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I. HIV CARE:  QUANTITATIVE DATA & ANALYSIS 

 

A. Medical Care & Treatment 

 

Assessment results indicate the majority of people living with HIV/AIDS in Vermont are in medical care 

and are taking medication.  The following Charts #C1 and #C2 indicate that with a high percentage of 

respondents (104) answering the question, 95% report being in care with a medical professional, and 

89% report taking medications. 

 
CHART #C1:  In Care 

 
 

CHART #C2:  Taking Medication     

 
 

“I was at a place 

seven years ago 

where I was 

having bad side 

effects… five 

years ago I 

changed meds, 

[now] the side 

effects are 

insignificant.” 

-Interview Participant 

“I’ve [gone to the] 

Comprehensive 

Care Clinic since I 

seroconverted 20 

years ago.  I can’t 

say enough good 

things about the 

people I’ve 

interacted with 

there.” 
-Survey Respondent 
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A small gender variance appeared in statistical analysis with 100% of women reporting being in care, 

compared to 91% of men; and 92% of women reporting taking medication, compared to 87% of men.  

Of the very small number of men not currently on medication but planning to start, half were under 30 

years of age. 

 

One caveat to this high percentage reporting taking medication is commentary shared by medical and 

AIDS Service Organization providers that a small number of patients/clients report taking their 

medication, when there are indications that they are not in fact compliant.  As one provider stated: 

 

“They know what you want to hear… and they want to make you happy.”   

       - Provider Interview 

 

While the needs assessment and the researcher expressed no judgment or preference for participants in 

care/taking medication, the same dynamic could be at work in a population that has been heavily 

instructed that they “should be in care.”  Arguing against a bias toward pleasing the questioner, 

however, is the fact that a wide majority of respondents report a high degree of satisfaction with their 

medical care (Chart #C3) and an ability to take their HIV medications with fewer side effects than ever 

before (Chart #C5). 

 
CHART #C3:  Satisfaction with Medical Care 
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While it should be noted that 22 respondents skipped the satisfaction with medical provider question, a 

large majority answered, and only four people “mostly disagreed.”  No one “completely disagreed.”  To 

offer context from the qualitative analysis, the overwhelming majority of interviewees were genuinely 

enthusiastic and frequently visibly emotional in expressing their appreciation for their medical 

providers.  Numerous people cited their doctor and/or nurse as the primary reason for significant life 

improvement.   

 

“I use the CCC with Susan Toney and Mary Ramundo and I am 100% satisfied with my service.  If I 

need to come in between appointments it is always ‘Come right over!’”  –Interview Participant 

 

“Deb Jones [at the Brattleboro CCC] is a HUGE asset.”   –Interview Participant 

 

“The White River VA is great – Dr. Thomas Taylor has been my infectious disease doctor since 

2005.  He’s my doctor, he’s my friend.  He’s seen me struggle up and down for years with 

addiction.  I’m two years clean!”      –Interview Participant 

 

Further, as indicated further down in this narrative, in Chart #C7, 74% of respondents independently 

cited “I like my medical providers” as one of the reasons they participate in and remain in care.  

 

This high level of satisfaction was consistent across genders, with 91% of responding women and 95% of 

responding men agreeing with the statement “I am happy with the quality of my medical care.”  In 

addition, racial categories were extremely similar, with 100% of Black, Latino, American Indian, and 

those identifying in two or more racial categories expressing agreement.  A total of 96% of White 

respondents agreed.  Sexual orientation was equivalent as well, with 100% of gay respondents and 94% 

of straight respondents agreeing. 

 

County-wide, 100% of Bennington, Rutland, Caledonia and Washington County respondents reported 

they were happy with the quality of their medical care, followed by 93% of Windham County 

respondents, and 82% of Chittenden County respondents.  The remaining counties had too few 

participants to provide a meaningful percentage satisfaction ranking. 

 

In the category of knowledge, a strong majority rank Vermont providers very high (Chart #C4).   

Individual comments from patients working with an Infectious Disease Specialist at a Vermont hospital 

or DHMC almost unanimously identify them as experts in the field, even if the patient left the doctor 

due to differences in opinion about care approaches.   

 

A small number of patients had negative experiences with Vermont professional medical knowledge 

statewide – primarily related to cases in which HIV was not suspected or diagnosed until late in disease 

progression, or when a physician pursued a course of treatment that had significant negative outcomes 

for the patient.  These cases were the exception, but at least two incidents were described in detail. 
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Along with a very small number of highly dissatisfied patients who left Vermont medical care 

completely, there was also a more significant minority who found it necessary to change care providers, 

raising an issue that was further confirmed by a minority of the interviews – some Vermonters who are 

now thrilled with their medical care had to move to another county, or at least travel to a different HIV 

doctor in another area of the state for all appointments, before they were satisfied.   
 

CHART #C4:  Provider Knowledge 

 
Lack of knowledge and/or competence were not generally listed as primary reasons for changes.  

Instead, dismissive attitudes toward patient concerns and a difference in treatment approach were 

commonly cited as precipitating the decision.  The majority of respondents who had changed doctors 

identified physician unwillingness to engage in collaborative care as the major reason for the change, 

with the provider instead becoming belligerent, controlling and/or dismissive when the patient 

expressed a difference of opinion or advocated for a change in treatment. 

 

While a majority of respondents identified being satisfied with their general practitioners as well as their 

infectious disease specialists, complaints concerning primary care were present at a higher rate, as 

indicated by these comments: 

 

 “Dr. George is EXCELLENT. The rest of my medical providers have presented a LOT of 

discrimination. I have been unhappy with them and their lack of professionalism.”   

-Survey Respondent 

 

“Primary care doc sucks. HIV specialist at Fletcher Allen is great.”   -Survey Respondent  
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“My doctor doesn't answer my questions, or just gives blanket statements that are outdated and 

erroneous. I feel like… I know more about my disease than he does. I'd rather just get my lab 

results and never even talk to my doctor.”    -Survey Respondent  

 

“Primary care doctors need to get more educated about HIV if they have an HIV positive patient…  
My HIV social group meetings in Burlington tend to turn into an hour bitch-fit about medical 
providers and their lack of acknowledgment of HIV positive people as being human and having 
human needs/desires.”   -Survey Respondent   [speaking specifically of lack of support for PrEP] 

 

HIV medication continues to have side effects, but the vast majority of participants reported significant 

satisfaction with the new medications that have reduced the number of side effects and the number of 

pills per day.  The rates of satisfaction were mostly equivalent across genders and across ages.  The age 

cohort of 50 – 59 indicated the highest rate of disagreement. 

 

Many HIV positive individuals do continue to suffer with effects that remain from prior medication 

regimens, particularly neuropathy, but satisfaction is still high, with 85% of 103 answering “mostly” or 

“completely” agreeing that they have “no problems” taking their medication.  (Chart #C5) 

 

“I refused care under AZT.  It just wasn’t working and if you’re getting THAT sick from the pills 

something is wrong. Turns out it was a good decision.  Probably why I’m alive today.   In the late 

nineties I started getting the new treatment – and a year or so ago I went undetectable!  At first I 

had to take 7 or 8 pills a day and had stomach aches no matter how much I ate.  Since moving to 

[new medication] I’ve had almost no problem at all.”    –Interview Participant 

 

“I was resistant at first – I felt I didn’t need it, I felt okay.  But when my viral load got detectable, 

the doctors recommended and I went right on it.  I had to switch medications once.  Since my 

body got used to [the medication] I’ve had no side effects at all.”  –Interview Participant 

 

“I don’t like medications.  I don’t like taking them and when I had to take three pills a day I just 

wouldn’t take it.  Dr. George has been so careful to find me a medication that works for me!  I 

take my one pill and I feel I’ve been VERY lucky – I have not had a lot of side effects.” 

        –Interview Participant 

 

“When I was incarcerated, it was 15 to 20 pills a day.  I was one toxic man!  Then [later on] I lost 

weight on [medication]… I was so sick.  It messed up my lower legs… the bottom of my feet went 

numb.  Now, as long as I eat with the meds, I am happy.  Year and a half ago my T cell count got 

above 200.  I’ve never had a T cell count!  Now I’m undetectable.”  –Interview Participant 

 

“I was at a place seven years ago where I was having bad side effects – liver stuff, losing weight.  I 

actually was at a point where I thought ‘This could be it, this could be the slide down.’  But five 

years ago I changed meds and with my current cocktail the side effects are insignificant.”  

        –Interview Participant 
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CHART #C5:  Satisfaction with Medication 

 
 

Respondents are receiving care in numerous locations (Chart #C6), but the complications of sample size 

must be considered, given a large portion of HIV positive Vermonters get treatment at a CCC.   
 

CHART #C6:  Type of Care 
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A total of 24 people skipped this question, and with high response from Bennington County, 

demographics may be one reason for the difference between those in care with a “CCC” and those with 

a “VT HIV/AIDS doctor.”  For instance, Dr. Marie George, an Infectious Disease Specialist in Bennington 

County not with the CCC, sees a large number of HIV positive patients. 

 

Respondents were asked to check as many responses as were true for them, but given knowledge from 

other questions and other modes of assessment, it is known definitively that not all respondents did so.  

For example, while 62% of 84 responding indicated they worked with an ASO, a much higher percentage 

are working directly with an ASO.  Individuals attending a CCC are by definition “seeing a Vermont 

HIV/AIDS doctor” and therefore may have checked that selection and not also selected the CCC. 

 

Chart #C6 indicates that at least approximately 40 individuals are seeing a general practitioner in 

Vermont, as well as an Infectious Disease Specialist, which is helpful information in analyzing qualitative 

responses concerning the HIV knowledge, sensitivity and appropriateness of general practitioners in 

Vermont.  Another factor gleaned from a further statistical analysis is that approximately the same rate 

of women and men see a primary care doctor – approximately one third of each gender report doing so. 

 

Another area of high satisfaction with medical care was the timeliness of attention.  As Chart #C7 

indicates, those responding express that they feel they get immediate attention when they ask for an 

appointment.  No respondent expressed difficulty in getting timely appointments. 
 

CHART #C7:  Timeliness of Care 
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Of greater concern, given comments in a minority of interviews, was the length of time visits took, and 

the considerable difficulty being seen on time once at a medical facility or office.  While few in number, 

this was of vital concern to those expressing it: 

 

 Individuals had difficulty getting off work to go to the appointments and often had to return to 

work afterward, and faced disciplinary action if they were late. 

 

 Individuals’ transportation options were so limited that an inability to get out of their 

appointment at the allotted time frequently caused them to be stranded at a medical center, 

needing to call around for a ride. 

 

A driving interest in conducting this needs assessment was determining what helped some people get in 

care, and prevented others from getting into care.  Due to the difficulty reaching people not in care, the 

survey responses to “barriers to care” could not be statistically calculated.  Therefore, this assessment 

must rely on an analysis of how and why participants got into care, what supports them in staying in 

care, and work in reverse to assess that the lack of the identified supports may be a barrier in the lives of 

other HIV positive individuals.   

 

Chart #C8 presents a range of responses that were offered in the survey, with the percentages of those 

identifying them as helpful to staying in care.   This question received one of the lower response ratios –  
 

CHART #C8:  Care Supports 
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with 36 people not answering – and interview participants also had difficulty formulating answers.  The 

question was asked in a number of ways, but was consistently difficult for people to verbalize.   

 

Participants also identified reasons that they stayed out of care in the past and the very small minority 

of participants who knew someone not in care, either past or present, shared the barriers expressed to 

them by that person.  The majority of this data was gleaned from interviews or text responses, and the 

qualitative analysis reviews this more thoroughly. 

 

Comments/text on supports to staying in care included: 

 

 Specific notes about the help of an ASO and/or ASO employee by name. 

 

 Having a will to live, wanting to live, and knowing treatment and care was the way to do so. 

 

 Wanting to stay healthy – participants had been very sick in the past and knew they needed to 

stay in care/on medication to not get that sick again. 

 

 Care for and/or responsibility for someone or something else – a spouse, child, pet. 

 

The importance of people and connections as supports was strongly underlined by the following text 

response given in the “what supports you section,” that stood out starkly: 

 

“I have none of this. I have a therapist, but I have no one in my life for support that understands 

really.  To the point I don't much care anymore tho.” [sic]  -Survey Respondent 

 

A gender analysis identified some variance, with a generally higher ratio of men identifying items in all 

categories noted in the above chart.  As this is based on the rate of response, it is not reflective of the 

fact that more men participated in the assessment process.  A higher percentage of responding men 

selected categories that helped them stay in care – “liking my medical providers” coming in as the top 

support, with 61% of men selecting it.  Also highly ranked were the “ability to take medications without 

side effects” (54% of men) and “help paying for services” (49% of men).   

 

Across the board, women selected supports at rates from 10 – 30% lower than men.  Liking their 

providers and help paying for services were both selected by one third of female respondents. 

