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ABSTRACT

Breast cancer has become the most commd@dynosed cancer among women in
Vietnam. In less than ten yesirce 2012he number of new cases has nearly doubled
and in 2020, breast cancer comprised 25.8%nefradanceicases among Vietnamese
women, claiming 9,345 deaths nationwide. Despite growing attention to studying breast
cancer in the last decades, little isvkimegarding the situated realities and the social and
cultural dynamics of living with this illness in Vietnam.

This situation has prompted the development of my research which aims to
address three questions: (1) How is breast cancer understood aemsgapdttheir
families? (2) How do patients and their families respond to their illness? and (3) What are
the structural social, cultural, and economic factors that shape the understanding and

experience of breast cancer?

Guided by a critical medicalranpology approach, | conceptualise breast cancer
within multilevel interactions between individual, local/community, and structural levels.
I conducted a ninmonth ethnographic fieldwork at both hospital and community
settings in the province of Thua &miHue, observing and interviewing 37 women
patients and their families, 11 healthcare providers, five other stakeholders, as well as

holding three focus groups with 21 community people.

My study reveals that people widely perceive breast cancer i®ycdosed
contamination and exposure to toxic environment which @vevidtp dominant
biomedical discourses of cancer risk factors. However, laypeople cannot identify
themselves in discourses in biomedicine that focus upon individual responsibility for
breast cancer. Instead, they relate the development of breast cancer to the collective
vulnerabilities caused by structural forces, such as the market economy, economic

hardships, toxic warfare, or the sufferings of womanhood.

Women emphasise the vital rofeb@mmedical interventions to detect and
confirm breast cancer. They act promptly to seek medical attention when experiencing
suspicious signs of cancer in their breasts or when encouraged by people in their social

network, rather than depending on angimelbreast screening program. In their search



for a cancer diagnosis, women experience painfully circuitous trajectories that involve
multiple visits across time and spacevaridus forms of delay since their first entry into
the health system.

Since aancer status is confirmed, women and their families devote enormous
resources and efforts in accessing urban public hospitals so that they can immediately
pursue breast cancer treatment. They have to bear substantial costs everrethen cov
by public hdth insuranceand get exposed to multiple forms of vulnerability and
suffering during the periods of repeated hospitalisations. The pursuit of prolonged
treatment deprives women of employment and ingemerating activities and exhausts
h o us e h o Isdnil assessaherehy glaguing their life with uncertainties and burdens.

In the postcancer life, my researchvealswo me n 8 s reservatior
reconstructive surgery. Fears of the surgery and its accompanying risks are a prominent
trigger to their ded¢@mrmaking against reconstruction. Women are also discouraged from
seeking the procedure as they confront moral judgements against it as cosmetic surgery,
but also the scarcity of specialised expertise and insufficient insurance coverage.

vi
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Chapter 1.

Introduction

It was a late morning outside the consulting department. There were not many
patients waiting in the corridor and some nurses were about to leave their shifts,
chatting with each other about what they wouwe foa lunch. On a steel bench

that leans against consulting room 2 sat sskiarked, smaliuilt woman who

was wearing an dldoking green shirt. She smiled as she noticed that | was
approaching her. After several sentences of first introductioastee &t talk

about her ultrasound results which she grabbed tight in her hand. She told me
that the clinical examination did not indicate any malignant lump, but she was still

waiting for the nurse to call her name into the mammography room.

Giang, the 38earold woman then introduced me to her husband who was sitting

next to her. The man told me that they had left their home in Gia Lai (a province

in the Central Highlands) the day before at 4 pm and arriad ah almost 4

am and waited until the Hospital opene
she had skipped the local hospital and travelled by bus with her husband to the
Central Hospital to have her examination immediately after discalkenipgn

herbr east. She frantically narrated the
small, only a few hundred people, but there are many cancer patienteaMore

after year. You know in my family my broethdaw has recently passed away.

He had lung caec and could only live for two years after finding out. Most
women in my village who have cancer, it is breast cancer. | was so scared my lump

was al so cancerous. 6

The story that Giang narrated when | met her during my ethnographic fieldwork in 2019
is a bief but powerful illustration of the broader picture in Vietham where the burden of
cancerhas beergrowingrapidly in the past three decades. Like other developing
countries, Vietham has been undergoing a sweeping epidemiological transition from

communiable to norcommunicable diseag€sbley et al. 2013) which cancer has

1



Chapterl. Introduction

become the second overall leading cause o{\dé44 2018)Latest data show that the

number of new cancer cases has more than tripled as compared to 30 years ago and in
2020 alone, 182,563 cases were detected, which was approximately 0.19% of the total
population(Anh and Duc 2002; GLABCAN 2020a)

Regarding breast cancer, in less than ten years the number of new cases has nearly
doubled from 11,067 in 202RC 2012)0 21,555 in 2020. Now breast cancer has
become the most common female cancer, comprising 25.8% of all cancer cases newly
detected among Vietnamese women caiching 9,345 deaths nationwide in 2020
(GLOBOCAN 2020a)Changes in reproductive behaviours, increase in the prevalence of
overweight women, and improved diagnostic services are factors believed to explain the
growing incidence of breast cancer in the cofseieyTrieu, MeHl®dhoms, and Brennan
2015for a summady While data on breast caneEmains sparse at national and local
levels(Jenkins et al. 2018here is much evidence demonstrating wide geographical
disparitis in access to screening and breast cancer care in Vietnam. It is estimated that
during the period from 2001 to 2010, only 10% of eligible women nationwide received
appropriate breast screening on an annua(lHagier 2011 Major screeningtvities
mostly occur in large cities and there are reports of wide inequalities in access to screening
services between rural and urban #&asand Hoang 201®reast cancer patients in
Vietnam are often detected at later stages or younger ages than those in Western countries
(Jenkins et al. 28)

In this study, | examine the lived experience of the growing morbidity and mortality
from breast cancer in Vietnam. | start with an introduction to the growing global trends
of nonrcommunicable diseases (NC&s)l particularly cancer in Lowand Middle
Income countrie_MICs). Later in this chapter, | provide an overview of biomedical
understanding of breast cancer, including its common classification, risk and protective
factors, and treatmehthen go tadescribehe rationale for this reselaralong with the
main questions thaty thesis aints addresslhis is followed with the discussion of the
theory of critical medical anthropology and various concepts guiding the design of my
research.



Chapterl. Introduction

The global trends innon-communicable diseases

The situation in Vietnamegardingoreast cancer reflects global trends of the growing
importance of NCDs as causes of morbidity and mortality in LMICs. In this section, |
draw on international literature to provide an overvidve gleneral situation in relation

to NCDs®6 prevalence across the world and
tackle this epidemiological transition. Globally, NCDs, including cardiovascular diseases,
cancer, diabetes, and chronic lung diseasslkectively associated with 41 million or

71% of the total deatlfg/orld Health Organization 20E8)d have been recognised as

a leading health priority for intergovernmental organisations and nation states in the last
decades. The Global Action Plan for the Prevention and Control of NCE®R@202 3

(Global NCD Action Plan) proposing policy options was estabh@Hl and adopted

by the World Health Assembly in 2q¥B8orld Health Organization 2013)argets
specifically addressing NCDs are also i
Development Goals (SDGs) 8.4specifically to reduce etierd of premature deaths

from the four major NCDs and promotion of mertealth and welleing by 2030

(Bennett et al. 2018; World Health Organization.2015)

However, it is estimated that only 12 countries across the world will achieve this
target by 203(0World Healh Organization 202@nd adults ibMICs still bear double
the risks of dying from an NCD as compared to those ifrftigime countrie@ICs)
Of all NCD-related deaths, LMICs now bear the heaviest burden as nearly 80% of all
deaths and 85% of prema&wadult deaths (between 30 to 69 years) occur in those settings
(World Health Organization 2018he World Economic Forum estimated that NCDs
would cause economic losses worth US$21.3 trillion in developing countriesiexer th
two decades due to healthcare costs and forgone productive capacities, -and NCD
associated burdens would disproportionately strike populations in {esousettings
(Jan et al. 2018; World Health Organization and United Nations Development
Programme 2018)ICDs, as chronic conditions, leave-k@ngn economic consequences
for patients and their families, which also affects health aneskekitty behaviours
through abandoned or discontinued treatr@@mtra, Eden, and Pizer 2007; Jan et al.
2018and | ower s af f-efdife(Blahratpeta.2000s qual ity

Regarding cancer, it is forecast that by 2040, LMICs will record 67% of annual new
cases diagnosed globdMerlay et al. 2019Cancer incidence and outcomes are
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determined by social environments and economic status, such as income, education,
housing, employment, ethnicity, and gefidesummary, see Martel et al. 2020; World
Health Organization 202@conomically and socially disadvantaged greupfar less

likely to attend screening programs, have advanced stage presentation, face barriers to
access timely diagnosis and starglaality care, and thus, are more likely to experience
poorer treatment outcomes and sur\Vise, for instance, Braedal.2019; Coughlin

