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The Structural Violence of Patient
Participation in Cambodian HIV Services

Eve Bureau-Point' and Sovannoty Phan'

Abstract

Participation of people living with HIV/AIDS (PLHA) has become a new standard of good governance in HIV services
worldwide, and most HIV organizations make reference to it. This standard has had a considerable impact in Cambodia,
where hundreds of PLHA have been recruited by organizations to participate in the development of HIV services.
However, participation is a vague concept with various interpretations and applications. Drawing on ethnographic
research conducted between 2006 and 2008, this article first clarifies what promoters expect from patient participation
in Cambodia and then examines its meanings and uses for one category of PLHA working in hospitals (hereafter
“volunteers”). It shows that volunteers have played a valuable role in the scaling-up of access to care and treatment
policy, and that although international organizations in Cambodia see patient participation as empowering PLHA, these

volunteers face structural violence caused by inherent conflicts within Cambodia’s strict health care hierarchy.
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At the beginning of the AIDS epidemic in the 1980s, gov-
ernments’ lack of response to the increasing number of
deaths in the gay community spurred community network
of people living with HIV/AIDS (PLHA) in North
America and Western Europe to demand and obtain the
possibility to become actors in the decision-making pro-
cesses in related political, pharmaceutical, medical, and
scientific arenas (Barbot, 2002; Epstein, 1998; Nguyen,
2010). Little by little, policy makers began to consider
PLHA and non-governmental organizations (NGO) as
essential partners.

PLHA participation was progressively included in
documents such as the Greater Involvement of PLHA
(GIPA), whose key principles are to fully involve PLHA
in decision making as well as formulating and imple-
menting HIV/AIDS policies (United Nations Program on
HIV/AIDS [UNAIDS], 1999). The Declaration of
Commitment on HIV/AIDS of the United Nations
General Assembly Special Session on HIV/AIDS
(UNGASS; 2001) expressed its strongest support for
GIPA. Since the mid-2000s, patient participation has con-
tinued to be formalized in recommendations and pro-
grams, especially for low-income countries with
understaffed facilities. One example is the World Health
Organization’s (WHO) task-shifting recommendations
for HIV/AIDS care, which are based on the principle of
delegating tasks from highly qualified health workers to

health workers with less training and fewer qualifica-
tions, thereby “placing strong emphasis on patient self-
management and community involvement” (WHO, 2006,
2007). Established on this task-shifting principle, “expert
patient programs” have been implemented in Malawi,
Swaziland, Mozambique, and Lesotho. In these pro-
grams, PLHA participate in health promotion, preven-
tion, care, and/or treatment activities. Accordingly,
patient participation as part of the response to HIV has
become institutionalized in many policies, and has devel-
oped into a global standard which most HIV organiza-
tions make reference to.

In Cambodian HIV services, which are for the most
part technically and financially supported by interna-
tional organizations, these principles have received con-
siderable attention. Since the mid-2000s, most national
and international organizations in Cambodia have pro-
moted patient participation and hundreds of PLHA have
been recruited by them. They are responsible for multiple
tasks in the development of HIV response activities.
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PLHA participation is part of a longer established phe-
nomenon of involving “ordinary citizens” in patient care.
Such initiatives have existed in one form or another in the
health policies of low-income countries since the Alma
Ata conference, where the participation of populations
was placed at the heart of primary health care policy
(WHO, 1978). Thirty years of literature covering this
theme—which we will term “lay participation” in this
article—highlight that lay participation policies are gen-
erally not well-defined and include a multitude of mean-
ings which vary widely depending on the context (Green,
2000; Morgan, 2001). Meanings are sometimes ambigu-
ous (Cooke & Kothari, 2001; Mosse, 2004) or contradic-
tory (Bureau, 2013; Marsland, 2006), with implementation
often failing to meet initial expectations (Campbell &
Cornish, 2010; Dudley, 1993). The literature also high-
lights that in other participation contexts lay participation
is above all synonymous with “empowerment” (Marsland,
2006; Morgan, 2001). This in vogue Anglo-Saxon con-
cept literally means “strengthen and acquire power.” It
refers to the idea that lay people are recognized as indi-
viduals with authority who are capable of negotiating. In
this way, as highlighted by Fox, Ward, and Rourke (2005),
empowerment challenges established power structures in
society.

In this article, we first propose to clarify what the rep-
resentatives of national and international HIV organiza-
tions promoting PLHA participation in Cambodia expect
from this policy and then to examine its application by
describing the roles and experiences of one category of
PLHA working in hospitals in the country, locally referred
to as “volunteers.”' This work not only complements ini-
tial studies on lay participation in the Cambodian context
of HIV (Aveling, 2010; Paxton & Stephens, 2007) but
also provides in-depth ethnographic insights into the hith-
erto undocumented specific contribution, immersion, and
experience of PLHA workers in the Cambodian context.

A Brief Presentation of Cambodia
and HIV in Cambodia

In 1970, Cambodia was plunged into chaos for two
decades. During the military regime of Lon Nol between
1970 and 1975, Cambodians were embroiled in the
Vietnam war. Between 1975 and 1979, the Khmer rouge
regime was responsible for the deaths of approximately 2
million people,® including intellectuals, such as physi-
cians, professors, and Buddhist monks who represented
moral authority. In 1979, Vietnamese forces invaded
Cambodia, ostensibly to liberate the country from the
Khmer rouge, and controlled it until 1989. The launch of
the United Nations peacekeeping operation in 1991
marked the beginning of a transition from a closed social-
ist system to a capitalist open-market one, where new

global standards originating from Western democracies
began to circulate, cohabit, and become entangled.
Tourists slowly started coming to Cambodia and a pleth-
ora of international NGO established themselves in the
country. During this time, the Cambodian government
was primarily preoccupied with setting up policies and
programs to deal with foreign investment, landowner-
ship, and new entreprencurship (Bith-Melander, 2005).