 

When examining age cohorts, the 50 – 59 and 60 – 69 age brackets listed “liking my medical providers” 

as the highest-ranking support of those listed.  “Taking medication without side effects” and “assistance 

paying for care” were highest ranking, respectively, for ages 40 – 49 and 30 – 39. 

 

These three choices – providers, financial assistance, and medication tolerance – were by far the most 

commonly selected.  In a county-breakdown, the same three were selected the most by a wide margin. 
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A total of 20 people responded to the invitation to identify barriers/challenges to their participation in 

care, while a further ten specified that they did not experience barriers to care.  Primary themes 

identified included: 

 

 Transportation.  By far the most common barrier listed to getting into/staying in care was 

transportation in numerous forms:  getting rides to the doctor, getting rides home from the 

doctor (often requiring a different form of transportation due to unpredictable appointment 

end time), obtaining a reliable car, maintaining a car, cost of gas, cost of public transport, living 

too far away from the office, working too far away from the office, and having multiple 

appointments in a short period of time. 

 

 Financial.  A recurrent theme that will be noted in detail further in this report is the significant 

barriers presented by insufficient income, insufficient public assistance, unemployment, 

underemployment, and general financial instability.  Financial stress impacts HIV positive 

individuals on numerous levels.  In the context of barriers to care, the financial difficulties 

included the many costs of transportation noted above, cost of medication, copays for 

appointments, multiple doctors/appointments/copays, and cost of mental health care. 

 

 Mental Health.  Participants mentioned a need for mental health care, the high cost of mental 

health care, and mental health in general as a barrier to care in itself, including depression, 

“brain fog,” stigma, and addictions. 

 

 Life Instability.  The vicissitudes of life for individuals in precarious circumstances were cited in a 

number of ways, including relapse in addiction, imprisonment, instability of job/housing, 

homelessness, low income, and vulnerability to crises. 

 

 Medical Care.  Only two individuals noted side effects to HIV medication as a barrier, and two 

identified dislike of the available doctors or lack of respect from medical professionals as 

barriers. 

 

B. SERVICES 

 

1) AIDS Service Organizations 

AIDS Service Organizations were identified in the survey, interviews and focus groups as important 

forms of support for HIV positive Vermonters for a variety of services.  As noted above, these 

organizations assist HIV positive individuals a great deal with getting into and staying in care, and ASOs 

also provide a wide array of other services, including but not limited to:  case management; food and 

nutrition support; transportation assistance; direct financial assistance with housing, utilities, gas, 

groceries, and basic necessities; prevention services and interventions; and HIV Counseling, Testing and 

Referral.   
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While only 52 people identified as receiving care with an AIDS Service Organization in the question 

asking “what kinds of care are you receiving” covered above, 78 responded to the question of 

satisfaction level with ASO services.  Of these, 71 “completely” or “mostly” agreed that they were happy 

with the quality of their ASO services, while seven “mostly” or “completely” disagreed. (Chart #C9) Case 

manager availability and response were issues raised in other areas of the assessment, but the survey 

responses indicate similar overall rates of satisfaction with ASO timeliness. (Chart #C9) 

 

Prior to combination of survey and quantitative interview data, the qualitative interviews indicated a 

similar range of ASO experience, in a similar ratio.  Both bodies of data indicate that the large majority of 

Vermonters are pleased with their ASO services, with the largest majority expressing high satisfaction 

with their ASO’s assistance, case managers, additional staff, and the organization overall.   

 

However, a minority of consumers do experience significant negative interactions, discussed more in the 

qualitative analysis of interviews.  Quantitatively, the most cited reasons for dissatisfaction were 

conflicts with case managers, and lack of response/inability to contact ASO staff. 

 

Conflicts with specific case managers often came down to personality or style conflicts, coupled with an 

inability of the consumer to change to another, better-suited case manager.  However, inconsistent 

training of case management staff statewide was mentioned numerous times, and lack of response by 

ASOs to concerns about specific case managers was brought up more than once as well.  

 
CHART #C9:  Satisfaction with ASO 
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CHART #C10:  Timeliness of ASO 

 
 

Participants frequently wrote in ASOs, and specific individuals employed at ASOs, as helping them 

remain in care.  The large majority of survey text responses were descriptions of how much an ASO, ASO 

program, or specific case manager had done for an individual. 

 

“I don't know what I would do without [staff members]. They are a good support system for me 

and help with so much.”      -Survey Respondent 

 

“Enjoyed CLEAR, and would do it again.”    -Survey Respondent 

 

“[Case Manager] is one of the only people who really understands.” -Interview Participant 

 

Geographically, the following percentages of residents were “happy with the quality of their ASO.” 

 Bennington County – 91% 

 Caledonia County – 83%  

 Chittenden County – 82% 

 Rutland County – 71% 

 Washington County – 60% 

 Windham County – 93% 
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2) Other Services 

 

A strong majority - 90% - of respondents “completely” or “mostly” agreed that they are getting the 

services they need.   

 

Notably, this question received one of the highest response rates, with 103 responding and only 5 

skipping the question.  This high rate of response and its positive nature speak well to the services 

Vermont has available for HIV positive individuals and the quality of the organizations assisting clients in 

navigating them.   

 

In addition, Chart #C11 speaks visually to the many respondents who indicated they are overwhelmed 

by how much help and assistance they are offered, and how grateful they are for this.  

 
CHART #C11:  Access to Services 

 
Further statistical analysis indicates that female respondents are reporting getting needed services at 

slightly higher rates than males.  A total of 36 female responses and 66 male responses are reflected 

below, an important distinction given the 5% of female respondents stating they are not getting services 

they need totals 2 women, and the 12% of disagreeing male respondents totals 8 men.  The small 

number of individuals identifying as other than male or female precludes meaningful statistical 

expression.  

 

Approximately one quarter of both males and females reported their partners receive the services they 

need while the remaining three quarters in both cases reported “Does Not Apply.” 
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CHART #C11.a      CHART #C11.b           

           
 

A majority of respondents - 60% - report an ability to access and receive needed services without 

discrimination based on HIV status, but almost one third of participants have experienced some form of 

discrimination.   Approximately one quarter of women and one quarter of men report discriminatory 

experiences.  This shifted only slightly when viewed through a racial lens, with 25% of Whites and 30% 

of Blacks reporting HIV-related discrimination in services.  Numerically based on total reporting, this 

represents 3 Blacks and 20 Whites.  Native American and Latino respondents reported less 

discrimination. 

 

Sexual orientation did not shift the picture significantly, with 22% of gay respondents citing 

discrimination based on HIV status and 28% of straight respondents.  These percentages are numerically 

very similar as well, given the overall totals of 51 gay respondents and 44 straight.  By age cohort there 

was no significant difference. 

 

The county demographic breakdown makes close analysis difficult, except to report that discrimination 

was not reported significantly more in counties with fewer respondents, or in counties that are more 

rural.  At the same time, the context available from interviews indicates that discrimination based on 

HIV status in certain hospitals and with hospital staff has been a consistent issue only in specific areas of 

the state (southwest).  The egregious nature of the discrimination described included breaches of 

medical confidentiality, refusal of medical staff to work with an HIV positive patient, inappropriate 
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questions to a patient, inappropriate comments to and about a patient, and even the transfer of a 

patient to another hospital solely based on HIV status.   

 

Also identified were examples of HIV specialists and general practitioners who were discriminatory in 

providing PrEP information and access to HIV positive patients and partners.   

 

While not appearing as often in the survey as in the interviews, medical marijuana was also raised in 

regards to people feeling discriminated against in trying to access the treatment, and certain medical 

institutions refusing to provide access despite medical marijuana’s legal status in Vermont.  This issue is 

discussed more fully in the qualitative analysis section. 

 
CHART #C12:  Discrimination in Services 

 
A more prominent theme was that participants repeatedly responded to the topic of “HIV discrimination 

in accessing services” in two distinct ways that indicated important information the original question did 

not cover: 

 

 Circumstances in which discrimination occurs.   “Accessing services” as an HIV positive 

individual – as the question asked about – was not seen by the majority of respondents as a 

problem and few reported discriminatory experiences.  However, a number of people reported 

discrimination in other areas as being much more prevalent, specifically employment.  
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Respondents reported losing jobs, unfair treatment, and harassment due to HIV status.  In 

addition, completely separate from getting any services for housing, respondents described 

difficulties with landlords and neighbors within their buildings when HIV status was revealed. 

 

 Types of discrimination that occur.  Repeatedly race and class were identified as evoking more 

discrimination in services, and in general, than HIV status.   Respondents of color noted that 

while HIV-related discrimination did occur occasionally, racial discrimination was much more 

prevalent and consistent.  One respondent identified race and religion as the basis for 

discrimination experienced.  Numerous respondents of all races reported that they experienced 

discrimination due to poverty, including expressions of judgment, disapproval, and disgust when 

using SNAP cards in grocery stores, when interacting with 

administrative staff and service representatives at some 

state agencies, and other times/places of service access.  

 

Despite the high percentage of respondents reporting they mostly 

or completely receive the services they need, respondents struggled 

in specific areas.  Chart #C13 provides an overview of response to 

choices offered.  Notably, 32% indicated that they did not 

experience need in any of the offered areas. 

 
CHART #C13:  Service Needs 

 
The gender division percentages across the categories was highly similar, with no one need standing out 

as more likely to affect men than women, or vice versa.  By age cohort, unmet housing need was a much 

greater struggle for the cohorts 30 – 39 and 40 – 49 than any other.  Similarly, these two cohorts also 

“Obtaining services is only 

part of the picture – paying 

for/affording those services 

without viable insurance is 

the stumbling block. All the 

services are available for a 

price, but can an individual 

afford the cost?” 
           -Survey Respondent 
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had greatest unmet need in the categories of transportation and food.  Unmet mental health needs 

were ranked significantly higher in the 40 – 49 age group than in any other. 

 

An inability to get services for these specific needs appeared to be lowest among the age cohort 50 – 59. 

 

Through a race focus, the unmet need in areas of housing, transportation and food was a higher rate per 

respondent for Black participants, but it must be noted that the ratio of Black to White participants was 

approximately 1 to 8. 

 

In the realm of dental and eye care, dentures specifically and glasses were identified repeatedly as 

difficult to obtain.  Housing and transportation were the most common unmet concerns, with 

transportation ranked highly here and also repeatedly filled in as a barrier to staying in care, and 

mentioned in other avenues of response.  Housing concerns included the known statewide issues of 

shortage of affordable housing and high prices of rentals overall, and additional mentions were made of 

the limitations on housing vouchers that can create long waiting periods for people who have been 

deemed eligible. 

 

While most respondents had access to emergency food shelves and grocery cards from ASOs, food was 

mentioned repeatedly in the context of “there isn’t anything left for food by the end of the month.”  

Also, people spoke of not wanting to keep asking for grocery cards, and in some months waiting too long 

and the grocery cards being gone.   

 

All of the foregoing underscores a prominent theme running throughout all data gathered, which is the 

financial difficulties experienced by the majority of the HIV positive individuals in Vermont responding 

to this assessment.  By far, financial assistance was the highest unmet need.   

 

Frequently the difficulties of earning money while on SSI and receiving Three Squares were particularly 

frustrating.  A substantial subset of respondents wanted to work, but were unable to do so because they 

could not survive on the income from a job alone, and SSI and Three Squares both cut off too quickly.  

The federal and state benefits are stopped – on top of the cuts they have received in recent years – 

when a recipient earns a certain level of money, contributing to financial instability.  Individuals 

described in detail their frustrations with being unable to work as much as they wanted, but being in 

difficult financial straits when they did so.  The refrain was “it’s like we’re being punished for trying to 

work.”  The extension of benefits past the current earning points is a huge issue for HIV positive 

individuals. 

 

This was ubiquitous but not universal.  A percentage of HIV positive individuals were doing well 

medically and financially, and here again it is important to recall the small sample size, self-selection 

bias, and primary referral sources (ASOs).  Those participating in the assessment who reported doing 

well on all fronts frequently also reported having a circle of friends in similar circumstances, so there are 

clearly a number of HIV positive Vermonters who do not experience the high level of need present in the 

majority of respondents to the assessment.  This too is part of the experience of HIV in Vermont. 
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However, the reports of the struggling majority of 

assessment participants offer a clear view of the 

devastating financial effects of HIV, and the higher risks to 

individuals living in poverty.  Respondents in care and ASO 

providers alike spoke of the careful, precise balancing acts 

that many experience daily – a situation where one gets 

finances and circumstances aligned just right, and life 

functions well, but is vulnerable to the least bump or 

instability.  Sudden car repairs, fewer shift hours at work, a 

flare of depression/anxiety, a child’s growth spurt requiring 

new clothes, or even a slight rise in the price of groceries, gas or utilities can create a cascade effect that 

can devolve into emergency need.  Breaking free of a sudden spiral can be difficult in the extreme, and 

ASO providers report that they are often unable to provide the amount of financial assistance that 

would help truly stabilize a family or individual experiencing this sort of destabilization.   

