about their diagnosis in a caring, clinically appropriate way . 

• Outreach to and education of staff at other sites that do not routinely diagnose HIV, but may do so on occasion .

• Provision of comprehensive information (about HIV and available services) at time of diagnosis .

• Presence of case management, and peer support immediately at time of diagnosis or immediately thereafter . 

• Follow up with newly diagnosed PLWHA to encourage linkage to care and uncover needs .

• Intensive wrap-around services in period immediately following diagnosis .

They need to have 
a person with HIV 
go with them [when 
providing diagnoses] 
because we can 
reach people…. 
People who are not 
living with it cannot 
really have that kind 
of conversation.
-PLWHA
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ACCESSING CARE IN RURAL AREAS

      

Living in rural areas presents special challenges for PLWHA . Internalized stigma, long distances 

to resources, and lack of disclosure from any other PLWHA in the area can make individuals in 

rural areas very reluctant to seek medical care for their HIV . This was the case among PLWHA who 

participated in this needs assessment .

Lack of nearby providers: Some PLWHA in rural areas reported that they drive up to six hours a 

day for medical appointments . This included for HIV care as well as specialties like dermatology 

and dental care . “It’s hard to find a dentist . Just a dentist alone . I have to go fifty miles just to go get 

a dentist .” Further, HIV-related case managers may not be nearby because they frequently serve 

multiple counties and spend considerable time driving long distances to reach clients .

Perceived poor quality of medical care: With notable exceptions, many PLWHA in rural areas 

reported that the quality of general medical care in their local communities was poor and that it can 

be challenging to find informed medical care for complicated cases that include an HIV diagnosis . 

As one rural PLWHA observed, “It’s been a minute since HIV/AIDS has been at the forefront of the 

public health discussion and I feel like a lot of people in this room have been in a situation explaining 

more about their condition to a doctor than they expected . Maybe they’ve only ever had one other 

individual come into their office with HIV .”

Lack of support from PLWHA: Lower population density and high levels of stigma contribute 

to feelings of isolation and a lack of peer support . Many focus group participants in rural areas 

commented that they had not been in a room with other known PLWHA before . One PLWHA 

commented on how glad he was to see that there are others living with HIV in his area, and said, “And 

we’re all meeting each other here for the first time today .”

Stigma and awareness: Rural and urban PLWHA alike reported that HIV awareness is low in rural 

areas, and HIV-related stigma is correspondingly high . “I would feel more comfortable going into 

Cincinnati to be a part of something or to ask questions, just knowing my county, I mean that’s just 

my take . Cincinnati is more forward thinking than Butler County as far as understanding [HIV] .”

Transportation: Many PLWHA in rural areas rely on friends and family for transportation due to lack 

of public transportation . 
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                  RETENTION IN CARE

Retention in care is defined as undergoing viral load or CD4 count screening two times within a 12-month period, at 

least six months apart . The table below lists the many factors thought to influence retention in care, as well as related 

information gathered during the needs assessment . Items that are in bold are discussed in more detail following the 

table .

Factors impacting retention in care Relevant information gathered in Year 1

Stigmaxli Stigma of all types—including stigma from medical care 
providers— reduces retention in care .

Health literacyxlii PLWHA cite an understanding of the virus and its impact on their 
bodies as motivation for staying in care .

Insurance accessxliii Disruptions in insurance, or complete lack of insurance, can 
cause PLWHA to go out of care . Medicaid coverage is vital to many 
PLWHA, and changes in income that eliminate their eligibility 
drastically affect their ability to stay in care .

Unmet needsxliv Lack of transportation and homelessness reduce retention in 
care .

Perceived health Perceived good health can reduce retention in care .

Self-efficacyxlv PLWHA cited self-efficacy as an important factor in dealing with 
the barriers to retention in care . 

Substance use xlvii Substance use often precedes a lapse in care .

Mental healthxlvii PLWHA cited depression and other mental health conditions as 
reasons for leaving care . The combined mental burden of poor 
health, side effects, stigma, bureaucratic demands, and other 
challenges appeared to contribute to lapses in care .

Competing life activitiesxlviii A need to reserve financial resources to meet other basic survival 
needs can inhibit retention in care . 

Secondary conditions and side effectsxlix Secondary conditions associated with HIV and side effects of HIV 
medications increase the burden of PLWHA, which can contribute 
to lapses in care .
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Social supportl Social support appears to be invaluable in terms of gathering 
practical resources needed to get to appointments, pay for 
copays, and meet basic needs . It also provides the emotional 
resources PLWHA may need to continue seeking care in the face 
of adversity .

Relationship with medical care providerli A positive relationship with medical care providers can motivate 
PLWHA to return . Negative interactions discourage retention .

Relationship with HIV case managerlii PLWHA report that a well-informed, accessible HIV case manager 
significantly improves retention in care, especially for those who 
are newly diagnosed . The development of these relationships is 
undermined by frequent turnover in HIV case managers .

Availability of peer navigatorsliii While many PLWHA made a call for more peer navigators, few 
PLWHA reported on their experiences with peer navigators, so 
there is little data regarding the impact of peer navigators on 
retention in care .

