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Summary

The Affordable Care Act (ACA) provides new health insurance coverage opportunities and extends non-
discrimination protections to millions of individuals, including people with HIV. Greater access to insurance
coverage has the potential to improve continuous access to care and treatment for people with HIV which can
positively impact individual health outcomes and reduced the risk of HIV transmission.'* Therefore, as the
major coverage reforms under the ACA are implemented, it is important to monitor how people with HIV are
impacted. To provide greater insight into what the ACA has meant for this population, focus groups were
conducted with HIV positive individuals in five states — California, Florida, Georgia, New York, and Texas — in
the Summer and Fall of 2014. These groups provided an early look at how people with HIV were experiencing
care under the ACA. As a follow-up, this report provides a second look at how the ACA is impacting people with
HIV two years into these new coverage opportunities, based on focus groups conducted with HIV positive
individuals from the same states in early 2016, after the third round of open enrollment. Groups were
conducted with HIV positive individuals who gained insurance coverage — through either the Marketplaces or
Medicaid expansion- in California and New York and with those who remained uninsured, largely because they
fell into the coverage gap, in Florida, Georgia, and Texas.

Key findings include:

e While in 2014, participants who gained insurance coverage were still in the early stages of figuring out
how to use it, insured participants in this round of research reported using their coverage regularly to
meet their HIV care and treatment needs. They reported that their health is easier to manage as a result
of gaining coverage and appear better able to navigate using insurance than their 2014 counterparts.
They have found relief and security in becoming covered.

e Still, despite some increased comfort with coverage, participants remain unsure of how to fully assess
plan options and, as in 2014, put a lot of trust in case managers to help make enrollment decisions.
They continue to lack some basic insurance literacy but unique to this round of research, many
participants across the sites knew that access to health care varied across the country.

¢ Those with insurance recognized its benefits but some worry about being able to maintain coverage.
Those with private insurance worry about costs and those with Medicaid find recertification stressful.

¢ Only a few participants have made changes to their plans since first enrolling. One individual switched
to a different metal level plan by choice and was unexpectedly met with higher costs and two others
were moved into new coverage automatically.



e As was found in the 2014 groups, those who live in non-Medicaid expansion states and remain
uninsured, largely because they fall into the coverage gap, feel that they can meet their HIV care and
treatment needs through the Ryan White Program, which they say is lifesaving, but have many other
health problems that are going unaddressed. When they learn that their state chose not to expand
Medicaid, they are dismayed but not surprised. Almost all say if their state later expanded the program
they would enroll, especially those who have past experience with Medicaid coverage.

e More than gaining insurance, most report that their finances are the biggest stress in their lives; they
struggle to make ends meet and many face substantial medical debt.

e Just as in 2014, many respondents report close relationships with their HIV providers. They say having
a provider who is a specialist and who has a consistent role in their lives is important and in seeking out
new coverage many prioritize being able to maintain these relationships. Choice in pharmacies was also
important with respondents identifying a range of preferences regarding how they get their
medications.

e The Ryan White Program continues to provide a crucial role in the lives of almost all the participants,
especially the uninsured. Ryan White clients were enormously grateful for the program but like
Medicaid enrollees, faced challenges around recertification time. Unlike in 2014, those who have gained
coverage tend to be less aware they are still connected to the program despite reporting using support
services like case management that are funded by Ryan White.

Introduction and Background

The Affordable Care Act (ACA), signed into law in 2010, aims to expand access to affordable health insurance
to millions of Americans, including those with HIV, providing new coverage options, non-discrimination
protections, and eliminating other barriers to care. For people with HIV, these pathways to coverage and
protections have particular importance given that many faced exclusions and other discriminatory hurdles in
gaining individual health insurance in the pre-ACA era. Provisions with an especially significant impact
include: the creation of health insurance Marketplaces in each state where individuals can purchase private
insurance with subsides available to those with low and moderate incomes; the ability for states to expand their
Medicaid programs to cover individuals based on income alone?; and prohibitions on discriminatory market
practices such as rate setting based on health status, preexisting condition exclusions, and use of annual and
lifetime coverage limits. Improving access to and engagement with health care for those with HIV is important
to both individual and public health because continuous access to quality HIV care and treatment improves the
health and longevity of those who are infected and also reduces the risk of HIV transmission.* However, despite
the potential offered by the ACA, some with HIV have remained uninsured, often because they are ineligible for
coverage or available options are unaffordable. Additionally, some will have HIV care needs that go beyond
what is provided through traditional insurance. For these individuals, the Ryan White HIV/AIDS Program, the
nation’s HIV care safety net, remains a critical resource.

In order to explore how those with HIV were impacted by initial coverage changes under the ACA, we
conducted focus groups with HIV positive individuals after the close of the first open enrollment period in the
Summer and Fall of 2014.° The groups were conducted in five states --California, Florida, Georgia, New York,
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and Texas--which together represent half of all people estimated to be living with HIV in the United States and
reflect different state level approaches to ACA implementation.® Two of the states — California and New York —
expanded their Medicaid programs while the remaining three - Florida, Georgia, and Texas — did not. In
addition, California and New York run their own health insurance Marketplaces while Florida, Georgia and
Texas rely on the federally-facilitated Marketplace. Within these states, focus groups were conducted in the
cities of Los Angeles, Miami, Atlanta, New York City, and Dallas.

The 2014 groups occurred at a time when coverage opportunities were new and enrollees, as well as those
working within health care delivery, were only just becoming familiar with navigating the systems and doing so
after Marketplaces initially struggled to operate as planned. The resulting report provided a first look at how

people with HIV were accessing and using new insurance and at the experiences of those who remained
uninsured. As a follow-up, in February 2016, after the third open enrollment period, we returned to the same
sites to conduct a second round of focus groups to see whether and how experiences with coverage had changed
since the early rollout. In three states (Florida, Georgia, and Texas), focus groups included those who remained
uninsured, falling below 139% of the federal poverty level (FPL). Because these states have not expanded
Medicaid, many of these focus group participants were caught in the “coverage gap,” that is they lived in states
that did not expand Medicaid and had incomes below 100% of the poverty level, leaving them ineligible for
Medicaid and Marketplace subsides, with limited coverage options. In two states (California and New York),
focus groups consisted of those who gained coverage through either the Marketplace or through their state’s
Medicaid expansion. This report identifies key findings from the 2016 research and makes comparisons to the
2014 groups. It is organized around the main themes that emerged from the focus groups. (See Appendix for
detailed Methodology).

