Master Table 1: 2026 State of Aging with HIV Survey Results
HealthHIV. Data extracted from REDCap on May 6, 2026.

Sample composition. The survey instrument routes respondents through one of two parallel
forms based on a single feeder question. Of 745 records, 373 (50.1%) routed to the consumer
form (people aging with HIV), 341 (45.8%) routed to the provider form (healthcare workforce),
30 (4.0%) selected "Neither of the above," and 1 record had no feeder response. All
percentages within the consumer survey are computed against N = 373; all percentages within
the provider survey are computed against N = 341, except where skip-logic produced a smaller
eligible denominator, in which case the question-specific N is shown.

Note on age questions. The consumer form contains two age-related items: a categorical
eligibility item (Are you 50 years or older?) and a free-text current age field (Please list your
current age:). The provider form contains a single categorical age-band item (What is your
age?). The feeder form does not include an age question. All three items are reported below in
their respective sections.

Note on multi-select items. For "Select all that apply" questions, each option is reported as
the count and percentage of respondents in the relevant section who selected that option.
Percentages do not sum to 100. REDCap system-default codes (Asked but unknown,
Unknown, Invalid, No information) are suppressed throughout. The "Not applicable" option is
shown only when it appears as a respondent-visible survey choice with at least one selection.

Note on duplicated items. Two REDCap fields ask "How long have you been living with HIV?"
within the consumer form (a primary path and a secondary branch). These are merged in the
table below and reported once with the combined denominator.

SECTION 1. ROUTING (FEEDER) FORM
All respondents (N = 745) answered a single routing question that determined which of the two
parallel surveys they completed.

Q1. Please select the option that best describes you. (N = 744)

Response n %
| am a person with HIV aged 50 or older and/or a person who 373 50.1%
has been living with HIV for 15+ years.

I am a member of the healthcare workforce who has 341 45.8%
professional experience with HIV and aging.

Neither of the above 30 4.0%

SECTION 2. CONSUMER SURVEY (PEOPLE AGING WITH HIV)

Respondents who selected the consumer routing option (N = 373). Items follow the order of the
published survey instrument. Subsection headings reflect the section breaks on the REDCap
form.

Eligibility, Diagnosis, and Single-Word Description
Q2. Are you 50 years or older? (Select a button to indicate your answer) (N = 349)

Response n %

Yes 322 92.3%

No 27 7.7%




Q3. How long have you been living with HIV? (Select a button to indicate your answer) (N =

349)

Response n %
15 or more years 318 91.1%
10-14 years 17 4.9%
5-9 years 9 2.6%
1-4 years 3 0.9%
| do not have HIV 2 0.6%

Q4. Please list your current age: (N = 373)
N = 344; Mean = 61.2; Median = 62; Range = 22 to 81; SD = 8.9

Distribution by age band:

Response n %
18-24 1 0.3%
25-34 2 0.6%
35-44 12 3.5%
45-54 45 13.1%
55-64 159 46.2%
65-74 108 31.4%
75+ 17 4.9%

Q5. Have you ever received an AIDS diagnosis? (Select a button to indicate your answer) (N =

345)

Response n %
Yes 183 53.0%
No 162 47.0%

Q6. Were you a late diagnosis (A late HIV diagnosis is defined as having AIDS at the time of
initial HIV disease diagnosis or being diagnosed with AIDS within 12 months of initial
diagnosis)? (Select a button to indicate your answer) (N =783)

Response n %
Yes 81 44.3%
No 88 48.1%
Unsure/don't recall 14 7.7%

Q7. Are you virally suppressed or have an undetectable viral load? (Select a button to indicate
your answer) (N = 346)

Response n %
Yes 336 97.1%
No 6 1.7%
Unsure 4 1.2%

Q8. In one word, how would you describe aging with HIV? (Write your answer on the line) (N
= 373)

Open-text response. 335 of 373 respondents provided a written answer (89.8%). Verbatim
responses not enumerated in this table.

Overall Health and Quality of Life
Q9. What are your primary concerns about aging with HIV in the next 5-10 years? Write your
answer in the space below. (N = 373)



Open-text response. 292 of 373 respondents provided a written answer (78.3%). Verbatim
responses not enumerated in this table.

Q10. On a scale of 1-5 with 1 being very poor and 5 being excellent, how would you rate your
overall physical health? (Select a button to indicate your answer.) (N = 376)

Response n %
1- Very Poor 2 0.6%
2- Poor 32 10.1%
3- Neutral 67 21.2%
4- Good 165 52.2%
5- Excellent 50 15.8%

Q11. On a scale of 1-5 with 1 being very poor and 5 being excellent, how would you feel your
health compares to people your age who aren't living with HIV? (Select a button to indicate
your answer.) (N = 376)

Response n %
1- Very Poor i 3.5%
2- Poor 38 12.0%
3- Neutral 76 241%
4- Good 123 38.9%
5- Excellent 68 21.5%

Q12. On a scale of 1-5 with 1 being very poor and 5 being excellent, how would you rate your
overall quality of life? (Select a button to indicate your answer.) (N = 375)

Response n %
1- Very Poor 3 1.0%
2- Poor 26 8.3%
3- Neutral 44 14.0%
4- Good 166 52.7%
5- Excellent 76 241%

Q13. How would you describe your quality of life in one word? (Please fill in the blank with
your answer) (N = 373)

Open-text response. 309 of 373 respondents provided a written answer (82.8%). Verbatim
responses not enumerated in this table.

Q14. Are you open and honest with your providers about most of your health care and quality
of life concerns? (Select a button to indicate your answer.) (N = 376)

Response n %
Yes 309 97.8%
No 5 1.6%
Unsure 2 0.6%

Q15. What topics do you find uncomfortable to discuss with your healthcare providers?
Please fill in the blank with your answer. (N = 373)

Open-text response. 5 of 373 respondents provided a written answer (1.3%). Verbatim
responses not enumerated in this table.

Q16. In the last 12 months, has your provider referred you to an outside human service agency
for additional supportive services (for example, peer support, case management,
transportation, housing, food, etc.)? (Select a button to indicate your answer.) (N = 376)

Response n %

Yes 102 32.3%




No

209

66.1%

Unsure

5

1.6%

Q17. Do you experience difficulty with balance, mobility or physical activities due to HIV?

(Select a button to indicate your answer.) (N = 375)

Response n %
Yes 93 29.5%
No 182 57.8%
Unsure 40 12.7%

Q18. Have you been screened for frailty (accelerated aging) in the past 12 months? (Select a

button to indicate your answer.) (N = 376)

Response n %
Yes 50 15.8%
No 247 78.2%
Unsure 19 6.0%

Q19. Has a healthcare provider ever suggested you see a meal program advisor or registered

nutritionist or dietician? (Select a button to indicate your answer.) (N = 376

Response n %
No 165 52.2%
| have previously seen one 72 22.8%
Yes, and | currently see one 33 10.4%
Yes, and | plan to see one soon 18 5.7%
Yes, but | am not interested 13 41%
Yes, but | am worried about the cost of this service 12 3.8%
Unsure 3 0.9%

Q20. In the past 12 months, have you experienced weight loss or weight gain (or any
significant body changes) that have caused you to become concerned about your health?

(Select a button to indicate your answer.) (N = 376)

Response n %
Yes 130 41.1%
No 176 55.7%
Unsure 10 3.2%

Q21. When did you last have a dental check-up or teeth cleaning? (Select a button to

your answer.) (N = 376)

indicate

Response n %
Less than 7 months ago 162 51.3%
7-12 months ago 42 13.3%
More than 1 year ago 110 34.8%
Never had this done 2 0.6%

Q22. During the past 6 months, how much mental health stress have you experienced?

(Select a button to indicate your answer.) (N = 376)

Response n %
A lot of stress 103 32.6%
A moderate amount of stress 129 40.8%
Relatively little stress 62 19.6%
Almost no stress at all 22 7.0%




Substance Use Frequency in the Past 12 Months
Q23. Alcohol (N = 309)

Response n %
Daily 23 7.4%
Weekly 42 13.6%
Monthly 38 12.3%
A few times in the last 12 months 7 24.9%
Not within the last year, but | have in my lifetime 60 19.4%
Never 69 22.3%
Q24. Cocaine (N = 302)

Response n %
Daily 2 0.7%
Weekly 3 1.0%
Monthly 2 0.7%
A few times in the last 12 months 5 1.7%
Not within the last year, but | have in my lifetime 92 30.5%
Never 198 65.6%
Q25. Hallucinogens (e.g. LSD, MDMA, etc.) (N = 302)

Response n %
Monthly 2 0.7%
A few times in the last 12 months 5 1.7%
Not within the last year, but | have in my lifetime 65 21.5%
Never 230 76.2%
Q26. Inhalants/poppers (N = 303)

Response n %
Weekly 10 3.3%
Monthly 12 4.0%
A few times in the last 12 months 29 9.6%
Not within the last year, but | have in my lifetime 77 25.4%
Never 175 57.8%
Q27. Marijuana (N = 308)

Response n %
Daily 46 | 14.9%
Weekly 31 10.1%
Monthly 12 3.9%
A few times in the last 12 months 34 11.0%
Not within the last year, but | have in my lifetime 78 25.3%
Never 107 34.7%
Q28. Methamphetamines (N = 303)

Response n %
Daily 3 1.0%
Weekly 4 1.3%
Monthly 3 1.0%
A few times in the last 12 months 8 2.6%
Not within the last year, but | have in my lifetime 59 19.5%
Never 226 74.6%

Q29. Opioids (e.g. heroin, oxycodone, etc.) (N = 302)




Response n %
Daily 8 2.6%
Monthly 2 0.7%
A few times in the last 12 months 6 2.0%
Not within the last year, but | have in my lifetime 37 12.3%
Never 249 82.5%
Q30. Tobacco (N = 303)

Response n %
Daily 37 12.2%
Weekly 8 2.6%
Monthly 2 0.7%
A few times in the last 12 months 16 5.3%
Not within the last year, but | have in my lifetime 80 26.4%
Never 160 52.8%

Social Support and Network
Q31. Please select your current housing status. (Select all that apply) (N = 373; n providing
any response = 308)

Response n %
Live alone in my own home (house, apartment, condo, trailer, 175 46.9%
etc.);

Live with others in my own home. 118 31.6%
Live in a facility where staff provide meals and household help. 0 0.0%
Live in a nursing home where staff provide meals and 24-hour 0 0.0%
nursing care.