Availability of care providersliv Transportation needs when providers are not located nearby can 
affect PLWHA’s ability to stay in care .

Organizational policies re: reminders, 
schedulinglv

Very few PLWHA reported that they forget appointments . Many 
reported that their medical providers have reminder strategies in 
place .

Degree of coordination with other service 
providerslvi 

When PLWHA access care from multiple health care systems, 
lack of coordination can make access to care more difficult . It is 
unclear if this leads to lack of retention in care .

Use of reminder strategieslvii Most PLWHA had no difficulty implementing their own reminder 
strategies, though PLWHA with cognitive impairments reported a 
need for assistance .

Cultural competence of providerslviii This is an important issue for PLWHA in the study, who called for 
increased cultural competency and overall sensitivity in health 
care settings .

Status of Ryan White, ACA fundinglix Changes in eligibility or availability of Ryan White services impact 
retention in care . PLWHA are closely watching current political 
discussions about ACA funding, and report that changes to the 
Affordable Care ACT (ACA) would significantly compromise their 
ability to stay in care .

Policies in correctional facilitieslx Formerly incarcerated PLWHA reported that it can be difficult 
to maintain uninterrupted care upon entry to and release from 
correctional facilities .
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Stigma
PLWHA identified stigma as an obstacle to staying in care and reported another source of stigma when discussing 

this phase of care: the medical community . While most PLWHA described positive experiences with their HIV 

specialists, many PLWHA could recall an instance of negative interaction with medical personnel . These were not 

limited to the early days of the HIV epidemic or to doctors, but have occurred in recent years among all types of office 

staff . One transgender female explained why she avoids using doctors whenever possible: “Doctors tend to use my 

legal name and male pronouns and I don’t like that .” One PLWHA in a rural area reports that he will not use the local 

hospital: “It’s because the way the nurses treat you when they find out you have HIV .” Another PLWHA in a more urban 

area recounted: “I was referred to a gastroenterologist in Columbus about nine months ago . Just to do a physical 

exam, the physician totally gowned, gloved, head to toe, had the surgical cap on…just to look at my abdomen… .I am 

still to this day encountering doctors that the minute they hear someone has HIV diagnosis, they are going over the 

top and treating us like we are lepers .” Having these experiences can motivate PLWHA to switch providers, which can 

lead to delays and lapses in care, or to stop seeing medical providers altogether . 

Stigmatizing beliefs held by family and friends can also reduce retention in care . Some PLWHA report that their family 

members are not willing to talk about their HIV, and so requests for assistance accessing care can be difficult to 

make . One PLWHA reported, “I can call my brother and say ‘I need a hundred dollars for groceries .’ I’d do that, but not 

‘Take me to the doctor .’ And that is just the reality of what we live in .” Larger societal stigma can also inhibit retention 

in care . One PLWHA reported reluctance to visit his clinic: “I don’t even like going in there when I have to go in there 

and do my six-months review to keep getting my medication . I don’t want anybody seeing me going in there . Because 

they’re going to know .”

Social support
Some PLWHA reported that they have robust social support systems that provide 

them material and emotional support . Most, though, reported that they do not enjoy 

access to this resource . In terms of emotional support, many PLWHA report being 

rejected by their families, their churches, their employers, and their friends, as just 

discussed . Others are living with HIV without telling anyone, including those closest 

to them . Whether isolation is imposed internally or externally, the toll it takes 

on PLWHA is severe . Many PLWHA recounted stories of friends with HIV or AIDS 

committing suicide because of loneliness and feelings of isolation  . 

One PLWHA reported that when he was diagnosed with HIV, the diagnosis caused 

him to be so socially isolated that his only source of support was an HIV hotline: “I 

had no one to turn to . I went home and cried all the way home . I called the hotline . 

They helped me . I told them ‘I want to kill myself .’ I was so ashamed . I didn’t want it . I 

couldn’t tell my parents . I couldn’t tell everybody . And they called me every day and 

checked on me and helped me .”

But still when 
people see us, 
they see us as this 
disease vector, 
who’s just waiting 
for someone else 
to give our disease 
to. And really, it’s 
just we want human 
connection.
-PLWHA
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Considering this widespread isolation, support groups and socialization activities provide much needed connection 

and support . PLWHA with access to support groups often credited the groups with helping them to develop resiliency 

in the face of their many challenges . Support groups can also improve health literacy and awareness of available 

resources .  

PLWHA cautioned, though, that support groups work best when they are skillfully facilitated, and when they have a 

fairly homogenous participant profile . Heterosexual PLWHA in particular reported that it was difficult to find groups 

(formal or informal) that felt relevant to them . As one PLWHA said, “Heterosexuals, we aren’t even in the discussion 

anymore . I have to identify as a bisexual sometimes just so that I have some sort of support group around me, so that 

I’m not the outsider .”

Several PLWHA reported that launching and sustaining a support group is very challenging, and it can be difficult to 

get people to attend . Nonetheless, PLWHA identified support groups as a valuable tool for addressing an important 

need experienced by PLWHA .

In addition to these groups, some PLWHA reported a desire for more socialization activities, such as client nights, 

group outings, and healing weekends . One PLWHA reported, “That client night has been a really good thing for me, 

because I used to think…I’m not going to find nobody like me, but I’m so glad because that helped me to open up .” 