Table 1. Focus Group Site Details

City Date Composition
Miami, FL February 18, 2016 Uninsured, Under 139% FPL
New York City, NY February 22, 2016 Marketplace and Medicaid Expansion
Enrollees
Dallas, TX February 24, 2016 Uninsured, Under 139% FPL
Los Angeles, CA February 25, 2016 Marketplace and Medicaid Expansion
Enrollees
Atlanta, GA February 29, 2016 Uninsured, Under 139% FPL

Findings

Understanding insurance coverage options and how to select an affordable plan that meets health care needs is
essential to any enrollee but especially for those with HIV. For people with HIV finding a plan with benefits
that promote engagement in care and treatment is a medical necessity. Yet, even two years into the ACA, as
found in 2014, many still do not have basic insurance literacy that would help them identify coverage options
best suited to support them. At the same time, focus group participants expressed an awareness of the
variability in access to HIV care across the country, not expressed by those in 2014.

While some participants seemed to have a better basic understanding of ACA coverage
opportunities compared to the 2014 groups, most still lacked any detailed knowledge about
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what it meant for them. For instance, some of the uninsured knew that they would not be penalized for
being without coverage and some had heard of states making different decisions around Medicaid expansion.
Yet, many remained confused about their eligibility for ACA coverage and for pre-ACA Medicaid based on
disability. Those exploring coverage were often overwhelmed about their options and lacked the insurance
literacy to make well informed decisions. One Marketplace enrollee in New York remarked “I'm still not quite
sure if I understand when they talk about out-of-pocket, what does that mean actually mean?” For some, this
lack of knowledge about the law and coverage options created a significant barrier to gaining insurance. For
one uninsured Georgia man, for example, it meant that he was paying higher out-of-pocket costs as a result of
being uninsured than he would if he had purchased coverage. He is paying $2,000-$3,000 out-of-pocket each
month for his non-HIV medications: blood thinners, thyroid pills and high blood pressure pills. In addition, he
has bills from a recent hospitalization. Nobody had explained to him that it would be less expensive for him to
purchase high quality Marketplace coverage despite not qualifying for a subsidy than to continue to pay cash
prices for his medications. He says that he is “living month-to-month,” that he can only just afford what he is
paying now, and that money is “very tight.” Others still said they know “nothing; zip” about the ACA saying “I
have no clue” about the law.

Despite the lack of knowledge about the ACA and its options, there was a fair amount of
understanding that access to care for those with HIV varied across the country. It was specifically
noted by participants that those in New York and California have particular good access to care, including by
those not from these states. California and New York participants were grateful for their access while those
outside of these states pointed to the disparity, saying they knew HIV positive people in other locations
received better access to care and coverage. In fact, one participant in the New York group had recently moved
to the state from Georgia, specifically to gain access to better health coverage despite knowing nobody in New
York. He believed that the AIDS Drug Assistance Program (ADAP), the component of the Ryan White Program
that provides access to HIV treatment, in Georgia did not provide quality access and he lacked the ability to get
coverage there. While he qualified for a tax credit, he said the premium in Georgia would have been
unaffordable to him at $208/month. In New York he was eligible for and enrolled in Medicaid and he is very
grateful. He says “if you are HIV positive, New York is the state for you.”

Focus group participants who gained Medicaid and Marketplace coverage under the ACA were asked to discuss
their reasons for enrolling and their experiences doing so. Those who remained uninsured were asked if they
had ever attempted to enroll in coverage. Conversations also focused on the reasons enrollees had for selecting
the plans they did. After three open enrollment periods, confusion about enrollment remains, yet overall the
process was smoother for most than for those in the 2014 groups.
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Respondents reported first enrolling in coverage at different times over the past few years.
While some had gained coverage more recently, a few New York Medicaid enrollees had enrolled into New
York’s early expansion of the program in 2013 which was put in place prior to the ACA in an attempt to smooth
the transition to coverage. As intended by the early expansion, these enrollees did not seem to notice a
difference as they technically rolled over into the expansion population.

Focus group participants who gained new coverage reported a variety of reasons for enrolling,
often citing the coverage mandate and desire to avoid a penalty as key factors. Compared to those
in the first round of focus groups in 2014, more participants cited the coverage mandate or avoiding the penalty
as reasons for enrolling. This may reflect the fact that in 2014, the penalty was waived for those that did not
gain coverage but by 2016 the penalty had increased to $695 or 2.5% of one’s income, whichever is greater.
Respondents also more commonly reported enrolling at the urging of family members, case managers or social
workers, who sometimes explained the legal requirements around coverage and sometimes highlighted the
health benefits. One marketplace enrollee from Los Angeles who initially said he enrolled to avoid paying the
penalty, says he now feels grateful for his coverage, despite finding the enrollment process itself a little
confusing.

