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and Their Healthcare Providers
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In this qualitative study, 29 HIV-positive, Chinese patients reported highly favorable impres-
sions of their healthcare providers, who were seen as providing important medical-related,
financial, and emotional support. Generally, the patient-provider relationship positively im-
pacted the participants and their ability to maintain their health and was especially critical
when patients were isolated from familial sources of support due to intense AIDS stigma.
Often family members were informed of an HIV diagnosis before the patient, revealing ten-
sions between Confucian principles of collectivism and familial authority and increasingly
prevalent Western ideals of individual autonomy and the privileged status of personal health
information. Key words: AIDS, China, Confucianism, healthcare provider, HIV disclosure,
privacy

CHINA is facing an HIV/AIDS crisis in
which increasing numbers of HIV-

positive individuals are in need of care.
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Current reports of the AIDS epidemic in
China have confirmed more than 141,000
cases of persons with HIV infection and
estimate that approximately 650,000 people
are infected with HIV; approximately 80%
of these individuals do not know they are
infected.1 If the rate of new infections con-
tinues unchecked, China’s HIV epidemic will
quickly escalate.2

Healthcare providers (HCPs) play an impor-
tant role in HIV treatment.3–7 Chinese patients
seek therapy with the expectation that their
HCPs have the knowledge and expertise to
diagnose and treat illness, and that they will
tell them or their family what they need to
know. Patients are socialized to accept infor-
mation and instructions from HCPs without
asking many questions, in part because the
healthcare system is organized along lines of
trust. Patients trust that their HCPs will act in
their best interest because HCPs are taught to
treat patients as if they were family members.
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The role of the HCPs and medicine itself is to
serve the patient in a loving manner, which
is a concept that is profoundly influenced by
Confucianism.8

Confucianism provides a set of moral pred-
icates that are deeply embedded in rela-
tionships, responsibility, and appreciation for
others.9 In collectivistic Chinese society, re-
sponsibility to others is emphasized over in-
dividual rights.8 Individuals are expected to
act in accordance with their place in the so-
cial and familial hierarchy to facilitate the or-
derly and smooth functioning of society. Peo-
ple are taught to look after the interests of
the whole family, and the family’s needs are
regarded as superior to those of any individ-
ual member. Benevolence is one of the most
important values of Confucianism that guides
how Chinese society is organized. The “Three
Cardinal Guides” outline the hierarchy of re-
sponsibility for maintaining social order: the
ruler guides the subject, the father guides the
son, and the husband guides the wife.10

Confucianism in healthcare dictates that
(1) the family, not the individual patient, has
the responsibility and authority to communi-
cate on the patient’s behalf, including receiv-
ing diagnostic information and making treat-
ment decisions; (2) the family is expected to
provide all types of support during the pa-
tient’s illness, including financial assistance;
and (3) the timing and determination of when
patients are ready to return to their previous
roles in society is in part dependent on the
needs of the family.9–12 The influence of these
Confucian beliefs is reflected in the laws that
govern consent; for example, the central gov-
ernment regulation Article 33 states that the
hierarchy of people who can sign a surgical
consent form is a family member, the patient,
or the employer of the patient (who has au-
thority because of the responsibility for the
medical bills).8–12

Privacy rights are an important aspect of
respect for individual patients. In the United
States, patients have the right to receive accu-
rate and easily understood information about
their diagnosis, health plan, and treatment
management, and personal health informa-

tion is considered privileged and is not gen-
erally shared without the patient’s explicit
consent.13 In the Chinese context, individ-
ual privacy is understood differently and di-
agnosis disclosure, for example, is not con-
sidered a personal issue. Chinese physicians
tend to first weigh the best interests of the
family rather than the individual, and thus
usually inform the family members first, typ-
ically the patient’s spouse or parents, rather
than the patient.14 This practice is predicated
on the belief that the family is in the best posi-
tion to judge what is in the best interest of the
family unit as well as the individual patient.8,14

These cultural values and beliefs are central to
the practice of disclosing and HIV diagnosis in
China, which is a very sensitive issue because
of the intense stigma and discrimination that
is associated with the disease.15,16 In disclos-
ing an HIV/AIDS diagnosis, HCPs usually tell
family members first to protect patients who
may not accept the facts of their illness and
also to prevent them from feeling stigmatized
or losing hope or the will to fight.17–19

The HIV epidemic in China corresponds
to 3 primary routes of transmission, includ-
ing drug use, commercial blood/plasma do-
nation, and sexual contact. When compared
with other types of illness, HIV/AIDS is
unique in several respects, including poten-
tially stigmatizing routes of transmission, the
prevalence of HIV among stigmatized groups,
and family members’ as well as HCPs’ po-
tential perception of vulnerability and self-
identification with the disease. While ensur-
ing equitable access to care and attaining high
standards of physical and mental health are in-
creasingly defined as essential human rights,
many persons with HIV living in China do not
have an access to basic healthcare services
even though care and treatment prospects are
improving. Because of the stigmatized nature
of the illness, persons living with HIV are of-
ten the targets of discrimination and prejudice
in healthcare as well as other settings.