 

This emphasizes the point raised above regarding barriers to care – life instability was flagged repeatedly 

as a challenge to remaining on medication and getting to appointments, or to accessing mental health 

care at all.  Financial instability was repeatedly the largest driver of crisis and emergency identified by 

assessment participants, such as this interviewee: 

 

“Financial, economic downturns – they’re hard on everybody.  They just are tougher on people with HIV.  

People can’t work over a certain amount of hours or be in a physical job because of their health conditions 

– fatigue.  Then there is also a limit to how much they can make if they get federal services through 

Medicare.  If they have any kind of small windfall at all, and wham!  They lose all their benefits 

immediately, even if it’s a one-time check or something… 

 

“… For me, I’m on the razor.  From month to month I pick and choose who I can pay without putting any 

one thing off too long.  If I choose not to pay the gas bill this month, it’s because I have to pay something 

else.  I make this payment THAT month, and hold off on someone else.  Somehow, every month, I eke by, 

but not with a good credit rating.”      –Interview Participant 

 

Mental health itself was raised as an unmet need, both from a 

financial perspective and from the perspective of finding 

mental health providers experienced in working with HIV-

positive individuals and the specific issues that raises, 

particularly in the context of status-disclosure and 

relationships. 

 

Disclosure of HIV status is a highly personal decision, but a high 

number of respondents were willing to discuss their thoughts 

I moved out of state 

because I couldn’t find 

housing or work.  I’m back 

now… and I’m looking for 

housing and a job. 

-Survey Respondent 

“I find it too costly to 

stay in mental health 

care with the need to 

drive to Burlington for 

appointments. My AIDS 

service organization has 

looked for someone in 

my area with experience 

in my issues and no one 

came up.” 

-Survey Respondent 
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and experiences on it.  Status disclosure factors into this assessment as an indication of: 

 

1) The level of need for CDC’s targeted “prevention with positives” services in Vermont 

 

2) Vermont’s HIV positive population’s understanding of Treatment as Prevention and Pre-

Exposure Prophylaxis 

 

Both TAsP and PrEP can play a large role in HIV status disclosure decisions, given that both have been 

indicated as possible alternatives to the use of condoms. 

 

Isolation was consistently raised as playing a large role in the lives of HIV positive Vermonters.  While 

not specifically mentioned as “isolation” in the survey, longer descriptors of the need for support 

emphasized that isolation was a root concern.  In the interviews, isolation was a prominent theme, and 

demographics of interview respondents would be important to review in conjunction with this data to 

determine if specific areas of the state are better connected than others, as is expected. 

 

From the perspective of support services, both professional and peer, fewer than half of the 

respondents responded favorably to the concept of either sitting with a counselor one-on-one, or 

getting together with peers. 

 

However, it is important to note that approximately one fifth of participant answered “Does Not Apply” 

to getting together with peers, and a full third answered the same for sitting with a counselor.  

Unfortunately, the comment area on the surveys did not offer full elucidation on the reasoning of this.  

One can theorize that an answer of “Does Not Apply” in these circumstances implies a lack of need or 

desire for the service in question.  Contextually, though, it is known to the researcher that in certain 

geographic areas of the state, two separate drivers may be underlying this answer: 

 

1) Lack of perceived OPPORTUNITY that is not expected to change.  Participants who have seen 

support groups try and fall apart due to lack of attendance, or have never had the option of a 

support group due to isolation and low area population, may perceive the topic of a support 

group to simply not be possible, and the question to pertain more to people who live in an area 

where support groups might have enough critical mass to remain active. 

 

2) Lack of perceived ABILITY that is not expected to change.  In certain areas of the state 

anonymity was raised as absolutely essential to the continued well-being and employment of 

individual respondents.  These individuals may see peer support as simply outside of their 

circumstances. 

 

However, the specific answer of “Does Not Apply” does not allow certainty, and either of the two drivers 

described above may as readily prompt a respondent to select “disagree” or “agree.”  At least one “Does 

Not Apply” respondent selected that response as they are already in a support group, while two other 

individuals already involved in support groups selected “Completely Agree” as their answer. 
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CHART #C14:  Peer-Support Services 

 
 

Specific responses in the survey indicating a lack of interest in getting together with peers identified:  

1) Their few HIV visits take care of their questions  

2) Being long term survivors reduces their need to seek places to talk about HIV 

3) Concerns about finding a good “fit” 

 

Those interested in getting together with peers identified the importance of talking to people who 

understand, and needing places to talk about more than HIV specifically, but the larger context of their 

lives, living in a rural area with high stigma. 

 

In further statistical analysis, this information broke down similarly across gender lines.  Getting 

together with peers was appealing to 40% of women and 50% men.  Approximately 30% of both genders 

reported not desiring peer support or get-togethers.  Approximately 30% of women and 15% of men 

reported that this issue “Does Not Apply.” 

 

In terms of age, the distribution of desire versus lack of desire for peer support was remarkably similar 

across the ages represented.  No one age cohort emerged as being more or less likely to want to get 

together with their HIV positive peers. 

 

This topic is discussed in greater detail in the qualitative interview analysis. 
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CHART #C15:  Counselor Services 

 

CHART #C15.a           CHART #C15.b 
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Meeting with counselors was again difficult to parse due to the high percentage of “Does Not Apply” 

responses.  From what could be garnered contextually, many people felt a need for counseling support, 

but a number had a difficult time seeking out a counselor.  Issues of counselors unfamiliar with HIV, cost 

of mental health services, and concerns about small town privacy. 

 

The gender breakdown had a slightly different appearance – reversing the preference expressed in the 

question of peer support.   

 

These findings are unsurprising in the light of additional research indicating that traditional mental 

health supports are less likely to be chosen by men. 

 

A higher preference for one-on-one counseling services was seen in the age cohorts 40 and above. 
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C. Prevention and Risk 

CHART #C16:  HIV Status Disclosure 

 
As Chart #C14 indicates, the majority of respondents expressed that they do indeed share their HIV 

positive status with sexual partners.  In the gender breakdown, the percentages of those agreeing was 

almost exactly the same – 11% of women and 12% of men.  In the very small number of those 

identifying other than male or female, 50% reported not always telling their partners, 25% disagreed 

with the statement, with 25% not answering the question.  A slightly higher percentage of women chose 

“Does Not Apply” than men.   

 

For age cohorts, the numbers were very evenly distributed, and no age cohort stood out as more 

inclined to agree or disagree.  Notably, the age cohort 50 – 59 had a much higher number of individuals 

choosing “Does Not Apply” than any of the other ranges. 

 

Respondents report great fear of ever passing the virus to anyone else.  For those who rely on TAsP and 

PrEP and do not always disclose, the new options are a boon, even as it has been sometimes 

complicated to access PrEP: 

 

“I do use TAsP.  He gets tested regularly.  Doing well so far.  I leave it up to my partners.”  
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-Survey Respondent 

 

“My (negative) partner and I (positive) used TAsP for a couple years before he went on PrEP.”   

-Survey Respondent 

 

“Condom usage is declining (which I am happy for!) among people who are better mitigating their HIV risk 

(PrEP, TAsP).  I’ve preferred to sero-sort (since I’ve been poz) or use condoms (when I was negative, pre-

PrEP).  I’d be on PrEP if I were neg now.  I don’t always tell my partners because sometimes I’m in 

anonymous situations where I feel the standard is ‘protect yourself.’”     -Survey Respondent 

 

“There are plenty of options besides condoms out there.  I don’t like to use condoms, so I usually only have 

sex with HIV Poz guys or guys who are on PrEP.  Doctors expecting us to use condoms in these situations 

are living on Mars.  We live in a prison enough having to take medications every day… telling us to 

imprison our sex lives can put some people over the edge.”   -Survey Respondent 

 

“PrEP should be more readily available to gay/bi men through their primary provider.  Most HIV positive 

people I’ve met have difficulties talking to their doctors and their doctors are telling them information that 

isn’t necessarily backed up by solid studies and evidence.  It’s almost like they are trying to scare us into 

using condoms and living life on eggshells, which in turn is turning many of us off to medical attention.” 

-Survey Respondent 

 

While 74% of respondents expressed that they understood TAsP, only 57% identified that they would 

use it, and only 41% stated that they “agreed completely” that they would use it.  Contextually, it was 

clear to the researcher that even people who were expressing that they would use it for prevention, 

often spoke about condoms as “back up.”  The full extent of people using TAsP as their only form of 

protection was difficult to grasp. 

 

In the question specific to condom use, the distribution of percentages over age cohorts did not provide 

a great deal of useful data.  Overall, half as many respondents agreed with the statement (“people don’t 

use condoms anymore”), as disagreed.  However, almost exactly the same number of respondents 

answered “Does Not Apply” as disagreed.  Across the age ranges this left a running difference of about 5 

- 10%.  Ages 49 and under were slightly more inclined to agree with the statement, than individuals 50 

and over.  When the age cohorts are broken down, with this many individuals selecting “Does Not 

Apply,” these differences are not as significant as their percentages can first make them appear, and 

often come down to a difference of two or three people swinging the percentages significantly. 
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CHART #C17:  Understanding TAsP 

 

CHART #C18:  Use of TAsP 
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Similarly, a larger percentage of respondents (61%) reported understanding PrEP than being willing to 

recommend a partner visit their doctor to discuss using it as protection (47%).  A further 36% mostly or 

completely agreed that the cost of PrEP would influence their decision.  Contextually, it is clear that 

concerns and confusion over the state of insurance coverage of PrEP are high. 

 

It is notable that while all five of these questions received high rates of response (103, with only 5 

people skipping the question), the rate of “Does Not Apply” as the chosen answer was significantly 

higher than other questions as well. 
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CHART #C19:  Understanding PrEP 

 

CHART #C20:  Recommendation of PrEP 
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CHART #C21:  Cost of PrEP 

 
 

A gender difference appeared in the reported understanding of and willingness to use both TAsP and 

PrEP, with more women understanding TAsP, and more men understanding PrEP.  Their rates of 

willingness to use the prevention method followed the same ratio.  These differences may be 

unsurprising, given Treatment as Prevention studies were widely conducted with primarily heterosexual 

couples, and PrEP trials – and subsequent targeting of the medication – have focused on men who have 

sex with men.  In addition, given the differences in risk and rates of transmission between heterosexual 

women and their male partners, and gay/bisexual men and their male partners, it is more likely a 

heterosexual couple with an HIV positive female partner may choose to rely on TAsP, whereas a gay 

couple with one HIV positive male partner may prefer the added safety of PrEP. 
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CHART #C17.a       CHART #C18.a 

   
 

 

CHART #C19.a        CHART #C20.a 

   
 

### 
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II. HIV CARE:  QUALITATIVE DATA & ANALYSIS 

A total of 68 unique individuals living with HIV participated in the qualitative portion of the Care Needs 

Assessment.  Forty-four one-on-one interviews were conducted.  Forty-six positive individuals 

participated in Focus Groups, 22 of whom also either filled out a survey and/or participated in a one-on-

one interview.   

 

As described in methodology, the interviews contributed to the quantitative analysis where possible, 

when responses to specific questions asked in the survey could be quantified from interviewee 

responses, in order to obtain the largest possible data pool.  Responses from Focus Groups were not 

factored in to the quantitative analysis. 

 

The interviews and Focus Groups produced a large volume of qualitative data.  The following analysis 

provides Key Themes then offers additional detail categorized by specific theme.  There were many 

prominent similarities in experiences, making key themes generally easy to bring to the surface. 

 

A. Key Themes:  Summary Tables 
 

The following tables provide a comprehensive overview of the Key Themes raised across interactions 

with positive individuals, indicating both the ranking of a given theme in relation to others, and the 

percentage of individuals that brought up the theme independently or responded similarly if asked 

about the theme.  This last percentage is an important consideration.  Some items appear in the tables, 

having been mentioned in a similar fashion by a number of people (in some case almost word-for-word), 

but may still only account for a small percentage of the respondents overall.   

 

The availability of medical marijuana is an example.  It is listed as a key theme because of the repeated 

references to lack of physician cooperation in obtaining, and is a high ranking issue of concern for some 

participants.  However, overall, it was raised by only 25% of respondents – much lower than some of the 

more ubiquitous themes. 

 

The four tables are sorted as follows: 

 Table CQ #1:  Key Supportive Themes – Benefits, Assets & Strengths 

 Table CQ #2:  Key Challenging Themes – Issues, Risk Factors & Unmet Needs 

 Table CQ #3:  Thematic Observations – Multiple Topics 

 Table CQ #4:  Potential Care Barriers – Respondents’ Opinions 

 

1) Supportive Themes 

Table CQ #1:  KEY SUPPORTIVE THEMES – Benefits, Assets, Strengths 

RANK THEME 
% Respondents 
Sharing Theme 

1 Getting into and staying in care is experienced as the expected norm for 
Vermonters who are HIV positive. 

 Respondents experience other HIV positive people they know as being 

> 98% 
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uniformly in care. 

 The vast majority of those who know other HIV positive people could 
not identify one person not in care. 