Many of those who remain uninsured looked into getting care through avenues created by the
ACA but were either told they did not qualify or felt it was too expensive. Some went to
Healthcare.gov on their own, but most had help from a social worker or their case manager. A few say they got
to the point of seeing different plans and prices but felt none of the options were affordable. In some cases
seemingly eligible respondents believed they were “denied” Marketplace coverage which means they were
either given misinformation or misunderstood Marketplace eligibility. However, in most of these cases it would
be true that they were ineligible for subsides which could help them to afford coverage. One man in Miami
reported he was (incorrectly) told by the Marketplace that he did not need to enroll because he had HIV and
was already covered by Ryan White. Another man in Dallas says his doctor told him the ACA did not affect him,
so he should not bother looking into it. One individual explored options, but did so too late, after the close of
open enrollment. An Atlanta man had hoped he could get premium assistance through ADAP or through the
county, a function Ryan White programs can provide beyond assisting with direct drug access, but was
disappointed to learn he was ineligible because he did not meet a minimum income threshold so he did not
enroll in coverage. One respondent said he asked a Marketplace representative what plan would be good for
someone with HIV and was told the representative would get back to him but after never hearing back, he did
not further pursue looking for coverage. Many of the situations described above depict an individual who made
the one effort to enroll or explore options but never did so again, suggesting there might be a very small
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window when consumers can be engaged in coverage, that the first point of contact with the system matters,
and that those who remain uninsured may need a significant push to explore options a second time.

In addition, a few participants were ineligible for coverage because they are recent or undocumented residents.
A few say they felt looking into coverage was unnecessary while they have Ryan White. A couple of other
respondents may have been eligible for Medicaid based on disability but they had either been denied coverage
and had not explored that denial further or did not understand that they are potentially eligible and had yet to
investigate the option.

Most focus group participants received help enrolling in coverage. Participants sought out
assistance from counselors within their clinics, assisters outside of their clinics, brokers, and through the 1-800
numbers for the Marketplaces. Similar to the participants in the 2014 groups, many respondents reported
putting a lot of trust in case managers during the enrollment process. As discussed below, case managers
played an important role in demystifying the enrollment process for those who were. While participants were
grateful when they had assistance from a case manager, some reported that they were not personally very
involved with the selection of coverage, saying that plans were essentially selected for them

Even after three open enrollment periods, confusion continues. Several respondents with both
Medicaid and Marketplace coverage said that enrollment paperwork was confusing, overwhelming, and
burdensome. Problems seemed to be especially apparent for California Medicaid enrollees. One California
Medicaid enrollee first went to the state office to enroll but described the scene as worse than the DMV;; for
recertification he now works with a case manager. He also says he submitted the full packet of paperwork to
Medicaid, much of which he said was redundant, to be told later he was missing a page that he knew was
turned in. Another California man took three appointments to sign-up for Medicaid but despite this, reported
enrollment was not too difficult for him. A Medicaid enrollee in New York felt overwhelmed by the process so
went through the basic enrollment steps but let Medicaid auto-enroll him in a plan which was he was okay with
but he was frustrated that once assigned to a provider, he did not receive that providers address. Some who
were confused by enrollment packets and other documents they received in the mail brought their packages
into their clinics to get help sorting through the paperwork and enrolling.
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A further source of enrollment anxiety for some was not knowing how to report information accurately. One
California Marketplace enrollee reported feeling anxious about how to report a fluctuating income. He said his
tax return from last year reported his income as one amount but that it was not reflective of his current
situation. Another issue that presented a challenge for one individual is that they learned they would not be
able to select their own provider as a primary when enrolling and were instructed by their clinic to instead
identify the clinical supervisor when they enrolled.

Other respondents however found enrolling in Marketplace coverage and Medicaid fairly
straightforward. These individuals were able to handle it on their own or said that using a case manager
made things easy. Potentially contributing to this perspective, unlike in the 2014 focus groups, there were no
reports about dysfunctional websites, problems with logging onto the marketplace itself, or lengthy waits to get
through to Marketplaces assistance. One New York participant with Medicaid who handled enrollment himself
said “I thought it was pretty okay. It seemed pretty simple to me.” A California man with Medicaid coverage
said with the help of his clinic, enrolling “...was really easy once they had basically the concierge situation
where they were giving people somebody to work with.”

Enrollees also had different experiences with the length of time it took to enroll in coverage.
While some enrolled fairly quickly, it took others several months. At the extreme end, one individual in Los
Angeles received contradictory information about his eligibility and it ultimately took him about six months to
enroll in Medicaid coverage. At first he was worried about maintaining his HIV treatment and says he was
“freaking out” but his case manager reassured him he could stay on ADAP until his coverage transition was
complete.

Participants had different reasons for selecting the plan they did. An individual in New York
reported selecting a Medicaid plan based on its rating on the state Marketplace which simplified an otherwise
complicated decision. Some looked at costs but many felt that is was difficult to fully understand what out-of-
pocket expenses might look like. One Los Angeles man said that co-insurance made understanding costs in
actual dollar terms particularly confusing. When enrolled in a plan with premium assistance through ADAP a
New York individual said that while he had no out-of-pocket expenses, he selected a plan based on cost-sharing
in case later on ADAP was unable to help or he forgot to recertify and lost ADAP assistance. Many prioritized
ensuring they could stay with their providers with whom they had developed long term relationships and
trusted or wanted to be able to stay on their treatment regimens. Others selected a plan from an issuer that
they had positive experiences with in the past and several followed case manager recommendations.

Only a few participants reported changing their coverage over the course of the different open
enrollment periods once they became insured. One participant from Los Angeles initially chose a
platinum plan but felt like the premiums were too high so he switched to a gold plan. He has been disappointed
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to find that he has not found relief and as a result of new higher out-of-pocket costs, he has put off some follow-
up care. Another participant recently found out he was no longer going to be able to stay on his Medicaid plan,
presumably because the plan was pulling out of the market. He had just selected a new plan with the help of his
clinic but had not yet started using it at the time of the group. He said this change was confusing to him and he
was unsure of why he could not keep his previous coverage but just knew it was being terminated.

One New York participant reported experiencing “churning” through various insurance programs. He has gone
from being a Medicaid enrollee to being a Marketplace enrollee to now being enrolled in New York’s Essential
Plan, coverage offered in New York for those with low incomes but ineligible for Medicaid.” In addition, he has
received ADAP assistance from the Ryan White Program to help with costs associated with coverage in both the
Marketplace plan and now in the Essential Plan. With the exception of a one month lapse and a pharmacy
change, he reports that the transitions between programs have been okay.