Cambodia has the highest national prevalence rate of
HIV/AIDS in South-East Asia, the peak prevalence being
estimated at 2.8% in adults between 15 and 49 years of
age in 2002 (Kimerling et al., 2002). The main route of
transmission is heterosexual, linked to the practice of
having multiple partners, which is widespread in
Cambodian society. Unlike China, where the government
denied the existence of HIV/AIDS for many years
(Micollier, 1999), Cambodia responded rapidly to the
epidemic, with the support of bilateral and multilateral
organizations. The government set up the Cambodian
AIDS program in 1993, 2 years after identification of the
first case of HIV infection. In 2007, approximately 100
organizations were involved in the HIV services sector
(HIV/AIDS Coordinating Committee [HACC], 2008).
The majority were recipients of the Global Fund. One of
the principles of this financing is the reinforcement of
government capacities, entrusting, when possible, the
management of Global Fund financing to national AIDS
programs. This is the case with Cambodia. Although
Michaud wrote in 2005 that the representatives of human-
itarian organizations in the country, in general “work
independently, often with little interaction with each
other or with public health services” (Michaud, 2005,
p- 22), in the context of HIV, the Cambodian AIDS pro-
gram has had more control over the sector’s actors and
activities. This is directly linked to the arrival of Global
Fund financing, antiretroviral treatments, and the estab-
lishment of a national guideline for a continuum of care,’
which must be adhered to by every organization to receive
funding. At the time of the present study, most HIV orga-
nizations were working in the public sector, their activi-
ties reflecting for the most part the recommendations set
out in the Cambodian AIDS program. In 2007, 51 sites
offering continuum of care were open in 21 of the coun-
try’s 24 provinces (National Center of HIV/AIDS,
Dermatology and Sexually Transmitted Diseases
[NCHADS], 2008). International aid workers were pres-
ent on a daily basis in 10 of these sites. In the other 41
sites, their presence was much less frequent, only a few
visits being made every month. Although greater techni-
cal program autonomy was observed between 2006 and
2008, this was minimized by strong financial dependence
on international donors. In 2010, 97% of the resources for
the Cambodian AIDS program came from external donors
(National AIDS Authority [NAA], 2010).
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Research Design and Methods

This anthropological study, performed during four field
missions between February 2006 and April 2008,* was
nested within a larger study titled “The Roles, Challenges,
and Impacts of the Participation of People Living With
HIV/AIDS in the Control of the Epidemic in Cambodia”
(French National Agency for AIDS Research [ANRS]
12133).° For the larger study, four Cambodian research-
ers conducted sociological research on different aspects
of participation of PLHA in HIV care including the par-
ticipation of women, civil disobedience,’ participation of
drug users, and participation with the purpose of benefit-
ting from access to health insurance.’

Data from the nested study were collected by Bureau-
Point in close collaboration with a Cambodian research
assistant, Sovannoty Phan, who was trained in qualitative
research methods in social sciences. We first familiarized
ourselves with the network of actors in HIV/AIDS in
Cambodia to identify the different categories of potential
informants active in the promotion and implementation
of patient participation, as well as those who preferred to
distance themselves from it. The following categories
were identified: PLHA workers, routine health personnel
who worked with PLHA workers, and users of HIV ser-
vices and health planners from national and international
organizations who design and coordinate HIV services.
Hospitals were chosen as the primary location to make
contact with these different categories of informants, as
they constitute the gateway to accessing the full range of
inpatient and outpatient services provided. The following
range of factors, used to define inclusion criteria, ensured
we made contact with a wide range of informants: (a) age,
(b) gender, (c) role, and (d) place of work. The following
42 different study locations were included: 4 hospitals (1
in the capital Phnom Penh and 3 in the provinces of
Battambang, Kandal, and Siem Reap), a total of 11 head-
quarters of PLHA networks and of national and interna-
tional organizations working in the fight against AIDS, 7
conference rooms where governmental national AIDS
policy was discussed, and the homes of 20 patients where
support groups were organized and where home-based
care was provided.

Several research methods were used in the nested
study presented here. First, ethnographic interviews were
conducted with 157 participants from different informant
categories as follows: 87 PLHA workers (38 women and
49 men, aged 20—60, comprising 20 volunteers, 14 coun-
selors, 12 Mundul Mith Chuy Mith' [MMM] coordina-
tors, 15 staff members from HIV organizations and PLHA
networks, 12 self-help group leaders, and 14 home-based
care leaders); 30 health planners (aged 25-69, compris-
ing 15 international workers from international organiza-
tions and 15 staff members working in the Cambodian
national AIDS program and in local NGOs); 20 routine

health personnel (aged 27-55, comprising 8 physicians, 8
nurses, and 4 hospital directors); and 20 users of HIV ser-
vices (aged 19-63). The following main topics were con-
sidered in the interviews with the 87 PLHA workers:
history of their participation in HIV care services; moti-
vation to participate in the HIV health care system; expert
and lay knowledge acquisition processes, specific duties,
advantages and disadvantages of working in this field;
and the personal and collective impact that participation
had on them. With respect to the 50 health planners and
routine health personnel, we examined the following top-
ics: their views with regard to PLHA participation and
their actions either to support or prevent it. Some inter-
viewees in each informant category were interviewed 2
or 3 times during the study to understand the evolution of
their views on patient participation.® The interviews
lasted 30 to 90 minutes and were conducted by the first
author, with the second author working as an interpreter
from Khmer to English. Most of the interviews with
PLHA workers and routine health personnel were con-
ducted in Khmer. The majority of interviews with health
planners were conducted in French or English. All inter-
views were recorded with the agreement of the interview-
ees and were transcribed. Interviews in Khmer were
translated and transcribed into English by the second
Author.