2 The majority of Vermonters living with HIV/AIDS are highly satisfied with 
their medical care, including their infectious disease care professionals 
and medical facilities.* 

 This question was discussed at length with each respondent, and over 
90% reported a high degree of satisfaction, echoing the high levels of 
satisfaction expressed in the surveys. 

 A strong majority of respondents stated, without prompting, “I love my 
doctor.” 

 An important consideration is that this figure does not mean that 90% 
of respondents were equally happy with all Vermont doctors.  
Individuals expressed dissatisfaction and reported unsatisfactory 
experiences.  Rather, this theme indicates that by and large, 
Vermonters were eventually able to find a good match for their 
medical service needs. 

 A small handful of individuals had serious, negative experiences with 
the Vermont medical community, including negligence and 
intransience, and had chosen to go out of state for care.  For these 
individuals the state of choice was Massachusetts, with Mass General 
and Fenway Health Center receiving high marks. 

*For the purposes of this theme, while it is located in NH, DHMC is included with “Vermont care” as 
it a primary medical resource for Vermonters.  

> 90% 

3 Vermonters living with HIV identify that HIV care is much better now 
with exponentially better medication and more knowledgeable providers 
(infectious disease specialists, specifically). 

 Over 90% of interviewees spoke of how much better the medication is 
now than it used to be – fewer pills and fewer/less intense side effects.  
One of the most repeated comments was “I used to take a double 
handful of pills and now I take one.” 

 Some basic side effects were still reported, mainly gastric symptoms 
(nausea, diarrhea, et al), fatigue/lack of energy, and neuropathy.  
Approximately 50% of respondents reported they experienced side 
effects, but they were perfectly manageable. 

 It should be noted that a good portion of respondents are long time 
survivors diagnosed many years prior, who had either experienced AZT, 
or saw it at work and refused to take it. 

> 90% 

4 The state of Vermont ranks high in services for HIV positive individuals. 
 In excess of 80% of respondents stated that they felt Vermont was 

doing well in serving their needs.  

 A majority of those who had lived in other states preferred Vermont 
services, including some who would like to move out of state for other 
reasons, but feared losing Vermont benefits and care standards.   

 In particular, the Vermont Department of Health was cited as a highly 
positive aspect of Vermont services, along with AMAP and the speed of 
service access. 

> 80% 

5 A strong majority of HIV positive Vermonters are generally feeling well, 
physically. 

 When their health was inquired after, the majority of interviewees 
said, “I’m feeling great” or “very good.” 

~ 80% 
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 The remaining 20% ranged between “good” and “okay,” with only a 
small handful of people persistently not feeling well.  Those who rated 
their health as “okay” most frequently described it going “up and 
down” with both good and bad bouts. 

 The main physical complaints (related to HIV) were low appetite and 
nausea.  

 A number of respondents specifically noted that while they felt well 
physically and were happy with their condition vis-á-vis HIV, their 
mental health – specifically depression – was not doing well. 

6 Positive Vermonters are generally well satisfied with their AIDS Service 
Organization, and by extension, their case manager. 

 Similar to medical care in Vermont, this satisfaction echoes the results 
from the quantitative survey.  Generally, people spoke very highly of 
their Vermont* ASOs and the help they provide. 

 Also similarly, this does not mean that there were no experiences of 
dissatisfaction.  There were a number of unsatisfactory experiences 
reported.  However, there was a higher number reporting excellent 
relationships with and support from their case manager(s), or only 
minor frustrations.   

 Some individuals who were now satisfied had taken pains to change to 
a new Case Manager, and/or a completely new ASO, even if this 
involved more travel, or physically moving to another town.   

 Clear trends existed among the reporting of satisfactory and 
unsatisfactory experiences with organizations/case managers.  More 
detail has been provided directly to the Vermont Department of 
Health. 

*Inclusive of two organizations serving both Vermont and New Hampshire. 

~ 80% 

7 Vermont ranks high in ASO services for people living with HIV/AIDS. 
 In comparison to other states, the community-based services provided 

by Vermont ASOs were cited as more plentiful and better. 

 Housing assistance, food shelves, gas and grocery cards, were all 
identified as some of the most important assistance received. 

~ 80% 

8 Commitment to care was found to be proportional to an individual’s 
ability to identify a connection to something/someone about which they 
care deeply. 

 Prime motivators of self-care included connections to spouse/partner, 
children/grandchildren, animals, and work. 

 “Work” did not necessarily translate to a specific career about which 
the individual cared deeply or identified strongly.  Rather, “work” 
indicated a definition of purpose and productivity.  Those for whom 
“work” did translate to a specific career important in and of itself were 
uniformly artists. 

 Greater dependency prompted greater commitment, e.g. animals 
prompted a high commitment to self-care due to their perceived need 
of the caretaker. 

 The lack of judgment expressed by animal companions was 
consistently flagged as a strong positive factor in the connection. 

 The reverse indicator was also present, as approximately 5% of 
respondents specifically identified how difficult it was to not be 
“connected to” anything. 

~ 80% 

9 The majority of positive individuals expressed satisfaction with their ~75% 
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primary care physician. 
 A number of individuals expressed a high degree of satisfaction with 

their primary care physician and office, reporting that they always felt 
afforded plenty of time, physicians were aware of HIV and HIV 
medication interactions, and some individuals noted that their primary 
care doctor was one of the main supports in their life and the 
management of their HIV. 

 Experiences with primary care are not as uniformly positive as Vermont 
infectious disease care.  Named concerns included lack of knowledge of 
HIV, alarmist tendencies toward the presence of HIV as part of the 
patient’s overall care, a perceived lack of caring about the patient as a 
person, and a tendency to “hand out pills and pat you on the head.” 

10 A majority of Vermonters living with HIV/AIDS are aware of Vermont’s 
Consumer Advocate. 

 Approximately 65% of respondents expressed a solid awareness of the 
Consumer Advocate and a full understanding that this was a person 
they could contact for direct assistance. 

 Only about 15% expressed they had not heard of the Consumer 
Advocate at all.  There was a geographical trend to awareness, with 
fewer people in the southern portion of the state aware of the role.  
Some of these same individuals expressed that they were also not 
aware of the PWA Coalition, in general. 

 Others expressed that they were aware of the existence of a Consumer 
Advocate, but did not have a strong sense of what that might mean or 
why they might contact the person. 

 Those aware of but not contacting/utilizing the Consumer Advocate 
service uniformly expressed their reason as experiencing no need for 
advocacy. 

 Those contacting/utilizing the Consumer Advocate uniformly identified 
the role and the individual Advocate as very helpful in listening to and 
assisting in resolving their concerns. 

 Approximately 5% of people noted that the Consumer Advocate is of 
considerable important to them, and in fact is considered their “only 
connection,” either through personal interaction or the Advocate’s 
monthly article in the PWA Coalition newsletter. 

~ 65% 

 

2) Challenging Themes 

Table CQ #2:  KEY CHALLENGING THEMES – Issues, Risk Factors, Unmet Needs  

RANK THEME 
% Respondents 
Sharing Theme 

1 Financial concerns are by far the most challenging issue faced by 
Vermonters living with HIV. 

 The wide majority of respondents cited financial concerns first when 
describing their unmet needs. 

 Primary challenges included:  Vermont’s 3Square system (food 
stamps), housing costs, transportation/cars, the SSI system. 

 The conflict of wanting to work and having benefits cut drastically 
when bringing in any income was repeatedly flagged. 

 Individuals who did not have financial concerns made up less than 10% 

> 90% 
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of respondents. 

2 Stigma in various forms was the second-most identified challenge. 
 Individuals identifying that they do not experience HIV-related stigma 

in Vermont comprised approximately 10% of respondents. 

 Reports of HIV-related stigma, both amount and forms, differed 
depending on region of state. 

 Respondents self-defined what stigma encompassed, primarily 
identifying:  general societal attitudes, dating, employment, breaches 
of confidentiality, lack of education and persistent misinformation. 

 

Two corollary issues were raised consistently in conjunction with stigma: 
 

> 85% 
 
 
 

 

2.1 Isolation 
o Rural isolation was identified as a primary contributor to stigma 

with a lower level of knowledge/understanding about HIV/AIDS, 
and a higher fear factor and perceived need for secrecy and hiding.   

o 75% of respondents discussed isolation – both physical and 
emotional – as a struggle in their lives contributing to 
psychological and emotional distress.   

o Disclosure was cited as of much greater concern in smaller, more 
rural towns, resulting in a 50/50 split in respondents between 
those who disclose to no one and those who are not concerned 
about disclosure. 

o Individuals identified experiences of discrimination and job loss 
related to HIV status. 

2.1:  ~ 75% 
 

2.2 Lack of Education & Misinformation 
o Respondents identified a surfeit of misinformation still circulates in 

small towns, contributing to fear and stigma, exacerbated by the 
fact that there is no larger community-level education. 

o Respondents flagged the school system as a concern, citing the 
demise of in-school speaker programs and poor health education. 

o Those identifying that their local Vermont schools did a good job 
of educating students around HIV/AIDS made up fewer than 25% 
of respondents. 

2.2: ~ 75% 

3.  The most commonly identified dual diagnosis with HIV/AIDS by 
responding Vermonters was depression. 

 Over 50% of respondents immediately identified depression in 
conversations about other conditions/challenges. 

 Depression was identified by name, as a condition, rather than in 
descriptive terminology of “feeling down,” etc., as a temporary state of 
mind.  By and large, HIV-positive individuals were highly self-aware of 
mental health challenges and identified them as such. 

 Following depression, all at below 50%, common co-occurring 
conditions were Hepatitis C, followed by anxiety, and then chronic 
fatigue/chronic pain.  Individuals identified chronic fatigue and chronic 
pain both in diagnosable terms – the conditions Chronic Fatigue 
Syndrome, Chronic Pain Syndrome, and Fibromyalgia – or simply as 
descriptive states such as “I’m tired all the time,” “I have no energy,” “I 
have chronic back pain.” 

 A smaller but noticeable number of respondents reported diagnosed 
Post Traumatic Stress Disorder, and additional individuals not 
identifying PTSD described significant traumatic life events. 

> 50% 
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 Diabetes and arthritis were well below the other items here, but 
mentioned enough times to qualify as notable for the purpose of this 
listing. 

4. State service issues were raised as challenging by just under half of 
responding Vermonters living with HIV/AIDS. 

 State housing system and state mental health system identified as 
insufficient. 

 Too little financial assistance with too much penalizing for income 
generation. 

 System is confusing and burdensome with too many offices, contacts, 
moving pieces, and paperwork requirements. 

 A need for a clear, accessible list of all services available to individuals 
was noted repeatedly. 

~ 40% 

5. Significant issues with ASO case managers were identified by one third 
of Vermonters living with HIV/AIDS.  

 Primary concerns included insensitive/inappropriate treatment by case 
managers and a lack of consistent training. 

 Numerous respondents noted that the list of services and assistance 
available to them varied depending on which case manager they were 
assigned, and that case managers did not have the same level of facility 
with acquiring access for clients. 

~ 30% 

6. While the majority of Vermonters living with HIV/AIDS are happy with 
their infectious disease care, approximately one third had experienced a 
serious breach of medical confidentiality or medical ethics, in Vermont. 

 Experiences ranged from inappropriate behavior by emergency 
medical responders, nurses, doctors, and administrative staff; verbal 
and visual breaches of confidentiality in health care settings; 
discriminatory care; accusations of drug-seeking based on HIV 
diagnosis; and outright refusal of care based on HIV status. 

~ 30% 

7. Difficulty in obtaining medical marijuana was noted as a significant 
challenge by one quarter of responding Vermonters living with HIV/AIDS. 

 Given the legal status of medical marijuana therapy in Vermont, a 
number of respondents identified considerable frustration and distress 
at a perceived lack of cooperation by Vermont medical professionals to 
assist with the marijuana registry program. 

 Significant divide of understanding occurs around provider statements 
that their “license is in danger” if they participate in the program.  
Patients perceive this to be untrue given the Vermont statutes as 
written that exempt the provider from a prescribing role, and maintain 
a provider’s role as solely confirmatory of patient condition.*  While it 
is within any provider’s right to not participate in the paperwork 
process verifying a patient’s condition, utilizing the license-related 
statement appears to be at the root of considerable anger and distrust. 

 
*“Health Care Professionals are not prescribing or recommending the use of marijuana. They are 
verifying the nature of the disease and its symptoms.” –Vermont.gov; Marijuana Registry 

~ 25% 

8. A minority of Vermonters living with HIV/AIDS reported significantly 
negative experiences with the Vermont medical community. 

 Approximately 5% expressed serious enough poor treatment or 
breaches of confidentiality at the hands of a particular doctor to “fire” 
their doctor.  These individuals were able to locate other services in 

~ 10% 
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Vermont (or DHMC) that met their needs. 