Another PLWHA discussed past socialization activities, saying “No one really felt unwanted and isolated” when those 

activities were available . Many PLWHA reported that the availability of support groups or socialization activities has 

declined dramatically in the past five to ten years . 

Other

Other immediate family members

Spouse or partner

Children

People at church

Neighbors

Employer

Less than half of PLWHA report that they often or always receive  
support from their immediate family
% of PLWHA reporting they always or often receive support

44%

44%

40%

32%

30%

24%

15%
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Mental health
Closely related to social support and stigma, mental health is a very important factor in whether PLWHA remain 

in care . HIV can cause significant mental fatigue, as PLWHA work hard to access resources, handle side effects, 

navigate social stigma, and deal with all of the other demands placed on them by the disease . As a result, depression 

and anxiety are common among PLWHA and can interfere with the ability to keep appointments and stay in care . 

Many PLWHA participants reported that at various times they have reached a point where they want to give up . One 

participant, when describing the challenges facing him, said “I might as well just give up . Like I was sick, and I take my 

meds, but now I’m just tired of it . I just don’t care .” Another explained why he had stopped seeking treatment: “I just 

got to a point where I had gave up and didn’t care . I had gotten tired .”

The impact of mental health on retention in care is amplified by what some PLWHA described as cultural taboos 

against accessing mental health care, especially among African-Americans . Several PLWHA who were also peer 

navigators reported that the main reasons they saw their clients leave care is mental illness, and they have had great 

difficulty convincing their African-American clients to access mental health care .

Health literacy
PLWHA reported that understanding how the virus affects their bodies helped motivate them to stay in care . Having 

good information about antiretroviral therapy, the impact of medication breaks, and the importance of routine viral 

load screenings helps encourage retention in care .

Insurance access
A number of PLWHA reported that lack of insurance or lapses in insurance caused them to go out of care, at least 

temporarily . When health insurance changes, some PLWHA said, paperwork submitted to HIV case managers and 

the state is not always processed in time, leaving PLWHA in the position of paying for services in the hopes that they 

will later be reimbursed: “The first time around I was out of pocket a few thousand dollars that they just wouldn’t—

between the two [insurance] companies—they wouldn’t give back .” 

It’s taboo for black 
people to go see 
a therapist. It’s 
shunned. I think that 
people know that the 
services are available, 
but they don’t  
understand the 
importance of seeking 
the help.
-African-American PLWHA

Little interest or pleasure in doing things

12% 26% 52%

nearly  
every  
day

more than half  
the time

several times

12% 22% 52%

Feeling down, depressed, or hopeless

nearly  
every  
day

more than  
half the time

several times

Over half of the PLWHA in the needs assessment had little 
interest or pleasure in doing things, and felt down, depressed 
or hopeless several times in the past two weeks.
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Relationship with care providers/Cultural sensitivity of providers
An individual’s relationship with his or her care provider has important ramifications for the ability to remain in 

care, and a large number of PLWHA report that they have very good relationships with their providers . One PLWHA 

described his infectious disease doctor as “inquisitive, and she wants to know about my family life and everything . 

She really shows an interest in my all-around well-being .” Another PLWHA valued her medical care provider and staff 

because “They just make me feel like I’m somebody . I’m worthy . And then when I do come in and I’m depressed, they 

always remind me, ‘You’re worthy . You’re somebody . You’re just as good as I am .’” 

Other PLWHA do not report such good experiences . Some say they feel rushed (“I have got 15 minutes and then she 

moves to somebody else… .I don’t want her to hurry up to see another patient so they can make some money”) or that 

their input is not valued (“It’s hard just to tell him some things going on with the medications that I’m taking . He told 

me there’s nothing wrong with the medication . It really bothered me”) .

As mentioned in the earlier discussion of linkage to care, some PLWHA made a 

call for more cultural sensitivity among care providers . Multiple gay male PLWHA 

indicated that they felt most comfortable with doctors to whom they did not have to 

explain their sexuality . Some had become reluctant to see doctors who are not gay 

themselves . As one explained, “I have always attempted to seek out doctors who are 

gay if I can… .There’s an inherent comfort level for the most part that you don’t have 

to go through this screening [of the provider]: ‘Where’s your personal comfort level 

with the fact that I’m gay and might need to talk to you about gay stuff?… .There are 

some doctors that clearly, even though they did their best with their bedside manner, 

are not okay with that .” Another PLWHA reported, “I’ve had two different doctors 

handle my HIV, and my experience is that straight men have no idea how to talk to their 

patients who have HIV .”

Although there were very few Hispanic participants in the needs assessment, those 

who did participate indicated a need for more Spanish-speaking service providers . One Hispanic PLWHA said, “We 

don’t have somebody that can support you and talk to you in your language and tell you what’s going on .”

African-American participants noted that some providers treat African-Americans differently than Caucasians . As a 

Caucasian focus group participant described some services he received from a shared provider, an African-American 

participant observed, “My Caucasian counterpart seems to enjoy and receive more benefits from the same services 

that I as a black guy am able to… .That is a barrier in itself .” 

