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Abstract In China, acute stigma accompanying an HIV
diagnosis can lead to self-isolation. In a cultural setting
where family relationships are highly valued and contribute
critically to well-being, such self-isolation can thwart HIV
self-management and engagement in medical care, and so
heighten risk for health disparities. To understand this phe-
nomenon, we conducted individual in-depth interviews with
34 persons living with HIV/AIDS (PLwHA) in Shanghai
and Beijing. Inductive content analysis revealed a range of
forms of self-isolation motivation, beliefs, and behaviors
influenced by: 1) internalized stigma and desire to avoid
discrimination; 2) HIV-related factors such as HIV knowl-
edge and disease progression; and 3) familial factors such
as a sense of responsibility and family members’ reactions.
Based on a proposed framework centering on dialectical
family influences (whereby PLWHA are pushed away from,
yet pulled toward the family fold), implications for provision
of multidisciplinary care in medical settings are considered,
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including culturally appropriate strategies to decrease health
disparities.
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Introduction

Approximately 501,000 people are living with HIV/AIDS
(PLwHA) in China, of which 205,000 are living with AIDS
(UNAIDS, 2015). Given the acute HIV stigma in China,
among healthcare providers as well as the general popula-
tion (Yang, Leu, Simoni, Chen, Shiu, & Zhao, 2015), Chi-
nese PLWHA are at risk for diminished physical and mental
health outcomes and poorer overall quality of life (Niu, Luo,
Liu, Silenzio, & Xiao, 2016; Yang, Xie, Simoni, Shiu, Chen,
Zhao, Lu, 2016). Persons of lower socioeconomic status,
rural origin, and ethnic or sexual minority status face addi-
tional and intersecting challenges to optimal health (Tao
et al., 2015).

The U.S. Department of Health and Human Services’
Healthy People 2020 Initiative recognizes that a disparity
exists when a difference in health outcomes is seen “to a
greater or lesser extent between populations,” and that
“disability, race or ethnicity, sex, sexual identity, age, dis-
ability, socioeconomic status, and geographic location all
contribute to an individual’s ability to achieve good health”
(U.S. Department of Health and Human Services, 2010). A
“health disparity” according to Healthy People 2020 is “a
particular type of health difference that is closely linked to
social, economic, and/or environmental disadvantage. Health
disparities adversely affect groups of people who have sys-
tematically experienced greater obstacles to health based on
their racial or ethnic group; religion; socioeconomic status;
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gender; age; mental health; cognitive, sensory, or physical
disability; sexual orientation or gender identity; geographic
location; or other characteristics historically linked to dis-
crimination or exclusion.” The initiative underscores the
need to recognize the impact of such social determinants on
health and well-being among specific populations in order to
achieve health equity for all. Although the U.S. government-
sponsored initiative focuses selectively on health dispari-
ties domestically, the concept of health disparities and their
origins in social determinants has universal application. For
example, PLWHA in China today are a population at risk
for disparate health outcomes due to social determinants,
including the stigma attached to their HIV illness and to any
other marginalized socio-demographic statuses that apply to
them. At risk for health disparities, Chinese PLWHA merit
research attention and enhanced outreach and care.

Caregiving for PLwWHA in a collectivistic setting such as
China, where the family is the fundamental unit, involves
family members providing a wide range of support, includ-
ing medication assistance, financial help, assistance with
daily activities, and psychological support (Li, Wu, Wu, Sun,
Ciu, & Jia, 2006; Yoshioka & Schustack, 2001). Yet many
PLwHA in China engage in self-isolating behaviors, includ-
ing distancing from family and thereby losing a valuable
source of social support (Zhou, 2007; Ogden & Nyblade,
2005; Salter et al., 2010). Self-isolating behaviors among
PLwHA range from making fewer visits and phone calls, to
more extreme measures of sending children away, divorc-
ing spouses, moving far distances from home, living alone,
isolating, and engaging in suicidal behaviors (Zhou, 2007;
Ogden & Nyblade, 2005; Salter et al., 2010).

Many PLwHA engage in self-isolation because they are
wary of being contagious and vigilant about keeping a “safe”
distance between their “contagious bodies” and others’
“healthy bodies” during interpersonal interactions (Zhou,
2007). They develop strict self-discipline and continuously
self-monitor when interacting with family members, with-
holding physical affection or thoroughly cleaning everything
they touch. Feelings of inferiority are also common reasons
for self-isolation. Zhou (2007) suggested that PLwHA often
blame themselves for acquiring HIV and internalize societal
stigma against HIV and those affected by it. As a result, they
accept and even condone the discrimination and mistreat-
ment they receive, and tend to avoid most social connections.

As a form of psychological isolation, many Chinese
PLwWHA withhold their HIV diagnosis from others due to
fear that disclosure may cause distress in the family and add
psychological burden, especially for children and the elderly
(Salter et al., 2010; Zhou, 2007). Concerns are heightened as
well about potential secondary stigma that may be inflicted
on family members, due to their association with someone
who is HIV positive (Salter et al,. 2010). Wary of incit-
ing secondary stigma that may affect their family’s social,
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economic, and psychological well-being, some PLWHA may
withdraw from family and community in order to keep their
HIV status a secret and protect family members (Ogden &
Nyblade, 2005).