Stories from the Field

A 25 year old man from New York lost his college based insurance coverage after graduating and
enrolled in Medicaid at his family’s encouragement. He also personally thought it would be good
have coverage in case something happened to him. He enrolled into a Medicaid plan through
New York’s early expansion of the program in 2013. In 2014 he found a job and reported this
change to the Marketplace which he remembered he had been told to do. In doing this he
learned that he was no longer eligible for Medicaid but qualified for a Marketplace plan with a
subsidy. He navigated the transition on his own and says the process was simple — he filled out
an enrollment form online and was able to compare different plans. He was able to find a silver
level Marketplace plan by the same issuer as his previous Medicaid plan. He thought this was
positive since he had been happy with the coverage and believed his doctor would accept the nre
plan as well. He then enrolled in ADAP insurance assistance to get help with premiums and out-
of-pocket costs. The plan he selected was $480 a month from which a $250 monthly tax
credited was deducted. ADAP covered the remainder of the premium and other out-of-pocket
costs. In late 2015, he lost his job and he reported this to the Marketplace. After reporting this
job loss, he was enrolled into the state’s Essential Plan (again with same issuer) which is a New
York state coverage option for individuals with low incomes that exceed the Medicaid eligibility
limit. He says that while for the most part each of these transitions have been relatively easy to
manage, the move to the Essential Plan caused a month lapse in coverage when his old plan had
been cancelled but his new plan had not yet been activated. He had some anxiety that something
like this might happen but was not overly concerned as he had his medication for the month and
did not have any scheduled doctor’s appointments but says “thank God... I didn’t break a leg or
something.” He says he did get a cold that he had to treat himself when he did not have
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coverage. In addition, he had to change his pharmacy but he did not mind this adjustment since
he now uses a national chain with many locations and the ability to get home delivery, which he
prefers. While he says the $20 monthly premium for the Essential Plan would be manageable
for him, ADAP covers the cost. He says that he hopes to have a job soon, and in fact had an
interview the day of the focus group, and knows that ADAP support for Marketplace coverage,
which he anticipates rejoining, will be essential. “When I do get a new job, which hopefully is
soon, I know they’re gonna change me to a different plan so I'll have to choose like a silver or
platinum...and I'm sure I'm not gonna be able to pay that premium and so ADAP will pay it,
which is very helpful.”

Still, most participants indicated they remained enrolled in the same plan they had first selected. One possible
reason few have changed coverage in the last few years is that comparing plans during a renewal period remained
confusing. In addition, few reported seeing any significant changes to their plans, though one privately insured
individual did say his premiums has been creeping up.

Focus group participants in New York and California gained insurance as a result of the ACA. Some had
enrolled in Medicaid through the expansion of the program and others enrolled in a plan in their state’s
Marketplace. While there were some challenges, most participants reported positive experiences with new
coverage noting they could meet both their HIV and non-HIV health needs. Compared to the participants in
the 2014 groups, these individuals appeared to have become more comfortable navigating their coverage
despite some continued insurance literacy gaps. Those who gained Medicaid coverage report general
satisfaction but say that recertification is a particularly stressful time, something that 2014 participants had not
yet experienced at the time of those groups.

Most of those who gained coverage had been uninsured for several years. Some said that they had
insurance on and off before gaining ACA era coverage. A few Medicaid enrollees had not had insurance since
they were children and some had been without coverage for well over a decade. One California participant who
manages an art gallery points out that the type of work he does typically doesn’t offer coverage so was grateful
to be able to get it under the ACA through the Marketplace.

As with the 2014 groups, those who gained insurance coverage through Medicaid and the
Marketplaces are generally very grateful and report feeling more secure. However, because
coverage was so new for participants in 2014 this feeling was more theoretical for those groups whereas now
the feeling of security appeared based on actual experiences with insurance coverage. This coverage makes
them feel more secure, less worried about bills, less stressed, and more independent. They worry less about
what will happen to them in case of a serious accident and realize they can use emergency care with less
concern about high bills and significant debt. Some participants report that if they were not insured they would
be in worse health, including some who said they would likely be dead. Those with Medicaid in particular say
they feel lucky. One woman now covered by the program spoke about using other people’s insurance cards to
see a doctor in the past, an action that made her feel badly about herself. She is glad to have her own coverage
and feels she can honorably access care. Others report feeling that they are treated more respectfully having
coverage and see coverage as opening up care opportunities. A California Medicaid enrollee had been
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uninsured and receiving health care from a community clinic through the Ryan White Program before
enrolling. He thought the clinic was overcrowded and he felt as though he was treated like a number. After
enrolling in a private plan, he changed doctors, describing the experience as “a Godsend.” His doctor is now
closer to his home, and he feels she takes the time to get to know him as a person. He also had to switch
pharmacies, which he saw as a positive change — his new pharmacy is close to home and open twenty-four
hours a day. He says his health is easier to manage now that he has private coverage and he cannot imagine
losing it.

Those in Marketplace plans with out-of-pocket costs report they are a challenge to afford. They
prioritize having coverage at the expense of other things but wish these expenses were lower;
they worry about maintaining coverage in the future. Those with marketplace coverage in Los Angeles
for example say having health insurance gives them a sense of relief and security, but they wish it were more
affordable and they worry about cost increases in the future. Indicating that their health care costs represent a
large part of their monthly budget — about twenty percent —they are putting off care like vision and dental and
not taking vacations in order to cover these expenses. One individual receives a tax credit and pays over $400 a
month; another was told his income was too high to qualify for a subsidy and he pays over $750 a month.
Marketplace respondents in California were not accessing premium assistance from ADPAP which could
potentially have relived some of this stress. One marketplace enrollee would likely not have qualified for
assistance in the past given his relatively high income but he has since lost his job. Another enrollee appeared as
though he may have qualified for the program but reported only getting ADAP assistance with copayments, not
the premiums. They say that the costs they face are bearable but worry about them increasing in the future.
Despite the real challenges these costs presented, nobody reported enrolling in truly unaffordable coverage as
was the case in 2014 when some participants enrolled in plans with extremely high deductibles. Their struggle
facing these out-of-pocket costs contrasts with a New York participant who had premiums covered through
ADAP when he had Marketplace coverage which he saw as essential to being able to stay insured. Similarly, these

experiences contrast with Medicaid enrollees who face no or very nominal costs and report that coverage is
affordable.