Bureaucratic burden
PLWHA who are within certain income bands in Ohio have access to a variety of supports . With these supports, 

though, come eligibility screenings, enrollment processes, reenrollment processes, and a host of other requirements 

that can be burdensome for PLWHA . Some of the junctures at which PLWHA indicated the most frustration are 

seeking coverage for secondary conditions, such as dermatological or dental complications, reenrolling in Ryan White 

He’s understanding. 
He wasn’t hard on 
me. He didn’t look 
at me differently…
and I love that about 
him. He makes me 
feel good. He makes 
me want to come 
see him. 
-PLWHA
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services, and accessing medication not on the ODAP formulary . 

In addition, many PLWHA reported difficulties qualifying for 

disability payments . One experienced PLWHA explained some of 

the common procedural issues he faces when accessing care: 

“When you have certain insurance you need prior authorizations . 

Sometimes with these new regimens, some insurances will say we 

will not pay for that pill because the container is more expensive 

and they will prefer to you take the individual pills . That becomes 

a barrier for some people--just knowing what are dos and don’ts 

of your insurance and understanding when they have open 

enrollment, which insurance is best for you and which one not .”

Unmet needs
Inability to pay for transportation, copays, medical bills, medication, insurance premiums, and other expenses 

associated with HIV is a frequent inhibitor to retention in care . Like PLWHA across the country, most of the PLWHA 

participating in the needs assessment were from lower socioeconomic statuses, and the financial burden of seeking 

care can be prohibitive . Accessing care is made much harder in the absence of sufficient resources . One older male 

PLHWA described the trouble he has walking to appointments because of the cost of bus fare: “I am not wheelchair- 

or walker-dependent so I do not qualify for any RTA assistance other than the disability trans pass, which is fine . I am 

blessed that I am not wheelchair- or walker-dependent . I am not 60 years old yet . I will be in October, so then I will 

qualify age-wise for services, but I have to go through the summer and the hot summer so far is a killer .”

Relationship with HIV case manager
HIV case workers provide a source of support, information, and resources that can dramatically improve the quality of 

life and health of PLWHA . Many PLWHA told stories of case workers who go above and beyond their job requirements 

to support their clients, and many cited HIV case workers as their most important source of support . One PLWHA 

described his case manager as “my touchstone for anything and everything .” Case managers are especially crucial 

for maintaining PLWHA’s access to Ryan White services: “Working with my case worker here…really helps navigate 

what’s required through Ryan White and through the reenrollment that happens every six months . Sometimes it can 

be tricky to navigate some of that when laws change each year… .You have to stay on top of them and make sure that 

you’re compliant .”

Most PLWHA also noted, though, that there is frequent turnover among HIV case workers . As one PLWHA in Region 4 

noted, “The turnover it hasn’t been as bad lately but there for a while every six months I went in there was a new case 

worker and I am like what is going on here?”  Another PLWHA reported, “the turn-over of [HIV-related] social workers 

is so great that a lot of them, they don’t know the system themselves .” In fact, many PLWHA reported that their HIV 

case managers are so overwhelmed with paperwork and their caseloads that the PLWHA find themselves educating 

their case managers about developments in HIV care .

Why is it that one agency will sit 
there and say that I’m disabled, but 
then the other agency says that I’m 
not? Or that I’ve gotten, you know, 
this clarification from this one but 
not from this one? I’m on disability 
Medicaid, which the state provides 
me. But then the state won’t 
provide me with SSI, and say that 
I’m disabled.
-PLWHA
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Self-efficacy
When asked about supports that were helpful for staying in care, some PLWHA were 

quick to point out that they themselves are the most important factor behind their 

retention in care . As one PLWHA stated, “We are the ones living with this disease 

and we know what works for us and what does not and what we need, so we are our 

best advocates .”  Many of the barriers that researchers asked about appeared to 

have differing impacts depending on the person being asked . For example, lack of 

transportation was an insurmountable obstacle for some, but others stressed that 

they would find a way to get to care no matter how difficult: “If I have to hitch hike, if I 

have to walk, whatever, I’m doing what I need to do .”

Secondary conditions/Side effects
While significant advances have been made in HIV medications, most PLWHA reported struggling with side effects 

and other health conditions caused by their medications, as well as developing secondary conditions related to 

HIV . PLWHA frequently discussed heart attacks, skin cancers, and diabetes during focus groups . Typically, though, 

PLWHA did not draw a connection between side effects or secondary conditions and leaving care . Instead, grappling 

with these added health burdens appeared to trigger some medication vacations, and to contribute to overall 

treatment fatigue . 

Perceived health
For PLWHA who struggle with medication fatigue, side effects, stigma, or other challenges, perceived good health 

can be used to rationalize a decision not to take medication . As one PLWHA reported, “See I battled four years ago, 

really bad fatigue . Medicine fatigue . I was just tired of taking any medicines . Whether it’s the HIV meds, or the other 

meds . It was just total fatigue . [I told myself] I’m not sick, I don’t need these meds .” 

Potential options for increasing retention in care
• Support HIV case managers to decrease turnover .

• Support socialization programs for PLWHA, as well as support groups .

• Provide cultural sensitivity training for medical care staff, including all staff who interact with patients .