The consequences of self-isolation can be devastating,
depriving PLWHA of major sources of support and social
connection, and potentially compromising their men-
tal health. Indeed, acute loneliness, even among the gen-
eral population, has been associated with a high risk for
decreased mental health, including depression (Cacioppo,
Hawkley, & Berntson, 2003). Moreover, among those with
chronic illnesses in general (including HIV, diabetes, and
chronic obstructive pulmonary disease), social isolation has
been associated not only with increased stress levels, but
also with physiological measures of poorer immune system
functioning (Cacioppo et al., 2003; Cole, Hawkley, Arevalo,
Sun, Rose, & Cacioppo, 2007). Social isolation among
PLwHA specifically was found to be associated with exac-
erbated HIV-related problems such as poorer medication
adherence (Mosack, Stevens, Brouwer, & Wendorf, 2015).

In the present study, we sought to more fully examine
the phenomenon of social isolation among Chinese PLWHA
by considering systems of individual, familial, and societal
influences. We aimed to describe, within a cultural context
that values family above all else, how individual interpreta-
tions, family interactions, and external factors interact with
each other and influence Chinese PLWHA'’s self-isolating
behaviors.

Methods
Rationale for Qualitative Approach

We chose a qualitative approach for this study in order to
examine the complexity and dynamic process of intraper-
sonal and intra-familial interactions contributing to self-
isolating behaviors. We sought to investigate the range and
variation of lived experience through our individual partici-
pants’ stories, and to obtain textual descriptions from and
give voice to a marginalized population that is experiencing
health disparities. These aims were best suited for qualitative
methodology (Denzin & Lincoln, 1994), as it is particularly
effective in eliciting culturally relevant information about
motivations, values, behaviors, and the social context of a
particular population.

Setting

Study sites were the HIV/AIDS outpatient clinic at the
Shanghai Public Health Clinical Center (SPHCC) and the
AIDS ward at Beijing Ditan Hospital, Capital Medical Uni-
versity in China. Both hospitals provide premier treatment
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for HIV for local residents as well as those traveling from
far away to receive specialty care. From 2009 to 2011, we
conducted 19 in-depth individual interviews at SPHCC, and
another 15 individual interviews at Beijing Ditan Hospital.

Sample Selection and Characteristics

Participants (N =34) were HIV-positive outpatient adults
from the two study sites, that were recruited by clinic staff.
We employed purposive sampling with the aim of assem-
bling a diverse group of participants who might be able to
convey the full breadth of experiences relevant to the inves-
tigation. In terms of generalizability, qualitative research
emphasizes gaining a rich and complex understanding of a
specific social context or phenomenon rather than collecting
data that can be generally informative of other populations
or geographic areas (Denzin & Lincoln, 1994). Therefore,
in qualitative inquiry, the selection of a sample from the
sampling frame does not require a random process so as to
ensure representative coverage as in quantitative research.
Clinic staff assisted in the recruitment process by inviting
individuals to participate who varied in demographic factors
of age, gender, and parental status as well as illness-related
indicators of time since diagnosis and disease progression.

This sampling method allowed recruitment of a diverse
group of participants able to provide a broad spectrum of
experiences related to the main themes of interest. Note that
“saturation,” as applied in qualitative methodology, indicates
the point at which new categories cease to appear in the
interviews (Denzin & Lincoln, 1994). After completing in-
depth interviews with 19 individuals in Shanghai and 15
in Beijing, the interviewers as a team concluded they had
achieved general saturation, as no new information was
emerging through additional interviews. In addition, we
used data triangulation, a method for determining satura-
tion (Fusch & Ness, 2015), which was based on different
researchers’ interviews resulting in similar themes, which
did occur. Through repeated discussion, the team concluded
that data from the interviews triangulated for a final set of
categories sufficient to code the important elements of the
central themes.

The final sample of 34 participants ranged in age from
23 to 66 years, with an average age of 41.6 (SD=10.37); 15
were male and 19 were female. Close to half (47%) of the
male participants reported acquiring HIV through having sex
with men, and over one-third (37%) of the female partici-
pants also acquired HIV through having sex with men. Other
transmission routes reported were blood donating, medical
procedures, and intravenous drug use. The majority of the
non-local participants were migrants from small villages in
the countryside who came to the major cities in search of
employment.

Data Collection

We chose the standard qualitative method of in-depth inter-
views, which are optimal for collecting data on personal
perspectives and experiences, especially those involving
highly sensitive or stigmatized topics. In-depth interviews
utilize an interview schedule comprising open-ended ques-
tions posed in a semi-structured approach in order to allow
participants to respond in their own words rather than being
forced to choose from among a pre-determined response set
(Cicourel, 1982). Extensive probing after initial responses is
used to elicit richer data that are personally meaningful and
culturally salient. This approach allows for the possibility
of obtaining information unanticipated by the researcher.

