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Abstract

Changes in the United States federal-level political landscape have been felt within immi-

grant communities, and the public health clinics that serve them. We sought to document

how HIV prevention and care clinics are reaching and retaining their immigrant community

patients during a period of retrenchment of accessible public resources and immigrant

rights. From May 2018 through January 2019, we conducted 20 in-depth interviews with cli-

nicians, case workers, advocates, legal experts, and peer navigators in Northern and Cen-

tral California. Interviews were recorded and transcribed. Several themes emerged which

can be grouped into three primary areas: changes post-election, challenges meeting the

needs of patients, and best practices for maintaining access to prevention and care ser-

vices. Post-election, providers reported some of their patients skipping clinic appointments

due to fear of Immigration and Customs Enforcement (ICE) raids and deportation while

other patients had moved to locations that they felt were less policed. Challenges emerged

around linguistic competency, meeting basic needs such as housing stability and employ-

ment, and treating mental health sequelae resulting from trauma experienced in home coun-

tries or during migration itself. Best practices included hiring bi-lingual and bi-cultural staff,

linking to legal services to assist with immigration status, holding trainings around immigrant

rights and responses to ICE raids, and building trust with immigrant patients by assuring

them that their status would not be collected or reported. In light of adverse policy changes

affecting immigrants, agencies have begun to institute best practices to mitigate the nega-

tive impact of those policies on their clients and patients.

Introduction

Social and institutional contexts shape individuals’ lives and factors such as employment,

housing and living conditions, access to food and social services, and legal status are
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consequential for well-being. Immigration is a process that is both the result of these factors

and can result in changes in each of these areas [1]. Immigration is a complex issue, encom-

passing a range of individuals and varying migration patterns to the United States (US).

Nationally, there are approximately 11.1 million undocumented immigrants living in the US

[2]. California is the state that is home to the highest number of undocumented immigrants

nationally, hosting approximately 2.4 million individuals. Data show that 8 million Americans

live in mixed status families, where at least one household member is undocumented, 72% of

these citizens are children [3].

Since the 2016 Presidential campaign, there has been an uptick in anti-immigrant rhetoric

and xenophobia in the US. President Donald Trump has regularly criticized immigrants and

demanded a border wall to keep out people he characterizes as gang members, terrorists, and

criminals [4]. This rhetoric has translated into widespread changes in federal-level immigra-

tion policy. Deportations and fears of deportation have both increased [5]. The expansion of

immigration enforcement within the interior of the US has led to increases in detention. There

was a period in summer 2018 in which border police separated approximately 2600 children

from families seeking asylum, with family separations still continuing [6]. There are currently

over 13,000 unaccompanied minors in custody [7] and there have been reports of men,

women, and children being held separately in overcrowded facilities by the US Border Patrol

[8].

Within the US, the federal government has moved to restrict access to a range of social and

legal rights and services that are designed to support immigrant families and community

members. Examples include significant budget cuts to refugee and resettlement programs, the

cancellation of the Deferred Action for Childhood Arrivals Act (DACA) in March 2018, later

overturned by the US 9th Circuit Court of Appeals, and changes in the public charge rules that

are used to determine granting of certain visas or permanent residency. Changes in the public

charge rules have been particularly unsettling for immigrants within the US. Draft changes to

the rules were leaked to the public in early 2017, released for public comment in October 2018,

and the revised rules were officially published in August 2019. However, nationwide imple-

mentation of the rules was blocked by injunction by several courts in October 2019, a move

that has been appealed to the US Supreme Court by the Trump Administration. The public

charge assessment aims to gauge whether or not an individual may become dependent on gov-

ernment funds–i.e., a “public charge.” Currently, the policy only “counts” cash-based assis-

tance, such as Supplemental Security Income (SSI), in its determination of public charge.

However, under the new changes to the rule, other non-cash benefits would also be taken into

consideration including comprehensive forms of Medicaid, Supplemental Nutrition Assis-

tance Program (SNAP) (food stamps), Temporary Assistance for Needy Families (TANF),

Head Start, Section 8 and other housing subsidies, and institutionalization for long term care,

in addition to cash assistance programs [9]. A chilling effect on enrollment in these programs

has been noted due to immigrants’ fear of deportation or becoming ineligible for citizenship.

For example, there have been 10% decreases in participation in state-level food assistance pro-

grams among food insecure immigrant families who have arrived in the past 5 years [10–11].

A systematic study also showed that one in seven adults in immigrant families chose to forego

public benefits they were otherwise entitled to in 2018 due to fears related to the proposed

changes in public charge [12].

Regulations and funding streams for services can be felt on a visceral level among immi-

grant community members, directly impacting physical and psychological health and wellbe-

ing, through experiences of minority stress and structural racism [13]. For example, in a

cohort of 397 US born children with at least one immigrant parent, fear and worry about the

consequences of anti-immigrant policy were associated with higher levels of anxiety, sleep
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disorders, and raised blood pressure [14]. Anti-immigrant laws can have spillover effects, and

impact the health of immigrant communities more generally often due to social and familial

ties with those who are at risk for deportation [15–16].

State level policy can mitigate some of the felt effects of federal level changes in the policy

landscape. State action has symbolic significance, communicating whether immigrants are

welcome regardless of their status [17]. California has positioned itself in opposition to the

Trump administration and its anti-immigrant policies, with the California State Senate passing

a “sanctuary state” bill on April 3, 2017, and allocating $12 million the same day to provide

legal defense to immigrants on the border fighting deportation proceedings. This 2017 Califor-

nia Senate Bill 54, known as the "California Values Act," also prohibits use of state or local

resources to assist with federal deportation efforts. California has also extended emergency-

basis Medicaid coverage, regardless of immigration status. And as of June 2019, comprehen-

sive Medicaid coverage has been made available to all low-income residents up to age 26. The

state allows access to in-state tuition at all of its community and state-level universities, it pro-

vides drivers licenses to all residents regardless of immigration status, and it chooses not to for-

mally collect immigration status information in order to protect residents from persecution.