The goal of this article is to further un-
derstand HIV care in China with specific at-
tention to the multiple roles of HCPs, diag-
nosis disclosure patterns, types of support
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HCP provide, as well as the impact of the
patient-HCP relationship on the patient. We
discuss the complex value dilemmas arising
in HIV care given the confluence of tradi-
tional cultural values, HIV as a stigmatized ill-
ness, and the increasing influence of Western
perspectives.

METHODS

This study is part of a larger project to ex-
amine the feasibility of behavioral interven-
tions to increase antiretroviral therapy (ART)
adherence in China (Simoni et al, unpublished
data, 2007). We used semistructured inter-
views with HIV-positive patients to explore
their perceptions and experiences with HCPs
involved in their HIV care.

Sample characteristics

Eligible participants were at least 18 years
old, not cognitively impaired or medically
unstable, receiving care at the hospital (ei-
ther inpatient or outpatient), and either cur-
rently undergoing ART or about to initiate
treatment. Twenty-nine HIV-positive individ-
uals participated in the study (22 men and
7 women). Twenty-one of the participants
had been undergoing ART for longer than
6 months, and the other 8 were to begin ART
treatment within 2 weeks. Their mean age
was 38 years (SD = 11 years; range 23–72).
Most were of Han ethnicity (90%) and lived in
the city where the hospital was located (76%).
Twenty participants (72%) had at least high-
school diplomas. Reported methods of HIV
transmission included blood products (n =
8) and sexual contact (n = 10). Other par-
ticipants did not know (n = 3) or were not
willing to report (n = 8) the source of their
HIV infection. Thirteen participants currently
were married, 4 living with a same-sex part-
ner, 6 were never married (and not living with
a partner), 4 were divorced, and 2 were wid-
owed. Participants had known their HIV sta-
tus for 2 months to 10.8 years (mean = 2.7
years).

Recruitment methods

All participants were recruited from a ma-
jor hospital in a large, northeastern city in
China known for its premium HIV care. Po-
tential participants were approached directly
by clinic staff, and those who were inter-
ested (97%) were referred to study person-
nel. After the study personnel explained the
nature, risks, and benefits of the study, pa-
tients who agreed to participate in the study
provided written consent. Participants could
choose whether to be audio-recorded; if they
declined, detailed notes were taken. All par-
ticipants received 150 RMB (∼$20) as com-
pensation for their participation.

Data collection and analysis

As part of semistructured interviews with
HIV-positive patients to explore barriers and
facilitators to adherence, we also discussed
what they experienced and expected in their
encounters with HCPs during HIV-related vis-
its. The interviews were conducted in Man-
darin between July and September of 2005. In-
terviews averaged approximately 1 hour and
were conducted in a private office at the
hospital or at a private location of the par-
ticipant’s choice. The interviewers included
research staff as well as hospital physicians
and nurses with whom patients had estab-
lished relationships in the hopes they would
be more likely to discuss sensitive topics. All
of the interviewers completed a 2-day train-
ing to familiarize themselves with the goals of
the study and to practice semistructured in-
terviewing techniques (vs clinical interview-
ing) and the use of open-ended questions and
probes to elicit further information from par-
ticipants. The interviewers used a guide de-
veloped in advance by the research team to as-
sure that the following topics were discussed:
testing history; disclosure experiences; medi-
cation history; side effects; adherence to ART;
adherence access, barriers, self-efficacy and
facilitators; and social support. All interviews
were transcribed in Mandarin and then trans-
lated to English for analytical purposes. To re-
tain meaning, the English text was translated
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and compared with original translations by
bilingual researchers.

Two investigators independently reviewed
the transcripts and identified codes to rep-
resent concepts in the narratives related to
the interview questions and additional top-
ics raised by the participants. The investiga-
tors met to review and discuss their coding
and resolve any discrepancies in how codes
were assigned, the meaning associated with
the codes, and general patterns observed in
the data. ATLAS.ti (Scientific Software Devel-
opment, 2005) was used to manage the data
coding process and generate reports that in-
cluded sections of the narrative assigned to
the codes for the disclosure of the diagnosis
(including the circumstances that triggered
the HIV test and where and to whom the diag-
nosis was disclosed); perceptions of the HCPs
(in general and with respect to the disclosure
process); and forms of support received from
HCPs and the impact of the patient-HCP re-
lationship on HIV/AIDS care. This analysis is
based on a content analysis of these reports
to explicate and summarize the range of re-
sponses and to gain a better understanding of
the participants’ experiences with their HIV
care.20

RESULTS

Study findings are reported in 4 major ar-
eas: perceptions and roles of HCPs, disclosure
patterns related to the HIV diagnosis, types of
support HCPs provide, and the impact of the
patient-HCP relationship on the patient.