In our study, the 1- to 2-h-long interviews were conducted
in private offices in the clinics and consisted of a series of
open-ended questions about participants’ personal experi-
ences with HIV/AIDS, focusing on mental health, medica-
tion management, social support, stigma, and HIV-related
coping that were based on the aims of a larger investigation.
Table 1 presents the compete interview guide. Participants
were asked to describe the experience of how they found out
they were HIV positive, how the diagnosis impacted them
emotionally and psychologically, what they had done to
respond to their diagnosis and manage their illness, and what
resources were helpful in their process. Note that there was
no a priori initial inclusion of questions specifically target-
ing self-isolation. However, with successive interviews, the
interview schedule was progressively refined to further probe
specific examples of strategies that participants employed to
confront the acute HIV stigma they experienced.

The interviews were digitally audiotaped with permis-
sion, and conducted in Mandarin by Chinese-American
bicultural research staff fluent in Mandarin and English,
which included the second author. Participants received
an incentive for their time (100 RMB, i.e., approximately
US$15) commensurate with standard rates for research par-
ticipation in these settings.

Analytic Strategy

All interviews were transcribed verbatim in Chinese, with
each transcript reviewed for accuracy and cross-checked by
at least two research team members. One was an original
interviewer with extensive experience in HIV behavioral
research, and the other was one of several research assis-
tants fluent in English and Mandarin. Research assistants
were doctoral- and undergraduate-level psychology students
of excellent academic standing, who received qualitative
research training and supervision from faculty members of
the team, the third, fourth, and fifth authors of this article.
Data were entered into and analyzed with Atlas.ti (Version
6), a software program designed specifically for the analysis
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Table 1 Semi-structured qualitative interview guide

1. Experience of the diagnosis

In this part, I will ask you about your experience when you first heard you were HIV+

— Please describe the experience of how you found out you were HIV+

Additional prompts if necessary. Please make sure participant addresses the following:

e When/how did you first learn you were HIV+?
e Who told you?
e What was your reaction to the news?
e Who knows about your HIV status? How did they learn about it?
2. Impact of the diagnosis
In this part, I will ask you about the impact HIV has had on your life

— How has becoming HIV+ impacted you emotionally and psychologically?

Additional prompts if necessary. Please make sure participant addresses the following:

— Experience with mental health problems, e.g.,
o Stigma
o Adjustment: difficulty adjusting to HIV+ status?

e Anxiety: being so worried or anxious that you’ve had difficulty doing things?

o Depression: feeling sad and down? Suicidal thoughts?
o Substance abuse: using alcohol and other drugs?
o PTSD: avoidance?

3. Process of coping

In this part, I will ask you about what you have done to cope with your diagnosis

— What have you done to feel better since and/or respond to your HIV diagnosis?

Additional prompts if necessary. Please make sure participant addresses the following:

— What kinds of resources have been accessed, e.g.,
e Family support
e Social network support
e Mental health services including counseling
o Traditional Chinese medicine
e Western medicine

4. Helpful resources

In this part, I will ask you about what you might want to tell someone else in your situation in order for them to learn from your experience

—What resources do you think would be helpful to someone else in your situation?

Additional prompts if necessary. Please make sure participant addresses the following:

e Would it be helpful to talk about some of the issues you faced with someone in the clinic, such as a doctor, nurse, another patient, other

patients’ families?

e Would you bring a family member or other caregiver with you to access this resource?

e Would it be feasible for you come into the clinic regularly in order to talk about the problems you have been dealing with?

e What are some areas that you need the most assistance with?

of qualitative data. Atlas.ti allows dividing transcripts into
codable units, and creating categories and codes to which
clusters of units of texts can be assigned and reassigned
iteratively. The process promotes data visualization and
facilitates examination of relevant themes.

The analysis employed an inductive content analytic
approach, where themes are developed through analysis of
text, to identify factors associated with reported self-isola-
tion (Hsieh & Shannon, 2005). Research team members first
conducted open coding to develop tentative descriptive cat-
egories related to self-isolation; these categories were con-
tinuously modified as additional transcripts were analyzed.

@ Springer

Coding using this constant comparison analysis framework
(Miles & Huberman, 1994) allowed for continuous refine-
ment of the coding structure to reflect the experiences of
the participants. Upon reviewing all the transcripts, salient
descriptive categories emerged that accommodated all text,
and allowed for the construction of a stable codebook. For
example, initial categories included “self-isolation thoughts,
self-isolation behaviors, and self-isolation emotions expe-
rienced by PLWHA,” and chunks of relevant text were
sorted into these three categories. As additional transcripts
were reviewed, it became apparent that a temporal variable
played a role, such that self-isolation thoughts, behaviors,
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and emotions could have several manifestations over time,
depending on family members’ responses. Therefore, addi-
tional specification was necessary allowing coders to sepa-
rate initial self-isolation thoughts, behaviors, and emotions
immediately following an HIV diagnosis from those that
emerged in responses to family members’ reactions to the
participants. Furthermore, these responses appeared to either
lead to more or less self-isolation, based on the valence of
familial reaction; therefore, codes were even further speci-
fied in positive or negative directions.