Once enrolled, both those with Marketplace and Medicaid coverage report good access to HIV
care and treatment, knowing that maintaining this level of care is essential for being healthy,

but express some anxiety about staying enrolled. In 2014, many who had just gained coverage were not
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yet fully using their new insurance and were just transitioning off of Ryan White. By 2016, those enrolled in
coverage were regularly using that insurance to meet HIV care and treatment needs. Despite this, some worry
about maintaining coverage. For Marketplace enrollees this concern is largely centered on costs. Their biggest
concerns are around losing their jobs or assistance through ADAP and suddenly being faced with unaffordable
costs. Each say if they could not afford or get help paying for their Marketplace plans, they would look into
Medicaid coverage. For those with Medicaid, staying on top of recertification creates some stress. One woman
in New York had a recertification issue when mail stopped coming to her building for about a month due to the
condition of the mailboxes. She missed her recertification notice and became quite panicked when she was told
she no longer had coverage at a doctor’s visit. While she says she was able to resolve this fairly easily, it caused
some stress for her. Another man described a time when he got a Medicaid termination letter in the mail after
submitting his paperwork. He says, laughing, that he knows they are backed-up and he ignored it. One
individual worries that his clinic’s lack of bandwidth may result in lapses in care and coverage if he is unable to
work with a case manager to recertify in time. Some also express concerns about program sustainability given
political rhetoric threatening the ACA.

Only a few have seen changes in their HIV care as a result of gaining coverage and these are
minor. For some these changes have not been a problem. One individual switched to a generic drug. A
few individuals switched providers or pharmacies but reported seeing this as a positive change. One individual
reported that their plan required them to get x-rays before an MRI they needed while in the past they would
have been able to get an MRI right away with a referral but despite this minor frustration, she says that she has
no complaints about her plan.

Many who have gained coverage feel their health is easier to manage now. During the 2014 groups
many of those with new health coverage had only used their insurance to a limited extent, typically to access
HIV drugs. In this round, most participants had been using their coverage for much longer and appeared to be
relying on it to access HIV and other health care services regularly. One man says he feels more knowledgeable
about his HIV status now that he has an established relationship with his doctor and health center. Another
man says it is easier to manage his care now that he does not have to worry about unexpected bills or out-of-
pocket costs. A California man explains that his care is more streamlined and that he likes being able to go
online to access his health information and communicate with his clinic through the patient porthole. The man
who moved from Georgia to New York to gain coverage says things have gotten much better for him since
moving to a state where he could enroll in Medicaid. However, one man in Los Angeles says his health is more
difficult to manage now than when he was uninsured — he feels the volume of patients and wait times at his
clinic have drastically increased since California expanded its Medicaid program and the providers at his clinic
are struggling to keep up. He says this increase in volume is having a negative impact on his health as he will
avoid going to the doctor unless he is seriously ill.
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A few have put off some health care, but do not see these needs as life threatening or
particularly serious. They are a relatively healthy group — most say their only health care needs are related
to their HIV. Still, for the remaining health needs they have, some continue to put off care. One man in Los
Angeles says he would like to see a therapist. He says it would be covered by Medicaid, but it takes so long to
get an appointment he has not pursued it yet. Another man in Los Angeles with Medicaid has referrals to see a
proctologist and a dermatologist but says it has been difficult to secure specialist care appointments. Several
now insured participants discuss the continued barriers to dental care which is not always covered by
insurance.

Most of the uninsured participants in the focus groups fell into the coverage gap but at least two individuals
appeared to be undocumented immigrants and thus unable to access Medicaid and Marketplace coverage for a
secondary reason. Participants in these groups had similar stories to those we met in 2014 - they meet their
HIV care and treatment needs through Ryan White, which they feel indebted to, but suffer from other health
problems that are going unaddressed. They are dismayed by their state’s decision not to expand Medicaid and
say that if their state policy changed, they would enroll.

Among the participants who remain uninsured most have had prior coverage experiences, but
it was typically many years prior. For those with past experiences, a few fell out of coverage with the loss
of a job and could not afford COBRA. One man who lost his job, and with it his health insurance, says he could
not afford COBRA and went about year without treatment once he lost his insurance. He says he went through
a phase of depression as a result saying he had been diagnosed with HIV for eleven years at the time and had
“always kept up on everything” in the past when he was covered. One person said they could just no longer
afford to pay their premiums. Several of those who are now uninsured had prior experience with Medicaid
despite living in non-expansion states. A few reported that they had Medicaid as children, while pregnant, as a
parent when their children were young, or when they lived in another state. All who had previous experience
with Medicaid have a positive view of the program and would be interested in reenrolling, if they were able.
They were particularly upset to learn that they were unable to re-enroll because their state had not expanded
the program. One man in Atlanta spoke of the downward spiral that occurred as his children became adults
and he lost Medicaid eligibility. While most respondents say they have had an insurance source at some point
in the past, a few say they have never had coverage, including one homeless man in Florida.