2019; Finket al.2018; Foerstet al.2019)

According taGLOBCAN statisticspearly2.3 million cases of female breast cancer
were newly detected in 185 countries, accounting for 11.7% of all new cases and claiming
684,996 deaths (6.9% of the total cancer deaa@30 Globally, one in four cancers
diagnosed among women is breast candeas Isurpassed lung cancer as the most
commonly diagnosed cancer among both men and yarddiecome the leading cause
of cancer deashin women across the wol@LOBOCAN 2020b; Sung et al.22)
Research around the globe has found evident disparities in breast cancer mortality by
socioeconomic status, race/ethnicity, and geographical areas and that survival is closely
and positively related to country income for certain cancers includingices8reg,
McCarron, and Parkin 2004; Farmer et al. . 20iD¢stimated that the mortality rate for
breast cancer is considerably higher at 15.0 deaths per 100,000 persons in transitioning
countries (countries with low or medium Human Developimaex) as compared to
12.8 deaths per 100,000 persons in transitioned countries even though the latter record
88% higher rates of incidence, respectively at 55.9 cases vs. 29.7 cases per 100,000 persons
(Sung et al. 202I)he incidence of breast cancer has declined or stabilised in North
America or Europe during 2000s but increased rapidly in countries with historically low
rates in Africa and Agaray et al. 2004; Jokau et al. 2020yWomen in resourdenited
countries are less likely to access breast screening services and treatment while more likely
to present at advanced stages and die from breast bamncénose in developed
countries. The-gear survival rates vary markedly from 90% in HICs to only 66% in 12
subSaharan African countri@dlemani et al. 2018jar less political attention, funding
and advocadyr the prevention and control of breast cancer is recorded in LMICs than
HICs (Samarasekera and Horton 2017)whi ch exacer bates women
disease.



Chapterl. Introduction

What is breast cancer?

Breast cancer subtpes

Breast cancer can be groupgd mu |l t i pl e subtypes, whi ch he
prognosis and inforsrtherapeutic decisiorfPai et al. 2015Based on whether the

cancer has spread to surrounding breast tissues, breast cancer is clagsiSéd into
(ductal caninoma in sity DCIS) andnvasive breast q@BCrDCIS (also described as
norrinvasive or pravasive) is a cancer that starts in the milk duct and has not been
found in nearby breast tissue. Meanwhile, IBC refers to cancer that has spread into the
rest of the breast tiss(®merican Cancer Society n.49cording to the presence of
estrogen receptor (ER) and progesterone receptor (PR) expression and human epidermal
growth factor 2 (ERB2, formerly HER2), breast cancer comprises three subtypes:
hormone receptor positive/HER2 negative, HER2 positive, andnegddivg\Waks

and Winer 2019)

When diagnosed, the stage of breast cancer is determined frooml tioee WNM
(tumournodemetastasis) staging system where IV suggests the detection of distant
metastatic diseasThe therapeutic goals for patients diagnosed wiinetastatic
breast cancer are to eliminate the cancerous tumour and prevent recurrence while for
patients initially presenting with distant metastases, the goals are to prolong life and
symptom pallieon (Waks and Winer 2019e fiveyear breast cancer survival rates vary
from 85% to 100% among stage | patients and the worst outcomes are observed among
patients diagnosed at stage IV and with-trgdative breast can¢€@haveaacGregor
et al. 2017; Waks and Winer 2019)

Risk and protective factors

Epidemiological research has identified a number of factors thesceated with
increased risk of female breast cancer, inclageas women get older, their risk of
getting breast cancer increa@dsPherson, Steel, and Dixon 200)e risk of
developing breast cancer rises among peoplgemigtic predispodi@mvichele and
Weber 2000)that is: having tamily history of breast candémumaru etal. 2012;
Zucchetti, Peccatori, and Codd&tisanelli 2020br carrying a mutation in BRCAL or
BRCA2 genefDyrstad et al. 2015) A w dmeastndéngityelson et al. 2012y
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experience of certanealt conditiorssich as previous benign breast digPgsstad et

al. 2015)postmenopausal obegMagnusson et al. 199&) diabetes mellit@¥ordan et

al. 2009are also associated with increased likelihood of having breast cancer. Research
additionally shasvthe positive relationship between breast candédeatyde factstsh

as excessive alcohol consumgi@wilaborative Group on Hmonal Factors in Breast

Cancer 2003ndsmoking(Gaudet et al. 2013; Macacu et al. 2015)

Factors retad to thehormonal environtoewhich the breast is exposed from
menarche to menopay8éillion Women Study Collaborators 2003; Pike et al; @883)
exposure to exogenous hormosash as oral contraceptives and hormone replacement
therapyAnothaisintawee et al. 2013; Collaborative Group on Hormonal Factors in Breast
Cancer 1996are also found to be related to the development of breast cancer. Regarding
theexternal environregpbsur#o ionising radiation is believed to increase breast cancer
risk(Carmichael, Sami, and Dixon 200@anwhile, consideripgptective facpdngsical
activity (Inumaru et al. 201,2pregnacay, and lactatior{Anothaisintawee et al. 2013;
Zucchetti et al. 2028je all shown to be independently associated with a reduced risk of

having breast cancer.

Biomedical treatment of breast cancer

Breast cancer treatment is determined according to various factors, most importantly, the
type and stage of cancer. In most cases it involves some form of surgery, including radical
mastectomy which requires the removal of the entire breast and surrigsdsg

partial or modified radical mastectomy, lumpectomy, or-toeastving surgery in

which only the tumour is removed and breast radiation often follows. Some forms of
surgery to remove nearby lymph nodes might also be required when thenelis senti
lymph node involvement, for instance, sentinel lymph node biopsy and axillary lymph
node dissectiofbledge et al. 201Rgatients can choose reconstructive options to restore
the breastds shape which can be perfor me
(immediate reconstruction) or as a delayed procetdura afastectomy/lumpectomy

and other forms of treatment have been completed. Depending on how advanced it is,
and whether or not the cancerous tumours are hormone rgueptioe or the cancer

cells are HERpositive, a patient might need localisegistesic treatments. In case of
localised treatments, the patient might only need to treat the tumour with a surgery and/or

radiation whereas drugs that affect the whole body will be prescribed when systemic
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treatments are additionally needed. In the tatsey, a patient might need to undergo
chemotherapy, endocrine (hormone) therapy for 5 to 10 years, targeted therapy, and/or

immunotherapy (for summary, seeerican Cancer Society, undated)

Why studying the lived experience obreast cancer in

Vietham?

But breast cancer is not just a biological djseiasdso a social and economic crisis for

its sufferersDespite growing attention to studying breast cancer in Vietham in the last
decades, a recent scoping review points out that there are midepti mualitative
studies on breast cancer from womends per.
econanic, and political context that influence the perceptions and behaviours concerning
breast cancer caf@nkins et al. 2018)jost resarch to date comes from clinical and
epidemiological perspectives which predominantly deploy quantitative approaches to
explore the d(Ngueals &.0lsaohasiowory ahd Stewart 2013)
associated risk factgidguyenJ.et al. 2016; Nguydn, H.,Laohasiriwong, and Stewart

2013; Trieu et al. 201 ®post analysis and assessment of treatment, or intervention
programs(for instancelguyenH. L., Laohasiriwong, Stewadiguyen & Coyte 2013;

Nguyen L. H.et al.2013; Nguyerr. T. C.& Nguyen,T. T. T.2014) While providing

valuable insights into the disease patterns or the effectiveness of the medical system in
responding to Vietnamds epidemiological tr
the depth and complexity of womends | ived
figure in their experiences of breast cancer. Neither do we understahovakammen

make sense of this health condition and how they attend to breast symptoms and access
breast screening and breast cancer care. There is also scarce knowledge as to how the
health system responds to the growing incidence of breast canaarunttilghrough

public health programs and policies, and how these programs/policies are approached by

people affected by this disease.

This situation has prompted the development of my research which explores the
situated realities and specificities @h&ircancer in a particular context of Vietham, and
the soci al and cul tural dynamics of | iving
experiences of breast cancer within broader context, my study demonstrates the structural

vulnerability and hellaccess problems facing women during and in the aftermath of a

7



Chapterl. Introduction

life-threatening disease. In this way, my research shows how living with a chronic health
problem for people in resoucenstrained settingsmediated by but also contrilgite

to social andconomic inequalities. My research also illustrates that while constrained by
dominant factors edst r uct ur al l evel, peopl eds ways
medical condition are not devoid of meaning and agency. Throughout my thesis | show
that people often draw orarioudogics to craft theunderstandingf the illness, as well

as deploy caieeeking strategies that resonate with traditional and contemporary
circumstances shaping their life experiences. By looking into patients and itheirsfainil
understandingf breast cancer and the social burden of living with this pathological
condition, my research addresses the current theoretical and empirical gap in relation to
scholarship on cancer lived experiences in a developing country cotitexéwVi
insights from social science perspectives, my hope is that this study will also contribute
to informing the design of socially and culturally appropriate care and more effective
supporting programs for women living with breast cancer in diffetsrfpdetnam,

but also other resourcenstrained settings where the morbidity and mortality of breast

cancer are both increasing rapidly.