During rare occasions when coding assignments were dis-
parate between coders, the research team discussed the disa-
greements, and resolved them through unanimous agreement
about the most appropriate assignment. All coding was con-
ducted in Mandarin to retain fidelity of participants’ voices,
and only translated for publication purposes. Codes relevant
to this analysis described data on participants’ motivations,
beliefs, and behaviors related to self-isolation. Finally,
broader themes that unified and integrated codes about self-
isolation were determined during continuous research team
discussion.

Results

Participants provided rich narratives of their struggles to
accept their HIV diagnosis as well as extraordinary resil-
ience in coping and living with HIV in a setting that highly
stigmatizes the disease. The two major themes extracted
were (1) forms of self-isolation behaviors such as geographi-
cal or psychological separation, and (2) dialectical influences
on self-isolation such as stigma, HIV-related factors, and
familial influences.

Forms of Self-Isolation

In response to questions regarding experiences of HIV
stigma and how participants coped, the theme of self-iso-
lation was frequently observed. As described in previous
literature (e.g., Zhou, 2007; Ogden & Nyblade, 2005), geo-
graphic separation was the most common form of self-isola-
tion, involving participants physically removing themselves
from contact with their families. This took the form of liter-
ally moving their place of residence away from their fam-
ily’s community, or removing children from their residence
(e.g., “I made my children move back to the countryside to
live with their grandparents”); decreasing time spent in the
presence of the family (e.g., “I don’t go to [my brother’s]
house any more”); or, when complete self-isolation was
not possible, avoiding any possibility of physical contact
(e.g., “separating [my] chopsticks and dishes [from theirs]”).
Other self-isolation behaviors took the form of social or psy-
chological separation, which has not been well documented

in existing literature. For example, some participants in our
study described withholding their diagnosis from others
as a form of self-isolation (with one participant saying he
would take the diagnosis “to [his] grave” and another say-
ing he would disclose his diagnosis only with his last breath
“on [his] dying bed”). Other participants achieved psycho-
logical separation by disguising their distress from others
(“being strong in front of parents” or “hiding weakness”).
Others separated themselves by adopting a passive stance
toward rejection from others (“It is his right to leave me”),
or by anticipating and even instigating social separation (“I
suggested that we divorce”). The ultimate self-isolation
was sought in fantasies of escaping this life (“I think about
dying often”), and in suicidal thoughts and behaviors (“I
thought about driving off the highway so it would look like
an accident”).

Influences on Self-Isolation

In describing their self-isolation strategies, participants
touched upon a myriad of factors that affected their decision-
making. As summarized in Fig. 1, three major themes of
influences emerged.

Stigma Motivating Self-Isolation: (“We are Beneath Other
People”)

In China, HIV is acutely stigmatized (Hesketh, Duo, Li &
Tomkins, 2005; Li, Liang, Lin, Wu, Rotheram-Borus, &
NIMH Collaborative HIV/STD Prevention Trial Group,
2010), with the media replete with socially stigmatizing
messages (Yu, 2012). Participants’ narratives revealed the
impact of stigma in motivating self-isolation, especially

2
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Fig. 1 Influences on self-isolation
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when the stigma was internalized, leading to self-blame
and negativity. Negative self-attribution was a commonly
reported consequence of experiencing HIV-related stigma
that led to participants’ desire to isolate. As one participant
remarked:

Like us who have this disease, [we] feel like we are
beneath other people, feel like we are unable to be a
human being in front of other people. (Female, 58,
with siblings and grandchild)

These sentiments are consistent with the established link-
age between low self-worth and a desire to isolate socially,
a connection frequently noted among depressed individuals
(Diaz, Ayala, Bein, Henne, & Marin, 2001; Leary, Schrein-
dorfer, & Haupt, 1995; Colwell & Kato, 2003). Consistent
with results in previous research (Salter et al., 2010; Ogden
& Nyblade, 2005; Zhou, 2007), our participants reported
feelings of shame and inferiority as a reason to self-isolate:

I feel like a murderer at large, I need to hide it from
every one. (Male, 32, with parents)

Many participants blamed themselves for acquiring HIV,
thereby heightening their sense of shame:

When you make mistakes, you should be the one
to take the responsibility, not others. It is your own
fault that you end up on this road [having HIV]; you
cannot blame it on anyone else. So, you should take
the responsibility when you make mistakes, and you
should not burden anyone else with it, that’s how I
think about it. (Male, 39, with wife and children)

This was true even among participants who acquired HIV
while engaging in behaviors not deemed to be risky, such
as sex with only one long-term partner whose HIV-positive
status was unknown, as was frequently seen among women
who acquired HIV from their husbands.

Participants not only considered self-isolation as a way
to cope with their existing internalized stigma; they also
projected into the future and hoped to escape anticipated
stigma and discrimination by isolating themselves. Many
described avoiding interactions with family members due
to concern about being rejected, or being feared by them.

I was afraid that they [family members] would be fear-
ful of me; they would be fearful that I would infect
them ... when I was home, I did not dare to touch
them physically. (Female, age unknown, with parents
and siblings)

Self-isolation was seen as a way to allow participants to
avoid shame and save face, which is a ubiquitous Chinese
value of retaining respect and avoiding humiliation; (Ho,
1976). The amount of anticipated stigma varied based on
the mode of transmission, or presumed mode, by which the
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participant had contracted HIV, particularly if the participant
had not already disclosed this information to family mem-
bers. For example, fear was more strongly endorsed by men
who acquired HIV from having sex with other men, rather
than commercial sex with female sex workers.