Other research methods used included direct observa-
tions (a total of 50 observation sessions were performed
at national conferences, support-group meetings, work-
shops, internal meetings of NGOs, PLHA network meet-
ings, and health education sessions in hospitals), and
in-depth examination of official documents (Cambodian
National AIDS program and various NGOs’ guidelines
and reports). During each direct observation session,
which lasted 1 to 6 hours, we took field notes about how
actors reacted to the theme of patient participation.

The different types of data were progressively col-
lected. Each interview was analyzed separately, using a
thematic approach, and iterative and cross-reading proce-
dures, until each of the themes selected had been com-
pletely covered. The data collected were coded into four
main themes: (a) diverging views of patient participation,
(b) the heterogeneity of the roles attributed to PLHA
workers, (¢) the benefits of participation for PLHA work-
ers and the health system, and (d) the structural violence
faced by PLHA workers resulting from strict local hierar-
chy. The first author coded the material. The results were
checked for accuracy by the second author. Our results
were discussed with the other researchers involved in the
larger study twice a year. Data saturation occurred in
2008, when the investigators had a sense that there are no
new directions to be explored and when little or no new
information was being obtained during observations and
interviews (Olivier de Sardan, 1995). Using Grounded
Theory techniques (Corbin & Strauss, 2008; Glaser &
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Strauss, 1967), research problems and questions were
reoriented when primary analysis from the data collected
suggested that this course of action was beneficial for the
study. More specifically, although the initial objectives of
the nested study were to investigate the construction of
expertise in patients, intermediate results led us to focus
more on the theme of hierarchy and structural violence.

The study was approved by the National Ethics
Committee for Health Research (NECHR) in Cambodia
in March 2006. Ethical issues, including recruitment and
data collection processes, informant consent, protection
of participant privacy, and data storage, were included in
our approved proposal. All participants received informa-
tion about the study and provided written consent to par-
ticipate. All data were anonymized and participant names
used in this article are pseudonyms.

Findings
Health Planners and Patient Participation

In the strategic documentation of HIV organizations in
Cambodia, phrases like “PLHA must play an active role
in the development of programs which concern them,”
“they must be involved at all levels in health care,” “they
must be active in the community,” and “the community,
including PLHA, plays an important role in the support
activities for PLHA” are omnipresent. However, what
one is to understand precisely by “important role” or
“active role” remains unclear. Not only are the reasons
for implementing these ideas not discussed, how the latter
might be implemented is not specified in concrete terms.

Observations and interviews with different health
planners highlighted that most generally consider PLHA
workers as human resources who strengthen the health
system by performing multiple tasks using key knowl-
edge and know-how which routine health personnel do
not have. The following accounts by Isabelle and
Sopheap, health planners in an international and national
organization, respectively, illustrate this:

PLHA will be increasingly needed, as the 45 centers which are
currently open will, inevitably, never have enough nurses to
ensure adequate support, research on lost-to-follow up
patients, education about adherence, and so forth. PLHA act
as a bridging point between the sick and caregivers. When
they move from consultation services to radiology departments
[for example], sometimes patients are weak, they don’t know
where the department is located, and so the PLHA accompany
them. They do all this work, which is kind of social, and is
something one would never ask a qualified nurse to do.
Moreover, they [the nurses] are not motivated enough, they
never make enough time in their work timetable to do this.
And well, you see, you need people who are sufficiently
socially open, and who have a little empathy with others.
(Woman, 46 years old, International Health Planner A)

Sopheap explains the role of one of the PLHA working
in the HIV service he coordinates:

He does a lot in terms of group facilitation. For training, he
presents, sometimes he substitutes for me. Because I take care
of everything and it’s a little difficult, above all I have time
constraints, [ cannot participate in all training, in all
workshops. He represents me at some meetings, so he is
indispensable. (Man, 44 years old, National Health Planner D)

Arguments more specific to the Cambodian context
also surfaced during interviews to justify patient partici-
pation. In a country where the public sector is considered
not only costly and corrupt, because of the need to give
bribes at many levels of care, but also inefficient, because
of the lack of medical equipment, knowledge and deon-
tology, patient participation is considered as a means to
make health structures more attractive to patients in gen-
eral. One international health planner reported that he
recruited PLHA to improve the relationship between the
patients and the hospital:

Before, it was the case that the sick person was the dog and
the doctor the master, the patients had nothing to say, and
besides, patients who had no more money to buy ARV
[antiretroviral] were embarrassed about going to see their
doctor . . . A patient who is a counselor, well that patient is
going to follow what you say better, he’s going to understand
better, have greater trust, just that, you’re going to multiply
the quality of care by 10. (Man, 38 years old, International
Health Planner F)

Although promoters of patient participation in
Cambodia agree on the utility of PLHA participation as a
human resource to improve the offer of care, two distinct
approaches to such participation surfaced in our observa-
tions and during interviews with national and interna-
tional promoters: One was lay-centered, based on the idea
of empowerment, advocated in large part by the represen-
tatives of international organizations, whereas the other
was centered on the country’s public health system,
defended for the most part by local organizations.