Patient perceptions of HCPs

Faith and trust in HCP skills

Most of the participants revered their HCPs
because of their ability literally to give them
life, rescuing them from a painful death. A 46-
year-old businesswoman regarded her HCP as
“God.”Another patient similarly expressed to-
tal trust in HCPs, stating that, “Even though I
don’t know what medicine I am taking, I be-
lieve that what the doctor gave me will not
hurt me”(40-year-old skilled laborer). This ab-

solute faith in the HCP often served as a strong
motivator to adhere to antiretroviral medica-
tions, even in the face of severe side effects.
A 32-year-old skilled laborer complained of
allergies, dizziness, nausea, and vomiting be-
cause of ART. After her HCP’s reassurance, she
convinced herself to continue the treatment.
She reported, “As long as the doctor told me
to keep taking meds, I will do that. I know
clearly that the meds can prolong my life, and
I want to live. I will obey the doctor’s or-
ders.”Another participant described how the
HCPs asked him to continue the same treat-
ment even though he had severe skin rashes.
“The doctor suggested that I take the regimen
longer to see whether I can handle it”(40-year-
old man, skilled worker). Finally, 1 participant
expressed his complete reliance on the HCPs
for dealing with side effects, “I know noth-
ing. I can only turn to the doctors to manage
my side effects” (46-year-old man, unskilled
worker).

Participants also implicitly respected doc-
tors’ decisions about the timing of the treat-
ment and the choice of medications. A 25-
year-old woman expressed her dependence
on her doctor’s decisions as follows: “The
doctor should decide when I must take the
medicine. As long as he tells me, I will do
it.”Doctors encouraged participants to switch
medications for various reasons. For example,
a doctor encouraged a participant to buy im-
ported medicine, even though the imported
medicine was not covered by the free gov-
ernment policy. “The doctor told me that the
domestic medicine doesn’t work well. . . . it is
better to use the imported medicine”(37-year-
old woman, technical worker).

One participant reduced his medicine be-
cause he was afraid that he might not have
enough medicine to last. He said, “The doc-
tor told me not to, and I obeyed” (34-year-
old man, unskilled worker). Another partici-
pant had a fever for more than 2 weeks yet
he did not take any fever-reducing medicine
because “the doctor said it is not good to
monitor the change of my body tempera-
ture” (30-year-old man, professional). Partici-
pants took their doctors at their word, seldom
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questioning their decisions. A 46-year-old
woman said, “I don’t know how the medicine
works. But the doctor said that I couldn’t stop
the therapy.”

Levels of trust

Participants’ trust depended on the sense
of their HCPs’ expertise with HIV/AIDS. Most
of them mentioned that they believed that
doctors in the large city hospitals had bet-
ter training and experience than doctors in
provincial settings. A 40-year-old saleswoman
believed the local hospitals could only do the
tests but do not provide treatment because
they lacked sufficient knowledge. She said, “I
didn’t trust doctors in my town. But I trust
doctors here. They have better clinical expe-
rience.” The patients’ trust in their HCP of-
ten generalized to the hospital as well: “. . .I
don’t have any concerns . . . it is useless to
worry. This is the best hospital in this area and
it should be trustworthy” (30-year-old man,
manager).

Authority figures

Physicians have the authority to suggest
that patients undergo tests, even when the
tests are more expensive than patients can af-
ford. Several participants agreed to test CD4
cell count and viral loads because “the doc-
tor suggested I do so.” Participants rational-
ized the suggestions even though they did not
believe the test results would be meaningful.
A participant described the following:

Since my CD4 is so low, I think my viral load must

be very high. So there is no need to test it. But the

doctor suggested I test it, so I did. . . .the viral load

is a good indicator. But it is too expensive for me.

(30-year-old male professional)

Respect for the HCP as the ultimate and
supreme authority carried over to other life
decisions such as pregnancy. Currently, physi-
cians in China prefer HIV-positive female pa-
tients not get pregnant or terminate a preg-
nancy if they should conceive. A 32-year-old,
skilled laborer said, “I can’t have kids . . . the
doc says that I shouldn’t have baby because

of my status.” Respect for authority as a cul-
tural value seemed to lead to patients’ implicit
trust of their HCPs. If a patient dared to even
slightly question the authority of the physi-
cian, it was often viewed as a sign of poor self-
management of the illness.

As for patients, they cannot do anything, because

they know nothing and they can never be experts.

Therefore, patients will have to follow their doc-

tors’ advice and must trust doctors. You can’t let

patients lose faith in doctors’ words; otherwise . . .

those patients will just muddle along, caring for

nothing. Since even doctors do not know the best,

then what should a patient should do? (28-year-old

man, manager)

Regarding those patients who have their
own ideas about treatment, 1 participant
viewed such behavior as very foolish:

My roommate was cheating on himself. When

nurse gave him an intravenous injection, he pulled

out the needle. He is always against doctors and

nurses; he must not want to live. We are here to fol-

low doctors’ orders” (72-year-old man, retired un-

skilled laborer).

Negotiating with HCPs

After having followed doctors’ orders and
advice for a period of time, some of the ex-
perienced participants had their own ideas
about their HCPs’ advice. There is an old say-
ing in China, “If you are sick for a while,
you will become the expert in curing your-
self.” One of the participants mentioned that
doctors might know the mechanism of the
medicine, but he knew the feeling of side ef-
fects. This first-hand knowledge based on his
personal experience empowered him to dis-
cuss his needs more openly with his physi-
cians. Others negotiated with their physicians
to change their medications or the specific
dosage, the quantity of medicine received at
any given time to reduce traveling time and
expense, requests for in-depth assessment
for medicine resistance, obtaining duplicate
record for local hospital providers, and even
the choice of location for hospitalization.

Nursing ability was also questioned, espe-
cially in general hospitals. Participants were
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asked whether they would be open to hav-
ing a nurse provide counseling. “I think
they don’t know HIV. Nurses are not able
to provide counseling” (46-year-old female
manager).