HIV-Related Factors Discouraging Self-Isolation:
(“Though It Cannot be Cured, It can be Managed”)

A second thematic category of influences on self-isolation
related to HIV emerged, which generally worked against
the tendency to self-isolate. The most commonly mentioned
factor was accessibility to accurate HIV-related knowledge.
Our participants received HIV-related information from a
variety of external sources, including doctors, volunteers,
other PLWHA, the media, and hearsay. Participants reported
that positive and accurate HIV knowledge from authoritative
sources not only decreased their negative self-attributions
but also increased positive family responses toward them
and their diagnosis. Both of these factors alleviated their
motivation to self-isolate.

Reassuring HIV knowledge derived from authoritative
sources eased concerns about the lethality of HIV, and so
lessened stigma.

[The doctor said] don’t be too scared, it is a chronic
disease. Now the medication that the government pro-
vides can manage the disease. Though it cannot be
cured, it can be managed. (Male, 39, with wife and
children)

Knowledge about the routes of HIV transmission eased
fears of contagion and hence mitigated the need for self-
isolation as a form of protection.

He [the doctor] told me that the common HIV trans-
mission routes were blood transmission and needle
sharing; eating with family members generally was
not contagious, only blood was contagious. (Female,
32, with parents)

Other information made the prospect of remaining
together as a family seem more feasible. This included
sources of possible financial aid for HIV-related care.

It is him [the doctor] who introduced a volunteer from
the fund to me. That fund helped my son and paid for
our children’s tuition. (Female, 40, with siblings and
children)

Psychological consultation and stress-reduction tech-
niques were also welcome.

I received volunteer training from Red Ribbon, where
I had psychological counseling. There were doctors,
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nurses and psychologists giving lectures about how
to decrease stress. (Male, 39, with wife and children)

Guidance for the newly diagnosed on sources of peer sup-
port also diminished the desire to self-impose separation
from the family.

I found an HIV-positive QQ group [Internet chat
group], I joined the group and the people there told
me to calm down, and told me that I could ask for
someone at Beijing Ditan Hospital for help so here 1
am (Male, 48, partner, child, spouse).

Our participants stressed that information from authori-
tative sources was particularly reassuring. These reliable
sources of HIV knowledge were doctors, volunteers from
official AIDS-related organizations, and non-governmental
organizations such as the Red Ribbon Society, and other
more experienced PLwWHA.

If you are a general patient or staff, I would think that
you said what you said just to comfort me. Doctors
are different, what they say is like gold (shengzhi), at
least they have seen a lot, they have seen every kind
of patient. They say some HIV patients were initially
in the ICU, but now they are quite healthy and being
discharged. (Male, 50, with parents, siblings, and chil-
dren)

While positive and accurate information has become
more accessible due to increasing Internet access, wrong,
misleading, or conflicting information about the routes of
HIV transmission continues to proliferate, which threatens
familial support. One participant distanced herself from
her daughter because she was confused by the conflicting
information.

I’'m scared, really scared. I asked a lot of people, some
of them told me that saliva is not contagious; some of
them told me that saliva is contagious. I'm confused.
I don’t know if it is really contagious or not. (Female,
33, with siblings, spouse, and child)

Many participants reported that the knowledge of life
experiences of other PLwHA was very encouraging, and this
tended to alleviate the need to plan for isolation. Participants
realized that, instead of completely cutting off social connec-
tions, they still had the option to participate in family life.
Some participants considered other people who had been
living with HIV for decades as role models.

One thing is that you may find that you are luckier
than others, and you will feel grateful. Another thing
is that having seen their health conditions, their atti-
tudes for life... You will feel that there is hope. It’s
an encouragement. (Male, 48, with wife, child, and
same-sex partner)

However, learning about others’ negative experiences
could also be very frustrating. Some participants reported
internalizing the negative stereotypes depicted by HIV-
related media and other PLWHA. One participant recalled
watching a video clip about HIV,

A person, African, recorded her change in bed every
day for ninety days; it was horrifying, and at last she
died. This [video] makes me really conflicted. (Male,
age unknown, with parents)

Another participant had witnessed the deaths of four fel-
low HIV-positive patients and became pessimistic about her
future.

Our condition is not like what others’ say, that we
could still live for twenty years. Even for ten years, I
feel that is not true, I feel that I could not live that long.
(Female, 53, siblings)

Finally, HIV-related disease progression also affected
self-isolation tendencies. Improvements in health (e.g.,
decreased viral load or increased CD4 count) were associ-
ated with reduced self-isolation.

Just this year, they [the doctors] did not find any virus
in my blood. So I let him [my grandson] kiss me. In the
summer, we slept together and I sweated, if he touched
me, I would clean (him). Now there is no detectable
virus, I let him hug me, kiss me. (Female, 58, with
siblings and grandchild)

Conversely, several PLWHA planned to cut all ties with
family and or even commit suicide if their condition deterio-
rated, such as if and when they developed AIDS.