Research objective and questions

My research aims to answer a central queéstiardo women experience breast cancer in Central
Vietnam7To achieve its ultimate research goal this thesis addresses three major research

guestions:
Question 1.How is breast cancer understood anard)thaticiaiilies?

I illustrate the meanings that women provide to explain the occurrence of their illness and
their notions of breast cancer curability, care, and survivorship. | explore how such
understanding embedded within dominant cultural cardtons of gender, health, and
illness, but also the interplay with biomedical views delivered to them via formal

healthcare sector and public health education programs.
Question 2.How do patients and their families respond to their illness?

To addressths questi on, I explore womends pract
and diagnostic services in responseeiodiscovery of symptomatic breasts. | attend to

how the women and their families manage cancer treatment and care after the arrival of

8
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breast cancer diagnosis. | also demonstrate the different ways that the advent and
treatment of breast cancer impact upon their lives andewell and how affected

people cope with the burdens of living with breast cancer.

Question 3 What are the stmadtsocial, cultural, and econantiafesttape the understanding

and experience of breast cancer?

In response to this question, | illustrate how the availability of breast cancer services,
quality treatment optioremd thecontinuity and delivery of care are shaped by contextual
factors, including the geographical imbalance of oncology services,-gsoumaed
healthcare system and insurance scheme, and the limited institutional protection in case
of a lifethreateninchealth event, as well as within the emerging importance of peer
support network My thesis unfolds the multiple ways that the life conditions and social
standingof breast cancer sufferers are mediated, altered, and intensified by those

influences ahestructural level.

Conceptual premises

My research contextualises womends | ived ¢
socieeconomic and political context of Vietham and is based upon the approaches of
Critical Medical Anthropology (CMvhere ithess and health are situated within large
socieeconomic and political forces that shape meanings, beliefs, and béBaegqurs

Singer, and Susser 201X3MA seeks to understand the power relaticiestiaf

biomedicine and their impact on health service delivery at individual, microsocial,
intermediate and macrosocial levels. Health inequalities resulting from political and
economic forces are the dominant emphasis of CMA. CMA views disease asnot onl
biological but also a social product, and endeavours to understand the social origin of all
diseases. CM#Aecognies a number of structural economic and political barriers to

achieve webeing, including social inequality, class, gender, racial and other
discrimination, poverty, structural violence, social trandralative deprivation, which
arearguedtoleaved r i ment al effects on peopl eds hea
levels(Baer et al. 2013; Dressler, Oths, and Gravlee 300&gs informed by political

economic medical anthropology extend the base of cultural construction and historically

specific social contextgation by addressirige empirical particularities surrounding
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sickness and healing, medical pluralism and the socially constructing process of disease
(Frankenberg 1980; Morsy 1990)

Within the CMAds framework, health is ¢
being(Baer, Singer, and Susser 2013, p. %)t can be understood by
| i n(Mudlliags 1987\here the patterning of human relationships, configuration of
social behaviours, conditioning of collective experiendegqasition of local ecologies,
and situation of cultural meanings are detedmby the dynamics of political and
economic forces, including forces of institutional, natemmalglobal scale. To study
health experience and behaviours, the examination of both micro and macro levels, and
both within and beyond the health arenatisally required in order to understand the
social relationships and social processes within the plural medicébsygeerh989a)

CMAGOs emergence 1is regar ded tmesdogtionrofef | ect i
political economapproaches in anthropology and an effort to engage and extend the
broader political economy of health tradi{®aer, Singer, and Johnsen 1986; Morgan

1987; Morsy 1990; Singer 1989a, 1989b)

My conceptual frameworituates the lived realities of breast cancer within
multilevel interactions to illuminate the interplay between an individual biological body
with sociecultural environmenidock and Kaufert 20Q1laced at the centre of the
innermost circle of the framework are the two central area®xforation:
understanding and experience of breast cancer as a pathological and biological condition
(Figurel. 1).
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The green innanost circle is thendividudevel at which my analysis aims to
explore womends perceptions of womends b
understandingf aetiologies, abnormal symptoms and beliefs associated with breast
cancer treatment. | also examine the practices of attending to breast symptoms, seeking
screening and diagnostic services, as well as accessing breast cancer treatment, the
experience of coping with this disease, and the agency that the women exercise as they
interpret and live with breast cancer.

The yellow circle illustrates theal/communéyel.At this level of analysis, my
study examines the interaction betweerwtmen with people in their kin or what
JanzerandArkinstalltermo t her apy ma n,dahgtéesraseat of clage kivat p 6
comes into the management of aswellas¢hats when
with healthcare provider€l978, p. 4)In Vietnam, treatment of a serious illness like
cancer is a collective endeavour, rather than a mere individual affair, in which family
members collectively make decisions about treatment-ahdutder its cds. The
relations between patients and their healthcare providers, as well as other peers and people
in their communities are analysed at this level. Other important factors to be considered
include the presence of screening, diaghastictreatment seces related to breast
cancer available in the locality, and social norms related to illness-sewkiogre
behaviours.

Thestructurddvel is illustrated by the largest eotest orange circle. Within this
level, | examine structural factors whidluence the experience of living with breast
cancer. Analysis at this level considers the wider cultural, economic, and political context
of Vietnam, including the market economy, poverty, class, social and geographical
inequalities, but also cultural ¢nrgions of gender roles, femininity dimelfemale
body, and traditional health beliefs. | also review current laws, national policies and public
health programs regarding the prevention and control of NCDs and breast cancer in
specific, as well as social protection policies applicable for bresrspatents. Such
frameworks have direct impacts on the implementation of-fedaléud programs and
proj etheggr owmddé | evel and the eXApaaysience of
of existing regulations within the universal health inst#ibas critcally important
to understandtvo mends ex per i e nmakieg peocess aldout screeningl e c i s i
and treatment following a cancer diagnosis. The role of metha arftience ofhe

nongovernmental civil society sector which is rdferr¢ o a s +tdgemonmicc ount er

12
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forced within (BaeetaQ0l3, p.f49speatifcalpatiekt activism

viapeer support network, is also taken into accBatient activisrareaésa form of
bio-socialityd that is the social identities and practices of a group of individuals sharing a
biological conditionNRabinow 2010)which has become central to understanding
collective practices enacted by alliances united by a similafRiksesn, Schermuly,

and Anderson 2019; Sulik 20b0} also offered a tool to health educators as they engage
with and assist affected communifidavis 2011)In Vietnam patientactivism at
grassroot level play an increasingly important role in enabling patients to voice their
medical concerns, mobilise resources to gain support or facilitate access to healthcare
services, and influence social and political cl{#orgastance, see Oosterhoff and Bach

2013; Vu 2014 regarding the role of support groups for different medical carlditions)
particularthe past years ka seen rising popularity of breast cancer pateworks

which have become a significant force impacting the discourses surrounding breast cancer
and the delivery of breast care services via awareness raising campaigns and social

movements.

In additionmy research is built on tbencepts of structural vulnerability, social
suffering, andheaningmakingwithin local moral worldés an anthropological inquiry,
my study adopts an inductive approach that allows me to refine those premises or develop

theordical perspectives grounded in the data collected within my research context.

Structural vulnerability

My research draws wupon oOstructur al vul ner
i nequalities in relation to womends acces:
vul nerability was developed fromolmhhe con«
Galtung first coined to define o0the indir

(Galtung 1969, p. 1)t Medical anthropologists, shmotably Paul Farmer throughout

his works on HIV/AIDS inHaiti, deployed this as their analytical framework to reflect

upon the devastating effects of unequal distribution of social and economic resources on
illness and mortalifgee Farmer 200Quesadand colleagu€é2011)ater proposed the
concept of oOstructur al vul nerabilityd whe
labourers in the U.S to highlight the challenges faced by this marginalised population

which were created by o0ne dsangdssriminatiannal i t vy
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I n my research | draw on the concept of
narratives of their susceptibility to cancer and their powerlessness in acting to reduce
exposure to biomedicaéigtablished cancer risks dutiaéir positionality within a post
war marketriven society. In Chapters 6 and 7, | also show the application of the concept
in revealing the numerous difficulties women in my research context encounter when
accessing breast canedaited services duestouctural and systemic barriers, including:
the absence of a national screening program; the uneven distribution of oncology
expertise and facilities betweenlecal tertiaryevel health facilities; overcrowding and
understaffed status at major urbaspitalsimproper public health insurance; and a
resourceonstrairdwelfare state. Throughout my explorations, | illustrate the multiple
ways that di fferent forms of structur al \
geographic locatioppvety, or employment in the informal sector, form and exacerbate
their experience of seeking breast cancer care, the quality of care, and health outcomes

they receive, as well as the social burden of living with such a chronic acute disease.