Temporarily staying with a relative or friend 11 2.9%
Temporarily staying in a shelter 0 0.0%
| dont have stable housing 5 1.3%

Q32. Which of the following concerns do you have about your current living situation? (Select
all that apply) (N = 373; n providing any response = 308)

Response n %
Condition of housing 29 7.8%
Lack of more permanent housing 33 8.8%
Ability to pay for housing or utilities 113 30.3%
Feeling safe 32 8.6%
Other 28 7.5%
| have no concerns 142 38.1%

Q33. What other concerns do you have about your current living situation? (N = 373)
Open-text response. 27 of 373 respondents provided a written answer (7.2%). Verbatim
responses not enumerated in this table.

Q34. How important are social groups or community organizations to your overall well-being?
(Select a button to indicate your answer.) (N = 308)

Response n %
Very important 156 50.6%
Somewhat important 100 32.5%
Not very important 28 9.1%
| do not belong to any social groups or community organizations 20 6.5%
Not important at all 4 1.3%




Q35. How many people are in your social network? (Select a button to indicate your answer.)

(N = 300)

Response n %
1-2 41 13.7%
3-4 76 25.3%
4+ 183 61.0%

Q36. Who is in your social network? (Select all that apply) (N = 373; n providing any response

= 300)

Response n %
Friend 264 70.8%
Family member 217 58.2%
Spouse/partner 93 24.9%
Neighbor 92 24.7%
Home aide 10 2.7%
Other 56 15.0%
I do not have any people that | could call on 3 0.8%

Q37. Do you routinely need assistance with your daily activities? (Select a button to indicate
your answer.) (N = 308)

Response n %
Yes 33 10.7%
No 275 89.3%

Clinical Care
Q38. Does your primary care provider treat your HIV? (Select a button to indicate your
answer.) (N = 307)

Response n %
Yes 199 64.8%
No 104 33.9%
| don't have a primary care doctor 4 1.3%

Q39. In the last 12 months, how often have you seen a provider for HIV-related care? (Select a
button to indicate your answer.) (N = 307)

Response n %
Once 44 14.3%
2-4 times 222 72.3%
5 or more times 38 12.4%
Zero 3 1.0%

Q40. Does your provider ask questions about your sexual history? (Select a button to
indicate your answer.) (N = 307)

Response n %
Yes 193 62.9%
Sometimes 57 18.6%
No 56 18.2%
Unsure 1 0.3%

Q41. How often do you need to explain your health history or HIV-related needs to new
providers? (Select a button to indicate your answer.) (N = 307)

Response | n | % |




Always 46 15.0%
Often 29 9.4%
Sometimes 87 28.3%
Rarely 106 34.5%
Never 39 12.7%

Q42. Does your HIV care provider talk to you about new developments in HIV treatment?
(Select a button to indicate your answer.) (N = 307)

Response n %
Yes 149 48.5%
Sometimes 74 24.1%
No 81 26.4%
Unsure 3 1.0%

Q43. Does your HIV care provider talk to you about planning for long-term care as you age
with HIV? (Select a button to indicate your answer.) (N = 307)

Response n %
Yes 50 16.3%
Sometimes 47 15.3%
No 204 66.4%
Unsure 6 2.0%

Diagnoses, Comorbidities, and STls
Q44. Please indicate whether you have ever been diagnosed with or treated for any of the
following conditions. (Select all that apply.) (N = 373; n providing any response = 307)

Response n %
Cancer (Non-Hodgkins, anal, cervical, oral and pharyngeal 48 12.9%
cancer, liver, kidney, etc.)

Changes to your face and body (Lipodystrophy, wasting and e 19.0%
weight gain)

Changes in Sex Drive (Loss of, etc.) 110 29.5%
COVID-19 152 40.8%
Frailty and mobility issues 41 11.0%
Hepatitis-B 51 13.7%
Hepatitis-C 38 10.2%
Heart disease 62 16.6%
Hearing problems 50 13.4%
High blood pressure/Hypertension 177 47.5%
High cholesterol and/or triglycerides 169 45.3%
Joint or back pain/injury 132 35.4%
Kidney disease (Chronic Kidney Disease, Dialysis, etc.) 51 13.7%
Liver Disease 25 6.7%
Lung Disease / Pulmonary / COPD 30 8.0%
Mental Health (Depression, Anxiety, Other) 158 42.4%
Neurocognitive Changes (Impaired Memory, Thinking, Language, 29 7.8%
or Behavior)

Neurological Conditions (Stroke, Ataxia issues like Coordination, 26 7.0%
Balance, and Speech Troubles)

Neuropathy/Nerve Damage 90 24.1%
Oral Health Problems (Periodontitis, Tooth Loss, etc.) 100 26.8%
Osteoporosis/Bone Loss/Bone Density 61 16.4%
Precancerous condition (Anal dysplasia, cervical, etc.) 43 11.5%




Pre-Diabetes/Diabetes | 17|  31.4% |

Q45. In the last 12 months, have you been diagnosed or treated for one or more sexually
transmitted infections (STIs)? (Select a button to indicate your answer.) (N = 307)

Response n %
Yes 28 9.1%
No 279 90.9%

HIV and Other Treatment Issues
Q46. Are you taking medications (antiretrovirals) to treat your HIV? (Select a button to
indicate your answer.) (N = 303)

Response n %
Yes 299 98.7%
No 4 1.3%

Q47. How many years have you been taking HIV medication? (Select a button to indicate your
answer.) (N =299)

Response n %
0-5 years 4 1.3%
6-10 years 13 4.3%
11-15 years 35 1.7%
16-20 years 47 15.7%
20+ years 200 66.9%
Q48. Have you experienced viral load blips? (Select a button to indicate your answer.) (N =
299)

Response n %
Yes 116 38.8%
No 146 48.8%
Unsure 37 12.4%

Q49. Has your provider assessed issues to treatment resistance? (Select a button to indicate
your answer.) (N =116)

Response n %
Yes 79 68.1%
No 31 26.7%
Unsure 6 5.2%

Q50. Do you experience side effects from your current HIV medication(s)? (Select a button to
indicate your answer.) (N =299)

Response n %
Not with my current regimen, but in the past 145 48.5%
No 111 37.1%
Yes, | am currently experiencing side effects 43 14.4%

Q51. Do the side effects from your HIV medication negatively impact your quality of life?
(Select a button to indicate your answer.) (N = 43)

Response n %

Yes 28 65.1%

No 15 34.9%




Q52. In the past 12 months, have you experienced any of the following barriers (besides cost
and insurance) to obtaining your HIV medication(s)? (Select a button to indicate your
answer.) (N =299)

Response n %
No barriers experienced 222 74.2%
Challenges with pharmacy or mail service/delivery 38 12.7%
Transportation issues 31 10.4%
Other 8 2.7%

Q53. What other issues have you experienced in obtaining your HIV medication(s)? (N = 373)
Open-text response. 7 of 373 respondents provided a written answer (1.9%). Verbatim
responses not enumerated in this table.

Q54. Have you ever had to adjust your HIV medication regimen due to interactions with
medications for other medication you were taking? (Select a button to indicate your answer.)