In one provincial hospital, patients were utilized with
the goal of creating an autonomous patients’ group within
the hospital to propose support activities to other patients.
Three international workers were recruited to implement
this project. Here is what Laila, a nurse with an interna-
tional organization, had to say about the project:

After our 2 years of work, the project was completely in
pieces. We realized that we were 10 years too early with our
ideas so we just dropped everything. If nobody is behind
pushing them, they don’t do anything! So we said to
ourselves that in the end they really didn’t want this patients’
group, or that they hadn’t the right profile for this. They have
no spirit of initiative, maybe they don’t have the desire, they
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are afraid. We dropped everything and in the end what we do
now is directly manage them. (Woman, 41 years old,
International Health Planner H)

A similar, more successful project exists in a hospital
in the capital Phnom Penh, despite the fact that the patient
association there has never fully stood on its own two
feet, which was something the representatives of the
international organization who pushed for its implemen-
tation would have liked. It has always been financially
and technically dependent on international workers.
Supervised by a representative, who is one of the few
local HIV activists in the Cambodian context, eight
employees and three volunteers carry out self-support
and adherence support activities in the hospital. In daily
interactions, the project’s international workers encour-
age the representative to develop a new working culture,
based on the principle that all forms of non-respect of
patients created within existing structures must be con-
tested. They regularly finance international trips for the
representative to countries where she is introduced to
renowned international activist networks. At numerous
national and international conferences, she has also been
encouraged to speak out about problems Cambodian
patients have which are rarely touched on in public,
including the irony of “free” access to treatments, and
land evictions, which many PLHA, among others, have
been victims of.

When we interviewed representatives of influential
national organizations, they rarely talked about empow-
erment. Only one, Seng, said that he would like PLHA to
have more control over activities. Nevertheless, he
doubted their abilities:

You see, with patients, I have never been able to observe
democratic participation. Patients are not very well-
educated, they are shy about speaking in public. Us, our
principle, is that we want them to express themselves, we
want their voices to be heard. (Man, 52 years old, National
Health Planner B)

However, most of the time a utilitarian vision, or better
still, a power-based vision, dominates the words and
intentions of local health planners. The words of Rasmey
and Visal, representatives of national organizations, illus-
trate this:

PLHA work every day from 9 to 5; they stay all day and do
menial jobs. For example, if a patient needs to be
accompanied, a volunteer will take him to the consultation.
His role consists in helping the professionals working in the
hospital, talking with patients in the waiting room and
guiding them to the different places they have to go to. (Man,
50 years old, Health Planner E)

5

Table I. Interviewee Volunteers’ Demographic Data.
Demographics Variable Total %
Gender Man 9 45
Woman I 55
Level of education Primary I 55
Second level 8 40
Third level | 5
Age at Ist interview <25 | 5
25<35 9 45
35<45 8 40
45 <55 3 15
Year of Ist interview 2006 I 55
2007 9 45
Year of 2nd interview 2006 2 10
2007 8 40
Year of 3rd interview 2008 2 10

In his interview, Visal shared his vision of the attitude
which government staff have about civil society represen-
tatives: “PLHA have the right to speak but we have the
right not to listen” (Man, 40 years old, Health Planner G).

We are now going to see how patient participation,
which health planners approach in a different fashion, came
into practice in Cambodian hospitals, by describing the
roles of volunteers and the way they experience their work.

The Roles of Volunteers in Cambodian
Hospitals

We describe the activities of a woman who we call Pisey,
to illustrate the diversity of roles PLHA workers play
inside hospitals. Pisey’s roles reflect those undertaken by
most of the other volunteers interviewed in this study (for
other volunteers’ demographic data, see Table 1). In the
majority of HIV care services, an average of three to four
volunteers are recruited. She was one of the four volun-
teers working in a provincial hospital mainly managed by
local players.” When first interviewed in 2006, she was
30, married, and had a 5-year-old daughter. She was in
relatively good health and had worked at the hospital as a
volunteer for 2 years. She had been on antiretrovirals for
a year and was being followed-up in the same hospital.
First, her participation required her constant presence
in the hospital. She was the first member of the medical
team to arrive and the last to leave. She undertook admin-
istrative tasks usually performed by nurses at reception,
registering patients when they arrived and preparing their
medical files for physicians. She was often asked by rou-
tine health personnel to go fetch people, information and
material, to take samples to the laboratory, to transfer
patients to other services and to clean. She also took on
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the duties of an auxiliary nurse, a socio-professional cat-
egory that does not exist in Cambodia. Usually, families
take on this role, assuming day-to-day tasks for hospital-
ized patients, such as providing meals, washing them,
dressing them, and giving them moral support. Many
PLHA become destitute because of stigmatization. Pisey
provided care to these socially isolated patients. This is
how she described her work with these patients

I go to their bedside. I ask them if anything is wrong, if they
need something. I help them to wash themselves, wash their
clothes, take their medicine, eat. Sometimes, they give me
money to buy something they need. I take them to the shower
when they can’t move. I clean them after they’ve been to the
toilet. I assist the nurse. (Woman, 30 years old, Volunteer A)

In addition to these activities, she was also a facilita-
tor. She would go round the waiting room and answer
questions that patients had about hygiene, nutrition,
drugs, and prevention. She also guided patients when
they were lost in the hospital. She conducted face-to-face
and group counseling to ensure that patients understood
how HIV is transmitted, how to take their treatment and
how to take care of their health. She also introduced them
to support groups, home-based care teams, and NGOs.
She facilitated the referral of patients to different services
and the diffusion of health information.