Diagnosis disclosure patterns

Rationales and expectations for
HIV testing

Patients’ reactions to the disclosure of any
diagnosis are shaped by their expectations
and the circumstances that initiated testing.
HIV testing is done in China for a variety of
reasons, including as part of routine preoper-
ative screening procedures, for civil service,
employment, immigration, and marriage cer-
tificate examinations, when other diagnostic
tests are negative, and when partners test pos-
itive, and when patients are symptomatic and
have received or donated blood. In all but the
last 2 situations, patients are rarely informed
that they are being tested for HIV. All these
reasons for testing were reported by the par-
ticipants in this study, thus many of the pa-
tients did not know they were infected with
HIV until they visited HCPs for other illnesses
or persistent symptoms. Only 8 of the 29
participants suspected they might have HIV
prior to testing because they had HIV-positive
partners or had donated blood and were ad-
vised by hospital officials to get tested. Two
of the participants found that they were HIV-
positive before hemorrhoid surgery; 6 others
had fevers and cold-like symptoms for months
but their doctor neither discovered the eti-
ology behind these symptoms nor suggested
HIV testing. One of the participants learned
her diagnosis from premarital testing, and an-
other learned of the diagnosis during the im-
migration process.

Disclosure to the participants, family
members, and others

The testing process in China frequently
involves multiple steps and institutions and
there are no universal standards or protocols
directing which HCP should be responsible
for disclosing the diagnosis. Clinicians at gen-

eral hospitals or provincial clinics will fre-
quently order the first HIV test but then refer
patients to the Center for Disease Control &
Prevention for confirmatory tests, sometimes
without explaining what the tests are for.
Because patients are socialized not to ask
questions, they will often comply with the re-
ferral without knowing why they are getting
additional tests. One man who was somewhat
knowledgeable about HIV was left to infer the
diagnosis himself:

Nobody told me. I was hospitalized in [the Univer-

sity Hospital]. The doctor asked me a series of ques-

tions . . . [such as whether] I had a history of blood

transfusions or plasma donations. He also asked me

if I had been to those entertainment places [broth-

els], and if I had casual sex. . . .I felt like it had some-

thing to do with HIV. Then they transferred me to

[the HIV specialty clinic, where the doctor told me

directly]. (31-year-old skilled laborer)

When HCPs did disclose the diagnosis,
more than half (59%) of the participants re-
ported that the doctors told them directly,
sometimes in the presence of other family
members and other times when they were
alone because they believed that the pa-
tient had the right to know. Eight partici-
pants (30%) reported that the HCPs had first
told family members or a close friend and
later learned their diagnosis from them. One
woman’s description was typical of this pro-
cess:

I was tested in a hospital, but the doctor did not tell

me [my test result]. When the doctor knew I had

this disease, he called the infectious disease hospi-

tal. At the same time, he told my family about my

diagnosis. My family told me after I was transferred.

I asked, “[Do] you know why I need to be trans-

ferred?”Then they told me. (46-year-old manager)

She did not appear to have a problem with
this process, but that was not universally the
case. A 72-year-old retired, unskilled laborer
learned of his diagnosis 3 years after he was
tested, when he was admitted to an infectious
disease hospital. “My family told me after I got
here . . . they knew my diagnosis 3 years ago,
but they told me I had hepatitis. They cheated
me.”



Chinese HIV-Positive Patients and Their Healthcare Providers 335

Disclosure also extended to patient’s em-
ployers, which carried great risks for the
participants in terms of possible loss of em-
ployment and income as well as potential dis-
crimination from coworkers and supervisors.
In the case of one of the participants, who
worked in the hospital where he received his
diagnosis, the lack of respect for confidential-
ity made him feel like giving up.

The doctor in that hospital told my supervisor

[about my status]. Because of this, I didn’t want to

live. I don’t want to live not because I am physically

ill but because I cannot accept the situation psy-

chologically. My friends who work in that hospital

told me there were rumors about me. So I decided

I shall live to prove myself. (40-year-old skilled

laborer)

Rationales for not disclosing the
diagnosis to family members first

A few participants shared that they felt that
physicians should not reveal a diagnosis to
their family members first. They felt that they,
as patients, had a right to be in charge of their
own health and that they were truly harmed
by others knowing about their condition.

I should be able to make my own decision, because

I know how I want to deal with my own problem.

I told him (the doctor) clearly, but he did not re-

spect my decision. I was furious. . . . he should not

have told my family and made a scene of it. Now

everyone knows. (47-year-old technician)

In addition, some participants wanted to
keep their diagnosis private as a way to pro-
tect their families from possible harm, either
to their health or in the form of public discrim-
ination. Three participants mentioned that
they specifically did not tell their elderly par-
ents about their diagnosis because they wor-
ried it would adversely affect them, which
would increase the burden on the patients.
This fear was realized in the case of one
30-year old male professional:

When I first knew [my diagnosis], I was very de-

pressed. But my parents didn’t know. I told them

that the doctors were trying to figure out what that

was but the condition was not that optimistic, it

was hard to say what my illness was, [but] if it was

something bad, I might meet the end of my life

soon. My father was frightened, and he cried the

whole afternoon. And a week later, he was sent to

the hospital for pigeon breast. Do you know that? It

is the earlier stage of emphysema. . . . spontaneous

pigeon breast happens when people are nervous.