Stories from the Field
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A forty year old uninsured single father from Georgia had Medicaid coverage when his children
were younger and lived at home. He is originally from Kentucky and trained as a Certified
Technical Medical Assistant but is not working at the moment. He was comfortable with the care
and treatment he received through Medicaid and felt able to meet all of his HIV care needs.
During that time, he was not enrolled in Ryan White and had never heard or the program. He
did not realize that he would lose Medicaid coverage when his children turned 18 and only found
out he had been terminated from the program when he started receiving bills for his HIV care in
the mail. He describes being cut-off from the program and losing HIV and mental health
treatment and services as a traumatic experience. His health quickly declined and he describes a
depression associated with this loss in services. He was without care for seven months and
eventually stopped working because his health was so poor, saying his T cell count quickly
plummeted without access to HIV treatment. Nobody at his clinic prepared him for this loss in
coverage or eased a transition into the Ryan White Program. He received calls that he had
missed appointments but nobody at his clinic tried to re-engage him in care. He found out about
Ryan White on his own doing research online and went to a separate HIV service organization to
get more information and to enroll. Once enrolled he was able to start receiving care again at his
old clinic and get HIV medication through ADAP. In addition, his case manager recently found
an assistance program to get him access medication for his depression which he has been off for
a year. At the time of the focus group, he was planning to get his first dose the next day and was
looking forward to his depression lifting. He says he is feeling a little better about things but he
doesn’t “know the security behind” Ryan White and that “kind of scares” him. He has a pending
case with Medicaid trying to get coverage as a result of disability and says if he could get
Medicaid again he would be relieved “because [with it] I was able to stay on top of my health. I
didn’t have to worry about different funding running out. I was able to work, go to school and
me just being focused and everything was fine.”

Almost all uninsured participants say their finances are the biggest causes of stress in their
lives. Most are unemployed, struggling to make ends meet and just barely getting by month-to-month. Many
have budgets where just meeting the bare necessities exceeds their incomes (see examples below). One
individual is homeless and others are living with family. They worry about finding work, their finances, and are
trying to establish greater independence. Some are struggling with trying to stay sober which can get in the way
of these plans. Others struggle with transportation needs, food security, child support, and debt (including
medical, bank and school loans). Some worry about not having credit. Several say if they had additional income
they would purchase food and one woman says she has a place to live but does not have a bed. Some say they
feel their health is made worse by their financial stress and that if they had the means, they would address their
health issues. They feel their biggest barrier to overcome is their low income and relatedly their employment
status. Despite this, participants report that getting HIV care and treatment through the Ryan White Program
means that they are not as worried about meeting HIV health needs and that is a relief.
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Table 2. Budget for Uninsured HIV Positive Man Living in Miami, FL with a Two Person

Household and an Income of $750 per month.

Expense Amount Spent Per Month
Rent $750
Food $250
Car/Transportation
Utilities $120
Health Insurance
Other Medical $100
Child Care
Loans/Debt repayments $300
Total Monthly Expenses $1,520 (exceeds monthly income by $770)
Three things he identified that he would want or needs but currently cannot afford because of a
limited budget are: Health insurance, gym membership, and English classes.

Table 3. Budget for Uninsured HIV Positive Woman Living in Dallas, TX with a One Person

Household and an Income of $900 per month.

Expense Amount Spent Per Month
Rent $323
Food $200
Car/Transportation $125 (gas)
Utilities $100

Health Insurance
Other Medical

Child Care o
Loans/Debt repayments $100
Phone Bill $125
Other Household $53
Total Monthly Expenses $1,026 (exceeds monthly income by $126)

Three things she identified that she would want or needs but currently cannot afford because of a
limited budget are: Putting money into savings, a car, and shoes.

Many have medical bills — some in the tens of thousands of dollars — from emergency room
visits and hospital stays, and most are not able to make payments. Their medical debt is not a
priority for them when they are living paycheck-to-paycheck and struggling just to get by. Most are so in debt
that these bills do not seem to make much of a difference in their lives — they say they just ignore the calls from
collections and throw the bills in the trash. One man from Dallas says he cannot be expected to make payments
when he has no income, so does not feel concerned about the debt. One man has $87,000 in debt and says he is
working with a lawyer trying to get that amount reduced but in meantime is not making any payments. Some
talk about the experience of sitting in an emergency room knowing that they will not be able to afford the bills
that are sure to follow. Only a few with hospital bills report being able to make small payments when checking
out of the hospital and one man says he committed to paying $50 per week to a bill that was tens of thousands
of dollars.
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Many have non-HIV health care needs that are not being met. Just like in the 2014 groups, while all
get HIV care and treatment through Ryan White, several are dealing with other health problems such as
addiction, depression, or other mental health issues that are not fully being addressed. While several report being
able to access some mental health care, others do not know the mechanism to get into care or do not bother as
they are not satisfied with the speed of access. Sometimes it can take months to get these services and they feel
that when they are in acute need of mental health care they are not able to get it due to the wait. Two men in
Dallas have chronic heart issues and want to see a cardiologist — one had a heart attack in December and ended
up with over $50,000 in hospital bills. The hospital gave him a referral for a cardiologist, but it would have cost
him $150 per visit without health insurance to see the provider so he never went. He is able to get the medication
for his heart from his HIV doctor who found a funding source, but he is going without follow-up care. Others are
putting off treatment for ulcer colitis, chronic staph infections, high blood pressure, foot problems, and painful
varicose veins. Another man has gout but tries to control it himself with lifestyle adaptations. One man in Dallas
says he recently learned that he has stage three liver disease. He says he did not find out until the disease was
advanced because he was going without any preventive screenings. Now he is dealing with the stress and expense
of treating advanced liver disease. One individual in Florida has been unable to get hepatitis care through Ryan
White. A Florida woman pays $40 a month for a non-HIV medication and says that it is a real struggle for her
and that she often has to borrow the money. Many participants also lack adequate dental coverage. A few have
received dental care through the Program and say that wait times are long and services are limited. Similar to
those in these groups, uninsured participants in 2014 also reported that trying to meet their non-HIV needs was
a struggle.