She was regularly invited to attend workshops and
training sessions on counseling, HIV care, and advocacy
techniques—usually in Phnom Penh—to ensure that her
knowledge on HIV care was up to date.

Benefits of Patient Participation for Volunteers

When first interviewed, volunteers mentioned health ben-
efits for themselves, such as direct access to caregivers
and to advice. With regard to acquiring new information
about self-management of health, volunteers find them-
selves in pole position. They feel less isolated, they are
happy to help their peers, and by working they avoid
inactivity which can be a source of anxiety and
depression.

I’m happy to work as a volunteer here. If I’'m sick, I receive
treatment on time and second, I can help other PLHA avoid
the feeling of hopelessness. If I stay at home, I get anxious
because of concerns about HIV, I’'m not in a good mood, so
when I work here, I’'m in a good mood. Moreover, I meet
many PLHA here. I can help us all and I feel happy about
that. (Woman, 28 years old, Volunteer L)

Through this job, first of all, I got knowledge about HIV/
AIDS, and with this experience I educate other PLHA and
afterward they can spread this knowledge to other PLHA in
their communities. When I face many new cases, my
knowledge increases and I feel motivated to work because

it’s not only me who has this problem, other people have the
same problem. (Man, 42 years old, Volunteer H)

The main positive impact Pisey highlighted when first
interviewed was, “I keep busy by working so I can forget
about my status” (Woman, 30 years old, Volunteer A).
Both personal and collective interests were underlined by
volunteers when first interviewed.

Disillusion, Precariousness, and
Ambiguity of Volunteer Status

After some months in these positions, most volunteers—
albeit rarely openly complaining—showed their disillu-
sionment in interviews, with respect to the precariousness,
fatigue, exhaustion, and feeling of exploitation which
they faced, as illustrated by the following account pro-
vided by the volunteers. Pisey, the volunteer whose dif-
ferent roles we described above said,

Sometimes [ work during the night, but I don’t know if I’ll
be able to do so for long, because I'm sick too. The income
is always the same, US$30 per month, but the workload
increases every day. An average of 2,000 patients are
followed up in the hospital, and preparing their medical files
makes me dizzy. The NGO should give us a suitable salary.
How can a salary of US$30 for a full-time job be moral?
(Woman, 31 years old, Volunteer A)

Sovath said, “For me, it is discrimination, PLHA must
receive equal salaries to those of seronegative persons,
because we work 5 days a week like the others, and
because we do just an important a job as they do” (Man,
42 years old, Volunteer H). Saroeun reported, “Volunteers
who work with PLHA get very low salaries compared
with the permanent staff. In reality, volunteers work
harder than the staff” (Woman, 27 years old, Volunteer J).

When volunteers compare the small sums they earn
with their daily workload and the energy they put into
their work, they become disenchanted and would like to
become a staff member or leave as soon as possible to
find a better paid job. Viseth said, “I don’t want to be a
volunteer all my life. I don’t say it openly, but I hope to be
recruited as a full staff member of an NGO” (Man, 36
years old, Volunteer M). Sovath explained, “From my
observations, all the volunteers working in the hospital
expect that they will be given a real salary and that the
hospital will give them staff positions, because we don’t
want to remain volunteers forever” (Man, 42 years old,
Volunteer H).

At the time of this study, volunteers were paid an aver-
age of US$30 per month which was close to that of civil
servants (US$40). Nevertheless, their situations are dif-
ferent: Civil servants have access to certain benefits and
networks of relationships that facilitate lucrative parallel
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activities. Volunteers have no such access. Most come
from poor families and live in conditions of hardship.
They find it difficult to make ends meet on a daily basis,
as Tida illustrated: “I don’t think about my future because
I regularly get sick and I only think about how to take
care of my health to find food for my children. I care only
for my children nowadays” (Woman, 28 years old,
Volunteer O). Bunny said, “Volunteers just work to work,
I mean they work to earn money to feed their families”
(Woman, 30 years old, Volunteer C). Other volunteers
summed up the situation very succinctly: “Most people
want to help others, but first of all they have to help them-
selves” (Volunteers H, J, and R).

Furthermore, volunteers have no job descriptions out-
lining their responsibilities and therefore have no control
over their work, exacerbating the precariousness of their
jobs.

As a volunteer, I didn’t have contract. For me, I would like
to have a contract because it gives me work stability, and
nobody can fire me when they want without having a
reasonable motive, and right now without a contract, I don’t
know when they’ll fire me. As a matter of fact, they can do
that whenever they want because I don’t have any contract.
(Woman, 28 years old, Volunteer L)

Moreover, by doing these jobs, volunteers are implic-
itly disclosing their serostatus. In the general Cambodian
context, when PLHA have a choice (especially in the case
of the rich and middle classes), they do not disclose, to
avoid discrimination and its social consequences on their
family’s reputation and on their other networks of rela-
tionships. Thol said, “Mostly, for the patients who aren’t
poor, they do not disclose their status, and they don’t
want support from the NGO (Man, 36 years old, Volunteer
T).” This partly explains why most volunteers are poor.