The majority of immigrants to California in the past 15 years hail from countries in Latin

America (50%) or the Asia Pacific Island region (40%) [18]. Unfortunately, these immigrant

communities are also experiencing disparities along the HIV Care Continuum. In 2017, His-

panics/Latinos made up 46% of new HIV infections in California and they, along with Asian

Pacific Islanders, were also less likely to be virally suppressed than Whites [19]. Nationally,

only 58% of Latinos living with HIV are virally suppressed, while 63% of Hawaiian/Pacific

Islanders and 66% of Asians achieve viral suppression [20]. These communities are dispropor-

tionately impacted by HIV, yet experience various barriers to safely accessing HIV prevention,

care, and treatment. Indeed, with restrictions on access to public health care, fears of deporta-

tion, and anti-immigrant rhetoric increasing, providers have reported that fewer patients are

showing up for clinic appointments and renewing their prescriptions [21].

It is within this dynamic environment, where state and federal level policies may be in

direct opposition to one another, that we sought to understand how access to prevention, care,

and treatment was being maintained for immigrants impacted by HIV and living in California.

This inquiry is especially important as HIV intervention strategies are increasingly reliant on

biomedical approaches. PrEP and ART treatment require reliable engagement in care and

adherence to medication regimens to prevent onward transmission of the virus and ultimately

“End the HIV Epidemic” [22]. Indeed, in order to end the HIV epidemic, it is important to

focus on barriers to care, including anti-immigration policies which disproportionately impact

immigrant populations.

Methods

From May 2018 through January 2019, we conducted 20 in-depth interviews with providers,

case workers, advocates, legal experts, and peer navigators in HIV prevention and care clinics

in 3 counties in Northern and Central California. Working with our community collaborators,

we developed a list of potential key informants working with immigrant community members

and providing HIV-related services in our recruitment sites in California. We reached out to

potential informants directly, either in person at professional events or by email to invite them

to join the study. We also used snowball sampling and asked enrolled participants to recom-

mend others for us to approach for study participation. Inclusion criteria were being 18 years

or older, and being currently on staff at an agency or clinic serving immigrant communities

impacted by HIV, and willingness to participate in an in person or phone-based interview

Best practices HIV prevention care immigration
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with members of the study team. Interviews lasted between 60 and 90 minutes, were con-

ducted by phone or in person, and were audio recorded and transcribed. We asked about cur-

rent clients, engagement in care, any changes in client experiences in accessing services since

January 2017. We also inquired about any practices that the clinics had in place to retain immi-

grant clients, such as linguistic and cultural competency, access to legal services, and case man-

agement and access to wrap-around services and health insurance. Please see a copy of our

interview guide provided as Supplemental Information. Informants were offered a $100.00

honorarium in exchange for their time. All informants provided verbal consent, which was

audio recorded after the interviewer had reviewed the study information sheet, assessed the

informant’s understanding of the study’s risks and benefits, and answered any questions

regarding participation. The study protocol was reviewed and approved by the Institutional

Review Board at the University of California San Francisco.

Using our guide and an initial review of the transcripts, we followed thematic analysis [23]

to capture and organize the data, allowing for the use of both deductive and inductive coding.

Deductive codes such as “challenges accessing care” were those that were derived from the

interview guide, while inductive codes such as “mix of patient experiences” emerged from the

data. A team of analysts completed initial coding on 3 transcripts in order to build coder agree-

ment and refine the codebook, discussing and resolving differences in coding to achieve a 90%

agreement threshold. Dr. Arnold and Ms. Fuller then independently coded the remaining

transcripts. Comparing cases from excerpts extracted from our entire data set, we were able

then to distill our findings and present them below.

Results

Participants were from diverse ethnic and racial backgrounds, and filled a number of roles

within clinical and service agencies. Case managers/social workers/navigators were 35% of the

sample, 30% were medical providers, 25% were legal or policy experts, and 10% were clinic

administrators. Please see Table 1 for information regarding our sample characteristics. We

report data from our informants based on their professional role, in order to protect the ano-

nymity of our participants.

Table 1. Characteristics of participants (N = 20).

N (%)

Role

Case Manager, Social Worker, Navigator 7 (35%)

Provider (MD, NP, PA) 6 (30%)

Legal / policy expert 5 (25%)

Clinic Administrator 2 (10%)

Ethnicity

Hispanic/Latino(a) 12 (60%)

Non-Hispanic/Latino(a) 8 (35%)

Race

Asian 4 (20%)

American Indian or Alaska Native 2 (10%)

Black / African American 1 (5%)

Native Hawaiian / Pacific Islander 1 (5%)

White 6 (30%)

Other 4 (20%)

Refuse to Answer 2 (10%)

https://doi.org/10.1371/journal.pone.0229291.t001
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Themes can be distilled into 3 primary areas: changes in the immigration climate following

the 2016 presidential election, challenges in meeting the needs of patients, and best practices

for maintaining access to prevention and care services. Please see Table 2 for a summary of our

thematic findings and representative quotes from our participants.

Theme 1: Changes in the immigration climate following the 2016

presidential election

Post-election, providers reported some of their patients skipping clinic appointments due to

fear of Immigration and Customs Enforcement (ICE) raids and deportation. In general, there

Table 2. Themes and representative narratives.

Theme Representative Quote

Changes in the immigration climate

following the 2016 presidential election

Following the election, through our medical-legal partnership, we

heard that there was one doctor from [a large public hospital] who

said that someone had refused emergency medical treatment because

they were concerned that they wouldn’t be able to pay it back and

that would affect their immigration status. (Legal Expert)
It’s a mix of two experiences. . .The ones that are more established,

they come in and tell me that they’re scared, and we talk about that

and we process it and we talk about resources and supports and all

that kind of stuff. . .For my newer patients who have been

undocumented, people who have come in in the last year and a half

or so—some of them have actually disappeared. (Medical Provider)
Theme 2: Challenges in meeting needs of

clients

Housing for undocumented is just plain difficult. Because housing,

everything, needs ID. And everything needs Social Security numbers.