Those without serious comorbidities discussed the fear of getting sick in the future and being unable to afford
care without coverage. A few say heart disease and cancer run in their families and feel that with health insurance
they would be able to get the preventive care they need to avoid those issues and deal with them should they
come to pass later on.
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Most were unaware that their states did not expand Medicaid but when this was explained, they
say they are not surprised. They say they expect it from their states — many in Dallas felt it was “typical of
Texas,” and a man in Atlanta says he is “not surprised that Georgia is behind.” They are frustrated by their
state’s decision and feel disappointed to know they could have had coverage. Most say they would enroll if their
state expanded the program and that it would be a “big load off for a lot of people.” Some say they could expect
to lead a longer life with coverage. They say that Medicaid coverage would allow them to feel more “complete”
and some would like to access care outside of HIV specific clinics and pharmacies saying that this would offer
them greater privacy. Several say they would hope that having Medicaid coverage would mean faster access to
mental health care. However, they do want assurances that their care would not be interrupted and that they
could stay with their providers.

While all are grateful that Ryan White can help them meet care and treatment needs related to
HIV, all say they wish they had coverage; living without insurance is scary and frustrating. One
man in Dallas says it feels “like you're falling” without insurance — they feel they have to be much more careful
in their everyday lives. An accident could mean thousands of dollars in hospital bills that they have no means to
pay. All say they want the security and peace of mind that having health insurance would offer. One individual
took an altruistic approach to the benefits of coverage, saying he would want to enroll in Medicaid to relieve
some financial strain on the Ryan White Program.
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As found with the 2014 focus groups, the Ryan White Program has touched the lives of all the participants and
for those who remain uninsured, the program serves as their lifeline. However, this time around, focus group
participants with coverage were less likely to see how the program continues to impact them unless they receive
copay or premium assistance, despite many seemingly continuing to use some of the Program’s support
services.

Nearly all participants have relied on the Ryan White Program at some point in their lives and
uninsured individuals feel their lives depend on it. Again and again those without insurance said they
would be dead without the program. They are very thankful for the program saying, Ryan White them a sense
of relief and takes a “burden off” knowing that no matter what, at least their HIV needs will be taken care of. In
addition, many receive case management, dental, and mental health care through the program.

Most who gained insurance coverage however, seemed unsure about the role Ryan White
continues to play in their lives, unlike participants in the earlier focus groups. Those who now
have coverage relied on Ryan White in the past for all their HIV care needs at some point and while a few know
they still have a connection to the program, most are unclear as to whether any services they receive are paid
for by it. Participants did not seem to realize that case management or other support services they receive are
likely still funded through Ryan White. While in 2014 those who gained coverage still identified Ryan White as
an important source of their care, many of those participants had not yet fully started using their new
insurance coverage so may have felt more strongly tethered to the Program. Similarly, some lack clarity as to
whether Ryan White or their new insurance is covering care. One person who now had Medicaid was under the
mistaken impression that Ryan White was paying for labs and provider visits while Medicaid covered
prescriptions. Those who did understand that some of their care was Ryan White funded received premium or
cost-sharing assistance through ADAP. One individual we spoke with received premium assistance through
Ryan White and saw that as essential to being able to afford his care. Another California man was initially
getting premium assistance but then his income went up. He recently has become unemployed so may be again
eligible for help through Ryan White.

Some who are uninsured worry about how buying health insurance or enrolling in Medicaid
would affect their Ryan White coverage. Their biggest concern is losing Ryan White and experiencing
disruption in their care, so some would rather stay uninsured than take the risk. A few who do not have other
serious health issues feel insurance is unnecessary as long as they have access to Ryan White but each of these
individuals fell into the coverage gap so have limited insurance options in any case. One man in Atlanta says he
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deliberately keeps his income low enough to qualify for Ryan White. He says he feels a tension between
wanting to find gainful employment and wanting to retain eligibility for Ryan White services, a sentiment
echoed by one other respondent in the same group. They are not confident that they could see the same
providers if they became insured and this creates some hesitancy.

The main complaint participants had about receiving care under Ryan White was related to
recertification which they described as burdensome. As with Medicaid recertification, Ryan White
clients also reported stress around biannual recertification. Many participants said they had missed
recertification at some point or on multiple occasions. It seems that sometimes there are system problems with
the paperwork but in other cases issues surface when clients do not turn in paperwork on time. Participants
sometimes lost access to the program and had to reenroll but typically were able to maintain their HIV
treatment during this period thanks to their clinics and case managers facilitating emergency drug access. One
individual explained that getting his paperwork in on time is difficult because his clinic is only open during
business hours and during that time he is at his job and is unable to get off work. A few participants from Texas
describe frustration with the an ADAP requirement to give the state access to IRS/tax information. They say
this has caused delayed renewals and a few have gone without medication as a result. In addition there was
some discussion about poor communication between ADAP and pharmacies which made timely renewal of
prescriptions a problem for Texas participants.

Some who gained coverage, particularly Medicaid enrollees, seem to no longer think about the
Ryan White Program being available to them if they lost their insurance. Some say they would be
dead or would be sick all the time, in and out of the emergency room if they lost their new insurance coverage.
Others say it would be impossible for them to afford their HIV medications without insurance coverage and
they would be forced to go without care. They all recognize the importance of keeping their coverage and plan
to renew or recertify on time but do not seem to consider Ryan White as being able to help should they face
gaps in coverage. This is in contrast to those we met in 2014 who were quick to say that they would go back to
Ryan White if they encountered a problem with their coverage.
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Just as in the 2014 groups, providers with HIV expertise play an important role in the lives of participants with
many expressing that staying with their longtime HIV provider is a critical component in their coverage
decisions. Case managers too played an important role helping to ease coverage transitions and retaining
clients in coverage by assisting with recertification. Respondents also reported very individualized pharmacy
preferences, pointing to different features that made access easier or harder depending on their situation.