Socialsuffering

0Soci al suf f eArthurl§leinmansand ddldaguesamd asdemngblage of

human problems that have their origins and consequences in the devastating injuries that
social forcec an i nfl i ct o nl199 upm=)This eorcppet is certral tcoe 6
understanding the lived experience of an illness within a broader context as it highlights
the analytic focusienobawsepedophddsondffert
(Wilkinson & Kleinman 2016, 1) Medical anthropologists and sociologists have used

social suffering as an analytical frametoetpésec i al ori gin of peopl
manifestations, and the impacts that suffering leaves on their health and everyday life.
They situate suffering at the intersections of both individual and collective experience,
concerning how social structural eastshape and moderate such experiences. This
approach avoids examining social problems as individual pathology while not neglecting
the subjectivity and intersubjectivityofliness andthe lived experiences of suffering

and healingsee, for instance Broash al.2018; Kwiatkowski 2019; LaAgainwright

2013; Wilkinson & Kleinman 2016) such analysiegual attention is given to how

people interpret their illness suffering against the backdrop of their own experience and

the social conditions that they livgliack and Schepétughes 1996; Wilkinson and

Kleinman 2016)
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In attending to the experience of cancer across different stloeettescept of
social suffering allows for the examination of the bodily experiences of cheaitt,ill
but also how thprocess of suffering experienced by people living with cancer and their
families is shaped by and moderated by social context. Drawing upon this concept, in
their study in IndigAlexBroomand colleagu€2018highlight that patients living with
cancer experience shame, fear, and silence resulting from cultural ontologies of cancer in
that context where the disease is largely unknown. Cancer afflicts individual bodies, but
the bodiesre inseparable from social relations and f@rapgs 2006and suffering
can be an individual and a collective matter at the sanflémmanet al.1997, p.
xxiv). In her ethnography in rural nedhst Sichuan province of ChiAanaLora
Wainwright (2013jaintains that through the experience of cancer, family relations are
negotiated, reinforced, or undermined, andhbsgprocessscreatea social and moral
world. While some faljimembers transport cancer sufferers to the hospital or cook
nutritious foods, others migrate to bigger cities to look for better paid employment so
that they can provide financial support to the sufferer. In the same vein, my study
demonstrates how peepinderstand breast cancer not only as a pathological condition
but a form of both individual and collective suffering. | unpack the ditfensiiions
framing the perceptions and eseeking practices and the different forms of suffering
that permeatthe everyday life of breast cancer patients and their families.

Breast cancer in local moral worlds

Because life is all that matters to us, as Klei(@@an, p. 1jnaintains, it is inevitably

moral Moral experience includes all existential activities, referring to the flow of
interactions between ordinary pedfleinman (1988) as cal l ed il 1l ness a
soaks up the significenc f r om bot h an i ndividual and th
world (1988, p. 31Phenomenologists, suchvieleatPonty (2013)mantain that the

human body is not just an object, but the centre of all our being and acting in the world

and place the intersubjective nature of experience as their centre of analysis. They pay
attention twordaeospl ewhsi cdllsi &@oed worlcha sharedd i v i d u
experienc€Schuitz et al. 1971, p. 3Gyen the intersubjective and interpersonal nature

of care seeking and provision, that experience involhasntens between what

ant hropol ogi st s t e (Kieinmah 899 Yaogetal 200dpr al wor |
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To understand the experience of living with cancer, ideologies related to gender
roles and familial relationship need to be considered as the practices of seeking cancer
care anctaring for cancer patients are invariably imbued with moral connotations. In
Chapter 5, | explore hatlve local understanding poverty, hard work, motherhood,
and harmonious family relations affdctay peopl eds i nterpretatic
aetiologise. Throughout the process of searching for illness explanations, people
simultaneously articulate a complex range of attitudes towards the ongoing context of
social order and reflect critiques of established and modern values.

My thesis also shows how @ansufferers act and are regarded as moral subjects
as they make decisions about pursuing or forgoing treatment given the chronicity and
enormous cost of breast cancer treatment. People encounter moral dilemmas resulting
from such decisior{ftoraWainwright 2013)s to whose needs should be sacrificed and
i n many <circumstances, people are forced 1
andthewebei ng of other family members (see C
treatments also subject to ideals for a virtuous woman and a good cancer citizen (Chapter
8) who knows how to use the limited resources for survivdmaity economy rather
for theirown sake.

Breast cancgais can be seen in my thesidefinesnoral worlds. This is reflected
in Chapter 5 of my thesis in which my participants evekwatrativeghat equag
chemical exposure with hard work to account for breast cancer. In this way, they shift
responsibilit away from the sufferer for a past behaviour that is morally condemned.
Chapter 7 shows how the sufferersd positi
are altered by the occurrence of breast cancer. For instance, to mitigate the financial
burden asociated with cancer treatment, sufferers attempt to mobilise social support by
di sclosing their cancer status, thereby r e
affected by a previously stigmatised condition. Breast cancer, therefore, prplapts peo
to search for new meanimgtheir lives and values, and demands the formation of an

alternativelocal moral world.

Agency and meanings

While it is crucial to unveil the seeemmnomic and political structures in which the

experiences of living wikineast cancer are embedded, it is also important not to deny
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nor constrict the agency of the suffe(@ammeltoft 2006; Hannig 201af)d the
meaningnaking proceg&ernan and Lepore 20@0¢y undergo when dealing with their

health condition. In my research, | do not downplay the enormous burdens presented to
breast cancer patients and their families as their life is ravaged byréreeafuhis

i1l ness. However, I extend my analytical
agency and their attempts to find meaning in their struggles with the physical and social
hardships caused by breast cancer because the mere focusia@h fstetmts incurs the

ri sk of rendering those forces beyond cul't
(Hannig 2017, p..7)

A meaningcentre approach in parallel with the analysis of poverty and political
forces has aticted the attention of medical anthropologists when studying the
experience of illness and sufferingDé&ath without Weegtimgography, for instance,
Nancy SchepeHughes (1992gxplais Brazilian mother 6 experience wit
mortality in a local context characterized by extreme scarcity and economic deprivation.
While paying attention to social and economic injustice, Sdhgpesis also
concerned with the mothersodo |ived experien
a strategy to survive in that circumstance, the mothers practice emotional distancing from
their infants. In the context of Vietnaime Gammeltoft (200@xpandon the concept
of social suffering when she explotee experience of laterm abortion among
unmarried young womém the capital city. Sesconcerned with how social forces,
such as societal constraints and dominant moralities that subordinate women to men,
inflict harms onto the young women. On the other hand, Gamme}s&tpal attention
to describing the natives that reflect how the women find meaning in suffering and
seeks abortion out of desire and ambition
i mplies agency |J ust(2066sp.@@ency i mplies suff

Literature on the lived experiences of breast cancer has emphasised that as women
experience a new sense of identity-qroster diagnosis, they do exercisecggn the
process of finding new meaning, which provides them with a sense of control over an
uncertain life perio@f. Wright 2016)n the same vein, as we see in later chapters of this
thesis, the women and their families are not passive victims of societal constraints and
structural forces, and even in extreme situations, they can still draw on cultural and social
resources to caout theiunderstandingf the iliness and caseeking behaviours that

are meaningful to local circumstances and values. In this respect, the attention to the
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concept of agency allows us to understand how breast cancer is expesiuosd

gain vauable insights into how people find and maintain a sense of meanin@fatess

1995; Harris 1989s well as their capacity to take a@Bammeltoft 2006h response

to a disordered situation. In Chapters 5 and 6, | reveal that participants build their own
frameworks to explain the causes of their illness based on biomedical risk models and
draw upon public healtinessages to attend to abnormal symptoms in their breasts.
However, they cannot recaggthe narratives of breast cancer risk and early detection

that focus upon individual lifestyle factors and responsibility. Their frameworks are
instead crafted with aange of meanings that resonate with the historical and
contemporary circumstances shaping their life experiences. The importance of
considering the women as agents of their choice is also highly relevant when analysing
womends pract i c atentianf Speciécalll, throgghoot &€dapter 8,1in
narratives related to decisioaking about restoring their breast jpoastectomy, the

women often note dominant structural constraints limiting their choice, for instance,
social condemnations, gendereetqtions, or insufficient health insurance. However,
their stories are not devoid of agency and an element of choice. The women patients
choose to forgo reconstruction in order to maintain their agtigious women and

good cancer citizgnbut their decision is also one made to defy patriarchal ideals for
womends breast whol eness and resume a ser

bodies.

Outline of the thesis

This thesis is drawn upon the data | collected during my ethnographic Geryal
Vietnam and comprises nine chapters. The organisation of the remaining chapters is as

follows:

In Chapter, 2 review social science research in relation to breast cancer beliefs and
womends experiences of c adoe@momi@asettingssls di f f
describe the widanging metaphors women deploy to make sense of this pathological
condition and the fears associated with cancer and its ramifications. Chapter 2 then
outlines how cultural constructions of femininity and worodnblay out in the ways
women understand and approach their illness. Subsequently, it illustrates how women

respond to the uncertainty that the occurrence of breast cancer brings about. This chapter
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then looks atheliterature discussitigehealth systemar r i er s t hat i nf | ue
access to cancer screening and related care sardites structural context that stsape
womends experience of treatment and car e,
their families. Lastly, the chapter s=feithe most recent ethnographic studies exploring

the lived experience of cancer in the context of Vietnam.