Everything needs that. So for the undocumented, housing is off. I

can’t find anything for undocumented clients. (Case Manager)
I think another big [challenge], honestly, is [finding] mental health

services related to anxiety and depression or PTSD or immigration-

specific trauma. A lot of either experiences that people are having

here because of stress because of their status, or living under threat of

deportation. Or experiencing family separation. Or fear of any of the

above. And then also extraordinarily traumatic experiences in

people’s home countries, and extraordinarily traumatic experiences

of immigration. (Administrator)
Theme 3: Best practices for maintaining

access to prevention and care

I guess I would stand back to say it’s pretty baked into the mission

and the culture of [our clinic] to be a welcoming space irrespective of

somebody’s immigration status. So, a very large portion of our

patient population is undocumented. . .But I would say the whole

registration process is a very judgment-free zone where people just

acknowledge what their status is and then we just go about getting

them whatever coverage we can. . .And then we do periodically, like

at staff meetings, we’ve had most recently a presentation about how

to talk with patients who are worried about ICE raids and what

they’re rights are. (Medical Provider)
I’m an immigrant myself. . .Basically, I can sympathize with

undocumented immigrants. Even though I didn’t come in as

undocumented, I can understand the difficulty and challenge as to

embracing a new culture, a new environment. And basically, things

that I didn’t know I’m actually helping clients [navigate] now. (Case
manager)
A lot of them are migrant farm workers. They work until 5:00 p.m. or

later, so that means that my staff are working later because they will

contact the client and establish a time and a place to meet them in

their community so that it’s easy for them—meeting them at their

house or meeting them somewhere, and meeting them after work.

Explaining what’s going on and why it’s important to test. Because

staff are phlebotomy trained, they’ll do the blood draw and HIV test

out in the field. (Administrator)

https://doi.org/10.1371/journal.pone.0229291.t002
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was a sense of urgency among clients to clarify their immigration status, often motivated by

fears of deportation. This included applying for asylum and finalizing name changes among

trans-identified patients. There was a great deal of fear and misinformation, which were fueled

by rumors that spaces like public transit stations and the clinics themselves were being moni-

tored by ICE.

There’s a sense of urgency—even for people who are residents or have permanent resi-

dency, but are not U.S. citizens. There’s this urgency of like: oh my God, I should get my cit-

izenship . . . People are scared. With everything they hear on the news every day, if it’s not

an attack on someone’s rights, it’s literally like some sort of attack on someone’s personal

space and emotional and social wellbeing. Even if it’s not happening directly to them, it

really does seep into your psyche, and I think that there becomes this community level of

anxiety and a heightened sense of urgency. (ProgramManager)

Other informants noted that they had patients that had moved to locales where they felt less

policed. One case manager explained that, “We have a couple of clients that were here and the

rumors about ICE have been here much, so they move up to Nevada and they say they’ll stay

there for a while until things calm down. We have some that haven’t come back.” For others,

the levels of continuity of care differed based on how recently the patient had started coming

to clinic.

It’s a mix of two experiences. One is for my more established patients who know us and

have experienced that embracing of them, no matter what their legal status is or whatever

their immigration status is. The ones that are more established, they come in and tell me

that they’re scared, and we talk about that and we process it and we talk about resources

and supports and all that kind of stuff. . .For my newer patients who have been undocu-

mented, people who have come in in the last year and a half or so—some of them have actu-

ally disappeared. (Medical Provider)

Another provider concurred:

I could say that my undocumented folks who I established care with at least a year or two

before all this stuff changed, they’re still in care. They’re still engaged in care because we’ve

got their cases going. They trust us; they know us. We’ve been advocating for them around

their legal status. The patients who we don’t—we haven’t had that established [link], they’re

the ones who are disappearing. To me, there’s a clear difference between before and after.

(Medical Provider)

Legal experts highlighted the impact of the changes in immigration policies and the lack of

clarity around the implications of changes to the public charge rules. The ambiguity regarding

what would be considered “non-cash benefits” under the proposed public charge rules also

raised intense concerns among frontline workers, medical providers, and legal experts.

We don’t know what the [new public charge] rule is going to say. But at least the leaked ver-

sion, I mean housing advocates are getting involved because it would make public housing

and subsidized housing a benefit that could be taken into consideration for public charge. . .

So I mean not only is it dealing with medical [benefits], which before was not something

that would be taken into account, which obviously has a very direct impact, but it’s also

housing, food benefits, benefits for your children. (Legal Expert)

Best practices HIV prevention care immigration
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Here, an attorney shares two stories of immigrants refusing care or services to which they

were entitled:

I feel like there probably was that population of people that is not even seeking care that we

just don’t know about. Not seeking care or testing out of fear of the policies and the effects

that they could have. So, for example, following the election, through our medical-legal

partnership, we heard that there was one doctor from [a large public hospital] who said that

someone had refused emergency medical treatment because they were concerned that they

wouldn’t be able to pay it back and that would affect their immigration status. . .I remember

a phone call I got from a client. She and her husband had applied for new visas, they were

undocumented, but her children were U.S. citizens and she basically asked if she should dis-

enroll them from Medi-Cal [California’s Medicaid program]. (Legal Expert)

Another legal expert summed it up nicely, stating, “The rumors of those different public

charge things are just as bad and scary as actually having promulgated anything.”

Theme 2: Challenges in meeting needs of clients

According to informants, clients were already experiencing challenges common among vul-

nerable individuals living with HIV, such as maintaining housing and food security, access to

substance use and mental health services, HIV-related stigma and, for some, homophobia

and/or transphobia. However, these challenges were exacerbated by other factors specific to

immigrants. For example, navigating an unfamiliar health care system, language barriers, fears

related to accessing public services due to proposed changes in public charge rules, and lack of

funding for social services for immigrant clients made it especially challenging to meet needs

of immigrant clients in a holistic way.