 Fewer than 5% of respondents reported experiences that exceeded 
philosophical disagreements, personality clashes, disagreements over 
treatment/medications, and lack of perceived interest on the part of 
the provider.  Primary complaints from these individuals included:  
failure to diagnose, failure to identify potential side effects, incorrect 
prescribing, and medical negligence resulting in worsening conditions 
and compromised health; refusal to treat based on HIV status; and 
failure to entertain the latest medical knowledge/advances, including 
failure to prescribe scientifically-proven medications. The majority of 
these individuals were unable to locate a Vermont provider that met 
their needs, and chose to take their care out of state.  Notably, all 
remained in care. 

9. While small in number of respondents, the issue of incarceration needs 
mention.  

 Vermont’s incarceration system was identified as in need of 
improvement. 

 Incarceration was identified by all experiencing it and by those assisting 
the incarcerated as disruptive and detrimental to HIV care. 

 Transitioning from incarceration to society following release was 
identified as even more problematic.  While some individuals were able 
to have a more stable medication regimen while incarcerated, 
transitioning out of incarceration always disrupted care and placed the 
individual at high risk, due mainly to lack of supports during the 
transition process. 

~ 6% 

 

3) Thematic Observations:  Other 

 

While Tables CQ #1 and #2 offered a ranking based on prominence of theme, Table CQ #3 simply shares 

the percentage of respondents making a specific thematic observation. 
 

Table CQ #3:  THEMATIC OBSERVATIONS – Multiple Topics  

THEME 
% Respondents 
Sharing Theme 

Recovery and Substance Use/Abuse 
 Spoke specifically of struggles with substance abuse. 

 Identified as in recovery. 
 Identified current, active addiction either explicitly or implicitly. 

 

~ 20% 
~ 20% 
< 5% 

Current Vermont Prevention with Positives Interventions 
 Individuals participating in CLEAR (~10% of respondents) like the program a 

great deal, are very happy with the CLEAR providers, and almost all (> 95%) 
would be interested in participating again. 

 Those who have not currently taken CLEAR (~90% of respondents) expressed 
little to no interest in pursuing it. 

 Those who discussed Healthy Relationships made up too small of a percentage 
to assess results. 

 

100% 
 
 

~ 80% 

PWA Coalition and the PWA Retreat 
 The majority of respondents had heard of the PWA Coalition, whether or not 

they participated with it.   

 

~ 80% 
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 A minority of respondents had negative experiences/impressions of the 
organization. 

 Majority aware of PWAC either greatly appreciated or simply did not interact 
much with the organization. 

 A majority of the respondents go to the annual PWA Retreat regularly. 
o Of those, approximately 30% expressed unequivocal satisfaction with 

the retreats, stating, “I absolutely love them.” 
o The majority who report attending regularly reported enjoying them, 

specifically mentioning the connecting with other people, the 
informational sessions, and the information on aging. 

o A minority of current participants noted past negative experiences, 
especially in imbalance with offerings for heterosexuals.  However, 
these individuals uniformly stated that offerings for heterosexuals had 
increased and improved. 

 A minority of the respondents do not go to the retreats – some who had been 
in the past and others who have never gone. 

o Of the 30% of respondents not attending, the split was approximately 
75% stating, “I’m definitely not interested” versus 25% stating “I just 
don’t feel a need to attend.” 

o Of the 75% definitely not interested, there was small minority (<10%) 
who had significantly negative experiences with either the retreats, or 
the PWA Coalition, driving their decisions. 

o Those not interested who did not have a previous negative experience 
expressed a variety of reasons, including having children, too much 
going on, too sick to attend, severe social anxiety/don’t like groups, 
lack of interest in or dislike of getting together “around HIV,” and 
concern about being seen at the Retreat thereby revealing HIV 
positive status. 

o Those expressing they did not feel a need to attend such an event 
gave variations on a theme of either having been and not gotten much 
out of them, or simply not needing support or group interaction 
around HIV in their lives. 

~ 15% 
 

~ 85% 
 

~ 70% 
 
 
 
 
 
 
 

 
~ 30% 

 
 

 
 

Treatment as Prevention 
 The majority of respondents reported having heard about and understanding 

Treatment as Prevention, but a lower percentage (~ 75%) expressed a firm 
grounding in what the phrase actually meant, and the effects of an 
undetectable viral load on sexual risk. 

 A minority stated they did not have a clear grasp of TasP. 

 Taking into account the combined group of those understanding TasP prior to 
the interview and those learning more about TasP at the interview, a majority 
expressed they would trust TasP alone for protection.  A small minority had no 
trust in it at all; a larger minority stated they were comfortable with TasP and 
trusted the concept, but expressed a need to use a condom back up.  This 
included individuals who were currently in a sexual relationship, and those who 
were projecting future behavior if they were to enter a sexual relationship. 

 

~ 90% 
 
 
 

~ 10% 
 

~ 60% 

Pre-Exposure Prophylaxis 
 Respondents were less aware of PrEP.  The majority had heard of it, but a 

significant minority had not encountered the concept. 

 A small minority expressed not understanding the term or how it worked. 

 PrEP brought mixed reactions overall. 
o Approximately one third of respondents displayed strong support, 

including individuals: currently in relationships with a negative partner 

 

~ 75% 
 

< 10% 
 

30% 
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actively using PrEP; excited about the opportunity it provided for self-
efficacy and sexual decision-making; confident in the drug’s efficacy; 
and in favor of recommending it to a partner.  This group displayed a 
strong grasp of the combined use of TasP and PrEP. 

o Approximately half of respondents expressed more cautious interest. 
Primary concerns included insurance coverage/cost and possible 
medication resistance.  This group viewed PrEP positively for giving a 
partner a strong method of protection they controlled, and offering 
peace of mind to a magnetic couple overall.  Some were possibly 
interested in use with a partner, but the majority was hesitant about 
the idea of using PrEP as a primary form of prevention. This group 
represented mainly people either in long term relationships with little 
sexual activity, a positive partner, or comfort using other protection; 
or people who were not currently sexually active.  

o A minority expressed absolutely no interest, for a variety of reasons 
including: lack of trust in the medication’s efficacy, lack of trust in 
people to take the medication correctly, too great of a sense of fear of 
potentially infecting someone, and opposition to a healthy person 
taking a strong medication with significant potential side effects. 

 
 

 

 
50% 

 
 
 
 
 
 
 

 
15% 

 

4) Care Barriers 

Table CQ #4 is a ranked list of reasons that respondents theorized might keep people out of care.  The 

influences on this list included:  

 Personal experience of circumstances that kept them out of care when they were first 

diagnosed  

 Reasons they fell out of care at some time in the past  

 Reasons they were aware were keeping someone they knew out of care  

 Conjecture of circumstances they could understand might keep people from accessing care 

Further detail is included directly below the table in the words of the participants. 

Table CQ #4:  POTENTIAL CARE BARRIERS – Respondents’ Opinions  

RANK BARRIER 
% of 

Respondents 

1 Mental Health 50% 
2 Substance abuse 35% 

3 Stigma/Fear 30% 
4 Past Perceptions of HIV Care/Medications ~ 20% 

5 Financial Concerns (specific to health care) ~ 20% 

6 Life Circumstances – Maslow’s Hierarchy  ~ 20% 
7 Fear/Dislike of Doctors/Medical Environments ~ 20% 

8 Other:  Anger, Self-blame, Feel Healthy, Prefer to Ignore < 5% 
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Again, this list does not represent a direct one-to-one expression of reasons that participants were not 

in care.  Many interviewees entered care immediately on diagnosis.  This is an amalgam of factors that 

participants have experienced as contributing to delayed or refused care. 

 

B. KEY THEMES:  Participant Voices 

Direct statements by participants in interviews and Focus Groups provide a stronger context for the Key 

Theme summaries.   

 

The following themes were discussed above in the tables #1 through #3, and the selected statements 

below provide context for the identification of these as Key Issues and provide an additional voice for the 

many interviewees who participated in this extensive process. 

 

 

 

1) Barriers to Care 

 

As has been noted, the vast majority of respondents reported being in care.  In each case, two questions 

were posed: 

 Why do you think people may not access care for HIV/AIDS? 

 What helps you get into/stay in care? 

Overall results of the responses to these questions are summarized briefly in Table CQ #4 above.  

Participants shared the following selected thoughts. 

 

“Why do you think people may not access care for HIV/AIDS?” 
 

o Financial Concerns:  

 

 "Perhaps even the co-pays are not affordable, or even having insurance for that matter.” 

 "My thoughts would be mostly… fear of the expense, not knowing if they'd be able to afford 

the meds..." 

 "If I didn't have good insurance, I'd be in rough shape." 

 "I have a GP but I have to travel for my specialist.  I have a $50 copay for both so can't afford 

to do both."   

 

o Medication Fears: 

 

 “Other than lack of discipline/routine, I believe that it is the side affects that most impact 

compliance." 

 “The fear of meds used to be big 10 years ago, keeping people off them… but I think people 

have now gotten more comfortable with that.” 

 "AZT, DDI… I saw it all.  It was killing people faster than helping them.  It was a mixed bag.  If 

you were SUPER sick there was a 50/50 change that it would help or hurt you worse.  Until I 

was one foot in the grave and the other on a banana peel, I was NOT taking meds." 
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o Feeling Well: 

 

 "I think, maybe if they’ve never experienced being really sick.   If I was positive and 

asymptomatic it might be different.  The illness makes a big difference.  I’ve been really sick, 

and really scared." 

 “Feeling okay can keep you out of care.  I know people used to… if they were feeling okay, 

why go start that stuff?” 

 

o Mental Health: 

 

 "You can't tell me my life is worth living.  I have to figure it out for myself.  When I do, I'll 

take the meds." 

 "I know… with bipolar, and I suffer with severe depression and I've been suicidal.  I know that 

if I stopped taking my meds, no one would know I was taking my own life until it is too late.  

If you have someone who is mentally unstable, this is a passive suicide option." 

 “[Person] was there the day I got diagnosed.  If she wasn't HIV+, I might not be in care.  

What with my depression.  She could lay out the options.  She explained things to me.  She 

gave me hope.” 

 "Denial.  Depression.  Some are so angry about having HIV that they want to not disclose the 

fact of it..." 

 "I waited way too long [to get into care] because I was young and dumb!" 

 "When the depression kicks in, I know I struggle.  My mental stability just goes.  My brain 

chemistry goes off.  …When I was using drugs I'd go from using nothing, to off the fucking 

charts in the winter...  It's still a struggle to take the HIV meds in the winter.  In summer it's 

easier. "  

 

o Self-blame: 

 

 "My husband was in care but wouldn't take care of himself.  He was angry.  A lot of people 

are ashamed of it and embarrassed by it.  He refused to take meds.  He gave up." 

 "Some of them may also be dealing with acknowledging they are positive… [feeling like] they 

should have known better." 

  

o Life Circumstances: 

 

 "In a significant and important way it is better, stuff that didn't exist does now, and it works 

for most people… but people fall through the cracks."  

 "I know it's hard for other people without a good support system.  My support system makes 

all the difference." 

 "Life circumstances move people off of meds, out of care.  I have resources to take care of 

myself, but it can be much harder for others… falling out of treatment, falling into viral non-

suppression.” 

 

o Fear of and/or Discomfort with Doctors: 
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 "I have friends who don't feel comfortable being open with their doctors about their sexual 

concerns.  They can't find a doctor they do like, and they really don't like the one they have." 

 "It really bothers me that people have doctors that they aren't comfortable talking about 

their sexual health with.  As a sexually active gay man, MOST of my health problems have 

been sexually related." 

 “General fear of doctors.” 

 

“What helps you to get into/stay in care?” 
 

o Care as the Norm: 

 

 "Everyone that I know with HIV is under a physician's care.  I don't know of a single individual 

having refused care for any reason." 

 "Maybe I travel in lucky circles but it's always a shock when someone isn't in care." 

 

o Strong Will to Live: 

 

 "I'm not ready to die yet!  I got used to taking meds early for [another condition].  I know if I 

don't take the meds this is going to eat me up and I'll die." 

 "I want to keep going!  I want to live." 

 "Part of it is self respect.  The other part is I'd like to stay around until I accomplish 

something.  I’d like to go out feeling like I left something behind.  Most people, they think 

they are afraid of death, but I think they are more afraid of going out without doing what 

they are here to do." 

 

o Someone/Something to Care About: 

 

 "I love to work, it makes me feel like I have a purpose." 

 “People need someone to truly care about THEM and let them know that they are NOT alone 

and try to have them understand that everyone makes mistakes in life… but more so to help 

themselves, showing them that they DO have meaning in life and raising their self esteem.” 

 "You have to find… even if it is one person… who you can stay alive for." 

 "I gotta do what I gotta do.  Your daughter and grandkids --- that keeps me going and says I 

gotta fight." 

 "You know, it's not my family, not my girlfriend, it's none of that.  It's these five stupid cats!  I 

have these five stupid cats and every one of them comes with their own horror story.  If 

anything happens to me, who will take care of them?  They are my driving factor.  ... I've put 

a lot of emotional time into these animals.  I can't put my faith in people; they let me down.  

So I found something that is unconditional.  If I take care of them, they will take care of me -- 

emotionally.  I have more patience with cats than people." 