In Chapter,3 provide information regarding the semtonomic and cultural
context of Vietnam. | describe the influence of Confucianism amthi®undon
Vietnamese peopleds | ives, particularly i
wor shipping practices. This chapter then
Buddhisminfluenced concepts related to the causes of ill heajtanygiprinciples, and
popul ar beliefs about food that continue
practices. Subsequently, | present the structure of the health system in Vietnam, its recent
changes postYi Mai (Renovat)d®86, and the operation of the national health insurance
scheme. Major trends regarding the countr
relevant national policies and programs are also reviewed in this chapter. The final section
of Chapter 3 introdusé hua Thien Hugrovince andHue Central Hospital where |
situated my ethnography.

In Chapter 4 present the methodology of this research. | provide an account of
the ethnographic setting and the challenges | was faced with when seeking access to the
hospital sites, as well as the different stages of building rapport with my research
participants. Next, | present in detail the different methods of data collection which |
deployed during fieldwork, including observation, interviews and focus gnogipsttalo
the description of my informants. Later, | specify ethical issues emerging from my
fieldwork and close with a description of the process of data management and validation.

From Chapter 5 onwards, | present the findings obtained from my ethnographic
fieldwork. InChapter,5 | expl ore the meanings of women
varying frames that people draw on to explain the causes of breast cancer. In viewing
cancer as a modern disease which is not recorded in the past, my pastteipants
construct theiunderstandingf breast cancer aetiologies based on prominent biomedical
and epidemiological discourses related to cancer risk prevention and control, for instance,
attributing the development of cancer to toxic food, the contagnemateonment, or
prior breast ailments. However, | demonstrate in this chapter how women locate such
knowledge in a framework that is meaningful to the situated history and their life
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circumstances. In that sense, this chapter illuminates how carogiesetiecome a
means to articulate peopleds critiques of
modernigtion, market economy, the legacy of warfare and traditional gender roles.

From Chapters 6 to 8, | focus on certain health experiencethaloagcer care
continuum, beginning with the discovery of a breast lump leading to a breast cancer
diagnosis, until the period of pursuing hogpas¢d treatment, and obtaining care in the
postcancer life. IIlChapter,6 | | ook i nt covewyohadredsslumpandt i al
how they attend to their symptomatic breasts. | explore the various premises people draw
upon to assess the benign or malignant potential of a breast symptom and the respective
methods they practice when treating a lump petdeibe northreatening. Chapter 6
also describes the circumstances when women decide to seek medical attention and their
encounters with the health sector. In examining the initial experiences of breast cancer
screening and detection, lillustratethe dva bi | ity of routine brea
preferences for breast care services, but also theaarrajectory to obtain a diagnosis
of breast cancer. | al so examine womenods |

they experience and theysighey interpret the confirmation of breast cancer.

In Chapter Vbegin with the treatment trajectories of two womengtand Long.
These two women had varying experiences with breast cancer by the time of my
ethnography: Hhg was undergoirghemotherapy after she was diagnosed a couple of
months prior to our first encounter, whereas Long had lived with breast cancer for nearly
eight years and repeatedly went back to the hospital to obtain her monthly hormone
therapy. The two women also défkin the ways they approached and managed their
illness due tthe differences in their treatmstatge and soeeconomic status. However,
their narratives exemplify the situation facing mattme other women patients | met
throughout my fieldwork. Howing the presentation of these two cases, | discuss the
consistencies in their treatment trajectories and in doing so, demonstrate the crippling and
manifold burdens of pursuing breast cancer treatment. | describe the experiences of
undergoing prolongdtbspitalbased treatment for not only the patients, but also their
accompanying caregivers. Later in this chapter, | examine-thstinggmpacts on the
welfare of the sufferers beyond the hospital settings caused by the pursuit of breast cancer
treatnent given its chronicity and enormous costs. Eventually, this chapter illustrates the

availability of institutional support for people living with acute medical conditions like
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cancer and how the patients navnicgpmg e t he
with their iliness.

Wo me n 0 s -nthleng regardiogitheir bodies puossstectomy is the focus of
Chapter. 8 first present a case study ofi-Anh, a woman from a Northern province
who sought breast reconstructionHoe due to the Central Hopi t alidus pr est
reputation fothis type of surgery. However, though breast reconstruction was frequently
discussed among my participants, only a small number of women had enrolled for the
procedure. | illustrate the different logics provided by wimmgreir decisionsbaund
reconstructive surgery as they grapple with their mastectomiged dxpdain how
people perceive the importance of restoring the lost breastgsbsttomy considering
the meanings attached t ohapteo hsbow bosvthbfeagsa st s .
over the procedureds invasiveness, but al :
metastasis discourage women from having reconstruction. Further, this chapter
demonstrates how their decision is heavily influen@ddymon perception linking
reconstructive surgery wdlt o s met i ¢ practi ce. I n order t
making within its wider context, this chapter also unpacks the influential factors at the
healthsystem level, notaplpatieniprovider commuication and issues related to
i nsurance rei mbursement. The nuances of w
their mastectomised body and defthiegxisting social gendered norms is also discussed

in this chapter.

Finally,Chapter ummarises the key findings demonstrated throughout the thesis
in relation to the research questions developed earlier. It then highlights its major
contributions to expanding the scholarship on the lived experience of breast cancer. The
last chapter alsdraws out practical implications for the process of drafting and
I mpl ementing appropriate interventions to
cancer care services and better support those living with breast cancer in the particular

context of Vietna, as well as in other resotroastraiedsettings.
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Chapter 2.

Understanding Breast Cancer: Social
Science Perspectives

Introduction

Social scientists have sought to document wide diversities regardoudfwraidseliefs

about breast cancer, as well as the compl
cancer within political economies. Through their accounts from diffeieiconomic

and cultural settings, they underscore that the knowledge and experience of cancer is
profoundly dependent on the cultural and religionBguration®f awo mands body,
health and iliness; thecal ideologies of gendeles, womanhogdnd femininityand

more importantly, on the varying politEadnomic contegthat shape access to breast

care services and the life conditions of affected people. In this chapter | review existing
social science scholarshegarding the constructiari breast cancer knowledge and
womends responses to the disease across Ve
out the wideganging metaphors women deploy to describe this pathological condition

and their apprehensions about the associated détimmamifications for their
psychological, physical, and socialbe#ll. The literature | review also emphasises how

cultural constructions of femininity and womanhood dffectvaysvomen approach

their illness and mediate the bodily disfiguremaseaddy breast cancérhat also
emerges from the |iterature reviewed her
uncertainty of breast cancihis chaptethenexaminegactors at the health system level

that are found t o i nfdcraemingaed cancencara $E/iCe8.C C € S
Following this, teview existing accounts that place breast cancer within the political and
economic context and reflect how this disease is predicated upon but also amplifies
inequalities at different levels. Finddly chapter describes the most recent ethnographic

studies exploring the lived experience of cancer in the context of Vietham.
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Fear and metaphorical associations of cancer

Particular illnesses often carry meanings that reflect social concerns ated dcethel

historical and cultural contexts surrounding the disease rather than its particular
physiologial effectgSontag 1979; Young 1988 a serious and lifereatening disease

with unclear origin and uncertain treatment outcomes, cancer has become more than a
clinical condition but also a metaphor for many terrors of dgiyelifean 2000 here

has been significant attention devoted to studying how people in different digires re
ontheir beliefs of thisliless

Tracing back to literature in the twentieth century, Susan Sontaghoeveal
cancer is used as a metaphor for evil in Western s¢Sietiteey 1979According to
Sontag, the media, literature and popular discourses depict cancer as a type of unrestrained
and chaotic evil force that unique to the modern world, with cells that destroy the
natural order of the body and society. The metaphors associated with ill health such as
cancer can seriously affect the ways sufferers perceive their own condition as well as the
behaviours of othertowards them.