Housing for undocumented is just plain difficult. Because housing, everything, needs ID.

And everything needs Social Security numbers. Everything needs that. So for the undocu-

mented, housing is off. I can’t find anything for undocumented clients. If it’s already hard

for documented clients, the undocumented clients just become another level of no access to

housing. (Case Manager)

The majority of [our clients] are MSM [men who have sex with men], trans, or LGBT [les-

bian, gay, bisexual, transgender], and I think there’s already a lot of shame around their sex-

ual gender identity. And I think there’s this piece of like, I’m undocumented. I’m an

immigrant. What do I have a right to? Am I causing more problems by asking for support

and asking for help? (ProgramManager)

A lot of these [health care] systems, they technically. . .have quote-unquote "translating ser-

vices that are automated" that they call. There’s a line that they call, and then there’s some-

one there on the phone to translate. And then through this phone that translation

happens. . ..And that’s not accessible. There’s scheduling problems, so if there’s no one on-

site, and especially for positive folks with things that are happening live, then there’s this lag

time. . .It’s already hard enough even if you do speak the language to disclose and what to

say and who to trust. So there’s all these layers. (Legal Expert)

In addition, informants pointed to the unmet need for treating mental health sequelae

resulting from trauma experienced in home countries or during migration itself.

Best practices HIV prevention care immigration
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I think another big [challenge], honestly, is mental health services related to anxiety and

depression or PTSD or immigration-specific trauma. A lot of either experiences that people

are having here because of stress because of their status, or living under threat of deporta-

tion. Or experiencing family separation. Or fear of any of the above. And then also extraor-

dinarily traumatic experiences in people’s home countries, and extraordinarily traumatic

experiences of immigration. Like of either crossing without papers and all of the things that

people have to do to make that happen. (ProgramManager)

Theme 3: Best practices for maintaining access to prevention and care

In light of the identified challenges, there was a recognized need to provide comprehensive,

culturally competent care. Best practices cited by participants included hiring bi-lingual and

bi-cultural staff, including those who are medical providers themselves, linking patients to

legal services to assist with immigration status and asylum, holding trainings for both clinic

staff and patients around immigrant rights and responses to ICE raids, and building trust with

immigrant patients by assuring them that their status would not be collected or reported to the

authorities.

One important dimension reported across our sites was the need to strengthen partnerships

between legal and medical providers. Here a medical provider talks about his patients express-

ing a need for legal support:

I’ve actually had some patients in this new kind of Trump era who have shifted and have

actually been more afraid—some of them have sought out lawyers in this last year to try to

actually get asylum. Which is a little bit opposite of what you would think. Because some-

times you would think, oh, well, maybe they’re so afraid they don’t want to see a lawyer. But

I actually have a number of patients who were like, hey, I either want to go from permanent

resident to citizen. Or I have a few that said, hey, I want to try this asylum thing because I’m

just really nervous.

Many of the clinics and institutions we spoke to had developed medical-legal partnerships

in direct response to these needs, which were helpful to both the doctors as well as the attor-

neys involved in them. On a related note, providers also discussed learning about what needed

to be documented in their letters to the court when patients were applying for asylum on the

basis of their HIV status.

I think when I first started as a physician at—I didn’t really know what to write for the law-

yer. And there’s no guidelines. So that’s another thing, like sort of thinking about what do

physicians need to know about what they are supposed to write. And I didn’t get that much

guidance from the lawyer. And actually what helped me was one of the providers who’s no

longer here, she had shared a letter that she wrote. Like, “Hey, this is what I usually write. I

sort of have this similar format, and you’re welcome to sort of use mine. It’s not the same

thing, but just make sure you kind of cover the same key points.” And that was really help-

ful. So I sort of have the same concept for each letter that I wrote and tailor it to the patient,

and so explaining why. You should touch on the diagnosis, explain it a little bit. Usually

emphasize that they’re on these medicines. If they have to go back to their country, care

would be interrupted in this way. I have a number of patients who are on medicines that

they couldn’t get if they were sent back to their country. So, emphasizing that. If there’s any

other complexities to their care, why they need to stay here.”(Medical Provider)
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Cultural competency was also tremendously important. For our informants, this meant a

variety of things, including providing language concordant services, hiring staff that were

familiar with the immigration process, and recognizing heterogeneity within immigrant

communities.

I guess I would stand back to say it’s pretty baked into the mission and the culture of [our

clinic] to be a welcoming space irrespective of somebody’s immigration status. So, a very

large portion of our patient population is undocumented. . .But I would say the whole regis-

tration process is a very judgment-free zone where people just acknowledge what their sta-

tus is and then we just go about getting them whatever coverage we can. And in [our

county], we have a [local] county coverage program, which folks can be eligible for. And

then we do periodically, like at staff meetings, we’ve had most recently a presentation about

how to talk with patients who are worried about ICE raids and what they’re rights are.

(Medical Provider)

Posting signs and making immigrants feel explicitly welcome was another step that clinics

took to help combat the sense of fear that was permeating immigrant communities. However,

as one provider pointed out, sometimes there were fears about being too openly hostile to the

federal level policy landscape, particularly if the clinic was a Federally Qualified Health Center

(FQHC).

Some of our organizations have signage up around "Immigrants welcomed here," that sort

of thing. "Immigrants and refugees welcomed here.". . . I’m wondering why all our clinics

haven’t done that. Is there some unifying way that we can demonstrate that we are open

and welcoming? . . .I think one of the reasons why our clinic doesn’t do that is they’re afraid

of raising any red flags with the federal government as a FQHC. There’s some fear from us,

too, because our funding is always being challenged. (Medical provider)

In addition to training reception staff to be welcoming, posting signage, and having proto-

cols and referrals in place for clients, informants stressed that staffing programs and clinics

with individuals who spoke multiple languages, and had experienced immigration themselves,

was also very important. Here, a program manager explains, “The experience changes when the
work is client centered and non-judgmental.Having someone, who perhaps has been through
that process before, someone who looks like them, someone who speaks their language, is really,
really helpful.” Another case manager points directly to his personal immigration experience

influencing the support he provides to his clients.