He stayed in the hospital for 9 days. At that time, I

took care of him while [I] myself was seriously ill.

Another protective move was that patients
deliberately distanced themselves from their
family members as a means to spare them the
pain of the illness as well as potential social
isolation. A 28-year-old unskilled laborer de-
scribed how he works to hurt his mother to
spare her the future pain of losing him to HIV:

[My mom] doesn’t know. I especially don’t want

her to care about me. If she is nice to me, then if

I die early she would be so sad. So I’d rather she

doesn’t care about me. . . . my mom is very, very

nice to me because I am her only child. . . . she

would buy me food that she couldn’t afford to eat.

It was okay before, but now if she is nice to me, I

get mad at her and leave her right away. I just told

her “I don’t need your care.”I just want her to hate

me.

Those participants who preferred to get
the diagnosis first (and alone) reported that
they needed time and privacy to accept and
manage their new lives by themselves. Oth-
ers preferred that HCPs help family members
to accept their status by informing them first.
In these cases, HCPs became liaisons who ex-
plained, advised, and supported family mem-
bers to keep supporting their loved ones who
live with HIV.

Disclosure to others outside the
family unit

Aside from whether participants or their
families were first informed of an HIV diagno-
sis, the lack of privacy and confidentiality be-
yond the family was an issue of concern. The
account shared by a 30-year-old male man-
ager reflects the experience of several partic-
ipants, whose clinicians disclosed their status
to staff members in the hospitals where they
first received their HIV diagnosis:

In the hospital, everyone says, “We will keep your

status as a secret,” . . . but actually it is not the case.
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Take that big hospital, for example . . . my HIV sta-

tus was publicized like big news throughout the

hospital. I really don’t trust any institution or any

place where they declare that they can keep a pa-

tient’s identities confidential.

Violations of privacy and confidentiality
were also shared with respect to discussing
HIV diagnoses in front of other patients. For
example, a 47-year-old male technical profes-
sional spoke of switching doctors after he was
an unwitting witness to such a disclosure:

The reason why I refused to go back to the doctor

after a year is that I really hated him. He made fun

of patients. There is a patient who shared a hospi-

tal room with me. He and his wife kowtowed in

front of the doctor to thank him. But the doctor

asked very detailed questions, like how were you

infected, and other very private information. He

did not even consider that I was also in the room

. . . I hated him.

In summary, HCPs varied in their delivery
of an HIV diagnosis. Some HCPs informed the
participants directly and privately, other times
they disclosed the diagnosis to both the par-
ticipants and their family members simultane-
ously, while in other cases to only family mem-
bers without the participants’ knowledge. In
some cases, disclosure extended beyond the
participant and the family, including other
hospital employees as well as coworkers and
employers. While traditionally diagnoses have
often been delivered in these ways, given
the highly stigmatized nature of HIV and
AIDS, many participants objected to such
practices.

Forms of support HCPs provide

Participants reported overwhelmingly pos-
itive support from their HCPs. This support
was largely related to their health needs and
medical care as well as emotional support and
the acquisition of resources to ease financial
burdens. In addition, HCPs supported their
patients by providing information and educa-
tion about disease prognosis, emphasizing the
importance of ongoing adherence to taking
the medication and how to respond to side
effects.

The doctor told me that the protease inhibitor and

. . . [other drug, forgot the name] have to work to-

gether. So I have to take two medicines on time and

take the right amount. The doctor told me in detail

before I started the medicine (37-year-old woman,

technical field).

Emotional and social support

About half (52%) of the participants ex-
pressed the difficulties surrounding their in-
ability to disclose their disease to anyone ex-
cept HCPs in the HIV-specialty clinics. For
example, some participants called, left mes-
sages, and waited for HCPs at the front door
of the hospital just to talk. Participants ap-
preciated HCPs for paying attention to their
psychological as well as medical needs. One
participant said he appreciated the warm re-
sponse and emotional support he received
from HCPs when they discussed his physi-
cal and mental health. He mentioned, “The
healthcare providers maintain good relation-
ships with everybody. Both those nurses and
physicians are so great” (40-year-old man,
skilled laborer).

The encouragement and help participants
reported receiving from HCPs was especially
critical when they had lost support from fam-
ily members or isolated themselves because of
HIV. Another man mentioned that after he was
diagnosed with HIV, he felt very depressed
but the support he received from the nurse
specialist made a difference:

It has been a year [since my diagnosis]. Life is very,

very hard. However, the nurse manager is nice. She

calls me sometimes, just like a sister. I can talk to

her as a brother and share my thoughts. What I

can’t say to my family, I can say to her. (42-year-old

man, technical field)

Participants also appreciated when HCPs
helped their families understand and accept
the disease. One participant appreciated that
the HCPs helped his wife to understand HIV
and how to deal with it: “In the beginning, of
course, she couldn’t bear this. Doctors’ and
nurses’ explanations changed her” (46-year-
old man, technical field).
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Financial support

HIV/AIDS treatment can be expensive for
Chinese patients. Although screening tests
and ART medications are generally free, pa-
tients usually must pay for confirmatory tests
and laboratory analyses.21 Many of the study
participants did not have consistent financial
assistance and, after they were diagnosed,
they looked to HCPs who helped them get ac-
cess to free medications and laboratory tests,
either by referring them to research projects
that covered these costs or through their
own connections with pharmaceutical com-
panies. A 28-year-old businessman stated that,
“The doctor actively looked for medications.
I joined a pilot project for free medicine, so
I only paid for 2 months out-of-pocket.” An-
other 48-year-old technical worker mentioned
that he formerly bought medicine from India
or Thailand, but then could no longer afford
it. “Stavudine costs 10,000 RMB [$1250] per
month. I could never afford it so the doctor
helps me to find some free medicine.”