In another Western setting, a studyh@nembodiment of cancer among Italian
women(Gordon 1990jindst hat br east <cancer is often de
or othing. 6 It i s something bad that des:
owild beast,6 a o0Oblack tarantula,dé or a ©0
f or ce, soorneeitghni 6n gattagkihghfrem dutside yhat they cannot grapple
with andby which thewre eventually defeated. \Afigleging metaphors have also been

used to describe cancer, including as an
many legf, or i nstance as an o0octopus with | ots
Ospidero6 with sharp | egs and antennas, O0Ow

as noted in an Israehsed study\(eiss 1997)

Metaphors are not simply a linguistic indication but actually based on the
embodied experience of the individ(@lbbs and Franks 2002; Helman 2(@&fients
create metaphors to make sense of ¢thatic world caused by cangeeisfield and
Wilson 2004 )convey inexpressible emotions and experiences, or exercise control through
the imagery they chod&kott 200Bennett et al. 2006or instance, patierthen use
Ojourneyo6 metaphors to highlight the diffi

hand while on the other hand, it is used to express a sense of control over their illness
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experience. The use of journey as a metaphor has becomeepervagivmedical and
popular language in the twentieth first century as cancer is more widely perceived and
experienced as a chronic illness ratherth@rute ever(Reisfield and Wilson 2004)

Al ong with oO0journey, 6 military metapho
on cancer 6 can characterize @rooma200lp n al ap
Meanwhile, media usually adopt martial analogies to explain the disease process
(Harrington 20122 nd pati ents describe thenghtel ves a
and (Bemnd et al. 2017, §3) In an autobiographywritten by a physian
Madeleind/eldinr ef er s t o her accounts of breast c.
othe one who could die in the middle of i
the enemydé in which she and the oncol ogi st
(2013, p36) The image of fighting indicates the serious and invasive nature of the cancer
process and simultaneously reflects a sense of fear and terror facing patients when they
are diagnosgfenson et al. 2004; Reisfield and Wilson.2004)

Women often associate cancer with, fegtreme pain and full of suffering
(Bottorff et al. 1998b; Mathews, Lannin, and Mitchell 1884@pn 199Q)For mat
wo men, breast cancer precipitates fears b
wi t hi n (Bdtterff db a. d99&) p. 2078ssuming that breast cancer is a foreign,
diseaséhat only affect white womeor themselves nbaving theisk of breast cancer
is often found among women from culturally and linguistically diverse backgrounds
(Bottorff et al. 1998; Hubbell, Luce, and McMullin 2005; Taha et alF2dIr2stance,
Jordanian womegre found tanaintain that there is no reason for the development of
cancer which they believe comes suddenly or that only Almighty Allah knows about its
causes and with such belief, they often find themselves iroafetatand denial when
hearing about the diseaSalfnan, Zoucha, and Nawafleh 2018

Breast cancer is also feared because of the social stigma towards the disease. In
many cultures, a family with a cancer patient is considered as one with an unhealthy status.
Having breast cancer inrfiaular is viewed by South Asian and MiHdtern women
as jJeopardising a womandos status and the
marriageability of her childré®aronrEpel et al. 2004; Bottorff et al. 1998; Taha et al.
2012) A study in South Korea, for instance, reveals that in the past when cancer was rare,
families with cancer patients might face stigma of shame, ill fate or be casdidesed

with moral troubles, and as such they attempted to conceal the news of the cancer
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occurrence from people beyond their closg&mo et al. 2013)n the same vein,

Chinese immigrants in Australia regancer as a private issue that should be circulated

only within their family. Believing cancer to be a bad omen and bad luck, they avoid
mentioning the word cancer and instead usi
or the typical Chinese termhan{meaning growth) when being intervie{#dok and

Sullivan 2006)

Loss of womanhood and femininity

I n any given | ocation, a womands experien
from the social expectationd femininity and womanhodtbr instance, see Gibson et

al. 2017; Yap 1998nhd local ideologies of her roles and duties as a mother and wife
(Banning and Tanzeen 2014 BreaStedneecis widely an g En
perceived to incapacitate women from fulfilling their childrearing and other domestic

roles. This is particularly pronounced where the cultural constrfogiender roles and
womanhood maintain that women should be si
their seHworth lies in their ability to care for other family members.Igxesddi women,

for example, believe that the diagnosis of breast canger t i mi z e s a hus
abandonment of his sick wife as she is ol
r e pl eBarenBpel et al. 2004, p. 10@)hich is also articulated in researctihiero

societies in the Middle East or Asig Azaiza and Cohen 2008; Yap 1998)

Such notions of gender roles have stror
treatment outcome§or instance, analysithg narratives of women living with breast
cancer in SpaidnaPorrocheEscudero (2012)1 | ustrates that women:
patientds role is seriously impacted by tF
roles aghe primaryaregivers within the family, which precigitatermais anxiety and
stress to the women and interdavéeh their ability to recover from cancer treatment. In
another setting, ethnographic researclessic&regg (2003xamineservical cancer
in a lowincome neighbourhood in Brazilex dominant cultural constructions regard
women as hypeensual and their sexuality as a dangerous force that must be controlled
by men. Brazilian womend6s interpretations
upon such constructions in a semsg they come to see no reason in adjusting their

sexual behaviours because they have no control over sex and it is a means of survival.
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Instead, women understand pap smears as a form of cancer prevention and treatment and
believe that seeking the tesulady prevents them from being infected with sexually

transmitted diseases that cause cancer.

Women experience a wide range of bodily changes brought on by their cancer
and its accompanying arduous treatrfse@ Sun et al. 2018 for a summary of breast
cancer treatmentodos effects .Wiheatheresatime n e x p ¢
loss is a body part which defines womanhood and femininity, such as the loss of a breast,
hairloss or disrupted menstruation while being on hormone therapy, women are filled
with apprehension about their distorted b
woman and &aha ataln2012,Belr Denmark, for instance, for women
patients, their bald head when undergoing chemotherapy is perceived as a loss of
femininity, sexuality, selbnfidence, and associated with sickness and even death. They
therefore use wigs and maigenot only to resue a womanly look, but also to thwart
the death connotatiqgilansen 2007)

Meanwhile, a breast lost to mastectomy is for women a major disruption to their
body structure, symmetry, and harmony. Women in China, for instance, report
dissatisfactionwiththei body and turn to words such as
their body that is absent of a bré@steng, Sit, and Cheng 20Y@hen losing a body
part which socially defines femininity, women report the feelings of lowered confidence,
selfstigma, discrimitian, or social embarrassment,ickthare noted in studies with
different racial groups such as Chif@&emoth et al. 201 Braziliar(Muniz da Costa
Vargens and Berterd 200af) Swis¢Piot Ziegler et al. 201@)omen, regardless of their
age(Trusson, Pilnick, and Roy 20¥&)ross various settingachbody disfigurement is
a constant source of anxiety for women because it may have detrimental ramifications for
their sexuality and intimate relations{@®ng et al. 2016; Fifita 2016; Taha et al. 2012;
Yap 1998)

As women confront tensions arising froeirtaltered bodies, they are demanded
to renegotiate their identity and new sense dBSselfet al. 2018; Trusson et al. 2016)
but also soctoultural scripts surrounding health and ill@ssmpvoets 2003; Gibson
et al. 20175uch bodily changes cause immediatedoal limitations and interruptions
to a womands daily 1|ife, and can al so bec

leaving her with unsettled physical and emotional sufféraxp 2021; Mulemi 2010;
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Wright 2016)Bodily disfigurement resulting from breasteaand the radical treatment

it necessitates may severely restrict a
accommodates her altered health status, thereby deteriorating her status in the nuclear
family and the society she belond&teco 2021; Porrociiescudero 2012; Remennick

2006; Wright 2016)

w

Facingcanceruncertainty and womenoOs adsze

Ambiguous signs of some suspicious lump that might become cancerous or equivocal
pathological resul{$landerson 2011but also unsolveitireats of canceecurrence
despite having completed treatm@imir et al.2010; Trusson et al. 2016)eate

ongoing uncertainty for patients and their kin as they live with breast cancer. Cancer is

oprobl ematic6 because of how people are d
(Manderson 2011, p. 328ncertainty also derives from irresponsible health promotion
campaigns that fail to respond to the level of knowledge of its target agroups
unnecessarily evokes public health concerns and @damtynongon, Pylypa, and
Nichter1999) Regar ding peopleds accounts when c¢
growing attention to studying the sense of destiny or cancer fatalism, known as the belief
in a | ack of humands p deathisinevitalderwhen aamaere r , 0|
i s p r RowesandtFinie(2003, p. 4828ncer fatalism has been a widely established
di scourse in public health I|Iiterature as ¢
careseeking behaviours, especially in research conducted in low income or resource
constrained settings or invotyimnderserved, immigrant populations in developed
countries who are wuswually described I n t
oOirrational 6 or 0i gnor anfforjnstanc,rsee Drewandee d o
Schoenberg 2011; Kassam, Berry, and Dharsee 2017; McMullin et al. 2008)

However, religious beliefs are not necessarily linked with fatalism about cancer.
As illustrated in the study conductedrliyez et al. (2008mong Dominican women,
the perceivedant i od e sof(idieosét i ny) i s consistently me
who agree with a statement indicating that breast cancer is like a death sentence. Yet, these
women do not describe destiny as a supernatural process but as a convergence of both
oneds own actions and external determinant
genetics that surpass their control. By e
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in coping with breast cancer, the women in this study only equate death wetdmioezast

in certain cases such as late diagnosis or lack of treatment. The belief in individual control
over their destiny is articulated among women in other settings who often describe God

as an important source of strength, providing them with protecties and helping

them cope with breast cancer despite their perceptions of the fatal nature of the illness
(cf. Salman, Zoucha, and Nawafleh 2018)

Turning to religious and spiritual practices or sacred forces to seek healing can also
be pragmatic actions to address the disruptions and uncertainty that shénadiézi
with cancer Smilarly navigaihg through multiple healing pathways, from- self
medication to traditional medicine and alternative the@feeswomen differenways
to addrestheirloss of control over healtBuch actions are more resonant among women
experiencing cancer within a context where there are limited resources available to them
(Fifita 2016; Wright 2016; Yap 1388yhen biomedical treatment turns into a miserable
experiencéLivingston 2012¥or instance, in Tonga, an ethnogragtudy conducted
by Fifita (2016%uggests that many women refuse surgical interventions for breast cancer
due to their religious beliefs associated with dying with a whole body and the faith of
accepting their physical c deydantinuedorseelh s Go d ¢
traditional healing practices although they might not admit that. Their behaviours,
however, should be considered as responses to a circumstance where a nationwide
screening program is absent and cancer is often diagnosed at ddyerarsitherefore
cannot be settled by biomedicine.