I’m a foreign medical graduate, so from my country—I’m an immigrant myself. I graduated

from med school in my country, came here through a refugee situation. Basically, I can

sympathize with undocumented immigrants. Even though I didn’t come in as undocu-

mented, I can understand the difficulty and challenge as to embracing a new culture, a new

environment. And basically, things that I didn’t know I’m actually helping clients [navigate]

now. . .Like back when I came, I didn’t even understand anything about Medi-Cal. I didn’t

understand about insurance. I didn’t understand a single thing. I was on Medi-Cal, but I

didn’t know where to use it. I didn’t know how to go there. And so now looking back, and

now that I’m in this role, I’m learning so much that, oh, I can now help my clients faster as

to what they should do or what can they do, what options there are so that they can have a

life plan.
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Clinics that had co-located and culturally tailored programs, were also very successful in

retaining patients, through meeting a comprehensive set of needs. One medical provider

talked about the mental health care provider at her clinic:

And then we have a really wonderful mental health team at [our clinic] that is accessible to

our patients that are [LGBT identified]. So oftentimes people have either mood disorders or

emotional distress that has to do with immigration status or experiences, and so we’re mak-

ing those referrals and trying to help people there. . . there’s one therapist in particular that

again is bilingual, bicultural, and also lesbian-identified and has sort of taken a special inter-

est in making herself available to our clients. So we can do warm handoffs when possible

directly with her.

Several of our informants, particularly those working in rural settings, noted that taking ser-

vices directly to immigrants helped lower barriers to testing, and linking to care. One adminis-

trator talked about providing HIV testing services literally in the field:

A lot of them are migrant farm workers. They work until 5:00 p.m. or later, so that means

that my staff are working later because they will contact the client and establish a time and a

place to meet them in their community so that it’s easy for them—meeting them at their

house or meeting them somewhere, and meeting them after work. Explaining what’s going

on and why it’s important to test. Because staff are phlebotomy trained, they’ll do the blood

draw and HIV test out in the field. (Administrator)

These practices were replicated in more urban settings as well, particularly when patients

were reluctant to leave their homes because of fears that ICE was monitoring the clinics or the

public transit stations that served the clinic neighborhoods.

In that time [when ICE was monitoring the clinic], we tried to call [our patients]. “You can

come in.” “No, no, no, I don’t want to go. Maybe reschedule my appointment,” “You can

come in for medication.” “Oh, no, no, no, I don’t want to go.” So. . .sometimes we have to

go to the corner or the [public train] station and give [the medicine] over to them because

they don’t want to go to the clinic. (Case Manager)

We found that clinic staff and providers across our sites were going to extraordinary limits

to ensure that their clients and patients could access the prevention and care services they

needed.

Discussion

To our knowledge, this is one of the first studies to document the challenges associated with a

more restrictive immigration policy environment and the best practices to promote continued

access to HIV prevention and treatment services for those most impacted by the epidemic.

Our findings indicate the importance of system level changes to support access to HIV preven-

tion and care-related services in an era of anti-immigration policy initiatives and increased

anti-immigrant stigma.

Similar to other studies, our research documented the profound fear and lack of patient

engagement in both prevention and care services as result of changes to federal-level immigra-

tion policy and increasing anti-immigrant rhetoric [24]. Providers reported losing patients to

follow up due to fears related to their immigration status. In some cases, their patients moved

away, in other cases patients refused to leave their homes for fear of being subject to
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deportation and skipped clinic appointments. Although the public charge rules were in draft

format at the time of our data collection, patients were concerned about the impact of using

public benefits. A lack of comprehensive services, including inaccessible housing, mental

health services, and translation assistance compounded the situation further for immigrants

living with HIV, making it difficult for clinic staff to meet their needs even if they were

engaged in their HIV care.

At the clinic level, we found that training with frontline staff and providers to ensure that

patients were aware of their legal rights within medical and clinic facilities was an important

component to maintaining access. Moreover, publicizing trainings that were targeted to

patients also augmented feelings of comfort and trust in providers and clinic staff. One natural

outgrowth of the emphasis on knowing and defending the legal rights of patients was the estab-

lishment and in some cases strengthening of existing medical-legal partnerships. This has been

shown to be associated with better health outcomes for immigrant patients in the literature,

yet there are few models for the best ways to implement such efforts [25–26]. Such recommen-

dations, however, must also be implemented with careful consideration around documenting

patient immigration status in order to preserve privacy and alleviate concerns around medical

records being used as a basis for legal action, including deportation.

In addition to these structural level changes, several of our findings underscored the impor-

tance of relationships between providers, support staff, and patients. One key to developing

trust and rapport was an acknowledgement of the complexity that makes up immigrant com-

munities, and an appreciation for how intersectional stigmas may play a role in the hesitancy

that patients may experience around accessing care and prevention for HIV. For example,

many patients experienced stigma on the basis of their sexual and gender identities, their HIV

status, and their immigration status as well. Clinics that openly acknowledged this complexity

and tailored their services by hiring people from within the communities they served were suc-

cessful at welcoming and retaining clients. Establishing trust by providing culturally compe-

tent and bilingual care has been associated with retention in care [27–28]. In addition, having

co-located counseling available that was designed to be open to sexual and gender minorities

allowed patients to feel cared for in these settings and to have multiple needs met in one site.

Co-locating and offering integrated care such as patient-centered medical homes has led to

better HIV-related health outcomes for people living with HIV [29–30].