When I develop AIDS... I will drive off a cliff, making
it look like an accident. (Male, 48, with wife, child,
and same-sex partner)

Dialectical Familial Influences on Self-Isolation: (“I Must.
For my Family”)

In Chinese culture, an individual’s value is embedded within
the family (Triandis, Bontempo, & Villareal, Asai, & Lucca,
1988). Unsurprisingly, participants’ stories resonated with
the strong cultural emphasis placed on the importance of
family relationships and family welfare. Interestingly, family
appeared to have dialectical influences on self-isolation. As
seen in the data presented below, strict adherence to cultural
values emphasizing the importance of family could have
opposing influences, either pulling the participant back into
the family fold or pushing him or her away.

A common theme in references to family was the par-
ticipants’ concerns for their family’s physical health and
psychological well-being, which were consistently linked
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to increases in self-isolating behaviors. The majority of
the participants expressed their intentions to protect family
members’ physical health by implementing strict hygiene
rituals if they could not completely isolate their physical
selves. These hygiene behaviors included, “using different
wash basins,” “separating soaps,” “separating laundry,”
and “sterilizing dishes” (Female, 59, with parents, sib-
lings, husband, and child). Many female participants in
particular were terrified by the idea of infecting family
and had more extreme behaviors such as “after using the
washing machine, I use a sterilizing agent on my clothes”
(Female, 58, with siblings and grandchild); “always wear-
ing gloves while in my daughter’s house,” “sterilizing my
daughter’s toilet seat after sitting on it,” and “using paper
towels to hold the door handle to prevent leaving sweat on
it” (Female, 46, with siblings, children, and grandchild).

Importantly, our participants demonstrated that such
concerns were not always caused by misleading informa-
tion about transmission routes and contagiousness of HIV;
instead, they did not want to take any chances, even though
they knew the possibility of infection was very slim. One
participant explained:

EEINT3

Every parent worries. If you can separate [dishes],
you should separate instead of mixing them together,
right? Though it is not [contagious], and I know it
is not, I have to separate them. (Female, 52, with
children)

Other than family’s physical health, participants also
mentioned that they wanted to protect family’s psycho-
logical well-being. Our participants tried to protect their
family from experiencing distress by keeping their health
condition a secret and consequently distancing themselves
from their family in the process:

If I told them [my parents], there is nothing they can
do, they cannot help me. I would only be making
them worry. (Male, 40, with parents)

Similarly, if participants saw themselves as a burden to
the family, they would attempt to remove the burden by
cutting off connections and family ties. One participant
stated:

When [my husband’s] diagnosis came out negative, I
said to him that we should file for divorce. He asked
me why. I asked him, “Aren’t I a burden to you?”
(Female, 33, with siblings, spouse, child)

Concern for the family’s well-being also manifested in
consideration for the potential secondary stigma and dis-
crimination family members might experience. One par-
ticipant tried to divorce her husband because she feared
the potential discrimination her husband would face in the
workplace:

@ Springer

He is a businessman. If people in his business circles
or his friends learn about that [my positive HIV sta-
tus], they will not only push me out, they will push him
out as well. And it will destroy his career and every-
thing. (Female, 33, with siblings, husband, and child)

In addition, participants mentioned their worries about
family members’ possible negative self-attribution due to
association with an HIV-positive individual:

Now I have the disease, I’'m causing my wife and child
shame, you know...they will think that they are less
than other people, less than an average person. (Male,
48, with partner, child, and wife)

Where concerns for their family’s physical health and
psychological well-being often pushed participants away
from their families and toward increased self-isolation, a
strong sense of filial piety (respect for one’s family, elders,
and ancestors) and family responsibility had an opposing
effect. As Chinese cultural values dictate that adults (espe-
cially married ones) carry important duties and are primar-
ily responsible for contributing to the family for both older
and younger generations (Ho, 1976), participants commonly
reported that an unfulfilled family responsibility was a major
reason for continuing to engage in family life. Indeed, mid-
dle-aged participants often described their responsibilities
to financially provide for their children, be available to assist
their children, let their parents have peaceful twilight years,
and take care of the burial procedures when their parents die:

I have to live; I still have a couple of things that are
unfinished... my parents are old, I have to take care of
their funerals (houshi), I have to let them live happily
until the end. My child is studying abroad. I have to
take care of his education, and try to be there for him
as long as possible when he grows up. (Male, 48, with
wife, child, and same-sex partner)

Evident from these descriptions of their family rela-
tions was the participants’ positioning of themselves as
self-directed actors with agency in their familial affairs:
they could protect their family by self-isolating or assume
responsibility for their family’s welfare by eschewing self-
isolation behaviors. However, the family also had the poten-
tial of having agency with respect to the PLwWHA. Indeed,
the family’s immediate responses to a participant’s HIV-
positive diagnosis could either alleviate or aggravate feelings
of shame and inferiority, fear of rejection, and self-blame.
Positive family responses were seen as welcoming and were
generally associated with less intense self-isolation; how-
ever, negative family responses tended to precede increased
self-isolating behaviors.