• Provide targeted education and/or incentives to non-Caucasian PLWHA to encourage access to mental health care .

• Provide general education in predominantly African-American communities to reduce the stigma against seeking 

mental health care .

• Provide targeted support for managing secondary conditions . 

• Include medications used to address common side effects and secondary conditions on medication formularies .

• Continue support for telemedicine initiatives and transportation services for HIV-related appointments, including 

appointments for care for secondary conditions related to HIV and ART . Include transportation for socialization as 

well .

• Provide education and support for families of PLWHA, to strengthen the support system available to PLWHA . 

I found out through 
this life-changing 
journey that you 
are your best case 
manager.
-PLWHA
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SOCIAL ISOLATION

“I feel like there is nobody there.” 

 “Nobody wanted us.” 

“I really don’t have anybody to talk to.”  

“I don’t have visitors over my house. I don’t have friends. I just sit here and mope all day long.”

“I basically sit at home, alone, just by myself, not that I want to.”

- PLWHA

PLWHA reported that it can be very difficult to find partners because of their HIV status . One PLWHA 

reported, “I know young gay men and older gay men who missed out on finding their soulmate, their life 

partner, because people don’t understand that it shouldn’t be something that isolates you . There are 

ways to protect your partner . And [they] don’t even understand that we would never intentionally infect 

someone else .” Many PLWHA talked about the difficulty of navigating dating sites and social situations 

and figuring out how and when to disclose their status . Discussion during focus groups often became 

particularly animated when discussing disclosure to potential partners . Laws requiring PLWHA to 

disclose their status before sexual intercourse have made many PLWHA nervous and reluctant to 

attempt relationships . Many PLWHA reported that they have chosen celibacy as a strategy for avoiding 

both criminal sanctions and social rejection . 

PLWHA also often feel isolated from other PLWHA . Several focus group participants reported that it 

was their first time in a room with other people they knew had HIV . One PLWHA reported, ”There’s a 

tendency to feel very alone and very isolated and very segregated . I think everybody’s different, and 

some people are able to come out of that and find their voice . And some people just never are able to .”



OHIO HIV NEEDS ASSESSMENT: YEAR 1 FINDINGS  |  Prepared by Ohio University’s Voinovich School of Leadership and Public Affairs 37

        ART INITIATION

ART initiation occurs when PLWHA begin antiretroviral therapy to reduce their viral load . The table below lists factors 

thought to influence ART initiation and the related information gathered during the needs assessment . Items that are 

in bold are discussed in more detail in this section . 

Factors impacting ART initiation Relevant information gathered in Year 1

Stigmalxi Having HIV-specific medication on hand can reveal an individual’s 
HIV-status . This was a cause for concern among some PLWHA . It 
is unclear whether that leads to reduction in willingness to start 
ART therapy .

Health literacylxii PLWHA reported that an understanding of the virus and the 
trajectory of untreated HIV encouraged them to begin ART, 
despite concerns about side effects and long term consequences .

Insurance accesslxiii Lack of insurance prevented some PLWHA from beginning ART in 
a timely manner .

Mental healthlxiv Depression and denial were some of the most frequent reasons 
given for delays in ART initiation .

Unmet needslxv A focus on basic survival needs can cause PLWHA to delay ART 
initiation .

Perceived health When combined with denial, perceived good health allowed many 
PLWHA to postpone ART initiation for long periods of time .

Substance uselxvi Substance use appeared to go hand-in-hand with denial in many 
cases, which delayed linkage to care and ART initiation .

Social supportlxvii Social support can help PLWHA overcome some of the 
psychological and practical hurdles to ART initiation .

Provider’s perception of  
likelihood of adherencelxviii  

This was not discussed by PLWHA . Providers’ perceptions can be 
assessed in Year 3 of the needs assessment .
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Trust in medical care providerslxix Many PLWHA reported that trust in their doctor’s endorsement of 
ART was a motivator for beginning the medication .

Availability of care providerslxx In a small number of cases, ART initiation was delayed for several 
months because of long wait times to see a provider . 

Coordination across care providerslxxi This was an issue that some PLWHA highlighted as a need, but it 
did not appear to impact ART initiation .

Rural or urban location Access to pharmacies that stock HIV medications facilitates 
initiation of ART .

Provider’s knowledge of current treatment 
modalitieslxxii  

This was not discussed by PLWHA . Providers’ knowledge can be 
addressed in Year 3 of the needs assessment .

Cultural competence of providers Being informed about the value of ART in a culturally competent 
way appeared to encourage PLWHA to begin ART .

Jail/prison policieslxxiii PLWHA discussed incarceration’s impact on medication 
adherence, but not on the speed of ART initiation .

Up-to-date medication formularieslxxiv In a small number of cases, PLWHA mentioned delays in 
accessing medications that were not on approved formularies . 

PLWHA reported that providers routinely prescribe ART soon after a patient is diagnosed . No provider-related delays 

in ART were identified . Because ART tends to be prescribed soon after diagnosis, many of the same issues that affect 

linkage to care also affect ART initiation . Depression and lack of insurance were the most common reasons given for 

any delay in ART initiation . 