Additionally, policy level interventions and context directly impact access to care and pre-

vention particularly when local and state policy may be at odds with federal level policy. In Cal-

ifornia, there have been explicit advocacy efforts to maintain robust and comprehensive access

to the state’s Medicaid program. Eligibility was recently expanded to include undocumented

immigrants up to age 26. Having access to health insurance has been linked with better HIV-

related health outcomes for undocumented immigrants in other contexts [31]. Within the

larger scope of immigration reform, changes in the definition of public charge rules and their

interpretation is unknown. However, it is clear that whatever changes may take place, the pro-

cess has discouraged many immigrants from accessing services which they are legally entitled

to, resulting in lower use of publicly-funded services that could help people meet basic needs

[12]. Given the changing policy landscape, clinic-based programs that provide education

about immigrant legal rights and access to public services, and partner with legal services can

support those living with HIV.

Advancing multi-sectoral approaches that address structural determinants of health are

necessary. Housing, food security, mental health, access to employment and human dignity

are all part of caring for immigrants with HIV and must be taken into consideration, particu-

larly as efforts to dehumanize immigrant community members and remove vital resources are

undertaken by those in the federal government. Utilizing state and local resources to attend to
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other structural factors that drive and perpetuate HIV-related health disparities could help to

mitigate the deleterious impact of anti-immigrant rhetoric and policy on HIV intervention

efforts.

As a qualitative study with interviews conducted in three counties and focused on access to

HIV care and prevention services, our findings may not reflect all practices among clinics serv-

ing immigrant communities across California or the US. Furthermore, the best practices

described here may be more difficult to implement in states or countries with more restrictive

policies around immigrant rights. As noted earlier, California has progressive state-level immi-

gration policy compared to other parts of the US, including Medicaid coverage for all residents

up to age 26. Despite these limitations, our findings highlight the benefits of adapting certain

best practices at the clinic level to maintain access to HIV prevention and care services for

immigrant patients, addressing system-level barriers that may contribute to poor health out-

comes for this population.

Conclusions

We set out to ascertain the degree to which policy changes regarding immigration status were

impacting access to HIV prevention and care services in California, a state that has enacted

progressive policy measures to safeguard the health of its undocumented immigrant popula-

tion. Immigrants impacted by HIV face several challenges in accessing care, including encoun-

tering language and cultural barriers, housing instability, lack of comprehensive health care

coverage, and mental health sequelae of migration itself. Despite these significant challenges,

and a federal policy landscape that has promulgated fear regarding accessing public benefits,

clinicians and frontline staff have enacted several best practices on the ground to mitigate the

larger structural level barriers that immigrants face. Taken together, these measures under-

score the health, wellbeing, and human rights of immigrants impacted by HIV.

Supporting information

S1 File. Impact of anti-immigrant stigma and policy on access to HIV prevention and care

among immigrant communities affected by HIV in California.

(DOCX)

Acknowledgments

The authors wish to thank all study participants who generously put their time and thought

into the interviews. We are also grateful for the support from colleagues Emma Bohannon,

who assisted with data collection in San Francisco, and Emma Wilde Botta, who assisted the

team with codebook development.

Author Contributions

Conceptualization: Emily A. Arnold, Omar Martinez, Julia Lechuga, Wayne T. Steward.

Data curation: Emily A. Arnold, Shannon M. Fuller.

Formal analysis: Emily A. Arnold, Shannon M. Fuller.

Funding acquisition: Emily A. Arnold, Wayne T. Steward.

Investigation: Emily A. Arnold, Shannon M. Fuller.

Methodology: Emily A. Arnold.

Project administration: Emily A. Arnold, Wayne T. Steward.

Best practices HIV prevention care immigration

PLOS ONE | https://doi.org/10.1371/journal.pone.0229291 February 18, 2020 12 / 14

http://www.plosone.org/article/fetchSingleRepresentation.action?uri=info:doi/10.1371/journal.pone.0229291.s001
https://doi.org/10.1371/journal.pone.0229291


Resources: Emily A. Arnold, Wayne T. Steward.

Software: Emily A. Arnold.

Supervision: Emily A. Arnold, Wayne T. Steward.

Validation: Emily A. Arnold, Shannon M. Fuller.

Writing – original draft: Emily A. Arnold, Shannon M. Fuller, Omar Martinez, Julia Lechuga,

Wayne T. Steward.

Writing – review & editing: Emily A. Arnold, Shannon M. Fuller, Omar Martinez, Julia

Lechuga, Wayne T. Steward.

References
1. Castañeda H., Holmes S. M., Madrigal D. S., DeTrinidad Young M.-E., Beyeler N., & Quesada J. Immi-

gration as a social determinant of health. Annual Review of Public Health. 2015; 36, 375–392. https://

doi.org/10.1146/annurev-publhealth-032013-182419 PMID: 25494053

2. Passel JS, Cohn V. Unauthorized Immigrant Totals Rise in 7 States, Fall in 14: Decline in Those From

Mexico Fuels Most State Decreases. Washington, D.C. Pew Research Center’s Hispanic Trends Proj-

ect, 2014.

3. Mathema S. Keeping Families Together: Why all Americans should care about what happens to unau-

thorized immigrants. University of Southern California Center for the Study of Immigrant Integration,

March 2017. Accessed at: https://cdn.americanprogress.org/content/uploads/2017/03/15112450/

KeepFamiliesTogether-brief.pdf, August 15, 2019.

4. Santamarı́a Graff CC. Build That Wall!”: Manufacturing the Enemy, yet Again. International Journal of

Qualitative Studies in Education (QSE), 2017; 30(10), 999–1005.

5. Artiga S, and Lyons B. Family Consequences of Detention/Deportation: Effects on Finances, Health,

and Well-Being. Washington, DC: Kaiser Family Foundation, September 2018 available at: https://

www.kff.org/disparities-policy/issue-brief/family-consequences-of-detention-deportation-effects-on-

finances-health-and-well-being/. Accessed June 25, 2019.