 "I think being pregnant and finding out [I was positive] was what saved me – I didn't have 

time to think of myself.  If I wasn't pregnant, I probably wouldn't be sitting here today." 
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 "I don't have any HIV positive friends who are NOT in medical care.  If I did, I would try to get 

them into medical care!" 

 

o Quality Accessible Care: 

 

 "Having affordable care available and a support system to go with the care, whether that is 

the patient's own support network or one provided by an organization." 

 "Community and physician support along with advocacy." 

 “Doctors who have good information sharing with patients.” 

 “Knowledge.  The more knowledge you have the better.” 

 

o Recovery: 

 

 “Getting out of alcohol and drugs.” 

 “Hitting bottom.” 

 

o Fear of Death/Illness: 

 

 “The fear… it was a good motivator.  It was my motivator.  The memories of that devastation 

keep me going.” 

 “I've got through all the meds and the side effects and been a lab rat and the motivation has 

always been 'yes, but you could be dead."  Or in the hospital, looking like a skeleton.  All 

right.  I will do anything.  I had no sense of... I almost can't imagine... a side effect I would 

not endure, having seen the alternative.  It's not the case now, but for me it persists in my 

own personal experience.  If you don't do this, you will die.  And by the way, this is the way 

you will die..." 

 "I finally went on when [my viral load] was spiking then moderate then spiking again… and 

the new meds were better. First month was hard, second month was better… and I've been 

on the same meds since then.  I don't know why they still work for me but they do." 

 "Almost dying got me into care.  I was very sick when I was diagnosed.  I don't want to go 

back there again.  If I don't take my meds I WILL go back there." 

 “Getting really sick.” 

 "I had multiple med changes and it was so difficult.  I didn't take anything for one year.  I 

didn't know a lot about HIV, and I'm not a medicine person.  But after my first bout of 

pneumonia, I almost died.  My doctor said 'this is how you die.  Don't play around.  You need 

to take the meds.'  Since then I've stayed on them.  They have been awful, but they are so 

much better now." 

 

 

2) Perceptions of Vermont Care and Services 

 

o State Comparisons: 
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Vermont fared well by comparison to other states in HIV/AIDS care, both medical and community-

based.  Individuals living in Vermont who had lived in other states and experienced other HIV care 

systems spoke highly of Vermont, including the state Department of Health, doctors, AMAP, Medicaid, 

and AIDS Service Organizations. 

 

 "[Vermont doesn’t] have a waiting list." 

 “I worry about not getting the care I do in Vermont [if I moved]." 

 "Vermont processes are definitely easier.  Everything in Vermont is easier to deal with.  Go into 

state buildings here and you can get through fairly quickly… [other states] you wait for hours and 

hours to see someone." 

 "When I got to Vermont it was easy to get on Medicaid.” 

 "I think it's better in Vermont.  Doctors, AIDS organizations… both of them are better here." 

 “The Department of Health here is very good compared to other states… you can call and get 

someone on the phone!” 

 “There is so much help in this town, in Vermont.  In [state], I was on my own.  I hear people say, ‘I 

hate Vermont.’  If you lived in [state] you'd see!  It's really different what Vermont is providing.  

My father brought me here.  He knew that this is where I would get the help I would need.  I've 

wanted to tell my story, of how Vermont has helped me.  I want people to know." 

 

One individual referenced high quality medical services in Florida, and another spoke of a 

comprehensive system that was more of a wrap-around in North Carolina, as positive experiences out of 

state.  The individual who had experienced Florida noted that the ASO services were lacking, however.  

A third noted a similar experience in third state, unnamed for reasons of confidentiality, where the 

medical care was more than sufficient but ASO services were not. 

 

 "North Carolina had a comprehensive care system that was different – I liked it.  I liked the idea it 

was comprehensive, and you go to one doctor and everything is covered, all my medical needs.  I 

don't mind what I'm used to up here.  It's much easier to get work here than it is down there, and 

down there you had to go to a food bank.  Here I can come here [to my ASO], and that's easier." 

 “Vermont is hard socially.  Health care was good in Florida, but I didn't get much HELP.  Vermont 

is doing great at getting help to people.  I think about moving out but I don't know that I would 

get the care I get here.  I'd probably been dead by now if I wasn’t in Vermont!” 

 "As far as doctors go, care in [state] was pretty good.  They take the blood tests, do the CD4 

count.  They HAVE organizations like APSV but they didn't help with much, if anything.  It was 

constantly 'we can't do this and we can't do that.'  They did nothing for me, and I would miss 

work to go see them!  I’d lose $100 in pay every time I went to see them." 

 

Another individual spoke specifically to maintaining an out of state doctor after moving to Vermont, 

specifically for concerns of keeping on the cutting edge of HIV care.  Over time, however, these concerns 

were allayed: 

 

 "I've had good doctors; care in Vermont has not been a problem for me.  I go to [hospital] and 

I've been very happy with the care there.  In the beginning, when I first moved here 20 years ago, 

I had [an out of state] doctor and a Vermont doctor.  I thought ‘I'm going to keep my [out of 
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state] doc; I will consult... but will be going to both.’  Within a couple years my other doctor said, 

‘I'm very comfortable with these guys you're seeing in Vermont.’  There was less and less esoteric 

stuff being done in [state], and enough of the important stuff had gotten to the doctors in other 

states.” 

Others expressing concerns about Vermont care followed the themes raised in the comments above, 

coordination of care specifically: 

 

 “Vermont could use more consistent follow-up listings – dental, follow-up on all potential 

problems, are you due for a check up, bone density, have you gone in for eye check?” 

 “Vermont needs more coordination of care, especially when inmates are coming out of prison.” 

 

o A2.  General comments on Vermont: 

 

For those who had not had experiences out of state, or who had additional commentary on Vermont 

circumstances, there was a mixture of strong positives and persistent negatives.  The positives again 

noted the Department of Health and their involvement with the community, and appreciated the level 

of care they received. 

 

 "I love it here!  I sit there every day and think how lucky I am." 

 "I don't think I'd go anywhere else… I'm scared of what I've heard about other states." 

 "The [Community Advisory Group] - they try their hardest, if you have a request or a question, 

everyone will try to answer.  It’s great that they [Vermont Department of Health] are doing this 

Needs Assessment.  I love Vermont for doing that." 

 

The negative comments and experiences were very specific to those highlighted in the themes above:  

severe cuts to Three Squares, difficulty finding work, and housing. 

 

 “The cuts to the Three Squares program have been VERY hard.” 

 “Vermont NEEDS to do something about food stamps!” 

 "Work in Vermont will be a struggle." 

 "There’s a lot of trouble finding housing." 

 "The main reasons I went to [state] -- I couldn't find housing and couldn't find work in Vermont.  

Now here I am in Vermont.  Looking for housing and work." 

 "I went to the Department of Labor, but there's nothing in there for any less than college 

educated people." 

 

Another theme that arose was difficulty with other state offices, outside of the VDH. 

 

 "Other state offices don’t know seem to know a lot about what isn’t right in their job.  I asked 

about housing stuff with the woman who was with housing… she just looked confused.  I had to 

explain it to her!"  

 

o Doctors & Care 

 



 

 

47 

The most common responses to inquiries about medical care were highly positive and enthusiastic.   

 

 “I am 100% satisfied with my service.  I hear people complaining, but I don't have that – I get 

great care."   

 "[Doctor?]  I love her!  She's the best!" 

 "I like [doctor] a lot.  She kept trying to get me here!  [ASO]  I finally said I'd try." 

 "I really love them [CCC] over there – they have a great sense of humor!"   

 “They [CCC] check on me constantly, it’s really very good." 

 “I’m very happy with staff at [CCC].  They understand the social/emotional aspects, they listen, 

they talk to me about other medical conditions.  Having been a self advocate for nearly 30 years 

now, I am confident that when I ask a question or need an opinion I am getting a learned one." 

 "My doctors are very knowledgeable and I am comfortable with their levels of expertise." 

 “Excellent doctors, both in HIV stuff and the traditionally accessible people – I feel very 

comfortable talking about my HIV stuff in the non-HIV medical world.  First I tried to keep all my 

care with [hospital] because I wasn't sure how local doctors would deal with it.  Even up to five 

years ago I would go to [one town] for my pharmacy, to [another town] for my dentist.  Now I've 

switched them both back to [home town].  I don't feel any sense of worry about that.  Sometimes 

my local pharmacy has a delay for my meds, but their customer service compensates for the 

delay!" 

 

One area of frequent comment was the reduction in number, type and severity of side effects of 

medications, and how this improved care experiences. 

 

 "Side effects?  Great!  I've been on my current cocktail for years and the side effects are 

insignificant.  I have an image of myself as a surfer just on the edge of the wave, and I've gone 

over and lost momentum.  Early on that happened a lot.  I experienced multiple drug resistance – 

multiple.  Options were very limited.  Some of the original meds – the stuff works but is it worth 

the effect on the liver?  Now I haven't changed meds at all in five years and my t cells are going 

up, and I'm in complete viral suppression." 

 “I have side effects but I am tolerating it.  I'm one of those people who says ‘I expect side effects, 

and if that is all you’re dealing with, you have it great!’” 

 

Less positive experiences with Vermont medical care, when they arose, centered mainly on attitudes of 

specific doctors – arrogance, resistance to patient self-advocacy, lack of willingness to spend time 

explaining the more complicated aspects of care; knowledge of GPs – while many had found a GP they 

liked, others noted a lack of understanding and awareness toward HIV issues; and ease of discussing 

sexual issues, or lack thereof.  

 

 "[Vermont doctor] was just not as collaborative.  And I felt discriminated against due to my own 

self-advocacy. 

 "They [doctors] are not always easy to understand.  With the very short visits…  I have a hard 

time understand things like CD4s." 

 "I wish more doctors in central Vermont would learn more about HIV.  I have to travel to 

Burlington or St. Johnsbury and that is hard for me."   
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 "I have friends who don't feel comfortable being open with their doctors about their sexual 

concerns.  They can't find a doctor they do like, and they really don't like the one they have." 

 "It really bothers me that people have doctors that they aren't comfortable talking about their 

sexual health with.  As a sexually active gay man, MOST of my health problems have been 

sexually related." 

 

The changes of HIV care over the years, and how this plays out in individual care choices, was described 

well by one respondent: 

 

 “Early on, it had this quality of being …special.  All the medical providers in this field wanted to 

get into this special fight.  I get that at the Comprehensive Care Clinic – this is a very special 

group of people and they make me feel special – it’s a holdover from the days of when it was 

special because ‘we are in this fight to the death.’  But… that's not the case anymore.  Now, I 

have a nurse practitioner who isn't even in the CCC system, she does my regular care, my general 

health.  Before I was going to Infectious Disease for everything!  Now, when something does 

bump up to the level I need to see the ID, I have a good sense of when to go.  And I check in with 

my partner.” 

 

 

 

o AIDS Service Organizations 

 

Positive Experiences  

 

As noted in the commentary on Vermont as a state, the AIDS Service Organizations are generally well 

liked, with good services.  One prominent theme was the quality of employees.  People spoke with much 

emotion about appreciating the lengths people went to in offering help, and many expressed feeling 

very close to their case manager and/or other ASO staff. 

 

 "Don't know what I would do without them [the ASO]." 

 "They’ve been amazing.  They have helped with so much." 

 “[Employee] and [employee] are awesome people.  I've never gotten so much help in my life.” 

 "[ASO employees] always know where to go." 

 “Currently the help from [ASO] is great.  [Case manager] helps a lot.  [They are] someone I can 

talk to." 

 "I love [ASO employees] – they're like friends.  [Case manager] will come to the house if I need 

[them] to." 

 "[Case manager] can get things done most people struggle with -- she's superwoman."   

 "She was the first and she set the tone of what I believe a case worker should be."   

 “Always had a fantastic relationship with all of my workers.” 

 "[Case manager]… I love her to death.  She's the only case manager I've ever worked with.  She 

went above and beyond her job for me." 

 

Numerous people spoke of their gratitude, and their feelings that so much help was available to them. 
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 "I appreciate it all - I get given so much sometimes I feel guilty!  I want to give back.  As an artist, 

I give back where I can." 

 "The case manager says 'you hardly ever ask for help.'  But I get what I need and I am so 

thankful.  Food vouchers have been great." 

 "It's great to work with [ASO].  If I run short on food or rent, they help.  If I need help with my 

lights bill.” 

 "This organization does excellent work.  This place has helped me a lot.  If it wasn't for this place 

Lord knows where I'd be." 

 "I like [ASO staff] a lot.  They give all kinds of help… gifts for my [child] at Christmas time, help 

with utilities, I don't have to wait for help.  Rides.  [Case manager] supported me at family 

court." 

 

People also spoke to specific aspects of ASO service they particularly appreciated: 

 

 "I don't think people take advantage of all that Vermont CARES offers.  I try to get the word out… 

try to get people in to get tested, especially those shooting up." 

 “I love [ASO] – the organization has worked really well for me.  Having an office locally makes a 

big difference." 