Decisioamaking regarding cancer care is a process that constitutes complex series
of activities and one not readily characterised as simply dichotomous distinctions between
fatalist perspectives asons ol at ed construct and ocontro
prevention, screening or treatment) without taking into account barriers at structural
levelsMcMullin et al. 2008 at al i st bel i efs reflect peopl
who survive cancer, but can also suggest broader issues regarding access to cancer care.
The ethnographic study conducted among Jordanian worSahman, Zoucha, and
Nawafleh (2008, f or exampl e, shows a widespread
strong beliefs in destiny. This research, however, points out that the lack of information
on breast cancer, the role of media, missing gem®mrdant care, and a ghge of
qualified healthcare staff can al/|l provi d:

not just their fear and breast cancer fatalism.
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Further, attributing cancer to fate car
power relations in biogdical practice because such fatalist notions may constitute a form
of resistance or a weapon of the powdiBzdshem 1991prew and Schoenberg (2011)
argue that faliam is a rational way that the powerless cope with the world and
considering this, theyewf at al i sm t o be a form what Mar |
cul tur al i d(Nichtes20l®)Ni dhséresasaggests that pe:
di stressdé to express and as adaptive respc
such as anger, powerlessness, social msatgmaland insecurit{2010, p. 405)
Recognising fatalist beliefs in seeking <c
paying attention to the importance of context that leads women to experience and voice

their concerns.

Health-system barriers to cae-seeking

There is an established link between screening and reduced breast cancer mortality
(LaubySecretan et al. 20,1&0d better prognogksield et al. 2003y attempts to explain
womends screening behavi our speotpheerbes arud ta
beliefs i n relati on t oe.g wovamg re al. 2@1d)d i e s ;
misinterpretations of abnormal symptgisodley et al.16) or understanding of the

curability of the disease, particularly the concept of fatalism, as well as the stigma of cancer
are deterrents to womenos p6EAbraidelanzpaett i on i
al. 2007; Azaiza and Coh80&, Bottorff et al. 1998; Kwok and Sullivan 2606Yhose

reasons, women might resort not to check for breast cancer themselves or keep their
activities and concerns private in order to protect the standing of their family in the
community Banning et al. 2010However, research has increasingly begun to
acknowledge healthy st em f act ors that influence wome
cancer screening, including: the presence of screening and diagnostic services; availability

of a health insurance thavers breast cancer care senapgsppriateness of promoting
materialsscreeningissociated costs; timeliness and availability of medical referrals;
adequacy of health information; gender sensitivity of the health systems; and the attitudes

of the hedhcare providerfor instance, Abraidcanza et al. 2007; Manderson 2011;

Pasick and Burke 2008; Pruitt et al. 2005f et al. 2019)
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In various contexts, the docfmatient relationship is underscored as a factor that
prevents women from seeking breast screening and cancer treatment. In the U.S, for
instancel.ende and Lachiondo (200@)d thatthe way doctors interact with women
patients rather than cultural ideologies or beliedntributes to AfricaAmerican
womenos hesitanr sreehing despgiteo firee mammoigraphy and
transportation support. Their finding regarding communication with healthcaresprovider
as a det er mi n a-seekingdecisiwrms s eonsistent with tad stuilyrioy
Hamilton, and Moore Q22)which was also undertaken in the U.S. Breast cancer patients
of African background in their research reporir teperience with insensitive
healthcare providers who choose an impersonal style to communicate a cancer diagnosis.
Lack of communicetn about shared decision making is also noted, which renders
patients in strained and distressful situstwbien deciding about their treatment given
their limited cancer literaall of whichpr of oundl y af fects the pe
experiences. danwhile, doctors who are believed to be more honest and less money
driven are found to be among the crucial reasons that motivate women to obtain
treatment even in a less resourced context instead of resorting to medical travel as noted

in an ItalybasedesearcliGreco 2019)

Existing literature also highlights the lack of gesedsitive care at medical
settings as an issue that needs to be addressed in order to promote the screening uptake
of women who del fear and humiliation at exposing an intimate part of their female
bodies to healthcare providers of the oppositéAzexza and Cohen 2008; Bener et al.

2002; Kwok and Sullivan 2006; Luquis and Cruz 2006; Woof et alTR@1&)ctor

causes wometn delay in seeking screening services; it also affects other aspects of
obtaining medical care. For instamgamen patients may feel scared and anxious to ask
questions regarding their treatment bearing in mind a perception that male staff are
authoritative figures who cannot be challefigedt al. 2002)Vhile some might argue

such concerns with modesty is culturally embedded in madsinadyiconservative
societies, womenod6s reluctance can be remed
screening facilities with female provideadscommunicating the presence of feordie

radiographers in screening materials and promotirig @Veof et al. 2019)

Lack of health information or information delivered in a culturally inappropriate
manner might evoke uncertaiaty concerns among women over the harms associated

with breast screening and eventually attribute to theatteodance to the services
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(Watts et al. 2004A study among Chinese women conductdéwmk and Sullivan

(2006¥inds that the printed materials used for mammography promotion materials might

not be relevant for the population with poor education. Additionally, fears regarding
mammography are not watldressed in such materials, which renders many women in

this stidy to be frightened about the physical damgéigeedon their breasts because of

t he screening procedur e or rai sed doubt
effectiveness.

Current literature confirms that women covered by health insurance report higher
screening rat€slanson et al. 2008)hi | e being uninsured precl
preventive services, thereby causing delays or evattendance in seeking medical
attention in response to abnormal breast symptoms, particularly inqEsmsedings
or among minority populations in developed courfifesper 2000; Remennick 2006;

Yu, Hong, and Seetoo 2008)omen of lowncome status without health insurance are

left with a lower cmee of early detection ankderefore, more likely to present at an
advanced stage of cancer with poorer treatment outcomes and a lower chance of survival.
Additionally, they have to encounter greater barriers and burdens, such as receiving cancer
care ofinferior and negligent quality, discrimination, and unemploymeriKasfger

2000)

The political economy and living with cancer

Social science literature has underscored that class, poverty, and social inequalities
prof oundl y s hape inocseekingdacertscreening and raatmens the
continuity of care and compliance with recommended treatment segindeherefore

heavily influences their treatment outcomes and chance of survival. This prominently
figures in ethnographic explorations in resamestrained countries where many
women with breast cancer forgo treatment because chemotherapy and hospital bed
charges are beyond their affordability and perceived as an unnecessany theiden

close kin(e.g Mulemi 2010l is also reflected in research exploring the experience of
living with an illness such as cervical cancer which is more likely to affect poer working
class womeGregg 2003)For instanceRebeccaMartinez (20183xamines cervical

cancer at the intersection of poverty, class, and race within the changing landscape of

Venezuelan nationalism and neoliberalism. Her account highlights the popular discourses

31



Chapter2. Social Science Perspectives

among doctors and publiealth professionals that associate cervical cancer with
promiscuity and personal hygiene, which implicitly carries moral judgements against
women who bear the brunt of this disease as low class, poor, and lacking culture.
Meanwhile, in the context of Tgay a®atriciaFifita (20165hows in her ethnographic

fieldwork, the inadequate provision of screening and treatment for cancer is constrained
due to countryds poverty and depemdency
promote early detection unaffordable to most Tongan women. On the other hand, some
women prefer and choose biomedicine over traditional healing practice in order to assert

their class status and modern subjectivity but not merely because they hateetrust

optimal outcomes of Western medicine.

Soci al i nequalities acting as i mpedi men
attention are also echoed among studies of underserved populations in developed
countries. In Canada, for example, reseafbrnellyand colleagu€2009¥inds that
while healthcare is publicly funded, low socioeconomic status associated with migration
is a major reason explaining low participatidraast and cervical cancer screening
programs among Vietnamese women immigrants. As most of the participants in their
study work informally to earn money or help their children at home, taking time off to go
to medical cheelips and screening is challegpgind costly. Limited language skills also
impede their ability to interact with healthcare professionals and attend screening
progr ams. Their study emphasises that the
unwillingness to prevent and treat ilinlbsald be held accountable.