(N =299)

Response n %
Yes 65 21.7%
No 234 78.3%

Q55. Are you taking medication for a chronic medical condition other than HIV (e.g. high blood
pressure, high cholesterol, etc.) ? (Select a button to indicate your answer.) (N = 303)

Response n %
Yes 244 80.5%
No 59 19.5%

Q56. What types of pharmacies do you use to fill your prescriptions? (Select all that apply)
(N = 373; n providing any response = 303)

Response n %
Community Clinic 47 12.6%
Mail Order 107 28.7%
Retail Pharmacy (e.g. Walgreens, CVS, Duane Reed, Target, 156 41.8%
Grocery store)

Community-Based Organization 35 9.4%
Hospital Pharmacy 60 16.1%

Q57. When filling your prescriptions, how many pharmacies do you use? (Select a button to
indicate your answer.) (N = 303)

Response n %
1 197 65.0%
2-3 94 31.0%
More than 3 12 4.0%

Care Coordination
Q58. Where do you routinely access your medical care? (Select all that apply) (N = 373; n
providing any response = 300)

Response n %
Private Practice/Private Doctors Office 149 39.9%
Hospital/Emergency Department 48 12.9%
Urgent Care Center 31 8.3%
Health Clinic or Health Center 143 38.3%
Free Care Clinic 1 2.9%




VA Clinic or Hospital 19 5.1%
Indian Health Services Clinic or Hospital 1 0.3%
Pharmacy or Retail Walk-Up Clinic/Minute Clinic 11 2.9%
Telehealth 32 8.6%
Other 6 1.6%

Q59. Do you get your HIV medical care from the same setting? (Select a button to indicate
your answer.) (N = 300)

Response n %
Yes 254 84.7%
No 40 13.3%
Unsure 4 1.3%
Not Applicable 2 0.7%
Q60. Where do you receive your HIV medical care? (Select a button to indicate your answer.)
(N = 40)

Response n %
Health Clinic or Health Center 17 42.5%
Private Practice/Private Doctor's Office 10 25.0%
Hospital/Emergency Department 6 15.0%
Other 3 7.5%
Free Care Clinic 1 2.5%
Urgent Care Center 1 2.5%
VA Clinic or Hospital 1 2.5%
Pharmacy or Retail Walk-Up Clinic/Minute Clinic 1 2.5%

Q61. Do you feel your HIV care adequately addresses aging-related health concerns? (Select a
button to indicate your answer.) (N = 300)

Response n %
Yes 143 47.7%
No 108 36.0%
Unsure 49 16.3%

Q62. Do you receive case management services at a community-based organization or clinic?
(Select a button to indicate your answer.) (N = 300)

Response n %
Not anymore, but | used to 108 36.0%
Yes 102 34.0%
No, | have never received case management services at a 90 30.0%
community-based organization or clinic

Q63. Does your case manager work with you to create an individualized service or care and
treatment plan? (Select a button to indicate your answer.) (N = 702)

Response n %
Yes 72 70.6%
No 25 24.5%
Unsure 5 4.9%

Q64. How often do you see or talk to your case manager? (Select a button to indicate your
answer.) (N =702)

Response n %

Once every 3 months 23 22.5%

Once a month 22 21.6%




Once every 6 months 20 19.6%
Every other month 14 13.7%
When my program eligibility needs to be renewed 8 7.8%
Once a year 8 7.8%
| am not in contact with a case manager 7 6.9%

Q65. Do you have a peer navigator or wellness coach who connects you to services? (Select a
button to indicate your answer.) (N = 300)

Response n %
No 234 78.0%
Yes-in addition to case management services 34 11.3%
Yes-without case management services 22 7.3%
Unsure 10 3.3%

Q66. Do your providers coordinate or communicate with one another about your care and
prevention needs? (Select a button to indicate your answer.) (N = 300)

Response n %
Yes 157 52.3%
No 85 28.3%
Unsure 58 19.3%

Barriers to Care
Q67. Which of the following barriers have you faced when seeking healthcare? (Select all that
apply) (N = 373; n providing any response = 296)

Response n %
Concerns about confidentiality 39 10.5%
Cost of copays/coinsurance 99 26.5%
Lack of access to medication 25 6.7%
Lack of access to geriatric care 30 8.0%
Lack of convenient appointments 54 14.5%
Lack of personal time off or lost time from work 37 9.9%
Lack of transportation 45 12.1%
Long wait times 64 17.2%
Not able to find a provider covered by my insurance 26 7.0%
Not able to find a close-enough provider 28 7.5%
Not able to find a provider who is knowledgeable about treating 25 6.7%
my HIV

Not knowing how to find a provider or access health services 6 1.6%
Other 9 2.4%
| have not experienced any barriers when seeking healthcare 109 29.2%

Q68. List the other barrier(s) have you faced when seeking healthcare. (N = 373)
Open-text response. 9 of 373 respondents provided a written answer (2.4%). Verbatim
responses not enumerated in this table.

Q69. Which of the following types of discrimination have you experienced when seeking
medical care? (Select all that apply) (N = 373; n providing any response = 296)

Response n %
Ageism 45 12.1%
Sexism 27 7.2%
Transphobia 1 0.3%
Racism 28 7.5%




Homophobia 50 13.4%
Fatphobia 13 3.5%
Other 31 8.3%
None 196 52.5%

Q70. Who has discriminated against you? (Select all the apply.) (N = 373; n

response = 100)

providing any

Response n %
Family 30 8.0%
Friends 27 7.2%
Community Member 43 11.5%
Provider or Other Clinician 67 18.0%
Other Health Staff 44 11.8%

Q71. In the last 12 months, have you ever missed a medical or support services appointment
because you didn't have transportation or couldn't access transportation assistance? (Select

a button to indicate your answer.) (N = 296)

Response n %
Yes 46 15.5%
No 250 84.5%

Q72. How often do you need to have someone help you when you read instructions,
pamphlets, or other written material from your doctor, provider or pharmacy? (Select a

button to indicate your answer.) (N = 296)

Response n %
Always 4 1.4%

Often 3 1.0%
Sometimes 19 6.4%
Rarely 35 11.8%
Never 235 79.4%
Insurance and Payer Issues

Q73. What health insurance(s) do you use? (Select all that apply) (N = 373; n providing any

response = 291)

Response n %
None. | dont have health insurance. 2 0.5%
Current or former employer 102 27.3%
Someone elses employer (spouse, partner, etc.) 8 2.1%
Healthcare.gov or a state exchange 28 7.5%
Medicare 123 33.0%
Medicaid or state public agency 67 18.0%
Tricare/CHAMPUS or Veterans Administration coverage 13 3.5%
Student (college or university) 0 0.0%
Indian Health Service 1 0.3%
Other 30 8.0%
Not sure 6 1.6%

Q74. List your other primary source of health insurance. (N = 373)

Open-text response. 28 of 373 respondents provided a written answer (7.5%). Verbatim

responses not enumerated in this table.



Q75. To your knowledge, have you been disenrolled from Medicaid in the last 6 months?
(Select one) (N =297)

Response n %
Yes 19 6.5%
No 252 86.6%
Unsure 20 6.9%

Q76. What was the primary reason your Medicaid coverage ended? (Select a button to
indicate your answer.) (N =1719)

Response n %
Income no longer met eligibility requirements 13 68.4%
Other 1 5.3%
Difficulty providing documentation (disability, residency, income) 1 5.3%
Missed or did not receive renewal paperwork 1 5.3%
Coverage ended during a transition (aging into Medicare, moving, 1 5.3%
incarceration, housing change)

Administrative or system error 1 5.3%
Unsure / not clearly explained 1 5.3%

Q77. How well does your current Medicare coverage meet your healthcare needs? (Select a
button to indicate your answer.) (N =1723)

Response n %
Very well 56 45.5%
Somewhat well 43 35.0%
Neutral 18 14.6%
Somewhat poorly 4 3.3%
Very Poorly 2 1.6%

Q78. Who usually pays for your HIV medications? (Select all that apply.) (N = 373; n providing
any response = 291)

Response n %
My health insurance plan 223 59.8%
A state or clinic program (for example, Ryan White or ADAP) 115 30.8%
| pay out of pocket 32 8.6%
Not sure 8 2.1%

Q79. In the past 12 months did you avoid or delay seeking medical care due to concerns about
insurance coverage or out-of-pocket costs? (Select a button to indicate your answer.) (N =

291)

Response n %
Yes 59 20.3%
No 232 79.7%

Q80. In the past 12 months, did you feel your out-of-pocket costs for HIV care were difficult
to afford? Select a button to indicate your answer. (N = 290)

Response n %
Yes 69 23.8%
No 221 76.2%

Q81. In the past 12 months, did you have problems paying medical expenses in any of the
following areas? (Select all that apply) (N = 373; n providing any response = 290)

Response n %

Co-Pays or Co-Insurance 86 23.1%




Deductibles (Pharmacy or Medical) 49 13.1%
Prescriptions 55 14.7%
Vaccines 8 2.1%
Hospital or ER, Urgent Care Charges 41 11.0%
Not applicable 162 43.4%
Other 8 2.1%

Q82. What other medical expenses have you had problems paying? (N = 373)

Open-text response. 6 of 373 respondents provided a written answer (1.6%). Verbatim

responses not enumerated in this table.

Q83. In the past 12 months, did you have trouble paying for any of the following living
expenses? (Select all that apply) (N = 373; n providing any response = 291)

Response n %
Food 103 27.6%
Housing 71 19.0%
Heat and electricity 83 22.3%
Water 23 6.2%
Medical needs 34 9.1%
Transportation 63 16.9%
Childcare 1 0.3%
Debts 98 26.3%
Other 16 4.3%
I have not had any trouble 118 31.6%

Q84. In the last 12 months have you utilized any patient assistance programs or co-pay

assistance for your HIV medications? (Select a button to indicate your answer.) (N = 297)

Response n %
Yes 134 46.0%
No 157 54.0%

Q85. Have you ever had to switch pharmacies due to insurance plan or formulary changes?

(Select a button to indicate your answer.) (N = 297)

Response n %
Yes 74 25.4%
No 217 74.6%

Q86. Have you ever had to switch HIV medication(s) because your health plan wouldn't cover
a particular HIV medication or you were unable to receive a prior authorization? (Select a

button to indicate your answer.) (N = 297)

Response n %
Yes 33 11.3%
No 258 88.7%

Q87. Have you ever had to appeal an insurance decision regarding any of your HIV

medication? (Select a button to indicate your answer.) (N = 297)

Response n %
Yes 35 12.0%
No 256 88.0%

Q88. Do you have a financial plan for retirement (this may be money you have saved via an
employer such as a 401K or 403B; savings, etc.)? (Select a button to indicate your answer.)