Many participants reported that their family members
were helpful in many ways after learning about their HIV,
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such as through more emotional support as well as tangi-
ble and financial assistance. For example, “[My parents]
care about me more now” (Female, 32, with parents); “My
mother told me to treat myself; if I [want] special foods, to
just buy and eat them” (Female, age unknown, with parents
and siblings); and “[My sister] said if you need money, I’ll
lend you money” (Female, age unknown, with parents, and
siblings).

The family’s demonstration of acceptance of the diagno-
sis and absence of stigmatization had particularly positive
influences on participants.

[My sister] said, ‘it [HIV] is nothing; I have a neighbor
who is living with HIV, it has been seven years, he is
exactly the same as normal people, just a bit skinny.’
(Female, 33, with siblings, husband, and child)

Unfortunately, negative family responses that com-
municated a message of fear of contracting HIV from the
participants were very common and tended to encourage
participants’ self-isolation. Many family members were
fearful of HIV contagion and tried to reduce their direct or
indirect physical contact with the participants: by separating
the dishes, “When we eat together, they [my siblings] put
food in a separate bowl for me” (Female, 53, with siblings);
by separating laundry, “My sister-in-law never washes my
clothes with theirs” (Female, 40, with siblings and children);
and by rarely visiting, “My sister did not dare to come to my
place, she said my place was full of germs” (Female, 50,
with siblings and grandchildren).

Family members sometimes did not intend to reject or
hurt the participants, but the participants interpreted some
of their behaviors as rejections or signs of resentment. Often,
even family members who were attempting to be supportive
could result in participants increasing self-isolation. One
participant reported that her siblings regularly invited her
to dinner, but she continuously refused their invitations. She
explained: “My sisters said it was nothing, as if they did not
mind coming to eat with me. But I could tell that they were
still scared.” (Female, 58, with siblings and grandchild).

As with reactions to the diagnosis, family responses to
initial self-isolating behaviors could determine the course
of future events—again either pushing away the participant
or pulling him or her back into the family. Most family
responses to the participants’ attempts at self-isolation were
helpful in decreasing the isolation.

Initially, I proposed to my mother that if you think it’s
not [okay] to eat together or something, we can sepa-
rate the dishes, but they refused to let me. (Female,
32, with parents)

Some PLwWHA expressed feelings of ambivalence,
acknowledging that pushing away loved ones would cause
them great pain but still feeling that it was the right thing

to do. Participants described that their family’s positive
responses relieved them of this emotional turmoil. One par-
ticipant described the ambivalence he experienced when his
boyfriend refused to break up with him:

If my boyfriend left me, I would in fact be miserable.
In some sense, his being with me is my mental support.
If he were not with me anymore, I would be lonely. I
told my boyfriend I really wanted him to breakup with
me, not living under this dark shadow [of being HIV
positive]. But if he actually left me, I would be very
upset. Maybe this is a Chinese thinking pattern, you
don’t want something to happen, but it should happen.
(Male, 48, with wife, child, and same-sex partner)

Similarly, a female participant tried to divorce her hus-
band but he refused. Her husband’s responses made her feel
loved and accepted; as a result, they grew closer than ever:

He said, “You just have a disease. Everyone gets sick
once a while. It’s not like you made an unforgivable
mistake; it’s not your fault you got this disease.” [Now]
my family is my biggest support. Without them, |
could not live to this day. (Female, 33, with husband,
siblings, child)

Discussion

This qualitative investigation examined self-isolating moti-
vations, beliefs, and behaviors among Chinese PLWHA.
The prevailing acute HIV stigma in China was internalized
by participants in the form of negative self-attribution and
the desire to avoid discrimination, which generally led to
increased self-isolating behaviors. However, some HIV-
related factors appeared to diminish the tendency toward
self-isolation; these included knowledge of HIV and how it
is transmitted, familiarity with the positive experiences of
other PLWHA, and good management of their HIV. Famil-
ial factors had dialectical influences on self-isolation, either
pushing PLWHA away from their families out of a desire to
protect their family or pulling them back into the family fold
out of a sense of responsibility. Family responses to the HIV
diagnosis and to PLwWHA'’s initial attempts to self-isolate
could determine the course of future events, either welcom-
ing back PLwWHA or pushing them away.

Several researchers have emphasized the importance of
viewing the behaviors of Chinese PLWHA in the context
of family relationships and the broader social and cultural
environment (Li, Wu, Wu, Sun, Cui, & Jia, 2006; Li, Sun,
Wu, Wu, Lin, & Yan, 2007; Lee, Kochman, & Sikkema,
2002; Ogden & Nyblade, 2005; Yang et al., 2015; Simoni
et al., 2015). For example, significant differences have been
reported between the support systems of HIV-positive
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individuals in the United States as compared to China
(Yang et al., 2015; Yu, Yang, Shiu, Simoni, Xiao, Chen,
et al., 2015; Yu, Shiu, Yang, Chen, & Simoni, 2014; Li et al.,
2006; Li, Liang, Ding, & Ji, 2011). Broadly speaking, Chi-
nese PLWHA rely more heavily on family to cope with emo-
tional stress. This context helps elucidate how, in our study,
the family’s response to HIV was critical in determining
how participants came to accept their diagnosis and whether
they would respond by self-isolating. Societal influences,
including public education campaigns and media depicting
HIV/AIDS as a shameful disease, propagate fear-based mes-
sages that reinforced the public’s fear about HIV/AIDS and
contribute to PLWHA'’s self-stigmatization.