In addition to the medication, CD4 cell
count and viral load testing fees can increase
the participants’ financial burden. Costs are
especially high when multiple family mem-
bers are HIV-positive and all have to regu-
larly check their CD4 cell counts and viral
loads. Many participants stated that they came
to hospital on special days of free testing,
as described by this 40-year-old man, skilled
worker:

Every time I come here, I will ask if there are some

free CD4 and viral load testing. It costs me more

than 1,000 RMB [$125]. I am not working and my

wife and I can’t afford it. Two of us need more than

2,000 RMB [$250] to do these tests. I won’t do the

tests unless they are free.

Many participants shared they need finan-
cial assistance from HCPs as well as other
organizations to provide financial assistance
because they feel they are unable to use
their health insurance. While some of the
participants had workers’ insurance they of-
ten chose not to use it to cover HIV-related
expenses. A 47-year-old unskilled worker ex-
plained that, “. . .although I have health insur-

ance, I dare not use it because of privacy is-
sues.”

Impact of the HCP-patient relationship

on the patient

Provision of healthcare services

Participants appreciated HCPs providing
the medicine and service. They felt that HCPs
had saved their lives and without them they
would not know what to do. A 25-year-old
woman acknowledged, “. . . the doctors were
very nice, and I learned a lot about my illness.
I am really grateful.” Participants expressed
wanting to maintain good relationships with
their HCPs, so they could not only remain
informed of their medical progress but also
to obtain the most up-to-date information on
new treatment regimens. A 72-year-old retired
unskilled worker believed that he could “. . . at
least get informed of the latest discovery of
AIDS, or the newest treatment. I am not go-
ing to believe anyone else. The doctors are
experts in this, and they won’t be wrong.”

Other participants talked about how caring
relationships with HCPs were the key to main-
taining good, long-term adherence to ART. A
46-year-old businesswoman expressed the fol-
lowing:

First, I care about is the medicine. Then, the ability

of the doctors is important. Doctors and nurses’

attitude towards patients are also play a key role

in adherence. I want to talk to those old, experi-

enced doctors. That can make me feel better. I al-

ways hope that doctors can talk to me more often.

Emotional support and guidance

Participants expressed deep appreciation
for the “caring” that some HCPs offered. The
majority of participants spoke of how, even
when their family members knew about their
diagnosis, they were very reluctant to share
this information with friends or coworkers.
This made the support of HCPs even more im-
portant because they had few outlets to talk
about their illness or share their feelings.

The key point is to provide us mental
support.
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. . . currently, there is no one in charge of those psy-

chotherapeutic services in our country. It [mental

support] should be provided among patients, doc-

tors, and nurses . . . in the hospital. Doctors and

nurses should take care of us. There are so few

people in the same situation as we are. After my

friend and coworkers know my HIV status, they

rarely want to contact me. (42-year-old man, skilled

laborer)

Another participant appreciated the en-
couragement from HCPs. Even though his
health condition was not good, as long as the
HCPs told him that everything was in control,
he felt relieved.

. . . I think the most important support came from

nurses. Smiles on nurses’ faces are the medicine.

As for doctors, if the doctor in charge told me I am

fine, I will feel much more relaxed. I am sick, for

sure, and the doctor knew that I am in a difficult

condition. If the doctor comes to me and told me

that I am fine, I will be very happy and try I best.

Even though I am in trouble, it is not necessary to

let me know. A doctor shall do first is to encourage

the patient and support him/her. (24-year-old man,

technical worker)

Another HCP helped the patient to accept
the diagnosis and help him disclose to his
friends in a way to minimize stigma.

The doctor from the CDC got an idea for me. He

said, “You can tell those who are not that close to

you that you got hepatitis C.”So, except for my wife

and her sister, people all think that I have hepati-

tis C, including my son (46-year-old man, technical

field).

Payback

After making many visits to the same hos-
pital over a period of time, some participants
wanted to give back to the HCPs as well as
the hospital. For example, a 47-year-old un-
skilled laborer volunteered to work as a peer
counselor for newly diagnosed patients. As a
result, HCPs call him frequently to visit new
patients who are having difficulty accepting
their diagnosis. As a peer counselor, he can
share his own experience with patients and
guide them through the early rough stages of
adjusting to their new status and managing
their illness and treatment. Participants also

expressed their appreciation by volunteering
for medical research. By participating in HIV-
related research, participants felt that their
contributions would help physicians provide
better treatments and benefit future patients.