(N = 297)




Response n %
Yes 118 40.5%
No 153 52.6%
Prefer not to say 20 6.9%

Q89. Do you feel it is enough if you ever need long-term or supportive home care? (Select a
button to indicate your answer.) (N = 1718)

Response n %
Yes 27 22.9%
No 91 77.1%

Telehealth, Vaccinations, Trials, MPox, and Advocacy

Q90. In the past 12 months, have you used telehealth/telemedicine/virtual visits (video and
audio on a computer or mobile device) to meet with a healthcare provider? (Select a button
to indicate your answer.) (N = 284)

Response n %
Yes 169 59.5%
No 115 40.5%

Q91. Why haven't you used telehealth/telemedicine/virtual visits in the last 12 months?
(Select all that apply) (N = 373; n providing any response = 115)

Response n %
| prefer to meet with healthcare providers in-person 94 25.2%
| do not feel comfortable/like accessing care through telehealth. 12 3.2%
| do not have a device (phone, computer, tablet, etc) that allows 1 0.3%
me to access telehealth.

I live in an area with limited broadband/internet access (e.g. 1 0.3%
rural/remote areas).

I cannot afford wifi/internet. 3 0.8%
I do not have access to a safe and secure spot to discuss my 1 0.3%
health with my providers.

My health insurance plan limits telehealth coverage 3 0.8%
Other 19 5.1%

Q92. Do you feel virtual visits allow you more or less flexibility to discuss issues with your
provider? (Select a button to indicate your answer.) (N = 284)

Response n %
More flexibility 102 35.9%
The same as in-person 94 33.1%
Less flexibility 48 16.9%
Unsure 40 14.1%

Q93. Are you up-to-date on vaccinations (e.g., Flu, COVID-19, MPox, Shingles, Pneumonia)?

(N = 284)

Response n %
Yes 254 89.4%
No 20 7.0%
Unsure 10 3.5%

Q94. Tell us briefly why you're not up-to-date on your vaccinations. (N = 373)
Open-text response. 20 of 373 respondents provided a written answer (5.4%). Verbatim
responses not enumerated in this table.



Q95. | would participate in clinical medication/treatment trials if | were made more aware of
them. (Select a button to indicate your answer.) (N = 284)

Response n %
Strongly Agree 124 43.7%
Agree 84 29.6%
Neutral 55 19.4%
Disagree 15 5.3%
Strongly Disagree 6 2.1%

Q96. Are you concerned about contracting the MPox virus (previously known as
'Monkeypox')? (Select a button to indicate your answer.) (N = 284)

Response n %
No 240 84.5%
Yes 41 14.4%
| already contracted the MPox virus 3 1.1%

Q97. Do you believe your health insurance provider supports your needs related to aging with
HIV? (Select a button to indicate your answer.) (N = 284)

Response n %
Yes 126 44.4%
No 64 22.5%
Unsure 94 33.1%

Q98. Do you believe your state and federal government support your needs related to aging
with HIV? (Select a button to indicate your answer.) (N = 284)

Response n %
Yes 69 24.3%
No 151 53.2%
Unsure 64 22.5%

Q99. Do you feel that more advocacy efforts are needed to address the needs of people aging
with HIV? (Select a button to indicate your answer.) (N = 284)

Response n %
Yes 259 91.2%
No 5 1.8%
Unsure 20 7.0%

Q100. In your opinion, what is the most immediate need or area for improvement in HIV care
for older people living with HIV? (Please fill in the blank with your answer.) (N = 373)
Open-text response. 232 of 373 respondents provided a written answer (62.2%). Verbatim
responses not enumerated in this table.

Personal Background and Demographics
Q101. What is the highest level of education you have completed? (Select a button to indicate
your answer.) (N = 274)

Response n %
Less than a high school diploma 3 1.1%
High school diploma/GED 17 6.2%
Some college but no degree 69 25.2%
Associates or Technical degree 43 15.7%
Undergraduate degree 53 19.3%




Graduate degree 66 24.1%

Professional degree (JD, MD, EdD) 1 4.0%

Higher Education (Ph.D., Dr) 12 4.4%

Q102. What is your current employment status? (Select all that apply) (N = 373; n providing
any response = 273)

Response n %
Employed full-time 113 30.3%
Employed Part-time 31 8.3%
Self-employed 18 4.8%
Domestic worker 0 0.0%
Unemployed, looking for work 15 4.0%
Unemployed, not looking for work 9 2.4%
Full-time parent/homemaker 0 0.0%
Military (including Reserves and National Guard) 2 0.5%
Retired 63 16.9%
Not employed due to disability 42 11.3%
Other 8 2.1%

Q103. Please select the state or territory you currently reside in. (Select an option from the
drop-down list.) (N = 273)

Response n %
CA : California 40 14.7%
GA : Georgia 24 8.8%
NY : New York 23 8.4%
FL : Florida 23 8.4%
IL : Illinois 16 5.9%
OH : Ohio 12 4.4%
NC : North Carolina 10 3.7%
TX : Texas 9 3.3%
MA : Massachusetts 9 3.3%
Ml : Michigan 9 3.3%
PA : Pennsylvania 8 2.9%
LA : Louisiana 7 2.6%
AZ : Arizona 7 2.6%
DC: Washington, DC 6 2.2%
SC : South Carolina 6 2.2%
KS : Kansas 5 1.8%
MO : Missouri 5 1.8%
OR : Oregon 5 1.8%
VA : Virginia 5 1.8%
MD : Maryland 5 1.8%
NJ : New Jersey 4 1.5%
WA : Washington 4 1.5%
NM : New Mexico 4 1.5%
MN : Minnesota 3 1.1%
CT : Connecticut 3 1.1%
AR : Arkansas 3 1.1%
TN : Tennessee 3 1.1%
DE : Delaware 3 1.1%
IN : Indiana 2 0.7%
WV : West Virginia 2 0.7%
MS : Mississippi 2 0.7%




NE : Nebraska 1 0.4%
Other 1 0.4%
NV : Nevada 1 0.4%
United States Virgin Islands 1 0.4%
Rl : Rhode Island 1 0.4%
AL : Alabama 1 0.4%

Q104. Which of the following best describes the area you currently live in? (

indicate your answer.) (N = 273)

Select a button to

Response n %
Rural 33 12.1%
Urban 159 58.2%
Suburban 80 29.3%
Tribal 1 0.4%

Q105. Which of the following best describes your current gender identity? (Select all that

apply) (N = 373; n providing any response = 274)

Response n %
Female/woman 73 19.6%
Male/man 191 51.2%
Nonbinary 4 1.1%
Genderqueer, or not exclusively female or male 2 0.5%
Transgender female/woman 1 0.3%
Transgender male/man 1 0.3%
Another gender 0 0.0%
Dont know 0 0.0%
Prefer not to answer 5 1.3%

Q106. Please indicate your gender identity: (N = 373)
No responses recorded for this item.

Q107. Which of the following best describes your sexual orientation? (Select all that apply)

(N = 373; n providing any response = 273)

Response n %
Lesbian or gay 162 43.4%
Straight or heterosexual (that is, not gay or lesbian) 75 20.1%
Bisexual 10 2.7%
Queer 22 5.9%
Pansexual 3 0.8%
Something else 8 2.1%
Dont know 0 0.0%
Prefer not to answer 12 3.2%

Q108. Please indicate your sexual orientation: (N = 373)

Open-text response. 8 of 373 respondents provided a written answer (2.1%). Verbatim

responses not enumerated in this table.

Q109. Which best describes your race/ethnicity? (Select all that apply) (N = 373; n providing

any response = 274)

Response n %
White or Caucasian 127 34.0%
Black or African American m 29.8%
Hispanic or Latino/a/x 23 6.2%




w

Middle Eastern or North African 0.8%

Native American or Alaska Native " 2.9%

Asian or Southeast Asian 5 1.3%
Native Hawaiian or Pacific Islander 0 0.0%
Other 5 1.3%
Prefer not to say 8 2.1%

Q110. Please indicate your race: (N = 373)
Open-text response. 5 of 373 respondents provided a written answer (1.3%). Verbatim
responses not enumerated in this table.

Q111. What is your current relationship status? (Select all that apply) (N = 373; n providing
any response = 274)

Response n %
Single 146 39.1%
Married 53 14.2%
Divorced 27 7.2%
Domestic partnership/living with a partner 18 4.8%
Partnered, not living together 13 3.5%
Polyamorous/partnered non-monogamous 5 1.3%
Polyamorous/partnered monogamous 0 0.0%
Widowed/Loss of partner 18 4.8%
Other 3 0.8%
Prefer not to say 7 1.9%

Q112. How many people are in your household, including yourself? (Select a button to indicate
your answer.) (N = 274)

Response n %
1 151 55.1%
2 81 29.6%
3 24 8.8%
4 6 2.2%
5 5 1.8%
6 or more 2 0.7%
Prefer not to say 5 1.8%

Q113. What is your household annual income? (Select a button to indicate your answer.) (N =

274)

Response n %
Under $17,000 51 18.6%
$17,001 - $32,000 51 18.6%
$32,001 - $50,000 35 12.8%
$50,001 - $65,000 27 9.9%
$65,001 - $85,000 34 12.4%
$85,001 - $100,000 18 6.6%
Over $100,000 39 14.2%
Prefer not to say 19 6.9%

Q114. Before we finish, is there anything else about aging with HIV that you want providers,
policymakers, or advocates to understand? (Please fill in the blank with your answer.) (N =
373)

Open-text response. 177 of 373 respondents provided a written answer (47.5%). Verbatim
responses not enumerated in this table.