6. American Civil Liberty Union. “Family Separation by the Numbers.” https://www.aclu.org/issues/

immigrants-rights/immigrants-rights-and-detention/family-separation, accessed July 25, 2019.

7. Office of Refugee Resettlement. Unaccompanied Alien Children. Available at https://www.hhs.gov/

programs/social-services/unaccompanied-alien-children/latest-uac-data-fy2019/index.html Accessed

July 25, 2019

8. Department of Homeland Security. Office of the Inspector General. “Management Alert: DHS Need to

Address Dangerous Overcrowding and Prolonged Detention of Children and Adults in the Rio Grande

Valley.” July 2, 2019.

9. Federal Register. Inadmissibility on Public Charge Grounds. Available at https://www.federalregister.

gov/documents/2018/10/10/2018-21106/inadmissibility-on-public-charge-grounds

10. Perreira KM, Yoshikawa H, Oberlander J. A New Threat to Immigrants’ Health–The Public-Charge

Rule. New England Journal of Medicine. 2018; 379: 901–903. https://doi.org/10.1056/NEJMp1808020

PMID: 30067441

11. Bovell-Ammon A, de Cuba SE, Cutts D, Coleman S. Trends in Food Insecurity and SNAP Participation

among Immigrant Families of US-Born Young Children. 2018; Presentation given at American Public

Health Association Annual Meeting and Expo, San Diego, November 10–14.

12. Bernstein H, Gonzalez D, Karpman M, Zuckerman S. One in Seven Adults in Immigrant Families

Reported Avoiding Public Benefit Programs in 2018. May 2019. Washington, DC: Urban Institute

Report. Available at https://www.urban.org/sites/default/files/publication/100270/one_in_seven_

adults_in_immigrant_families_reported_avoiding_publi_7.pdf, accessed July 23, 2019.

13. Hatzenbuehler M. Structural stigma: Research evidence and implications for psychological science. Am

Psychol. 2016; 71:742–751. https://doi.org/10.1037/amp0000068 PMID: 27977256

14. Eskenazi B, Fahey CA, Kogut K, Gunier R, Torres J, Gonzales NA, et al. Association of Perceived Immi-

gration Policy Vulnerability With Mental and Physical Health Among US-Born Latino Adolescents in Cal-

ifornia. JAMA Pediatrics published online June 24, 2019. https://doi.org/10.1001/jamapediatrics.2019.

1475 PMID: 31233132

Best practices HIV prevention care immigration

PLOS ONE | https://doi.org/10.1371/journal.pone.0229291 February 18, 2020 13 / 14

https://doi.org/10.1146/annurev-publhealth-032013-182419
https://doi.org/10.1146/annurev-publhealth-032013-182419
http://www.ncbi.nlm.nih.gov/pubmed/25494053
https://cdn.americanprogress.org/content/uploads/2017/03/15112450/KeepFamiliesTogether-brief.pdf
https://cdn.americanprogress.org/content/uploads/2017/03/15112450/KeepFamiliesTogether-brief.pdf
https://www.kff.org/disparities-policy/issue-brief/family-consequences-of-detention-deportation-effects-on-finances-health-and-well-being/
https://www.kff.org/disparities-policy/issue-brief/family-consequences-of-detention-deportation-effects-on-finances-health-and-well-being/
https://www.kff.org/disparities-policy/issue-brief/family-consequences-of-detention-deportation-effects-on-finances-health-and-well-being/
https://www.aclu.org/issues/immigrants-rights/immigrants-rights-and-detention/family-separation
https://www.aclu.org/issues/immigrants-rights/immigrants-rights-and-detention/family-separation
https://www.hhs.gov/programs/social-services/unaccompanied-alien-children/latest-uac-data-fy2019/index.html
https://www.hhs.gov/programs/social-services/unaccompanied-alien-children/latest-uac-data-fy2019/index.html
https://www.federalregister.gov/documents/2018/10/10/2018-21106/inadmissibility-on-public-charge-grounds
https://www.federalregister.gov/documents/2018/10/10/2018-21106/inadmissibility-on-public-charge-grounds
https://doi.org/10.1056/NEJMp1808020
http://www.ncbi.nlm.nih.gov/pubmed/30067441
https://www.urban.org/sites/default/files/publication/100270/one_in_seven_adults_in_immigrant_families_reported_avoiding_publi_7.pdf
https://www.urban.org/sites/default/files/publication/100270/one_in_seven_adults_in_immigrant_families_reported_avoiding_publi_7.pdf
https://doi.org/10.1037/amp0000068
http://www.ncbi.nlm.nih.gov/pubmed/27977256
https://doi.org/10.1001/jamapediatrics.2019.1475
https://doi.org/10.1001/jamapediatrics.2019.1475
http://www.ncbi.nlm.nih.gov/pubmed/31233132
https://doi.org/10.1371/journal.pone.0229291


15. Muñoz S. M., Vigil D., Jach E. M., & Rodriguez-Gutierrez M. M. Unpacking Resilience and Trauma:

Examining the “Trump Effect” in Higher Education for Undocumented Latinx College Students. Associa-

tion of Mexican American Educators Journal. 2018; 12(3):33–52.

16. Martinez O., Wu E., Sandfort T., Dodge B., Carballo-Dieguez A., Pinto R., et al. Evaluating the Impact

of Immigration Policies on Health Status Among Undocumented Immigrants: A Systematic Review. J

Immigr Minor Health. 2015; 17(3):947–970. https://doi.org/10.1007/s10903-013-9968-4 PMID:

24375382

17. Philbin MM, Flake M, Hatzenbuehler ML, Hirsch JS. State-level immigration and immigrant-focused pol-

icies as drivers of Latino health disparities in the United States. Soc Sci Med. 2018; 199:29–38. https://

doi.org/10.1016/j.socscimed.2017.04.007 PMID: 28410759

18. Johnson H, and Sanchez S. Just the Facts: Immigrants in California. San Francisco, CA: Public Policy

Institute of California, Report May 2019. Available at https://www.ppic.org/publication/immigrants-in-

california, accessed August 15, 2019.