 “[ASO] has good testing visibility.” 

 “[ASO] was very supportive and helpful with basic needs, especially when I was getting out of 

jail.” 

 

Service needs and challenges 

 

On the flip side, as with any service system, there were concerns, complaints, and expressions of need 

that are not being met.  Concerns about individual case managers hinged on attentiveness, respectful 

treatment, response time, and lack of clarity around benefits/opportunities.  Numerous people spoke to 

a need for a written manual that laid out clearly what benefits were available to individuals in Vermont, 

what services the ASO could provide, and how the ASOs could help them to obtain state services. 

 

 "There needs to be a booklet with EVERYTHING that is available, statewide.  [ASOs] need to 

make that available.  I mean… you find things out by bumping into people!  That's not good.  You 

shouldn’t need to bump into the right person in the grocery store to find out there’s a service you 

didn’t know about.” 

 “I wish they could do more to help with eye care.” 

 “I think ASOs should help more with finding people legal help.” 

 “We could use more access to lawyers.” 

 “There needs to be more housing services like the housing program at VT CARES.” 

 “There could definitely be more social support.” 

 

Staffing patterns contributed to a feeling of disconnection with ASOs, with high turnover cited by 

numerous people as being problematic to services. 
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 “There is this constant flow of moving positions – you just get to know someone in one setting 

and they move on, into another position or out of [the ASO].  They don’t do a great job of 

keeping the clients informed about changes.  There’s a newsletter, but it’s irregular.  It would 

help.” 

 “There is way too much turnover of case managers.” 

 "In the beginning [case manager] was more supportive, but the time I was very sick, [they] were 

[out of the office].  There wasn't anyone.  For six months I wouldn't get a call.  They were short 

staffed.  10 years before I was doing great… but when I needed the help it wasn't there. I don't 

share my personal life much anymore.  I just come for food." 

 “[ASO] is very good, it’s just the response time.  It's hard to get hold of them and they are slow to 

respond to messages." 

 “Other clients… [are] like ‘[case manager] doesn’t spend time on me, she doesn’t check on me 

enough.’  I ask, ‘have you let [them] know you need help?  That you want contact?  You need to 

tell [them] when something is going on.’  You need to give the person a chance… I don’t think 

people communicate enough to [the case manager] what they want, how often they would like 

to be contacted.  [Case manager] will absolutely check in, if they know you want it!” 

 

One responder spoke about the shift away from ASO services in the HIV positive world: 

 

 "There's been a paradigm shift around services and accessing them.  There was a big motivation 

to get connected to health services and social support.  That need has largely evaporated.  It's 

much easier now to blend into the community and get the care you need, and have HIV be 

invisible.  I have a good chunk of friends who have done that.  They don't want to go to the 

[mental health facility], they don't want to go to an ASO." 

 

This was echoed in other responses that described a more distant relationship, or general lack of 

connection to an agency as a whole. 

 

 "I rarely even ask for anything but I do access the food pantry once in a while.” 

 "I don’t really have a relationship with them.  I am fairly knowledgeable about this issue...  I 

found personally that one-on-one advocacy suites my personality." 

 "Do we really need ASOs anymore?  Do we need as many as we have?  I don’t really think so." 

 

o Addiction 

 

Commentary on addiction mainly underlined two significant points – the overwhelming role that 

addiction plays in risk and disease management, and the long waiting lists for treatment in Vermont.  

These topics rose repeatedly and one individual summarized it well: 

  

 “Relapse is a part of my life.” 

 

The role that relapse played in interrupting care was clearly the most significant barrier for a subset of 

respondents. 
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Also of concern were suspected infections in their former milieus: 

 

 "So few people I know are infected, but so many people I hear through hearsay may be infected." 

 "If I got it [HIV] now, in my twenties, I know there's got to be people I hung out with who have 

it." 

 

Another repeated topic was the need for more syringe exchange services, especially in the southern part 

of the state. 

 

 “Vermont needs more syringe exchanges.” 

 

 

 

 

3) Vermont HIV/AIDS Stigma & Discrimination 

 

Many of the different sections of the Needs Assessment have brought feedback sharing a strong sense 

of underlying and outright stigma and discrimination throughout Vermont.  In this Care section, HIV 

positive individuals shared their direct experiences, providing stark examples of this sense.  Individuals 

in care also shared bluntly about their own feelings of being stigmatized.  Numerous examples are 

included here, to indicate the large number of people naming experiences.  Additional examples have 

been withheld due to identifying information, but have been communicated to the Vermont 

Department of Health. 

 

o Work and community experiences. 

 

 "My manager [at work] claimed that the Department of Health said I couldn't leave my cup 

sitting on a counter because if cups were laying around other people could catch HIV.  I knew 

that was a lie.  Parents complained about their kids working with me… and [my manager] did not 

handle it well.  I've been through hell with [my manager]." 

 "I was outed at [the pharmacy].  Twice, loudly.  [My ASO] went in and talked to them and they 

still did it." 

 "I'd rather not talk about it [having HIV] if I could avoid it.  It's amazing the way people, when 

they find out… how they look at you.  Your best friend becomes your worst enemy when they find 

out.  Some people are still scared.  There are VERY few people I've told.  There is still a lot of 

stigma.  I had a horrible time with people finding out on the job, some were okay with it… but 

mostly not.  Guys I worked with found out I was HIV positive.  It was bad." 

 "Problems at work go up and down.  The set of [people] I work with now, they know and it 

doesn't seem to bother them.” 

 "Living here, when you go to the doctor's office you run into nurses who are mothers of your 

children's friends.  I go into panic mode.  I try no to let it overwhelm me but it does at times." 

 "I had a hard time with this building [ASO] because [other commonly-used community 

organization] was here.  I would send my mom to pick stuff up for me." 
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 "Last year my [child] and I moved to [state] and that was great.  The only time I felt good was 

when nobody knew me." 

 "I want to tell my daughter but her mother doesn't want her to know." 

 "I’m not comfortable at all sharing my status." 

 "I feel labeled, I really do." 

 "Others in my family prefer to keep it quiet so it's still a big secret." 

 

o Dating and social stigma; internalized stigma. 

 

 "I don't talk about it.  I'm embarrassed… people used to say such horrible stuff." 

 "[Following a bad rejection experience after diagnosis] I've just been celibate since finding out.  I 

would rather do that, than say it.  What are the odds… that one in ten won't throw me out?  

Well, I don't want to have to go through the ten.  I'm at an age now where I don't think I would 

be interested unless I cared about someone first." 

 "Socializing is difficult.  It reminds me of leprosy… you get treated that way." 

 "I live alone, I don't want to look for partners.  I don't want to risk making anyone sick." 

 "Socially it's gotten worse!  Early on, the gay community rallied around HIV because anyone 

could get it.  Now it is ‘US’ and ‘THEM.’  I see more acceptance in the general community!  The 

gay community… will open their checkbooks but there is a huge division.  Relationships and 

meeting significant others... it's gotten dicey, gotten worse.  And at the same time, [there are] 

less support groups."   

 "I don't know if the drug using community is using sorting, but the sorting that is going on in the 

gay community is pretty significant." 

 "It [the stigma] speaks of isolation… there is no place to go to meet your own and in the general 

community there is a strong message of ‘you better not be [positive]!’” 

 "Absolutely, I don't think it [stigma] will ever go away.  There is fear and there always will be." 

 

o The minority experience. 

 

A minority of respondents did not experience a great deal of stigma, or saw Vermont’s challenges 

representing more of a lack of knowledge/education, rather than deep-seated discrimination.  Notably, 

those describing fewer stigma experiences were people able to express a strong disregard for the 

judgments of others.  Gay men with experience coming out, and women who had worked through other 

forms of judgment in their lives, both were more strongly grounded in a perception of less HIV stigma, 

even in areas others ranked as high stigma locations. 

 

 "I see misinformation, not stigma." 

 “Stigma hasn’t really been a problem in Rutland… not in my life or in my medical care.” 

 “My boyfriend has more problem with race discrimination in Vermont than with HIV 

discrimination." 

 "I tell everyone [that I’m positive].  I don’t care.  They're fine.  They think nothing of it.  It is what 

it is.  But I've always been like that.  I've been gay since I was born and was always out!  High 

school was tough." 
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 "These days, people just shrug.  Some people are hicks and don't have a clue… but they don't 

have a clue what's going on in the world." 

 

This is not to imply that those experiencing stigma are not “handling it correctly” or being “out enough” 

by comparison to those who are seeing less stigma.  These differences in experience were clearly factors 

of individual circumstances, financial condition, location, and multiple other considerations.  Overall, the 

strongest takeaway from these varied experiences is that those reporting less stigmatization have 

additional life factors that may be cushioning their experiences, indicating a higher potential that stigma 

and discrimination are more widespread than some of the more positive experiences might imply. 

 

o Community Education 

 

A strong theme among respondents was the shift away from community education in HIV over the 

years, and how this contributes to stigma.  Many participants had spoken in school programs in the past, 

and noted that schools are no longer asking for speakers, and some schools are not allowing speakers.  

This was seen as a significant contributor to a lack of basic knowledge in young people, presenting 

increased risk.  Commentary made it clear that the speaking engagements were a positive experience 

for the speakers as well as sharing knowledge. 

 

 "The speakers bureau was great.  I did that for years." 

 "I spoke in an 8th grade classroom… that was great.  There's not stigma with 8th graders." 

 "Sure there is a lot of stigma – nobody sees anything in the area about [HIV/AIDS].  There is 

nothing educational.  There should be something for young kids so they would be safer and stuff.  

My daughter graduated without knowing anything about HIV.” 

 "More education I feel would be better.  Even if it is just a little… especially in the high schools." 

 "Kids did not seem to be learning HIV in health class.  We need sexual education.  It would have 

slowed my roll.  You need to make sure the information is there." 

 "Schools need to allow trained speakers in.  My niece was getting misinformation from the 

teachers in [town]." 

 “We need more education, speaker bureaus in schools, general community education.  Kids 

MUST get more education… I learned nothing about it.” 

 "If I got it [HIV] now, in my twenties, I know there's got to be people I hung out with who have 

it." 

 

One respondent, living in an area with high stigma and therefore not revealing their status, spoke to the 

difficulty of hearing misinformation and correcting it, without calling unwanted attention to oneself, or 

suspicion of infection. 

 

 “You HAVE to get people aware and involved, workshops to start to get people aware about the 

lies.  [I’d be a] lot less isolated if stigma wore off.  Education can change a lot.  Awareness of how 

it is spread… I've heard some stupid shit.  I want to look at people and say ‘Where the fuck did 

you get that shit?  Who told you that?’  But then you say that and they say ‘how do you know so 

much about it?’  So you can’t even say anything.  I get so frustrated with the shit people come up 

with and are telling other people." 
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Overall, the frustration expressed by this last individual was echoed throughout the interviews – anger 

and exasperation about the lack of even basic knowledge.  This was a significant cause of negative 

emotion in the lives of individuals living with HIV. 

 

 

 

4) Life Purpose 

 

o SSI Barriers and the Importance of Productivity 

 

Similar to an external focus on loved ones, animals, or volunteering, there was a prominent theme of 

productivity and making a contribution.  Another aspect of feeling needed, this underlay many of the 

concerns expressed about the SSI system.  Interviewees expressed deep frustration at both the difficulty 

of SSI restrictions and the limitations imposed by HIV-related fatigue. 

 

 "If you're on SSI and you're broke and there is nothing to do… you start feeling alone and like 

you're not needed.  It sucks.  I start feeling like I'm not needed and that sucks. I don't do 

anything." 

 "I went from 20 hours to 32, and my rent went up.  I can't get food stamps.  I was $26 over and 

got cut.  People want to work and can't, and get penalized.  My nutrition isn't good because of 

the affordability of food.  If I get caught up on my credit cards, I charge fruits and vegetables!  

I've worked all my life, taken care of everything by myself.  I'm very grateful the medication gets 

covered.  But people need to be able to work.” 

 “I love to work.  It makes me feel like I have purpose.” 

 “Working makes me feel good about myself but if I go five dollars over, it screws up my benefits, 

I have to reapply, pay money back, pay a penalty, do everything all over again… we get 

penalized.  I’m getting penalized because I WANT to help support myself.  They are literally 

giving us a disincentive to get a job.  But I WANT to work.” 

 

o Connectedness 

 

A high number of people linked their state of well being to caring for someone or something in specific.  

Those with partners and children referenced them: 

  

 "I will try the meds again.  I will make that decision because I have three daughters and 

granddaughters." 

 "My kids.  My kids are everything." 

 “I was pregnant when I found out [I was HIV positive]. I think that saved me.  I couldn’t just think 

about myself… I had to think about this baby.” 

 

There were also those who may otherwise be alone, who had developed a connection with an animal.  

The number of people specifically stating “I am staying alive for my animal” demonstrated a link with 

caretaking that has been sustained in other research. 
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 "I'm here for my dogs." 

 “You know, it's not my family, not my girlfriend, it's none of that.  It's these stupid cats! ...If 

anything happens to me, who will take care of them?  They are my driving factor.”   