Implications for Health Equity

In the U.S., Healthy People 2020 defines health equity as the
“attainment of the highest level of health for all people” and
emphasizes that achieving health equity requires “valuing
everyone equally with focused and ongoing societal efforts
to address avoidable inequalities, historical and contem-
porary injustices, and the elimination of health and health
care disparities” (US Department of Health and Human Ser-
vices, 2010). In China, for PLWHA, health equity clearly
will require broader societal acceptance of the disease and
support for those living with HIV. Chinese government
support has been forthcoming, including with the 2003
Four Frees and One Care policy, which mandates universal
access to HIV testing, free antiretroviral therapy, preven-
tion of mother-to-child transmission, education for children
orphaned by AIDS, and healthcare for PLWHA (Sun, Lu,
Wu, Poundstone, Zeng, Xu et al. 2010). This policy has
been critical in curbing HIV transmission, stabilizing the
epidemic in China (Zhao, Shi, McGoogan, Rou, Zhang, &
Wu, 2012), as well as instrumental in maintaining physical
well-being for PLWHA. These forces can be buttressed at
the individual provider level, with the provision of respect-
ful care that does not stigmatize those seeking treatment.
Medical care should be provided in the context of social
and psychological support, though China lacks a cadre of
trained mental health professionals. Indeed, similar empha-
sis for mental health equity has yet to occur (Yang, Simoni,
Cheryan, Shiu, Chen, Zhao, et al., 2017).

In our own efforts to address mental health equity issues
for Chinese PLWHA, we have worked to expand the role
of nurses as mental health care providers who deliver brief
interventions in primary care settings as opportunity arises.
To date, however, there has not been backing for a broader
systemic plan to provide mental health services on a regular
basis (e.g., Simoni, Yang, Shiu, Chen, Udell, Bao, et al.,
2015).

Within the cultural context of China, it is important to
consider family-based interventions for mental health that
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can reduce self-isolation by PLWHA. A good example from
the literature is Li et al.’s (2011) intervention called Together
for Empowerment Activities (TEA), which is delivered in
three ways: small groups of PLWHA and their families,
home-based family activity with children, and community
events that promote social integration. TEA is designed to
increase PLwHA'’s social support network and decrease
symptoms of depression. By helping PLWHA maintain a
positive relationship with family members, interventions can
increase their experience of social support in the form of
positive social interactions, which are particularly helpful
for this population (Yang et al., 2015).

Finally, accessibility to HIV information, knowledge of
experiences of other HIV-positive individuals, and progress
in disease treatment set the stage for participants’ appraisal
of their HIV-positive status as well as interactions with fam-
ily. Having accurate information, positive role models, and
improved disease status tended to lessen negative self-attri-
bution and decrease the motivation to protect their family
through self-isolation. Such factors also encourage family
members to respond to the diagnosis and to PLWHA’s iso-
lation behaviors with more acceptance and positivity. Pro-
moting HIV education and establishing positive role models
during the diagnostic and treatment process may be helpful
in improving self-perceptions of PLWHA and increase their
likelihood of maintaining connections with family.

Limitations

There are several limitations to this study. First, the data
were collected at premier HIV treatment centers in the most
developed cities in China, and this type of setting may have
affected the types of concerns raised by our participants and
the range of their experiences. Secondly, although consul-
tation was routinely obtained with two different research
groups, coding was primarily conducted by two members of
the research team who led this current study. Therefore, the
development of our semi-structured interview guide, con-
ducting of the interviews, and coding and analysis of the
data may be subject to researcher bias, which is important to
acknowledge in qualitative research (Morrow, 2005).

Conclusions

Despite these limitations, this study provides insight into
how Chinese people living with HIV/AIDS manage stigma,
learn about HIV, and cope with HIV in their family con-
texts—and how these factors interact to influence self-
isolation motivations, beliefs, and behaviors. Thorough
understanding of this process allows for increased ability to
support Chinese PLWHA in their HIV-related distress and
provides an important framework for research on distress



J Clin Psychol Med Settings (2017) 24:211-222

221

reduction interventions to reduce health disparities in simi-
larly marginalized populations.

Future research is needed to assess the impact of isolation
behaviors of PLWHA on their psychological and physical
health, and use quantitative methodology to predict mental
health outcomes. Furthermore, while previous research has
documented the negative impact of social isolation among
multiple populations (Cacioppo et al., 2003; Cole et al.,
2007), no research we could locate examines differences
between consequences caused by isolation that is initiated
by other people versus isolation that is initiated by PLWHA
themselves. Future research may determine whether self-
initiated isolation is associated with fewer negative con-
sequences (as a protective factor), or with more negative
consequences associated with stronger internalized stigma.
Intervention research is needed on the development and
evaluation of culturally appropriate interventions to assist
PLwHA and their families cope more effectively with HIV/
AIDS and minimize health inequities for this population.
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