The Inherent Conflicts in the Health Care
Hierarchy

International promoters of patient participation expect
volunteers to gradually reach positions of power and be
able to negotiate with routine health personnel and health
planners. In Cambodia however, once volunteers enter
hospitals, most remain at the bottom of the social ladder
and submit themselves to the existing hierarchical system
in which health planners, physicians, nurses, and admin-
istrative employees exercise authority over them and con-
fine them to menial roles. The two following quotations
illustrate this behavior of submission to the hierarchy,
which is very prevalent in volunteers:

You have to learn to obey the doctor. I’'m under orders at the
hospital. When the doctors ask me to do something different
from what I usually do, even if it’s not linked to my work, I

have to do it. It’s tiring. I don’t have the right to refuse what
I’'m ordered to do. (Woman, 32 years old, Volunteer Q)

Khim reported, “In this hospital, besides me, nobody
wants to speak about the problem, they are afraid of being
fired” (Man, 46 years old, Volunteer B). In general, vol-
unteers do not feel at ease and do not feel accepted by the
health care system. They do not trust routine health per-
sonnel or national health planners. They are afraid of los-
ing their job if they stray off the track. Tida reported, “In
front of me, there is no problem but behind my back I
don’t know whether they gossip about me or not”
(Woman, 28 years old, Volunteer O). Chenda said bluntly,
“I don’t trust khmer doctors” (Man, 49 years old,
Volunteer S). One international health planner trying to
develop PLHA worker empowerment said, “Take all the
seropositive people who work with us, all of them think
they’re being looked down on!” (42 years old,
International Health Planner B). Volunteers often feel dis-
criminated against, as illustrated by the following quota-
tion: “When I worked at the hospital reception, everyone
blamed me, when a medical record was misplaced I was
always the one at fault” (Man, 40 years old, Volunteer D).

When the few volunteers who did take initiative
defended their point of view and tried to be influential,
they were always reminded (directly or indirectly) of
their social origin and position. They faced social pres-
sure through intimidation and abuse of power. Many vol-
unteers explained that being often asked by an
international NGO to go to workshops, round-table meet-
ings, and conferences, and expected to participate in deci-
sion making, put them in a paradoxical situation, and that
in reality they could not actively participate in such meet-
ings. One of the consistent complaints volunteers brought
up in interviews was that they were never listened to
when they dared to speak publicly. This is how Somaly
described health planners’ strategies to ensure she kept
quiet: “The government did not allow me to show my
PowerPoint presentation and told me to say good things
about the government” (Woman, 41 years old, Volunteer
P). Moreover, as a way of opposing the introduction of
volunteers into hospitals, some physicians discredited the
former’s work in consultations and did not refer patients
to therapeutic education sessions which volunteers were
supposed to facilitate. Volunteers also reported that they
had been threatened with removal or discontinuation of
treatment after engaging in anti-corruption lobbying with
patients, whereby they explained to the latter that consul-
tations were free of charge, and that patients should not
give care providers any bribes. Volunteers also described
controlling strategies, developed by the local elite, such
as the appointment of pro-establishment PLHA to head
patient networks. These PLHA were effectively HIV rep-
resentatives who would apply the recommendations of
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the authorities and not take into account ordinary PLHA
claims, despite the fact they officially represented the lat-
ter. These examples of social pressure show how volun-
teers, despite their desire to change the hierarchical order
themselves, are confined to performing menial tasks, at
the bottom of the hierarchy of care provision and
organization.

PLHA workers remain at the bottom of the social
scale, but this does not mean they are passive. Some
decide to no longer openly say that they live with HIV
and instead allow themselves to be called krupet (physi-
cian in khmer) by other patients, as the latter do not
always know the status of workers in care structures and
use this term out of politeness. PLHA workers who make
this choice turn their backs on one important public health
objective of patient participation which is to shorten
social distance between patients and health care struc-
tures. Other PLHA workers engage in corruption, repro-
ducing the practices of other professionals. Although this
might be seen as a form of empowerment, it is not the
kind of empowerment originally envisaged by interna-
tional health planners.

Discussion

This study highlights the specific meaning and applica-
tion of the worldwide patient participation HIV policy,
developed in the 2000s, in the specific context of
Cambodia. It underlines the invisible and invaluable
work performed by PLHA workers in the development of
HIV services in Cambodia between 2006 and 2008, and
the inherent conflicts within the strict health care hierar-
chy, which constitute a root cause of structural violence
for PLHA.

PLHA hospital “volunteer” workers perform adminis-
trative, logistic, and social duties which are key elements
of the national HIV/AIDS policy. They provide other
PLHA with a great deal of information about the virus, its
symptoms, treatment, side-effects, follow-up, social net-
works, and therapeutic itinerary. In this way, they share
essential information on treatment adherence and partici-
pate in increasing access to care and treatment. They
reduce the workload of routine health personnel by doing
tasks previously performed by the latter. All this reflects
a change in how the patient is perceived by health plan-
ners, with PLHA no longer being considered passive, but
rather actors who possess lay expertise. Because of their
knowledge acquired through experience, PLHA can
become a key intermediary for conveying information
about the illness, understanding other PLHA needs, pro-
viding patient-tailored advice, and facilitating communi-
cation between caregivers and patients. In Cambodia, the
practice of using patient participation in hospitals started
when the strategy of decentralizing centers for access to

care was first established by the Cambodian AIDS
Program in 2004. The WHO “3 by 5” objective was
reached, in which antiretroviral treatments were distrib-
uted to 10,000 PLHA before the end of 2005. The strat-
egy was continued later. In 2005, approximately 25
access sites were open (Médecins Sans Frontiéres [MSF],
2006), this number increasing to 51 in 2008. PLHA work-
ers certainly contributed to this scaling-up of access to
care and treatment policy. Furthermore, the use of volun-
teers lowered health costs (Lehmann, Van Damme,
Barten, & Sanderset, 2009) and built what it is called in
the language of development “sustainable programs.” As
patient participation is an essential criterion when seek-
ing funding, the presence of volunteers made it possible
for HIV services to ensure conformity with good gover-
nance of the HIV epidemic, and to ensure the continuity
of donor support. As of today, their work has never been
documented and recognized as key in the implementation
of the national AIDS policy. Only vague, short allusions
to volunteers’ contributions have been made in the litera-
ture (Morineau et al., 2009; Sopheab, Fylkesnes, Lim, &
Godwin, 2008).