 “We got a puppy… it really helped.” 

 

One respondent, in noting their loneliness, highlighted their lack of animals as part of the isolation. 

 

As this research was under final compilation, an Associated Press article out of Chicago highlighted the 

theme, “HIV-positive doctor says his dog saved his life,” [Associated Press, Martha Irvine; November 30, 

2015] and described the project When Dogs Heal (http://wdhproject.org/about/). 

 

In another link with an “other-directed” focus feeding a drive toward better self-care, additional people 

identified one of their reasons for staying in care as a desire to continue to help others. 

 

 "As long as I have breath in my body I will get up and reach out to people to help." 

 “I love to volunteer at [my ASO] – and I don't want to die!” 

 

One respondent summed up: 

 

 "You have to find… even if it is one person… who you can stay alive for." 

 

Another expression of this is the power of being needed, and the impact this has on self-care. 

 

 

o Peer Support 

 

Peer support is a complicated issue.   While a majority of respondents agreed that there is a general lack 

of support and many people feel isolated.  However, the individual responses to that fact are wide 

ranging.  There was no majority-preferred solution. 

 

A minority would like to see more support groups, even as they acknowledge that support groups were 

always difficult to start and maintain in some of the smaller towns/more rural areas.  The current 

successful ongoing support group is located in Burlington, Vermont’s most populous areas.  Another 

minority spoke of the need for support, but either expressed that they felt support groups were “over” 

given the status of HIV now, or expressed that they personally could not see themselves going to a 

support group due to confidentiality concerns.  Others simply felt that support and isolation will always 

be issues in the rural conditions in Vermont, and looked to their own friends network for support. 

 

Expressed need. 

 

 "I miss support groups.  [ASO] hasn't had one since 2006.  I love the Pride Center’s." 

http://wdhproject.org/about/
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 "Support groups in person have never taken off here.  So few people, it’s rural, hard for people to 

get out to it… it just doesn't work here.  The people stay healthier and there is more other 

support.  They don't need so much of an HIV support group." 

 "I'd go over the border and it is a little more acceptable but who wants to travel over an hour 

away for a little piece of mind?  A lot of us don't have the money and resources to find other 

places to go.  Two weeks after the first of the month, I'm broke, and I can’t just put $50 in the 

gas tank to go to a meeting once.  It's unrealistic, unless I plan for it for two or three months in 

advance.  If there were more support in this area I'd gladly go, hands down.  What gets to me is 

the isolation – it's like I'm all alone.  Sometimes my [partner] isn't enough, because I feel 

trapped, there are no other outlets." 

 “It's very lonely in [town]." 

 "A big need is connection, a support group.  There's been no outreach around creating a support 

group in our area… or if so I haven't heard of it.  I rely on [the peer advocate] and the PWAC 

newsletters.  I'm very isolated, I don't know any other HIV positive people around here." 

 "I don't know anyone in this area to connect with, and I would not be comfortable sharing my 

status." 

 "I don't have any specific friends who are positive.  I stay in my own little world."   

 "People say go to AA.  But I can't talk about what I'm really struggling with… sometimes I wake 

up and feel like shit and I know it's the HIV and I can't go to AA and talk about that.  I shared in 

AA and ended up having to leave that town.” 

 "It's gotten better in the last few years but it is still medieval here.  As a recovering addict, and 

being HIV positive, and having to live with people not knowing my status… that's when you start 

feeling bad, and you do stupid stuff to make yourself feel better and it would be easier if people 

knew and I could talk to people.  There used to be support groups everywhere back then and now 

that people are living longer there are NO support groups.  But it's the mental part that is still 

shattered.  Emotionally, unless you have a good support system, you don't just talk to your 

friends because some would be good but most people don't want to acknowledge it.  There’s still 

so much stigma and misinformation." 

 

Positive current group experiences.  

 

 "The Vermont Pride support group has been great." 

 "The telephone support group is great."   

 

Concerns about groups despite isolation. 

 

 "I don't want HIV positive support.  I don't really want to think about HIV when I don't have to.  I 

only think about it when I go to the doctors." 

 "I wouldn't be able to do a group - I'd get too overwhelmed." 

 "It would be great to have the support groups but I'm not group oriented.  I even hate talking on 

the telephone!" 

 “What can be concerning about peer support groups is specifically about how the Vermont 

community is so small.  If there are HIV positive people in your area who are going to a group, 

you either probably already know them, or you already have conflicts with them.” 
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 "I would often think of meeting other positive guys… just to talk to them, about medications, 

whatever.  There may be meetings but I never get to them.  I'm interested in support… but I 

wouldn't want to talk… but I would be interested.  There’s nothing where I live unless you travel 

miles." 

 

 

 

o PWA Retreat 

 

The majority of respondents’ primary interaction with the PWA Coalition is the annual PWA Retreat, a 

weekend event with workshops and support for individuals living with HIV/AIDS.  The list of verbal 

responses to this event is notable in sheer range of experiences expressed.  It should be remembered 

that this is a selected list of responses, so repetitive responses such as “I like the Retreats” are not 

included, and the percentages in the tables above indicate a more accurate sense of the percentage of 

respondents attending/enjoying. 

 

Positive experiences. 

 

 “I love the Retreats… it gives me four days away from my everyday social life to go and be with 

my HIV social life, where people know what I'm really dealing with.”  

 “The information sessions they have I really appreciate.” 

 “I like them for connecting with other people with HIV.” 

 "They are more well-rounded now… not so only gay focused." 

 "It's my little vacation!  I go there to not think about it.  People know you there, and check in on 

you." 

 “I appreciate the information on aging.” 

 

General disinterest (prior attendees and non-attendees). 

 

 “I’ve been going 12 years.  I love the people!  But… that event has come to an end for me.” 

 "It wasn't… fitting.  The last two... I felt like I should’ve not been there." 

 "I don't believe I would get much out of it and I think that there are probably others who would.  

I would not want to take a place in a program that might be more needed by another." 

 “I went to one many years ago, when I was negative and had a positive partner.  It was 

interesting but I didn't feel… I didn't think I was getting any new education out of it.  Now that 

I'm HIV positive, I'm not sure I am going to get anything out of it either." 

 "I'm just not interested.  This is my take on this – at this time at this stage in this country my 

friends who have diabetes are much more inconvenienced than I am with my HIV." 

 "[I went but] I'm not going back.  I got what I needed." 

 

Disinterest due to confidentiality concerns or fear. 

 

 "I won't go to a Retreat.  I might know someone else there.  I have a very hard time with things 

like that." 
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 “I would never [go to a Retreat]… I'd be too anxious.” 

 “I don't want to go to the Retreats.  I don't like groups!  I've got my support system.” 

 “No.  The Retreat in Stowe?  I don't go there.  I'm a private person.  I don't share my status.  They 

say it's private but let's face it… people work there.” 

 

Other barriers. 

 

 “I didn't even know about them.” 

 “I went when I felt better but now I can't.” 

 “Hard to go to the Retreat because I have children.” 

 

Negative experiences. 

 

 "It’s like a free vacation.  They [Retreats] serve a purpose, as it's a change of scenery that is 

offered, but most everyone is doing their own thing.  …The monies that are spent on the so-

called Retreat is a total waste of money to me, that could be spent on other issues that are much 

more relevant to the needs of HIV people, e.g. medical copays to zero, increasing/expanding the 

formulary, etc.  State monies that go to the retreats need to be adjusted and go to the ASOs 

where it …can definitely do more good..." 

 “Healthy Relationships felt like a waste of time and resources that could be spent on prioritizing 

issues that have more substance and meaning." 

 “Healthy Relationships was incredibly repetitive.”  

 

5) Prevention 

 

o Treatment As Prevention   

 

Respondents expressed a wide range of opinions and thoughts on Treatment as Prevention as well.  

Some expressed extensive knowledge and comfort with the method for prevention: 

 

 "We used TasP for two years before he went on PrEP."  

 "Yes.  I've been unprotected with partners.  They’ve been tested repeatedly and so far so good. 

When I get nervous… I leave it [using additional protection] to their choice." 

 

Others stated that while they felt they understand what it meant, they still would not be able to 

emotionally trust it. 

 

 "I've heard about TASP and I understand it, but I'm just not sure if I would trust it." 

 “I wouldn't trust it… that fear of me spreading the same thing onto someone else.  I wouldn't 

want to do that to anyone.  I've been celibate since [I left my partner].” 

 

Others understood and trusted TasP, but offered responses flagging both concerns about vulnerability 

to other sexually transmitted infections, and the perceived difficulty of prospective partners 

understanding the protection TasP provides.  
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 "I think that's true… that if someone is on ARVs that is protection.  But I think it gives a false 

sense of security regarding other STDs." 

 "If they could stress it to the other person that it was protective, they could trust that for 

protection… you would have to figure out a way to explain it to the people they are with." 

 

o Prep and Condoms 

 

PrEP and condom use were also issues that brought a wide range of statements. 

 

Resistance to condoms. 

 

 "If you're coming into my house to have sex, and you don't have a condom… let me go a little 

further with that.  If you're sleeping with me and you're not using a condom, and I am coming 

inside you, you are letting other people do that too.  Young kids don't care.  In the last four 

months I've had only one person insist on a condom.  19, 20, 23 years old… none of them 

mentioned a condom at all.  I know I'm undetectable.  They have no idea.” 

 "The guys I sleep with don't want to use condoms.  They say ‘I can't catch it from you.’” [female 

respondent] 

 

Support for PrEP. 

 

 "On hook-up sites, guys make it plain they are on PrEP.  I know four people in …[my town]… on it!  

I want to know if it is coming from their GPs – if it is that is fantastic.  It should be!" 

 "PrEP is what the future looks like.  One of my pet peeves is this resistance [to PrEP].  The 

messages are worn and torn, we are sick and tired of the fear, the message that condoms is the 

ONLY way to go.  It ain't working for some people and if there are other things to do – DO IT.  If 

there were a vaccine, that's the place that would be heard... PrEP is starting to get to some of 

that.  It gives people who are not infected a way to not deal with it because they don't WANT to 

deal with it and it gives some comfort to the HIV infected folks, that they are not as infectious." 

 “PrEP together with viral load suppression – maybe that is the best world until we can eradicate 

[HIV].” 

 "The cost of PrEP is a factor, certainly.  I recommend it to everyone I know who's sexually active 

and negative, and has multiple partners, but warn them that they need to find out what their 

insurance coverage is." 

 "Condom usage is declining (which I am happy for!) among people who are better mitigating 

their HIV risk (PrEP/TASP).  I've preferred to serosort (since I've been positive) or use condoms 

(when I was negative, pre-PrEP).  I'd be on PrEP if I were negative now." 

 "I've asked [nurse practitioner] about it, and I would recommend it if I had a negative partner.  

It's up to the person though.  But sure, if it works" 

 "It really depends on people's ability and willingness to take it correctly.  Then I would THINK 

about having unprotected sex.  I would encourage a partner to take it, but it would be up to 

him." 
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 "I would definitely urge my partner to talk to a doctor about PrEP.  Everything is about 

prevention.  I'd be totally down for that." 

 

Disagreement with PrEP. 

 

 "I don't think that [taking PrEP] is okay.  If you don't need it, I don't think you should take it.  

There are a lot of different types of prevention and people should not be put on medication for it.  

You’re more apt to make yourself sick being on something you don't need." 

 "To me, PrEP is like playing roulette.  I would want to use condoms." 

 "Who's paying for this?  How are insurance companies handling this?" 

 "I'm still a little reserved.  Is it worth the side effects of the drug? It affects your liver.  It doesn't 

come without consequences.  If I had a negative partner… no, I wouldn’t recommend it.  I’m 

leaning toward the ramifications it has on your body.  Why put it in your body?  I have to be 

cognizant of whether I take a Tylenol!  I'm already taxing my liver." 

 

o Disclosure 

 

Related to the topics of TasP and PrEP is the issue of disclosure.  Interviewees expressed the following 

views on disclosure of HIV status. 

 

 "You are really not encouraged to be honest… you are encouraged to withhold.  …The sorting 

that is going on in the gay community is pretty significant in sexual situations." 

 "I don't always tell partners because sometimes I'm in anonymous situations where I feel the 

standard is protect yourself." 

 "No one knows." 

 "I'd rather not talk about it if I could avoid it." 

 "In my context, and the guy not knowing… I can’t imagine it, it's not about transmission it's 

about trust.  I can't separate that emotional relationship from the macro.  My mind knows I can't 

transmit it… it is just about impossible.  But from a relationship point of view I couldn't live with 

that thought.  But if I were out there today, trying to find someone?  It becomes an interesting 

tension.  I might think differently." 

 "I'm very open about it – you either support me or you don't." 

 "I will never not tell someone." [referring to sexual partners] 

 "I think it's harder for a woman to find a man who is understanding than for a man to find a 

woman who is understanding.  But I tell them… either you do want to have sex with me with a 

condom, or you don't have sex with me."  [female respondent] 
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