Q115. If you would like to receive the final report of the survey findings, please include your
email address below. (Optional) (N = 373)

Optional contact field. 187 of 373 respondents provided an email address (50.1%). Email
addresses are personally identifying and are not enumerated in this table.

SECTION 3. PROVIDER SURVEY (HEALTHCARE WORKFORCE)

Respondents who selected the provider routing option (N = 341). Items follow the order of the
published survey instrument. Subsection headings reflect the section breaks on the REDCap
form.

Professional Background
Q116. Is your role/profession clinical or non-clinical? (Select a button to indicate your
answer.) (N = 309)

Response n %
Non-clinical 182 58.9%
Clinical 127 41.1%

Q117. What is your clinical role? (Select a button to indicate your answer.) (N = 727)

Response n %
Registered Nurse (RN) 37 29.1%
Other 20 15.7%
Nurse Practitioner (NP) 17 13.4%
Physician (MD/DO) 12 9.4%
Licensed Clinical Social Worker (LCSW) 1 8.7%
Pharmacist 7 5.5%
Medical Assistant (MA) 6 4.7%
Physician Associate (PA) 5 3.9%
Licensed Practical Nurse (LPN) 4 3.1%
Dietitian/Nutritionist 4 3.1%
Clinical Nurse Specialist (CNS) 1 0.8%
Dentist 1 0.8%
Psychiatrist 1 0.8%
Certified Nursing Assistant (CNA) 1 0.8%

Q118. What is your clinical role? (Please fill in the blank with your answer.) (N = 347)
Open-text response. 19 of 341 respondents provided a written answer (5.6%). Verbatim
responses not enumerated in this table.

Q119. What is your clinical specialty? (Select all that apply) (N = 347; n providing any response

= 124)

Response n %
Addiction Medicine/Substance Use 14 4.1%
Cardiology 1 0.3%
Correctional Medicine 1 0.3%
Emergency Medicine 3 0.9%
Endocrinology 2 0.6%
Family Medicine 14 4.1%
Gastroenterology 1 0.3%
Gerontology 5 1.5%
Hepatology 4 1.2%




HIV Medicine 70 20.5%
Infectious Diseases 45 13.2%
Internal Medicine 10 2.9%
Managed Care 5 1.5%
OBGYN/Womens Health 7 2.1%
Oncology 3 0.9%
Pediatrics 4 1.2%
Pharmacy 8 2.3%
Primary Care 16 4.7%
Psychiatry/Behavioral Health 16 4.7%
Pulmonology 2 0.6%
Rheumatology 2 0.6%
Other 20 5.9%

Q120. What is your clinical specialty? (Please fill in the blank with your answer.) (N = 347)
Open-text response. 20 of 341 respondents provided a written answer (5.9%). Verbatim
responses not enumerated in this table.

Q121. What is your non-clinical role? (Select a button to indicate your answer.) (N =1782)

Response n %
Case Manager/Medical Case Manager 71 39.0%
Other 19 10.4%
Community Health Worker 18 9.9%
Administrator 17 9.3%
Peer counselor 8 4.4%
Disease Intervention Specialist 8 4.4%
Outreach worker 7 3.8%
Patient Coordinator 6 3.3%
Health Education Specialist 5 2.7%
Data Manager 4 2.2%
Prevention Specialist or Navigator 4 2.2%
Administrative Assistant 3 1.6%
Training and Development Specialist 3 1.6%
Health Navigator 3 1.6%
Harm Reductionist/Risk Reductionist 2 1.1%
Patient Advocate 2 1.1%
Substance use counselor 1 0.5%
Utilization Review Specialist 1 0.5%

Q122. What is your non-clinical role? (Please fill in the blank with your answer.) (N = 347)
Open-text response. 19 of 341 respondents provided a written answer (5.6%). Verbatim
responses not enumerated in this table.

Q123. How many years have you been in this role? (Select a button to indicate your answer.)

(N = 308)

Response n %
<2 51 16.6%
2-4 81 26.3%
5-10 1 23.1%
11-20 55 17.9%
21+ 50 16.2%




Provider Demographics
Q124. What degrees have you earned? (Select all that apply) (N = 347; n providing any
response = 308)

Response n %
High school diploma 70 20.5%
AA 38 1.1%
BA 45 13.2%
BSN 34 10.0%
BS 65 19.1%
BSW 15 4.4%
DDS 2 0.6%
DNP 6 1.8%
DO 2 0.6%
MA 16 4.7%
MBA 7 2.1%
MD i 3.2%
MHA 3 0.9%
MPH 17 5.0%
MS 28 8.2%
MSN 12 3.5%
oD 0 0.0%
PhD 8 2.3%
Other 50 14.7%
None of the above 12 3.5%

Q125. What other degrees have you earned? (Please fill in the blank with your answer.) (N =
341)

Open-text response. 46 of 341 respondents provided a written answer (13.5%). Verbatim
responses not enumerated in this table.

Q126. What is your current gender identity? (Select all that apply) (N = 347; n providing any
response = 309)

Response n %
Female/woman 223 65.4%
Male/man 71 20.8%
Nonbinary, genderqueer, or not exclusively female or male 9 2.6%
Transgender female/woman 5 1.5%
Transgender male/man 1 0.3%
Another gender 1 0.3%
Dont know 0 0.0%
Prefer not to answer 3 0.9%

Q127. What is your current gender identity? (Please fill in the blank with your answer.) (N =
341)

Open-text response. 1 of 341 respondents provided a written answer (0.3%). Verbatim responses
not enumerated in this table.

Q128. Which of the following best describes your sexual orientation? (Select all that apply)
(N = 341; n providing any response = 309)

Response n %
Lesbian or gay 46 13.5%
Straight or heterosexual (that is, not gay or lesbian) 221 64.8%
Bisexual 19 5.6%




Queer 17 5.0%
Pansexual 8 2.3%
Something else 0 0.0%
Dont know 1 0.3%
Prefer not to answer 9 2.6%

Q129. Please indicate your sexual orientation. (Please fill in the blank with your answer.) (N =
341)
No responses recorded for this item.

Q130. What is your race and/or ethnicity? (Select all that apply) (N = 347; n providing any
response = 309)

Response n %
Asian and/or Asian American 13 3.8%
Black or African American 103 30.2%
Hispanic or Latino/a/x 60 17.6%
Middle Eastern or North African 2 0.6%
Multiracial 1 3.2%
Native American or Alaska Native 5 1.5%
Native Hawaiian or Pacific Islander 2 0.6%
White or Caucasian 126 37.0%
Prefer to self-describe 0 0.0%
Prefer not to disclose 10 2.9%

Q131. What is your race/ethnicity? (Please fill in the blank with your answer.) (N = 347)
No responses recorded for this item.

Q132. What is your age? (Select a button to indicate your answer) (N = 309)

Response n %
18-24 3 1.0%
25-34 36 1.7%
35-44 84 27.2%
45-54 77 24.9%
55-64 61 19.7%
65+ 40 12.9%
Prefer not to respond 8 2.6%

Practice Setting and Organization
Q133. Please select the state/territory you currently work in: (N = 307)

Response n %
NY : New York 31 10.1%
MD : Maryland 27 8.8%
CA : California 21 6.8%
DC: Washington, DC 19 6.2%
PA : Pennsylvania 18 5.9%
NJ : New Jersey 17 5.5%
FL : Florida 15 4.9%
Ml : Michigan 15 4.9%
LA : Louisiana 12 3.9%
TX : Texas 10 3.3%
GA : Georgia 10 3.3%
CT : Connecticut 10 3.3%




OH : Ohio 9 2.9%
VA : Virginia 9 2.9%
MA : Massachusetts 7 2.3%
IL : Illinois 6 2.0%
Other 6 2.0%
WY : Wyoming 5 1.6%
OK : Oklahoma 5 1.6%
AZ : Arizona 5 1.6%
NC : North Carolina 5 1.6%
MT : Montana 4 1.3%
MO : Missouri 4 1.3%
CO : Colorado 3 1.0%
AL : Alabama 3 1.0%
KS : Kansas 3 1.0%
IN : Indiana 3 1.0%
NV : Nevada 3 1.0%
AR : Arkansas 3 1.0%
NM : New Mexico 2 0.7%
MN : Minnesota 2 0.7%
KY : Kentucky 2 0.7%
HI : Hawaii 1 0.3%
PR: Puerto Rico 1 0.3%
Rl : Rhode Island 1 0.3%
SC : South Carolina 1 0.3%
ME : Maine 1 0.3%
WA : Washington 1 0.3%
OR : Oregon 1 0.3%
MS : Mississippi 1 0.3%
ID : Idaho 1 0.3%
WI : Wisconsin 1 0.3%
DE : Delaware 1 0.3%
IA : lowa 1 0.3%
WV : West Virginia 1 0.3%

Q134. Which of the following best describes your organization? (Select all that apply) (N

341; n providing any response = 309)

Response n %
340B HRSA Ryan White Covered Entity 72 21.1%
340B Contract Pharmacy 23 6.7%
Addiction services provider or /clinic 15 4.4%
Advocacy organization 12 3.5%
AIDS Drug Assistance Program 24 7.0%
AIDS Service Organization (ASO) 34 10.0%
Behavioral health organization 20 5.9%
Community Based Organization (CBO) 50 14.7%
Community Hospital 16 4.7%
Disproportionate Share Hospital (DSH) 2 0.6%
Faith-based organization 3 0.9%
Federally Qualified Health Center (FQHC) or Look-Alike 141 12.0%
Government entity (local, state, federal) 28 8.2%
Health department clinic 37 10.9%
Health department (non-clinic) 26 7.6%
Housing Services 19 5.6%




Independent Pharmacy 4 1.2%
LBGTQ+ health center 29 8.5%
Long-term Care Facility 4 1.2%
Medical center 29 8.5%
Mental Health Services 22 6.5%
Non-profit organization 69 20.2%
Pharmaceutical Company / Manufacturer 2 0.6%
Pharmacy Benefits Manager 1 0.3%
Private hospital or clinic 7 2.1%
Private practice 9 2.6%
Reproductive or sexual health clinic (Title X Family Planning) 8 2.3%
Ryan White HIV/AIDS Clinic 70 20.5%
STD Clinic (330 Provider) 27 7.9%
Substance use treatment facility 7 2.1%
Tribal Health Services 2 0.6%
University or /college health service center 11 3.2%
Veterans Health Administration (VHA) 1 0.3%
Other 13 3.8%

Q135. Please describe your organization type: (Please fill in the blank with your answer.) (N =
3471)

Open-text response. 13 of 341 respondents provided a written answer (3.8%). Verbatim
responses not enumerated in this table.