However, the personal experiences of volunteers in
this study showed a darker side to patient participation for
PLHA volunteers themselves. Despite some initial bene-
fits, once established in their positions, they had the feel-
ing of being discriminated against and being exploited by
health planners and routine health personnel. This study
highlighted the rigid health care hierarchy in Cambodia,
which impedes PLHA workers from playing the role
expected of them. Although patient participation was
originally centered on PLHA empowerment, in Cambodia
it is currently synonymous with domination, contradic-
tion, and reproduction of the social order. In that sense,
we can use the concept of structural violence to qualify
volunteer experience of participation. The concept of
structural violence, alluding to “indirect forms of vio-
lence built into social structure which prevent people
from meeting their basic needs or fulfilling their poten-
tial” (Galtung, 1969), was used by Farmer (2003) to
broaden the explanation of disease causation and to
understand the effects of social structure on disease and
health care in Haiti. In the present study, the concept
alludes to the effects of the rigid Cambodian health care
hierarchy on a new category of health personnel created
ex nihilo by international HIV organizations. The hierar-
chy that determines socio-professional relationships and
the authority of physicians over their patients is a charac-
teristic common to biomedical services in general.
Nevertheless, the foundations for hierarchical relation-
ships depend on the specific social context (van der Geest
& Finkler, 2004). Our findings showed specific social
forces which maintain the rigid local health care hierar-
chy: Volunteers hesitated to show any authority and most
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health planners and routine health personnel retained
control over participation and silences volunteer voices.
For many local players, their principle of hierarchy con-
trasts with the democratic values of the international
vision of patient participation. These attitudes and visions
which are not only the result of the strict health care hier-
archy but which also support it, can be explained by cul-
tural, historical, and political factors. Indeed, most of the
literature on Cambodia highlights the rigidity of social
relations.

For example, Guillou (2009) reminded her readers that
the Cambodian society is divided into three principal
social groups (peasants, businessmen, civil servants), and
that depending on his or her social position, each person
has strict codes to respect vis-a-vis his or her interlocutor.
Peasants, who reflect the lowest class of the society are
the most represented. As mentioned by Hugues and Un
(2011), in 2006, 80% of the population lived in rural
zones and depended on agriculture. Being part of the
peasant social class does not necessarily mean cultivating
land but having a connection with a family in the country-
side and making a personal and/or public contribution
there. This study showed that most volunteers have such
a link with a country family. People at this social position
are used to adopting a behavior of “neak cuo”: someone
who does not question orders (Martin, 1989). Furthermore,
the patronage system, which is widespread in South-East
Asia, determines the socio-professional relationship, in
which “clients” generally accept their hierarchical rela-
tionship with their “patron,” as, in exchange for their sub-
mission, their employer provides protection, support, and
assistance. Scott (1977) called this the “legitimacy of
dependence.” The choice by volunteers to adopt an atti-
tude of withdrawal and non-contestation most of the time
and prefer to submit to the hierarchical order, is in part
linked to their social origin. Most national health planners
and routine health personnel interviewed came from fam-
ilies of public servants or businessmen and were mostly
from the high socio-economic classes, with well-to-do
family backgrounds, and third-level education. This cul-
tural explanation provides a static vision of the society
where the lines demarcating different social groups are
very clear, despite the reality being much more complex
and fluid. Nevertheless, it reflects a general trend which
must be taken into account to understand interactions in
hospital hierarchy.

Historical factors must also be taken into account to
understand this local relationship with hierarchy. In the
past in Cambodia, where 90% of the population is
Buddhist, volunteering traditionally involved a religious
commitment at a pagoda'® (Mysliwiec, 2005). Villagers
offered their help to pagoda organizations in a wide vari-
ety of activities of public utility, such as tree planting,
drilling, road construction, and food production. Historical

events have however long weakened these social links.
During the rule of the Khmer rouge, volunteering meant
killing other members of society. People were interro-
gated, encouraged to inform on others, and forced to con-
fess to imaginary crimes. Families were displaced, with
men, women, and children separated and placed in differ-
ent hard labor camps. This fed both the fear of commit-
ting oneself to public service and the lack of confidence
in public authorities, something which was perceptible in
the interviews with volunteers. Despite the fact that HIV
organizations which employ volunteers generally see the
process as a means of making a commitment to public
service, in contemporary Cambodia it takes on another
meaning: Although some volunteers interviewed chose to
participate in providing health care from a sense of civic
duty, volunteering was first and foremost a means of
obtaining a job and an income. Accordingly, in HIV ser-
vices, the citizen’s commitment to society is rarely the
driving force behind volunteering, and volunteering is in
reality associated with belonging to a precarious socio-
economic status, or to put it more simply, having precari-
ous employment. Although Cambodians started becoming
involved in international organizations after 1991, the
effects of the Khmer rouge regime were still vivid at the
time of the present study, and the fact many that volun-
teers preferred to submit to local health planners’ and rou-
tine health personnel practices, rather than asserting
themselves publically, can be explained by the effects of
these historical events.