Mental health
As with linkage to care, depression and denial caused some PLWHA to refuse ART . Some PLWHA indicated that good 

mental health and ART adherence go hand in hand: “I had to do two things . I had to start taking the medicine and I had 

to start seeing a mental health [provider] for my depression, because the depression came along with me not being 

able to deal with my HIV . So once I did one, I did the other .” 
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Trust in medical care providers
Many PLWHA reported that they were concerned about the side effects of HIV medication and about the long term 

effects . However, those concerns did not appear to prevent many PLWHA from initiating ARR, and this was frequently 

because they trusted their medical care provider when they were told it was the only way to treat their HIV . Good 

relationships with medical care providers also allowed some PLWHA to navigate the side effects with support . One 

PLWHA reported, “I would go to my HIV doctor and talk to him about what was going on and then make a decision . Is it 

something that I can work through? Because eventually the side effects would lessen, hopefully, and you can get used 

to it .”

Up-to-date medication formularies
Some PLWHA reported that at times their medications are not on the ODAP or Medicaid formularies, which then 

requires extra work to secure exemptions, specialty pharmacy services, or help from prescription assistance 

programs . All of these efforts can be time consuming and often require assistance from case managers or medical 

care providers . In some cases, PLWHA reported that lack of coverage of their medications caused them to delay ART .

Possible options for increasing ART initiation
• Maintain up-to-date medication formularies that quickly reflect advances in HIV treatment .

• Increase access to mental health care, and provide education to counter the stigma of seeking mental health 

treatment .
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                  VIRAL SUPPRESSION

Viral suppression is achieved when an individual’s viral load falls below 200 copies per milliliter . The table below lists 

the factors thought to influence viral suppression and the related information gathered during the needs assessment . 

Items that are in bold are discussed in more detail following the table . Because viral suppression is dependent 

upon diagnosis, linkage to care, and ART initiation, many of the factors discussed in previous sections impact viral 

suppression . The discussion section following the table focuses on the factors that affect medication adherence 

specifically, so as not to repeat information .

Factors impacting viral suppression Relevant information gathered in Year 1

Stigmalxxv For all of the reasons that stigma affects diagnosis, linkage to 
care, and retention in care, stigma affects viral suppression . 
Stigma also interferes with the ability to procure and take ART in a 
consistent manner .

Health literacylxxvi PLWHA who were undetectable also typically reported a clear 
understanding of why medication needs to be taken every day as 
prescribed .

Insurance accesslxxvii Insurance interruptions have created situations in which PLWHA 
had trouble accessing a steady supply of their medications . 

Unmet needslxxviii A need to work without side effects in order to secure financial 
stability can reduce adherence to ART . Inability to stop work to 
take medication or eat can also reduce adherence . In general, a 
focus on basic needs reduces ability to adhere to ART regimens .

Perceived healthlxxix Perceived good health can help PLWHA justify a “medication 
vacation .”

Substance uselxxx Substance use is disruptive for this and all other stages of the HIV 
care continuum .

Mental healthlxxxi Mental health problems are disruptive for this and all other 
stages of the HIV care continuum . The mental toll of taking 
medication daily can lead some PLWHA to take breaks from their 
medications .

Medication side effectslxxxii Disruptive side effects from medication cause practical and 
psychological problems that can make it more likely that PLWHA 
will skip medication doses or stop taking ART altogether .

Use of reminder strategieslxxxiii Reminder strategies appeared to be a factor mostly for those 
PLWHA with cognitive impairments .
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Social supportlxxxiv Social support helps overcome some of the practical and 
psychological obstacles to medication adherence .

Provider’s ability to communicate  
complex informationlxxxv 

A provider’s ability to communicate complex information about 
viral loads and HIV in general increases health literacy, which can 
reinforce PLWHA’s adherence intentions .

Relationship with medical  
care providerslxxxvi 

Many PLWHA enjoy a positive relationship with their HIV 
specialists and report that the relationship helps reinforce their 
adherence intentions .

Quality of healthcare This research did not include measures of quality of care . 
Participants in rural areas and the Dayton area frequently 
perceived the quality of their locally available medical care to be 
poor .

Association with HIV –positive  
family, friendslxxxvii 

Many PLWHA reported contacting a friend or family member with 
HIV upon diagnosis and receiving encouragement to adhere to 
medication regimens .

Coordination across  
care providerslxxxviii 

Many PLWHA reported that their providers do not have interfaces 
that allow them to coordinate care . This was more of an issue 
outside of larger cities .

Pharmacy characteristicslxxxix The ability to access a consistent supply of ART medications is 
crucial for viral suppression . PLWHA using CVS Caremark and 
HIV-specialty pharmacies reported less difficulty with medication 
supply . 

Use of reminder strategies Using reminder strategies appeared to be a matter of routine to 
most PLWHA . 

Routine viral load testingxc Knowing viral load appeared to encourage PLWHA to remain in 
care—either because they were concerned about bringing their 
viral load down, or because they were proud of their ability to 
reach undetectable levels .

Number of steps in ART initiationxci PLWHA did not discuss this factor .