Negative encounters

Some providers failed to meet the expec-
tations of the patients, while other partic-
ipants felt stigmatized by their HCPs, par-
ticularly those whose providers practiced in
general hospital settings or who had less
specialized training in HIV/AIDS care. These
participants vividly recalled those experi-
ences because they were traumatic. A 42-year-
old man in a technical profession described
his experience when he was hospitalized as
follows:

I had a fever one night and the nurse just stood at

the door. She stood far away from me and brought

in an ice bag and threw it to me. Nurses there are

much worse than the nurses here. So now I really

hate that hospital. I live close to that hospital but

whenever I pass that hospital, I feel sick.

Participants were very sensitive to HCPs’ at-
titudes toward them and their disease. One
of the participants was very upset because
some of his HCPs treated him as an abnormal
patient.

. . . the traditional medicine doctor, who uses

gloves when he feels my pulse, I would rather

not take the traditional medicine from him. . . . the

medical staff should understand that the gloves are

not necessary. . . . in other hospital, the [medical]

director uses gloves when she touched me. I will

never ask to see her. I would rather see the junior

doctor, although he is inexperienced, he doesn’t

use gloves or mask. I feel better with him because

he doesn’t discriminate me. (47-year-old unskilled

worker)

Some of the participants felt that their ill-
ness was a deeply private issue and they did
not want to discuss matters with their HCP.
When discussing the advantages of a peer-
counseling program, some of the participants
preferred to have peer counselors discuss
their day-to-day living issues, even when HCPs
were accessible, since they perceived gaps
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in understanding between HCPs’ experiences
and their own. They reported that sharing
their feelings with an HIV-positive peer was
more comforting. One 47-year-old male un-
skilled laborer said, “There is a time when
people just want to share their issues with
someone but not with doctors and nurses.”
Another participant commented:

When doctors are talking to a patient, they always

speak with authority. Patients have no choice but

to follow. I do not mean doctors are arrogant. The

problem is in patients. They hesitate to ask ques-

tions. If they talk to other positive people, there

will be no problem at all [talking about their con-

cerns]. (47-year-old male manager)

DISCUSSION

The disclosure practices for HIV in China
highlight a dilemma for clinicians, patients,
and families created by the intersections of
Western and Chinese values. Both cultural sys-
tems place a high regard on promoting the pa-
tient’s best interests, yet they differ on who
has the authority to determine those interests.
In the West, the focus is on individual patients
who are generally believed to be best situated
to determine their own interests and whose
privacy concerns mean they have the right to
control the disclosure process about personal
health information. In China’s collectivistic-
oriented culture, the best interests of an in-
dividual are typically determined by family
members who are responsible for the well-
being of the entire family unit. In this case,
maintaining an individual patient’s privacy is
not the most salient goal.

In China, a person is educated to be respon-
sible to the family and society, not to have
rights.8 Within the Confucian value system
with a primary focus on beneficence, it is con-
sidered ethical to disclose an HIV diagnosis to
family members who are responsible for at-
tending to the best interest of the suffering
patient. However, the stigma and discrimina-
tion associated with HIV in China disrupts the
traditional practice of disclosing diagnostic in-
formation to family members. In this context,
serving the best interests of the patient and

the family may be better achieved by adopt-
ing some of the Western norms of respecting
individual patients’ rights for personal privacy
and restricting disclosure of confidential in-
formation to those persons named by the pa-
tient. Stigma not only increases the patient’s
desire for privacy but also may increase the
need for the family’s involvement, thus disclo-
sure practices to the patient first or the family
first could both be understood as promoting
the best interests of the family unit.

The findings in this study highlight the dy-
namic nature of relationships between per-
sons living with AIDS and their HCPs in China.
The participants in this study reported the im-
portance of their relationships with HCPs as
exemplified by their comments about saving
lives, holding specific knowledge, and provid-
ing various kinds of support and assistance.
All 3 of these roles help HCPs gain and main-
tain patient trust.

In our study, participants tended to prefer
that doctors inform them first about their di-
agnosis because they needed time and privacy
to rearrange their lives. The stigma and dis-
crimination associated with HIV creates in-
centives for individual patients to keep their
diagnosis secret, particularly when they have
engaged in behaviors (such as homosexual
sex or intravenous drug use) that the family
is not likely to sanction or view as being in
the collective’s best interest. The results from
our study suggest that even when HCPs dis-
close an HIV diagnosis to individual patients,
this practice may still be achieving the intent
of the Confucian value system, as the motiva-
tion for keeping this information private is to
protect individuals and families from the so-
cial harms associated with HIV stigma and dis-
crimination. Maintaining secrecy is in keeping
with Confucian values because patients wish
to promote the best interests of their family
members by protecting them from shame and
discrimination by others in the community as
well as protecting themselves from ostracism
by their families.

For persons infected with HIV in China,
HCPs often are a buffer against stigma and
discrimination, and sometimes become the
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only source of support, especially for those
individuals who wish to keep their serosta-
tus secret. Therefore, HIV infection presents a
challenge to the norms of disclosure to family
members as a means to protect patients from
harm. The promotion of family well-being was
facilitated by HCPs who helped patients and
family members accept the HIV diagnosis and
inform them about their situation and options
for optimizing their health. For most partic-
ipants in this research project, HCPs were a
critical source of all kinds of support, particu-
larly those HCPs with expertise in HIV/AIDS.
Patients relied on these HCPs for medical man-
agement of their symptoms, education about
the disease and prognosis, emotional support,
and access to medications and laboratory ser-
vices. They expressed that they could find
comfort from HCPs’ reassuring conversations
and information. Most HCPs knew their pa-
tients very well and could give them the per-
sonal advice that they needed. Meeting the
emotional needs of HIV-positive patients is im-
portant both to those patients and to their
HCPs.