The political context also helps us better understand
this behavior of submission by PLHA workers. The gap
between the population and the representatives of author-
ity has long been documented (Chandler, 1998; Collins,
1998; Ebihara, 1968). Cambodians have lived under a
succession of autocratic regimes, where opposition, still
present at the end of this study, was not encouraged. In
Cambodia, people in authority are not generally seen as
trustworthy or as people who act for the greater good of
the citizens. Furthermore, the general population fears
them. As underlined by Arendt (1983), trust in the State
would seem to be essential to enable political freedom to
be exercised. Similarly, in the context of health, a lack of
trust in people in authority (in this case, national health
planners and routine health personnel) often came up in
volunteers’ accounts during this study.

These cultural, historical, and political factors helped
us better understand the inherent conflict in the health
care hierarchy and the structural violence it can produce
for PLHA workers in Cambodia.

Conclusion

Patient participation is a malleable concept, with mean-
ings and applications that vary according to the context.
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As Blondiaux (2008) said, “lay participation draws its
strength from its vagueness, the diversity of possible
uses, and the fact that it can be rooted in widely different
types of action and reference systems” (p. 24). PLHA
workers are a key human resource for the development of
HIV services. However, they feel exploited and stranded
in precarious working situations. Just as in other contexts,
lay participation reinforces existing inequalities (Cooke
& Kothari, 2001) and masks the centralization of power
(Mosse, 1994).

For the moment, conflicting existing visions of hierar-
chy and the rules which legitimize power among local
players in Cambodia impede empowerment of PLHA
workers. As Kalinsky, Arrue, and Rossi. (1993) pointed
out, “participation in health” is rarely just “in health.”
PLHA empowerment requires the transformation of an
entire social system, with a disruption of values, social
organization, and the legitimization of power, which is
obviously a slow and meticulous process.

Patient participation has been interpreted differently in
Cambodia, right from the beginning, with no consensus
or precise policy implemented. We highlight the impor-
tance of prior discussion and agreement between health
planners, routine health personnel, and PLHA workers
involved in patient participation, about adopting a unified
approach, thereby limiting the structural violence which
PLHA workers face on a daily basis. Such a unified
approach would enable health planners to create a real
working environment for these new workers, using a
vision of hierarchy shared by all the stakeholders
involved. Taking account of routine health personnel’s
reflections on this issue would also appear essential.
Lorig (2002) argued that, “Professionals must make it
clear that they want patients to become expert patients.
Without proactive endorsement by the physician, patients
cannot embrace their new role” (p. 815). The absence of
a consensual social policy for PLHA workers has none-
theless helped health planners take advantage of a cheap
labor source for the development of HIV services.
However, at the time when this study was drawing to a
close, this lay participation policy was at risk because of
the departure of international organizations which have
promoted and maintained these volunteer PLHA. The lat-
ter will have at least played a key role during the critical
access to treatment scaling-up period (which coincides
with the period of this study) when HIV care was decen-
tralized in Cambodia to minimize the threat to lives.
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Notes

1. During this study, we identified three categories of people
living with HIV/AIDS (PLHA) participating at the hospi-
tal level (Mundul Mith Chuy Mith—which literally means
“the centre of friends who helps friends”—coordinators,
volunteers, and counselors) and three categories of PLHA
working outside the hospital environment (employees of
NGOs and networks, support groups, and home-based care
leaders). For more information about the practices of the
other categories, please refer to the following thesis by the
first author (Bureau, 2010).

2. Ovesen and Trankell (2010) explained that “the exact num-
ber of people who died between 1975 and 1979 as a result of
the Khmer rouge regime is impossible to determine. . . . The
various assessments by a number of demographers were
summarized by Kiernan, who concluded that the death toll
was between 1.671 million and 1.8 million” (p. 275).

3. The “continuum of care” is a guideline established by
the Cambodian AIDS program in 2003 by international
and national experts. Its purpose “is to plan the national
approach to HIV care needs and to assist HIV/AIDS care
managers and other key players to develop a continuum
of care for PLHA at the local level which would provide
comprehensive care within the existing health system
(NCHADS, 2003, p. 6). This framework presents the
different services to which PLHA should have access in
public hospitals (voluntary confidential counseling and
testing, biomedical, and psychosocial consultations, distri-
bution of antiretrovirals and medicines for opportunistic
diseases, prevention of mother-to-child transmission, and
so forth), and the so-called “community” (home-based
care teams, various AIDS NGOs, and support groups).

4. February 2006 to May 2006, September to December 2006,
March 2007 to May 2007, October 2007 to April 2008.

5. Dr Frédéric Bourdier and Ayrine Uk were primary investi-
gators for this study.

6. Civil disobedience alludes to the active, professed
refusal to obey certain laws, demands, or commands of a
government.

7. For further information on the findings of this larger
study, please refer to the following report: Bourdier, Mom,
Leang, and Seng (2009).

8. Twelve health planners were interviewed twice, 6 routine
health personnel were interviewed twice, 25 PLHA work-
ers were interviewed twice, and among the latter, 7 were
interviewed a third time.
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9. In the sites where international workers were present on a
daily basis, the working conditions of PLHA workers were
generally better. However, at the time when this study was
drawing to a close, all this was about to change as interna-
tional workers were in the process of handing over their
site to the Cambodian AIDS program.

10. Place of worship for those believing in Buddhism.
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