Cultural sensitivity of providersxcii As with the relationship with care providers factor, the cultural 
competence of providers appears to matter for PLWHA with lower 
levels of self-efficacy . For those with high levels of self-efficacy, 
poor cultural competence is a burden but does not necessarily 
appear to lead directly to a departure from care or interruptions in 
ART .
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Status of Ryan White funding,  
ACA fundingxciii 

Changes in insurance and health care coverage can make it hard 
to access a consistent supply of medication . Multiple PLWHA 
reported that they are concerned about potential future changes 
to the ACA . 

Availability/adequacy of prescription 
assistance programs (PAPs)xciv 

Use of PAPs can reduce hurdles to staying in care, though not all 
PLWHA are well informed about available PAPs .

Correctional facility policiesxcv Incarcerated PLWHA are dependent on the correctional facility 
for their retention in care and medication adherence . The policies 
and resources of the correctional facility strongly shape the 
chances of achieving and maintaining viral suppression .

Up-to-date medication formularies for 
Medicaid managed-care plansxcvi 

Although bureaucratic hurdles such as exemptions and use 
of specialty pharmacies created more work for PLWHA and 
their providers, no PLWHA reported this as a cause for missed 
medication doses .

Stigma
The act of taking HIV medication can reveal one’s HIV status, so PLWHA 

reported that they take steps to conceal their medication regimens . From 

ordering medication while hiding in a closet, to keeping medications in a purse 

even while at home, PLWHA often do not feel free to discuss, store, or take 

their medication without first considering potential audiences . Participants 

recounted many stories of people looking up their medication names or asking 

questions about their HIV medication . As a result of these and similar concerns, 

one couple reported, “We have young children in our house and we have to 

reorder medication in a hidden closet or they can hear me… .I have to hide in my 

house because of the stigma about it .” 

Mental health
For some PLWHA, medications are a daily reminder that they have HIV . If a 

person is struggling with accepting the diagnosis or with treatment fatigue, 

the daily adherence required for viral suppression is challenging . Many PLWHA 

reported that taking medication daily is an act of will that requires discipline 

and acceptance . 

Some PLWHA report that they reach points at which they want to rebel against 

their HIV diagnosis, and so they refuse to take their medications . One PLWHA 

reported, “I sabotage it, intentionally . I know I do . I don’t want to take them . I get 

mad I have HIV .”  

I keep my meds in my 
purse, not in my home. 
People are nosy and I 
don’t like having them 
out in the open in my 
bedroom or something.
-PLWHA

When you are taking 
that one pill, there’s a 
mental thing that goes 
along with that. There’s 
an emotional piece that 
goes along with it. 
-PLWHA
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Insurance
Lapses in insurance through unemployment or other life events inhibit viral suppression for some PLWHA . The high 

cost of HIV medications and the financial restrictions of many PLWHA combine to make medication coverage an 

absolute requirement for most PLWHA . One PLWHA represented the experience of many others when he reported, 

“the only time I haven’t taken meds is when the insurance didn’t pay for it . I was left without insurance and you can’t 

pay the bill; it is ridiculously outrageous .” Another PLWHA reported a long lapse in medication adherence: “I didn’t 

have meds for years because it was too expensive and drugs were classified differently with different insurance .”

Pharmacy characteristics
Most PLWHA report that the advent of mail order pharmacy services has improved the consistency of medication 

supplies . Many research participants reported high levels of satisfaction with the consistency and convenience of 

mail order HIV medication through CVS Caremark and other programs . Some especially valued mail order services 

because they eliminate the need to go in person to pick up HIV medications in the local community . This eliminates 

the barriers of stigma and transportation access .  

Some PLWHA, though, preferred brick and mortar pharmacies because they want to be able to talk to a known 

pharmacist directly . As one PLWHA noted, “I like to be able to go to my pharmacist . If I’m having a problem, [they will 

say,] ‘Okay we can’t get that prescription renewed . We know your doctor will get to you . We’ll just go ahead and get 

you what you need .’ No questions asked . No three or four people to talk to . Just one person .” Other PLWHA who live 

in apartment complexes or other areas with mailboxes in common areas expressed concern about confidentiality . 

Some reported that their medications have been delivered to neighbors by mistake . Others worry about mail order 

delivery of pharmaceuticals in general, for fear that people will steal their HIV medications in the hopes that they are 

painkillers or other desired substances . 

Medication side effects
A few PLWHA reported that they tolerate their HIV medications well and do not experience side effects, but the vast 

majority of PLWHA reported that taking HIV medications can be extremely difficult, especially when first starting a 

medication . As a result, some PLWHA do not take their medications consistently . One PLWHA reported “I never took 

[my medications] correctly because I had so many horrible side effects .”

Health literacy
Health literacy is an important piece of retention in care . According to needs assessment participants, PLWHA need 

to have a good understanding of why compliance is important in order to be sufficiently motivated to persevere 

through side effects, secondary conditions, stigma, and other obstacles . PLWHA reported that not everyone 

understands why taking every dose as prescribed is so important: “You have people living with HIV that don’t know 

HIV 101 . They don’t know how it is transmitted, what the different classes of medication are, how they stop the virus . 