Q136. Do you feel that your organization does enough to satisfy its charitable contribution
requirements (‘charity care')? (Select a button to indicate your answer.) (N = 86)

Response n %
Yes 68 79.1%
No 18 20.9%

Q137. Which of the following best describes the area where your organization is
located? (Select a button to indicate your answer.) (N = 309)

Response n %
Rural 63 20.4%
Urban 193 62.5%
Suburban 52 16.8%
Tribal 1 0.3%

Q138. Approximately what percentage of your patients/clients are over the age of 50 or have
been living with HIV for 15 years or longer? (Select a button to indicate your answer.) (N =

309)

Response n %
Less than 10% 28 9.1%
10% - 25% 64 20.7%
26% - 50% 108 35.0%
51% - 75% 88 28.5%
More than 75% 21 6.8%

Patient or Client Social Support and Services
Q139. To what extent do your older patients/clients with HIV have a stable and supportive
living environment? (Select a button to indicate your answer.) (N = 282)

Response | n | % |




All do 18 6.4%
Almost all do 91 32.3%
Some do 129 45 7%
Few do 24 8.5%
None do 3 1.1%
Unsure 17 6.0%

Q140. How often do your older patients/clients with HIV report feeling lonely or isolated?
(Select a button to indicate your answer) (N = 287)

Response n %
All the time 16 5.7%
Often 11 39.5%
Sometimes 122 43.4%
Rarely 25 8.9%
Never 7 2.5%

Q141. Does your organization have policies in place to ensure appointment flexibility for
patients/clients who face transportation challenges? (Select a button to indicate your
answer) (N = 287)

Response n %
Yes, we have specific policies to accommodate these patients. 130 46.3%
Yes, but our policies are informal or case-by-case. 99 35.2%
No, we do not have specific policies in place. 29 10.3%
Unsure 23 8.2%

Q142. Does your organization offer end-of-life or advanced care planning services? (Select a
button to indicate your answer) (N = 287)

Response n %
Yes 69 24.6%
No 131 46.6%
Unsure 81 28.8%

Caring for Older People with HIV: The Landscape

Q143. Describe which specific aspects of your patients/clients health or daily living are most
impacted by HIV? (for example: physical mobility, mental health, or social interactions)
(Please fill in the blank with your answer) (N = 347)

Open-text response. 210 of 341 respondents provided a written answer (61.6%). Verbatim
responses not enumerated in this table.

Q144. In the last 12 months, have you collaborated with other human service agencies to
coordinate supportive services for your patients/clients (for example, transportation,
housing, food, etc.)? (Select a button to indicate your answer) (N = 258)

Response n %
Yes 225 87.2%
No 33 12.8%

Q145. To what extent do providers in your field engage in coordinated care, including external
referrals and multidisciplinary collaboration, to address the unique needs of older
patients/clients with HIV? (Select a button to indicate your answer) (N = 258)

Response n %

Always 108 41.9%

Often 72 27.9%




Sometimes 11 15.9%
Rarely 8 3.1%
Never 4 1.6%
Unsure 25 9.7%

Q146. Please describe the gaps in care coordination within your field. (Please fill in the blank
with your answer) (N = 347)

Open-text response. 82 of 341 respondents provided a written answer (24.0%). Verbatim
responses not enumerated in this table.

Top Three Greatest Issues Facing Patients Aging with HIV (Ranked 1, 2, or 3)
Q147. Comorbidities and co-infections (N = 74)

Response n %
1 43 58.1%
2 13 17.6%
3 18 24.3%

Q148. Cognitive decline (N = 47)

Response n %
1 11 26.8%
2 24 58.5%
3 6 14.6%

Q149. Decreasing physical mobility (N = 35)

Response n %
1 5 14.3%
2 16 45.7%
3 14 40.0%

Q150. Financial insecurity (N = 707)

Response n %
1 51 50.5%
2 32 31.7%
3 18 17.8%

Q151. Food insecurity (N = 40)

Response n %
1 12 30.0%
2 15 37.5%
3 13 32.5%

Q152. Frailty (N = 14)

Response n %
1 2 14.3%
2 5 35.7%
3 7 50.0%
Q153. Housing insecurity (N = 74)

Response n %
1 22 29.7%
2 29 39.2%

3 23 31.1%




Q154. Legal issues (e.g. dealing with advance directives, power of attorney, and guardianship)

(N=7)

Response n %
1 1 14.3%
2 1 14.3%
3 5 71.4%
Q155. Medication adherence (N = 23)

Response n %
1 5 21.7%
2 8 34.8%
3 10 43.5%
Q156. Medication management (e.g., navigating polypharmacy) (N = 37)

Response n %
1 9 24.3%
2 16 43.2%
3 12 32.4%
Q157. Medication side effects (N = 8)

Response n %
1 4 50.0%
2 2 25.0%
3 2 25.0%
Q158. Mental health (N = 60)

Response n %
1 16 26.7%
2 18 30.0%
3 26 43.3%
Q159. Social isolation (N = 67)

Response n %
1 15 24.6%
2 16 26.2%
3 30 49.2%
Q160. Stigma and discrimination (N = 47)

Response n %
1 13 31.7%
2 10 24.4%
3 18 43.9%
Q161. Weight management (N =70)

Response n %
1 5 50.0%
2 4 40.0%
3 1 10.0%
Q162. Other (N =12)

Response n %
1 3 25.0%




2 1 8.3%

3 8 66.7%

Q163. What other issues do your patients/clients face when aging with HIV? (Please fill in the
blank with your answer) (N = 3417)

Open-text response. 8 of 341 respondents provided a written answer (2.3%). Verbatim
responses not enumerated in this table.

Top Three Greatest Barriers to Accessing Healthcare (Ranked 1, 2, or 3)
Q164. Digital literacy issues (N = 90)

Response n %
1 33 36.7%
2 19 21.1%
3 38 42.2%

Q165. Healthcare costs (N = 99)

Response n %
1 50 50.5%
2 28 28.3%
3 21 21.2%

Q166. Lack of transportation (N = 775)

Response n %
1 33 28.7%
2 53 46.1%
3 29 25.2%

Q167. Housing affordability (N = 96)

Response n %
1 31 32.3%
2 35 36.5%
3 30 31.2%

Q168. Discrimination in long-term care facilities (N = 27)

Response n %
1 6 28.6%
2 6 28.6%
3 9 42.9%

Q169. Limited access to specialized HIV care in rural or underserved areas (N = 40)

Response n %
1 13 32.5%
2 13 32.5%
3 14 35.0%

Q170. Limited understanding of HIV and aging-related health issues (N = 62

Response n %
1 16 25.8%
2 21 33.9%
3 25 40.3%

Q171. Shortage of healthcare providers with expertise in both HIV and geriatric care (N = 68)



Response n %

1 23 33.8%
2 20 29.4%
3 25 36.8%

Q172. Utilization management practices (N = 27)

Response n %
1 4 19.0%
2 9 42.9%
3 8 38.1%
Q173. Other (N =15)

Response n %
1 4 26.7%
2 4 26.7%
3 7 46.7%

Q174. What other barrier to accessing healthcare for patients/clients aging with HIV have
experienced in your work? (Please fill in the blank with your answer) (N = 347)
Open-text response. 12 of 341 respondents provided a written answer (3.5%). Verbatim
responses not enumerated in this table.

Organizational Readiness for an Aging Population
Q175. Does your organization recognize the need for services geared towards an aging
population? (Select a button to indicate your answer.) (N = 225)

Response n %
Yes 200 88.9%
No 25 11.1%

Q176. Is your organization actively implementing changes to better serve an aging population?
(Select a button to indicate your answer.) (N = 225)

Response n %
Yes 170 75.6%
No 55 24.4%

Q177. Are long-term care considerations being discussed early enough to support patient
needs at your organization? (Select a button to indicate your answer.) (N = 225)

Response n %
Sometimes 71 31.6%
Yes 69 30.7%
Unsure 53 23.6%
No 26 11.6%
Not applicable 6 2.7%

Non-Invasive Diagnostic Tests

Q178. Do you engage in non-invasive diagnostic tests (example: Benoapena) for
cardiovascular disease or frailty assessment with your patients? (Select a button to indicate
your answer.) (N = 96)

Response n %

Yes 18 18.8%

No 78 81.2%




Q179. How frequently do you engage in these non-invasive diagnostic tests? (Select a button
to indicate your answer.) (N =18)

Response n %
Always 4 22.2%
Often 4 22.2%
Sometimes 10 55.6%

Q180. Would you be interested in using non-invasive diagnostic tools to monitor your patients’
health and detect early signs of comorbidities such as cardiovascular disease or frailty?
(Select a button to indicate your answer.) (N = 78)

Response n %
Yes 51 65.4%
No 27 34.6%

Barriers to Providing Care
Q181. Have your patients reported that they've experienced stigma or discrimination from
healthcare providers due to their HIV status or age? (Select a button to indicate your answer.)