Keeping a good relationship can gener-
ate positive health outcomes for patients
and in turn stimulates a sense of satisfac-
tion for HCPs.18,22–25 Establishing support for
patients and gaining their trust in the pro-
posed treatment plan is important to ensuring
that patients follow medical advice.24 Martini
et al26 reported that patients who have a
satisfying relationship with providers have
better adherence to their ART regimens.27

Bakken and her research team reported
that patients who have strong rapport with
their healthcare providers have better ad-
herence to medication routines and keeping
appointments.3,4,6,7,28 In Chinese society, a
physician’s authority is highly valued. There-
fore, patients usually follow their doctors’ or-
ders, and this is especially so when they trust
their providers as well. HCPs can greatly assist
patients by taking advantage of their author-
ity and rapport to encourage those patients to
better adhere to their ART regimens.

HCPs who are taking care of HIV-positive
patients can also sometimes feel that they

have been stigmatized and discriminated
against. Li17 reported that perceived stigma-
tization and internalized shame might cause
negative consequences when taking care of
HIV-positive patients. During interviews for
the current study, some participants remem-
bered and described their feelings about HCPs
who had mistreated them, for example, by
categorizing them as “contagious.” This be-
havior led some patients to refuse to return
to the same provider. This type of unkind and
disrespectful attitude toward HIV-positive pa-
tients might have arisen in some HCPs be-
cause they internalized their own sense of
shame about providing care for HIV-positive
patients. HCPs represent one segment of the
general population and, if they discriminate
against these patients in their day-to-day lives,
they will also likely to show these attitudes in
the healthcare setting.

Chinese patients are most likely to obey
doctors’ order. It is imperative to educate
HCPs to provide positive and caring attitudes
regarding patients with HIV. Providing up-
dated knowledge is another way to decrease
discrimination by HCPs.13,29 Beginning here,
HCPs and their families can gradually change
Chinese attitudes about HIV.

When a patient first receives an HIV diag-
nosis, it is like a “death sentence.” For some,
HCPs are regarded as heroes who have the
capacity to save these patients’ lives. Over
the time, patients learn how to live with HIV,
share their experiences with others, and re-
quest more assistance from HCPs and peer
counselors. Study participants appreciated
HCPs when they provided psychological sup-
port, especially for providers who were ex-
perienced in HIV/AIDS care. Patients believed
that HCPs’ experience is the key to wisdom.
Nurses who provide care and encourage pa-
tients along their treatment are highly valued.
However, currently nurses in China are not
well-trained in nursing, counseling, and HIV-
related care and are instead more focused on
clinical techniques.30

There are some limitations in this study.
First, the study was based on the perspec-
tive of participants from a specialty HIV
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hospital in an urban setting and thus may
not be representative of persons living with
HIV and their experiences with HCPs in other
parts of China. The high response rate (97%)
may reflect an overall positive attitude toward
HCPs in the particular setting in which the
study was conducted. However, participants
discussed experiences with HCPs from mul-
tiple healthcare settings and reported a va-
riety of encounters, both positive and neg-
ative. Second, patients who seek care from
this type of specialty hospital tend to be more
educated and have better financial resources.
Therefore, they might have expected HCPs to
provide more than the standard level of care.
Third, we asked about perceptions of HCPs
without necessarily distinguishing between
physicians and nurses, as well as between gen-
eralists and HIV specialists. Participants did
not always specify the context of who they
were referring to or where the HCPs practised
when sharing their experiences.

CONCLUSION

Culture shapes the norms and standards
by which world citizens evaluate how spe-
cific societies respect the human rights of
their members. Different interpretations of
the practices that appear to promote dis-
crimination must be viewed in context to
understand the norms behind the practices

and how different circumstances, such as
the stigma and discrimination associated with
HIV, challenge the accepted norms. Inter-
pretations of human rights “violations” must,
therefore, be viewed with some understand-
ing of the cultural norms associated with the
practices.

Delivering sensitive information such as an
HIV diagnosis is an art and the stigmatized na-
ture of the disease provides reasons to eval-
uate the traditional practices of disclosing
health information to family members first, in
the interest of protecting patients from harm.
Given that HIV-related discrimination can af-
fect all members of the family, and in some
cases may cause discrimination within the
family, HCPs must evaluate the circumstances
of the particular family unit before determin-
ing which disclosure method will serve the
family’s best interests.

Nurses would do well to take charge in sev-
eral parts of this effort to improve conditions.
For example, they can offer more educational
and emotional support to patients with HIV.
Furthermore, nurses can play an important
role as liaisons among patients, their fami-
lies, and other healthcare providers/services.
The nursing role should be explored in
more detail so nurses can provide sophis-
ticated and empathic care to patients. Fu-
ture programs related to provide nursing
training should be developed to include this
topic.
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