Most respondents have positive views of their providers, including both those with coverage
and those who get their care only through Ryan White. All say it is important and helpful that their
doctors are HIV specialists and are up-to-date on changing science and the new medications coming to market.
Many describe having personal relationships with their providers, saying that their doctors know everything
about them. A Georgia man who had fallen-out of care for about a year credits his provider’s persistence with
signing him up with Ryan White and getting back into HIV care. Participants also discussed the importance of
being able to stay with their provider when they gained new coverage saying that the consistency improved
their lives.

Those who reported less positive experiences with providers shopped around to find someone they are more
comfortable with or plan to do so in the future. In addition to their primary and specialist care, some who have
received dental care through Ryan White and say it was helpful that their dentists were knowledgeable about
HIV but they wish the dental services were more expansive.

Many had positive reviews of case managers, saying that they help with navigating health and
social service resources tremendously. Those who enrolled in coverage often relied on case managers to
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help with plan selection and felt it was important that their case managers could help them pick a plan where
they could remain in care at their HIV clinic. Those who are uninsured found case managers were helpful in
dealing with Ryan White recertification paperwork. For many case managers were very helpful in navigating
care and support services. In some instances case managers helped find funding sources for non-HIV drugs or
helped with access to HIV treatment during a gap in coverage or Ryan White eligibility. A few however, did not
have a positive view of their case management and felt as though case managers made things more
complicated.

Choice in pharmacies was important to respondents. Given the centrality of medications to their care,
consistent access to HIV treatment is critical and participants expressed a wide variety of pharmacy
preferences. A few preferred HIV specialty pharmacies which they say have more HIV drugs in stock. Others
valued mainstream pharmacies for discretion and convenience. Others still say they did not care whether a
pharmacy specialized in HIV or not but selected a particular location based on their efficiency or friendly
personal service. Some respondents spoke about liking certain convenience features such as using a pharmacy
that was open 24 hours a day. While some had a preference for mail-order pharmacy services others valued in-
person access at brick and mortar stores. As with providers, some report changing pharmacies to find one that
better met their needs. One individual said at first he thought he was going to be forced into using a mail-order
pharmacy but after rereading the correspondence he received from the issuer realized he could opt-out. He was
glad to discover the opt-out provision, but was confused initially thinking that he would be paying full price, if
he didn’t go with the mail-order pharmacy.

Conclusion

This study provided a second opportunity to look at how people with HIV are navigating the health insurance
landscape in the ACA era. During the first visits to the field in 2014, participants who gained insurance
coverage were still in the early stages of figuring out how to use it and thinking through what being insured
meant to them. During the second round of focus groups that informs the content of this report, participants
who had gained coverage appeared more comfortable navigating health insurance and felt they were benefiting
from coverage. However, most still lacked basic insurance literacy and remained unsure of how to fully assess
plan options. Like in 2014, many put a lot of trust in case managers to help make enrollment decisions. Those
with private coverage and without additional assistance worried about costs, while the biggest concern for
those with Medicaid was the stress around recertification. The Ryan White Program continues to provide a
crucial role in the lives of almost all the participants, especially the uninsured, though those who have gained
coverage tend to be less aware they are still connected to the program despite using support services like case
management. For the uninsured, they say Ryan White is their lifeline though as with Medicaid enrollees, Ryan
White clients also experience anxiety around the recertification process. Just as in 2014, those who live in non-
expansion states and remain uninsured, largely because they fall into the coverage gap, feel that they can meet
their HIV care and treatment needs through the Ryan White Program but have many other health problems
going unaddressed. Taken together, these findings suggest that insurance coverage is becoming more of the
“new normal” for those who are able to get coverage, though challenges remain in understanding how coverage
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works and meeting all of their care needs. For those who remain uninsured, it is clear that Ryan White
functions as their lifeline. Understanding how ongoing implementation of the ACA is impacting people with
HIV helps to provide a policy and clinical roadmap for improving retention and engagement in care and
treatment going forward, and for considering the future role of the Ryan White Program and its interaction
with the ACA.

Appendix

The Kaiser Family Foundation and PerryUndem Research/Communications conducted one focus group in each
of five states — California, Florida, Georgia, New York, and Texas in February of 2016 just after the close of the
third open enrollment period. Within these states, focus groups were conducted in the cities of Los Angeles,
Miami, Atlanta, New York City, and Dallas. These sited were selected for geographic diversity, burden of the
epidemic (these states alone account for about half of the nation’ epidemic)?, and their different state
approaches to health reform implementation, including Medicaid expansion decisions. Two of the states —
California and New York — have moved ahead with Medicaid expansion while three — Florida, Georgia, and
Texas — have not. Additionally, California and New York run their own Marketplaces while Florida, Georgia
and Texas rely on the federally-facilitated Marketplace. Focus groups conducted in California and New York
included participants who gained insurance through an ACA era coverage opportunity, via either the
Marketplace or through Medicaid expansion. The groups conducted in Florida, Georgia and Texas included
participants who remained uninsured, largely because they fell into the coverage gap, though two individuals
who are undocumented also participated. The uninsured respondents all had incomes below 139% of the
federal poverty level which means that had these states expanded Medicaid, and the respondent was otherwise
eligible, they may have been able to find coverage. (See Table 1 in report.)

All focus group participants were older than age 18 and younger than 65. Groups were racially and ethnically
diverse and represented a range of sexual orientations. The groups were predominantly male but female
participants were also represented. Each focus group consisted of between 4-10 HIV positive individuals. Given
the very narrow parameters for the focus groups, respondents were over recruited and individuals who did not
appear to meet the eligibility criteria were excluded from participating. The narrow parameters prevented “full”
recruitment at each focus group site with identifying Marketplace enrollees being especially challenging. This is
a limitation to the research. Individuals gained coverage at different times over the past few years and thus had
coverage experiences for varying amounts of time. All participants were recruited using professional focus
group facilities and community based organizations (CBOs), and groups took place within both settings.
Participants and CBOs were compensated for their participation.

It is important to note that focus groups are intended to help explore experiences and themes around a given
subject, but do not offer definitive explanations or answers and are not necessarily representative of the entire
population being studied.
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