19. California Department of Health State Office of AIDS. HIV Care Continuum 2017. Sacramento, CA: HIV

Surveillance Reports, March 13, 2019. Available at https://www.cdph.ca.gov/Programs/CID/DOA/

CDPH%20Document%20Library/California%20HIV%20Surveillance%20Report%20-%202017.pdf.

Accessed August 15, 2019.

20. Centers for Disease Control and Prevention. HIV Surveillance Report, 2017; vol 29. https://www.cdc.

gov/hiv/library/reports/hiv-surveillance.html. Published November 2018. Accessed April 1, 2019.

21. Artiga S, Ubri P. Living in an immigrant family in America: how fear and toxic stress are affecting daily

life, well-being, & health. Kaiser Family Foundation. http://files.kff.org/attachment/Issue-Brief-Living-in-

an-Immigrant-Family-in-America. Published December 2017. Accessed April 1, 2019.

22. Fauci AS, Redfield RR, Sigounas G, Weahkee MD, Giroir BP. Ending the HIV Epidemic: A Plan for the

United States. JAMA. 2019; 321(9):844–845. https://doi.org/10.1001/jama.2019.1343 PMID: 30730529

23. Guest G, MacQueen KM, Namey EE. Applied thematic analysis. Thousand Oaks, CA: Sage; 2012.

24. Galletly CL, Lechuga J, Glasman LR, DiFranceisco W, Broaddus MR, Dickson-Gomez JB, et al. HIV

Testing and Mistaken Beliefs about Immigration Laws. Journal of Racial and Ethnic Health Disparities.

2019; 6(4): 668–675. https://doi.org/10.1007/s40615-019-00565-0 PMID: 30725380

25. Martinez O, Boles J, Muñoz-Laboy M, et al. Bridging health disparity gaps through the use of medical

legal partnerships in patient care: a systematic review. J Law Med Ethics. 2017; 45:260–73.

26. Fuller SM, Steward WT, Martinez O, Arnold EA. Medical-Legal Partnerships to Support Continuity of

Care for Immigrants Impacted by HIV: Lessons Learned from California. J Immigr Minor Health. pub-

lished online Jul 22, 2019, https://doi.org/10.1007/s10903-019-00919-0

27. Dang BN, Westbrook RA, Hartman CM, Giordano TP. Retaining HIV patients in care: the role of initial

patient care experiences. AIDS Behav. 2016; 20(10):2477–87. https://doi.org/10.1007/s10461-016-

1340-y PMID: 26910339

28. Levison JH, Bogart LM, Khan IF, Mejia D, Amaro H, Alegria M, et al. ‘Where it falls apart’: Barriers to

retention in HIV care in Latino immigrants and migrants. AIDS, Patient Care, and STDs. 2017; 31

(9):394–405. https://doi.org/10.1089/apc.2017.0084 PMID: 28891715

29. Steward WT, Cook A, Guze MA, Fuller SF, Koester KA, Shade SB. The impact of patient-centered

medical homes on ART prescription, retention in care, and viral suppression among HIV patients in pub-

licly funded clinics. Oral presentation at the 2015 National HIV Prevention Conference, Atlanta, GA,

2015.

30. Pappas G, Yuijiang J, Seiler N, Malcarney M-B, Horton K, Shaikh I, et al. Perspectives on the Role of

Patient-Centered Medical Homes in HIV Care. AJPH. 2014; 104:7, e49–e53.

31. Ross J, Hanna DB, Felsen UR, Chinazo O, Cunningham, Patel VJ. Emerging from the database shad-

ows: characterizing undocumented immigrants in a large cohort of HIV-infected persons. AIDS Care.

2017; 29:12, 1491–1498, https://doi.org/10.1080/09540121.2017.1307921 PMID: 28343404

Best practices HIV prevention care immigration

PLOS ONE | https://doi.org/10.1371/journal.pone.0229291 February 18, 2020 14 / 14

https://doi.org/10.1007/s10903-013-9968-4
http://www.ncbi.nlm.nih.gov/pubmed/24375382
https://doi.org/10.1016/j.socscimed.2017.04.007
https://doi.org/10.1016/j.socscimed.2017.04.007
http://www.ncbi.nlm.nih.gov/pubmed/28410759
https://www.ppic.org/publication/immigrants-in-california
https://www.ppic.org/publication/immigrants-in-california
https://www.cdph.ca.gov/Programs/CID/DOA/CDPH%20Document%20Library/California%20HIV%20Surveillance%20Report%20-%202017.pdf
https://www.cdph.ca.gov/Programs/CID/DOA/CDPH%20Document%20Library/California%20HIV%20Surveillance%20Report%20-%202017.pdf
https://www.cdc.gov/hiv/library/reports/hiv-surveillance.html
https://www.cdc.gov/hiv/library/reports/hiv-surveillance.html
http://files.kff.org/attachment/Issue-Brief-Living-in-an-Immigrant-Family-in-America
http://files.kff.org/attachment/Issue-Brief-Living-in-an-Immigrant-Family-in-America
https://doi.org/10.1001/jama.2019.1343
http://www.ncbi.nlm.nih.gov/pubmed/30730529
https://doi.org/10.1007/s40615-019-00565-0
http://www.ncbi.nlm.nih.gov/pubmed/30725380
https://doi.org/10.1007/s10903-019-00919-0
https://doi.org/10.1007/s10461-016-1340-y
https://doi.org/10.1007/s10461-016-1340-y
http://www.ncbi.nlm.nih.gov/pubmed/26910339
https://doi.org/10.1089/apc.2017.0084
http://www.ncbi.nlm.nih.gov/pubmed/28891715
https://doi.org/10.1080/09540121.2017.1307921
http://www.ncbi.nlm.nih.gov/pubmed/28343404
https://doi.org/10.1371/journal.pone.0229291