These are important things you need to know .” 
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Incarceration
PLWHA who had been incarcerated reported that interruptions in medication commonly occur when entering jails: 

“I was held for some days without medication . I had my medication with me [but] I had to use their medication . They 

had to go through standard procedures in order for me to get it . Now, I actually waited and waited up to two weeks 

actually…and it caused me go from undetectable to actually detectable and that was stressful .” 

Potential options for increasing viral suppression
• Encourage routine depression screens for PLWHA .

• Support jails in efforts to obtain medication for inmates living with HIV . 

• Encourage education efforts so that all PLWHA understand the implications of missed doses and medication 

vacations .
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AGING WITH HIV

Needs assessment participants included older PLWHA who are members of the first cohort of PLWHA living into 

old age . 

Concerns about the impact of HIV and ART on the aging process: PLWHA expressed dismay at the pace of 

the aging process and the attendant impact on their bodies: “We are growing old fast . Our bodies are just falling 

apart…because the HIV is literally accelerating the aging process .”

Health literacy: Older PLWHA reported difficulty distinguishing between the signs of aging and the symptoms of 

HIV and ART (and, in many cases, the long-term effects of AZT) . One PLWHA reported that he often finds himself 

asking, “Is it being an old man or is it HIV? And the doctors can’t necessarily put a pin on that .”

Complexity of health issues: Layering the health issues related to HIV, ART, and secondary conditions on top of 

the health issues associated with the aging process makes older PLWHA complicated health care patients . Many 

are concerned that medical care providers and assisted-living facilities are not sufficiently prepared to handle 

such complex cases . As a result, some PLWHA are calling for a new line of care for older PLWHA: “I am foreseeing 

something, maybe a subspecialty HIV gerontology because we are aging and the drugs are doing stuff to our 

bodies that do make us more complicated clients .” 

Mental health: Many older PLWHA have experienced the repeated trauma of losing partners, friends, and other 

loved ones to the disease or to suicide . These traumas, along with the challenges of living with HIV and aging, give 

older PLWHA a unique set of mental health issues . Several PLWHA said that they’ve noticed an increase in suicide 

among long-term survivors as a result of fatigue and depression from years of dealing with HIV and its attendant 

complications . One older PLWHA reported, “People [have taken] their lives, because they could not accept or take 

the pressure of no one being there for them at all . I have lost five friends like that .” Another PLWHA observed, 

“There are, as far as I can see, zero mental health services for specifically long-term survivors . We have a different 

set of issues .”

Advocacy fatigue: Some older PLWHA reported that they have been the voice of HIV for a long time, and that 

funding cuts have prevented the development of a new cohort of HIV advocates: “Most of us who sit at the table 

are older people . We need young people… .We used to facilitate the training of new advocates but we don’t have 

that anymore, so we are left with older people being the voices for everybody . We need younger people because 

the climate of HIV/AIDS has changed . The stigma is still there but it looks differently, and the way it is in society 

looks differently . So we need support groups to start being more aggressive in how they train people to advocate .”
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CONCLUSION 

Substantial differences exist among PLWHA and high-risk individuals in Ohio in terms of age, life experiences, 

race, ethnicity, and sexuality . Cultural sensitivity and tailored messaging are important, and needs 

assessment participants made a clear call for these during focus groups and interviews . 

These differences notwithstanding, there are many commonalities across the populations engaged in Year 1 

research . Stigma, while one of the hardest barriers to change, appears to be one of the most powerful forces 

impeding prevention of HIV and viral suppression among PLWHA . For this reason, PLWHA repeatedly and 

strongly recommended education for the general population about the ways in which HIV can and cannot 

be transmitted . Mental health, while complex, is a vital component of successful HIV care and prevention . 

Increased uptake of mental health services is crucial to improving prevention and access to care, and this 

will likely require efforts to reduce the stigma associated with mental health care, especially among African-

Americans . Substance use continues to undermine efforts to prevent and treat HIV . Continued support for 

access to uncontaminated injection materials and for substance use treatment is needed .

Navigating the system of care with HIV can be burdensome and difficult, and procedural hurdles can reduce 

PLWHA’s willingness to persist in HIV care .  Efforts to streamline paperwork, eliminate redundant processes, 

and address junctures at which PLWHA experience the most problems may help improve retention in care . HIV 

case managers are vital to helping PLWHA navigate the system of care . Increased support for case managers 

in order to reduce turnover would strengthen PLWHA’s abilities to secure proper care and avoid lapses in 

coverage and services .

Social isolation is a profound problem for PLWHA, and funding for support groups and socialization activities 

appears to have dwindled in recent years . Finding a way to provide PLWHA with peer support and the 

normalizing experience of being with other PLWHA is an important need .

For these and many other reasons, needs assessment participants made a strong call for education of many 

types, to increase the health literacy that promotes HIV prevention, testing, linkage to care, ART initiation, 

retention in care, and viral suppression . 

In Year 2 of the Ohio HIV care needs assessment, these and other issues will be queried in more detail, so that 

their contours can be more clearly defined, and concrete strategies for addressing them--and supporting 

Ohio’s high-risk individuals and PLWHA--can be crafted .
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APPENDIX
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APPENDIX 2. HRN QUESTIONNAIRE 
FREQUENCIES
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APPENDIX 3. PLWHA QUESTIONAIRE 
FREQUENCIES
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