(N =219)

Response n %
Yes 125 57.1%
No 61 27.9%
Unsure 33 15.1%

Q182. Do you think the informal caregivers of older people with HIV have adequate access to
the support, resources, and training needed to provide care? (Select a button to indicate your
answer) (N = 218)

Response n %
Yes 42 19.3%
No 120 55.0%
Unsure 56 25.7%

Q183. Do you have adequate access to geriatric expertise or services to meet the needs of
patients aging with HIV in your practice? (Select a button to indicate your answer.) (N = 279)

Response n %
Limited or inconsistent access 104 47.5%
Yes 63 28.8%
No 31 14.2%
Not applicable 21 9.6%

Q184. How often do your patients face delays in accessing specialized HIV care due to
unreliable transportation services, such as Medicaid transport? (Select a button to indicate
your answer) (N = 219)

Response n %
All the time 25 11.4%
Often 70 32.0%
Sometimes 87 39.7%
Rarely 28 12.8%
Never 9 4.1%

Q185. How frequently do your patients/clients encounter legal barriers to care, such as issues
with guardianship or power of attorney? (Select a button to indicate your answer) (N = 278)



Response n %
All the time 7 3.2%
Often 25 11.5%
Sometimes 59 27.1%
Rarely 73 33.5%
Never 1 5.0%
Unsure 43 19.7%

Q186. What barriers do your patients face when engaging in advanced care planning? (Select
all that apply) (N = 341; n providing any response = 219)

Response n %
Cultural or religious beliefs 55 16.1%
Emotional discomfort 87 25.5%
Financial concerns 119 34.9%
Healthcare literacy issues and difficulty understanding of care 17 34.3%
options

Legal and documentation barriers 65 19.1%
Limited support to make informed decisions 82 24.0%
Medical/health systems mistrust 81 23.8%
Perceived lack of relevance 68 19.9%
Spouse, partner, family, caregiver dynamics 64 18.8%
Unsure 41 12.0%

Q187. Please describe the most significant barriers to providing care within your field. (Please
fill in the blank with your answer.) (N = 347)

Open-text response. 115 of 341 respondents provided a written answer (33.7%). Verbatim
responses not enumerated in this table.

Insurance and Payer Issues
Q188. What insurance types do you accept? (Select all that apply) (N = 347; n providing any
response = 208)

Response n %
No health insurance coverage 92 27.0%
Insurance coverage through a current or former employer 119 34.9%
Insurance through someone elses employer (spouse, partner, 114 33.4%
etc.)

Insurance purchased through healthcare.gov or a state exchange 118 34.6%
Medicare 131 38.4%
Medicaid or public insurance from my state 143 41.9%
Tricare/Veterans 69 20.2%
Health insurance through a college or university 62 18.2%
Health insurance through the Indian Health Service 42 12.3%
Other 14 4.1%
Not sure 26 7.6%

Q189. What other insurance type do you accept? (Please fill in the blank with your answer)
(N = 347)

Open-text response. 13 of 341 respondents provided a written answer (3.8%). Verbatim
responses not enumerated in this table.

Q190. How often do insurance restrictions delay or prevent your patients/clients from
accessing necessary HIV medications? (Select a button to indicate your answer) (N = 208)



Response n %
All the time 14 6.7%
Often 38 18.3%
Sometimes 89 42.8%
Rarely 45 21.6%
Never 22 10.6%

Q191. Which of the following strategies do you think is most needed to address real-world
challenges that payers, providers, and patients face while coordinating care? (Select a button
to indicate your answer) (N = 87)

Response n %
Patient-Centered Approaches 31 35.6%
Incorporation of Social Determinants of Health 21 241%
Cross-Sector Collaboration 1 12.6%
Provider Engagement 8 9.2%
None of the above 7 8.0%
Data-Driven Adjustments 6 6.9%
Other 3 3.4%

Q192. What strategy do you think is most needed to address real-world challenges that
payers, providers, and patients face while coordinating care? (Please fill in the blank with
your answer) (N = 347)

Open-text response. 1 of 341 respondents provided a written answer (0.3%). Verbatim responses
not enumerated in this table.

Q193. In light of the CMS guidance under the Inflation Reduction Act, what are your concerns
regarding the potential impact on innovation in HIV treatments and prevention? (Select a
button to indicate your answer.) (N = 347; n providing any response = 87)

Response n %
None 1 0.3%
Im Not Sure 27 7.9%
Its Unclear Still 20 5.9%
Reduced Incentives for HIV Innovation 21 6.2%
Potential Delays in Access to New Treatments 28 8.2%
Impact on Tailored Therapies 16 4.7%
Impact on Shared-Clinical Decision Making 16 4.7%
Challenges in Maintaining, Updating Plan Formularies 21 6.2%
Other 1 0.3%

Q194. What other concerns do you have regarding the potential impact on innovation in HIV
treatments and prevention? (Please fill in the blank with your answer) (N = 347)
No responses recorded for this item.

Q195. To what extent have you seen a reduction in the number of Medicare Part D Stand-
alone Prescription Drug Plans (PDPs) affecting older HIV patients, particularly in terms of
access to necessary HIV medications and cost-sharing challenges? (Select a button to
indicate your answer.) (N = 82)

Response n %
I'm Not Sure 37 45.1%
Increased Financial Burden 20 24.4%
Minimal 10 12.2%
Challenges / Disruptions in Medication Adherence 6 7.3%
Shift to Medicare Advantage Plans that May Have More 6 7.3%




Treatment Restrictions

Limited Access to Specific HIV Medications 2 2.4%

Other 1 1.2%

Q196. Please describe your experiences or observations regarding Medicare Part D PDP
availability for older adults with HIV, including any impacts on access to medications, costs,
or care that you think are important. (N = 347)

No responses recorded for this item.

Q197. From your experience, how well does Medicare policy support comprehensive, long-
term care for people aging with HIV (coordination of care, coverage for comorbidities,
continuity of treatment)? (Select a button to indicate your answer.) (N = 208)

Response n %
Very well 17 8.2%
Somewhat well 43 20.7%
Neutral 92 44.2%
Somewhat poorly 42 20.2%
Poor 14 6.7%

Q198. From your experience, how do Medicare Advantage Plans compare to traditional
Medicare in supporting timely, comprehensive care for people aging with HIV? (Select a
button to indicate your answer.) (N = 207)

Response n %
Unsure 908 47.3%
About the same 57 27.5%
Traditional Medicare is better 29 14.0%
Medicare Advantage is better 23 11.1%

Q199. Which type of Medicare creates more administrative barriers when providing care to
people aging with HIV? (Select a button to indicate your answer.) (N = 208)

Response n %
Unsure 114 54.8%
Both are the same 39 18.8%
Medicare Advantage 38 18.3%
Traditional Medicare 17 8.2%

Q200. How has Medicaid expansion in your state impacted HIV care and prevention services,
particularly for underserved populations? (Select all that apply) (N = 347; n providing any
response = 131)

Response n %
Increased Access to Care 58 17.0%
Enhanced Preventive Services 40 11.7%
Improved Health Outcomes 40 1.7%
Targeted Programs for Underserved Populations 35 10.3%
No impact 9 2.6%
Unsure 34 10.0%
Medicaid has not expanded in my state 16 4.7%

Q201. How important is the continued expansion of ACA (Affordable Care Act) marketplace
subsidies for providing care to patients aging with HIV? (Select a button to indicate your
answer.) (N = 208)

Response n %

Very important 153 73.6%




Somewhat important 25 12.0%

Neutral 26 12.5%

Somewhat unimportant 4 1.9%

Q202. Have any of your patients been impacted by Medicaid eligibility changes or
disenrollments in the last year? (Select a button to indicate your answer.) (N = 208)

Response n %
Yes 124 59.6%
No 27 13.0%
Unsure 57 27.4%

Q203. Which of the following issues related to Medicaid eligibility have been most challenging
to patient care? (Select all that apply.) (N = 347; n providing any response = 123)

Response n %
Gaps in coverage during transition 94 27.6%
Increased out-of-pocket costs 83 24.3%
Loss of access to providers or specialists 77 22.6%
Delays or interruptions in medication access 80 23.5%
Confusion about coverage options or enrollment timelines 91 26.7%
Increased administrative burden for providers or staff 61 17.9%
Medicaid eligibility is rarely or never a barrier 5 1.5%
Other 4 1.2%

Q204. Please describe the issues related to Medicaid eligibility that have been most
challenging to patient care in your setting: (N = 347)

Open-text response. 3 of 341 respondents provided a written answer (0.9%). Verbatim
responses not enumerated in this table.

Q205. Which of the following insurance-related issues most commonly impact your
patients/clients? (Select all that apply) (N = 347; n providing any response = 208)

Response n %
Denials 95 27.9%
Out-of-pocket costs: Coinsurance 93 27.3%
Out-of-pocket costs: Copayments 130 38.1%
Prior authorization 116 34.0%
Quantity limits 38 11.1%
Step therapy requirements 30 8.8%
Other 9 2.6%
None of the above 22 6.5%

Q206. What other insurance-related issues most commonly impact your patients/clients?
(Please fill in the blank with your answer.) (N = 347)

Open-text response. 7 of 341 respondents provided a written answer (2.1%). Verbatim responses
not enumerated in this table.

Q207. How significant is the administrative burden of insurance requirements on your
practice? (Select a button to indicate your answer) (N = 87)

Response n %
Very significant 36 141.4%
Somewhat significant 23 26.4%
Moderately significant 12 13.8%
Slightly significant 6 6.9%
Not significant 10 11.5%




Q208. Have your patients ever delayed or avoided seeking care due to concerns about their
insurance coverage or out-of-pocket costs? (Select a button to indicate your answer.) (N =

207)

Response n %
Yes 128 61.8%
No 26 12.6%
Unsure 53 25.6%

Q209. Please describe these insurance and cost concerns. (Please fill in the blank with your
answer.) (N = 341)

Open-text response. 90 of 341 respondents provided a written answer (26.4%). Verbatim
responses not enumerated in this table.

Q210. Are you interested in prescribing injectable treatments for your patients, particularly
for those who might benefit from long-acting formulations? (Select a button to indicate your
answer.) (N = 208)

Response n %
| cannot prescribe medication 123 59.1%
Yes 72 34.6%
Unsure 8 3.8%
No 5 2.4%

Q211. Which types of patients in your practice do you believe would most benefit from
injectable treatments? (Select a button to indicate your answer.) (N = 72)

Response n %
Patients with adherence challenges 44 61.1%
Patients who prefer not to take daily oral medications 15 20.8%
Patients with stable conditions seeking less frequent dosing 10 13.9%
Other 3 4.2%

Q212. What other patients do you believe would most benefit from injectable treatments?
(Please fill in the blank with your answer) (N = 347)

Open-text response. 3 of 341 respondents provided a written answer (0.9%). Verbatim
responses not enumerated in this table.

Q213. How concerned are you about the out-of-pocket costs for patients who might be
prescribed injectable treatments? (Select a button to indicate your answer.) (N = 208)

Response n %

Very concerned 107 51.4%
Somewhat concerned 50 24.0%
Moderately concerned 15 7.2%
Slightly concerned 20 9.6%

Not concerned 16 7.7%
Telehealth

Q214. Do you offer telehealth services? (Select a button to indicate your answer.) (N = 206)
Response n %

Yes 141 68.4%

No 65 31.6%




Q215. Have you faced regulatory or legal difficulties in maintaining telehealth services to
patients/clients? (Select a button to indicate your answer.) (N = 747)

Response n %
Yes 29 20.6%
No 72 51.1%
Unsure 40 28.4%

Q216. Are you currently utilizing the permanent Medicare changes that allow Federally
Qualified Health Centers (FQHCs) and Rural Health Clinics (RHCs) to serve as distant site
providers for behavioral/mental telehealth services, including the use of audio-only
communication platforms? (Select a button to indicate your answer.) (N = 85)

Response n %
Yes 19 22.4%
No 26 30.6%
Unsure 40 47.1%

Q217. Do you anticipate challenges in your practice if the temporary Medicare telehealth
flexibilities for non-behavioral/mental health services, set to expire on 1.30.2026, are not
extended or made permanent? (Select a button to indicate your answer.) (N = 85)

Response n %
Yes 38 44.7%
No 7 8.2%
Unsure 40 471%

Q218. Do you see a significant difference in how you deliver telehealth services for
behavioral/mental health care under the permanent Medicare changes compared to non-
behavioral/mental health services under the temporary changes? (Select a button to indicate
your answer.) (N = 85)

Response n %
Yes 19 22.4%
No 14 16.5%
Unsure 52 61.2%

Policy, ADA, PDAB, MHS, and Decriminalization
Q219. Do you feel that more advocacy efforts are needed to address the needs of people aging
with HIV? (Select a button to indicate your answer.) (N = 200)

Response n %
Yes 191 95.5%
No 9 4.5%

Q220. Are you aware of the specific federal protections under the Americans with Disabilities
Act (ADA) that apply to people living with HIV? (Select a button to indicate your answer) (N =

200)

Response n %
Yes 101 50.5%
No 56 28.0%
Unsure 43 21.5%

Q221. How familiar are you with the ADA's requirements for reasonable accommodations for
people living with HIV in the workplace? (Select a button to indicate your answer.) (N = 200)

Response n %

Very familiar 34 17.0%




Somewhat familiar 82 41.0%

Not very familiar 58 29.0%

Not familiar at all 26 13.0%

Q222. Have your patients living with HIV reported experiencing any discrimination in
employment or public accommodations? (Select a button to indicate your answer.) (N = 200)

Response n %
Yes 75 37.5%
No 1 35.5%
Unsure 54 27.0%

Q223. Please indicate the extent to which you agree that more education is needed for
healthcare providers regarding the legal rights of people living with HIV under federal laws
like the ADA. (Select a button to indicate your answer.) (N = 200)

Response n %
Strongly agree 110 55.0%
Agree 64 32.0%
Neither agree or disagree 26 13.0%

Q224. Do you think that healthcare facilities adequately accommodate the needs of older
patients living with HIV as required under the ADA? (Select a button to indicate your answer.)

(N =200)

Response n %
Yes, always 27 13.5%
Yes, sometimes 83 41.5%
No, rarely 25 12.5%
No, never 7 3.5%
Unsure 58 29.0%

Q225. Do you discuss legal protections under the ADA and other federal laws with your
patients living with HIV to help them understand their rights? (Select a button to indicate
your answer.) (N =1799)

Response n %
Always 20 10.1%
Often 27 13.6%
Sometimes 67 33.7%
Rarely 42 21.1%
Never 43 21.6%

Q226. Are you familiar with your state's Prescription Drug Affordability Board (PDAB)? (Select
a button to indicate your answer.) (N = 34)

Response n %
Yes 15 44.1%
No 8 23.5%
Unsure i 32.4%

Q227. Have you participated in state-focused public comment periods regarding HIV
treatments (e.g. PDABs or Provider & Therapeutic Committee)? (Select a button to indicate
your answer.) (N =177)

Response n %
Yes 1 9.1%
No 8 72.7%
Unsure 2 18.2%




Q228. Have any of your patients living with HIV faced difficulties in accessing public services
(e.g., transportation, education, social services) due to discrimination based on their HIV
status? (Select a button to indicate your answer.) (N = 200)

Response n %
Yes 14 35.5%
No 59 29.5%
Unsure 70 35.0%

Q229. How confident are you in your ability to advocate for your patients living with HIV who
face legal or discrimination issues related to their healthcare? (Select a button to indicate
your answer.) (N = 200)

Response n %
Very confident 79 39.5%
Somewhat confident 77 38.5%
Not very confident 34 17.0%
Not confident at all 10 5.0%

Q230. A June 2024 HHS rule on information blocking requires that all electronic health
information, including HIV-related data, be shared promptly with authorized parties unless a
specific exception applies. How do you anticipate this rule might impact your current
practices in reporting and sharing HIV data? (Please fill in the blank with your answer.) (N =
341)

Open-text response. 42 of 341 respondents provided a written answer (12.3%). Verbatim
responses not enumerated in this table.

Q231. This question is about Molecular Health Surveillance (MHS). MHS uses anonymous HIV
test data to track how different HIV strains are connected. This helps find and stop new
outbreaks or control current ones. Do you think MHS is an effective tool to help stop the
spread of HIV? (Select a button to indicate your answer.) (N = 80

Response n %
Yes 26 32.5%
No 4 5.0%
| would need more information before answering 50 62.5%

Q232. I'm concerned that MHS might... (Select all that apply) (N = 347; n providing any
response = 4)

Response n %
Lead to criminalization issues based on HIV status. 2 0.6%
Use data without someones consent 2 0.6%
Increase stigma for people living with HIV 2 0.6%
Other 1 0.3%

Q233. Please list your other concern(s) with MHS. (Please fill in the blank with your answer.)
(N = 347)

Open-text response. 1 of 341 respondents provided a written answer (0.3%). Verbatim responses
not enumerated in this table.

Q234. Do you support the decriminalization of HIV? (Select a button to indicate your answer)

(N = 200)

Response n %
Yes 108 54.0%
Yes, but only in virally suppressed patients 30 15.0%
No 22 11.0%




| Unsure | 40 | 20.0% |

Q235. Do you support the decriminalization of HIV exposure without intent? (Select a button
to indicate your answer) (N = 200)

Response n %
Yes 113 56.5%
Yes, but only in virally suppressed patients 28 14.0%
No 22 11.0%
Unsure 37 18.5%

Q236. In your opinion, what is the most immediate need or area for improvement in HIV care
for older people living with HIV? (Please fill in the blank with your answer.) (N = 347)
Open-text response. 144 of 341 respondents provided a written answer (42.2%). Verbatim
responses not enumerated in this table.

Q237. In one word, how would you describe aging with HIV? (Please fill in the blank with your
answer.) (N = 341)

Open-text response. 145 of 341 respondents provided a written answer (42.5%). Verbatim
responses not enumerated in this table.

Q238. If you would like to receive the final report of the survey findings, please include your
email address below. (Optional) (N = 347)

Optional contact field. 90 of 341 respondents provided an email address (26.4%). Email
addresses are personally identifying and are not enumerated in this table.

End of Master Table 1.