In capturing the manifold burdens faced by women when living with cancer, social
science researchers have devoted attention to unfolding the different ways that cancer is
framed by, but also reproduces and reinforces class and poverty. Having cancer
exacksat es a womands social position in vari.
of poverty(PorrocheEscudero 2012and those who are the most vulnerable, such as
the uninsured, unemployed, rural and poor women are further disadvantageddr
lossof employment due to physical impairment directly resultant from their medical
condition or treatment afteffects, such as arm lymphedema (after axillary dissection as
part of breast cancer treatment) and extreme fatigue, aggravates the finantsabproble
the women and their families. For those living in rescomsgrained settings where
UHI is absentorundérunded, women have to sell their

properties or borrow money, in many cases, at exorbitant rates of imterdst, to
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finance the enormous resources required to manage (Eafitee2016; Yap 1998)

Considering the devastating circumstances facing the women and their family members,

but also the uncertainty of treatment outcomes, especially in theaeascetiacancers

(cf. Banning and Tanzeen 2014; Greco 2(Barh across various settings highlights

the situation of precarity in womends cart
literature on chronic livingith other medical conditiorfe.g, Manderson and Warren

2036). For such reasons, the fear and worry about burdening their family with tremendous
hardships associated with managing cancer are pervasive among cancer patients across
various societies and cultural setfjaig#AshingGiwa et al. 2004; Greimel, Padilla, and

Grant 1998; Mulemi 2010)

Geography and cancetreatment

Obvious in this body of research on cance
rurality compound the influences of other
and care. As a ltareatening medical condition, women diagnosed with cancer must

search for the best treatment to increase their chance of survival, which, in many cases,
requires them to move outside the region of residence within their own country or
overseas to access oncological technology and care that is locally unavailable,
unafordable, or of substandard qualiifita 2016; Greco 2019; Sargent and Kotobi

2017)

I n her analysis of I talian breast cance
earlierCinziaGreco (B19)explains heaktelated mobility through the use of logics of
access and healing, as well as the logic of cure, and highlights the structural inequality
between thenorthern andsouthern Italy. For southern women interviewed in her
ethnographic rearch, their decision to go north is influenced by their belief in the higher
quality of treatment and better medical techsithag caracces northern hospitals

despite having to incur substantial costs and logistic problems.

In more disadvantagesourcgoor contexts, pursuing cancer treatment and
acquiring medications requires lengthy journeys to urban cities or abroad. Even in settings
where there is some form of subsidy provided by the govemserding and receiving
countries, women stilave to bear significant eaftpocket expenses for transportation,

housingand other nommedical items associated with their medical travel. This situation
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renders them more vulnerable to financial precarity and social margin@ig&tion
2016; Sargent and Kotobi 201&%) alone the exposure to malpracticgiléul harm in
case of pursng treatment overseas walegal protection is limited for foreign patients
(Whittaker, Miaderson, and Cartwright 2010)

Ethnographic studies of cancer experiences in Vietnam

In the context of Vietnam, ethnographccount®n cancer lived experiences are rare

despite thehift inVietnamto neoplasms asn@ajordiseaséurden in the last decades.
Exceptions include the workMariaStalford 2017, 2019yhosedoctorakhesis focuses

on the predicament of ru@velling cancer patients and their caregivers at two leading
tertiary hospitals in the South of Vietham. Her ethnographic research reconceptualises
rural health as a term that encompasses constantlvaratrael and lengthy stays in

the urban cities for accessing oncology ¢c
cancer treatment, such as radiation and chemothatapyd argues that geographic

distance comprises a form of structural vulnerability rather than merely a static access
barrier. She demonstrates the varying and compounding ways that spatial geographical
disadvantage impacts upon cancer treatment egpsyidrereby unfolding the power
differentials and the unequal distribution of resources between countryside and urban
areas that affect health inequalities. Further reBaatobenonducted b$ars&Swenson
(2020)duringan 18month fieldwork also in Southern Vietham. While her work is not

directly concerned with the lived experiences of cancer patients, through the examination
ofBwldhi st charity volunteers in Ho Chi Mi n
suffering and miserable hardships facing patients undergoing treatment at the constantly
overcrowded City Oncology Hospital. These studies provide vital kndatettige

el orations of cancer patientsd behaviour
surrounding cancer in Vietnam. Informed by these studies, my research expands the
existing |literature by concentrating part
breastancer and prowdnew insights into the life of the people whose voices and illness

experience remain largely unexplored.
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Conclusion

Social sciencecholarship hagveatd that breast cancer is not merely a pathological
phenomenon that can be understood with an exclusive focus on biomedical explanations.
Thegtudiesn social sciencébave reviewed in this chaptéfierimportant insights into

the depth and complexitteso womenodés | i ves as they come t
this illness. Throughout the review of previmesearchdeploying social science
methodologies and standpoints, this chapter has described a multitude of factors

i nfl uencing wo meatiSiagmakng inaetapon to dneast canced In

doing so, it has also reflected the wider cultural, social, economic and political context
upon which the construction of knowledge and experience of living with breast cancer is
predicated.

In many cultual settings, breast cancer remains a dreadful, fatal disease that occurs
because of some divine powers beyond a hu
affected familiesd standing in the communi
resultside bi | itating consequences on the women
the weHbeing of their children and future of intimate relationships. Women might be
discouraged from seeking diagnostic and treatment services because they believe that the
curability of the disease is in the hand of supernatural forces. Nevettieless,
conclusions that focus on culture and religion as solely responsible for breast cancer
related behaviours are problematic and health interventioesngifetses changing
cukural beliefs are at risk of being misguided and “alimng(AbraideLanza et al.

2007; Loncke 2016)Vo me nnivilingness to present at breast screening does not
necessarily originate from traditional health beliefs but the lack of culturally competent
healthcare providers, the absence or dndded health insurance, or low socio
economic status. Understandim@ me kndwdedge and practices related to breast

cancer requires more thorough examination that should draw on broader views. In this
regard, ethnographic research can contribute greater depth to uncovering social
constraints | i mi tseekigg camosoreenirigsanulgatmantand ces of
more importantly, the larger seemnomic structures that explain the vasamice

illness experience and health outcomes.

My thesis corroborates the critialal r ol

significance in studying ill health by revealing how social and cultural factors influence
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w 0 me undesstandingf and responses to breast cancer in a particular context of the
Centralregion ofVietham where there is scarce knowledge of this tofhe. thapter

t hat foll ows, I provi de t he pditza, &dgad ound
economigcand culturatontexs, traditional health beliefs, as well dsegdthsystem, and

t he g o v ecentnsponsed ® the growing burdens of NICAso describe the

field sites of the province and the hospital where my ethnography occurred.
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Chapter 3.

Local Settings: The Context of Vietham
and Introduction to Field Sites

Acountryds snapshot

The Socialist Republic of Vietham is a spagky state, headed by the Communist Party

of Vietnam (CPV) which assumed power and became the ruling party since 1945 in the
North of Vietham and the whole nation sithee197Reunificatiorafter the end of the

Vietnam War. Since the launch8f Mai (Renovation) in 1986 which marked a shift

from a centraliplanned to a globaligtegrated, sociaklstiented market economy,

drastic changes in all social, economic, andgb@gjwects have swept throughout the
country. There has been some transition t
CPVOs commandi ng r ol (€hayer2810)r e mai ned wunchancg

Vietnam is the thimhostpopulous country in SouBast Asia with over 96 million
people in 2019. More than 65% of the total populationg@sideal areas, but there
has beea process of rapid urbanisation in the past two decades. With 54 ethnic groups
residing across theury, Vietnam is a mu#ithnic nation state where Kiathnic or
Viet group account for 85.3% of the total populdBaneral Statistics Office 2019)

Geographically, Vietnam is divided into six regions, indiodiRgd River Delta,
Northern midlands and mountain areas, North Central and Central coastal areas, Central
Highlands, South East, and Mekong River Delta. It has 63 provinces (including five
municipalities or centrglvel cities), each of these provinces is further divided into
provincial cities, distrgtor towns. A district comprises wards (in urban areas) or
communes (in rural areas), or township, the lowest level of administrati&systeh
Statistics Office 2019;0/Md Health Organizatid2016)
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In the last three decades sindeMai 1986, Vietham has showcased a success
story of remarkable economic growth and poverty reduction. GDP per capita has been
growing at over 5% annually which is one of the fastest rates in the world and only behind
China. Poverty rates have sharply decdhomdhearly 80% in 1993 to below 6% in 2018
(considering US$3-a@lay poverty rate), and living standards have significantly
improved across the coun(/orld Bank 2021; World Bank anthistry of Planning
and Investma 2016) With a GDP per capita of over US$2,700 in 2019;fald.7
increase as compared to early 2002, Vietn
poorest nations to a loweriddle income country and among the most vibrant
economies globally. Hewer, regional and social inequalities emerge and grow as the
consequences of rapid economic transformations. For example, ethnic matnarities
comprise |l ess than 15% of the countryds pc
poor (Priwitzer 2012Norld Bank 2021)

According to results fromighlatest censy&eneral Statistics Office 2Q1e
national average life expectancy is 73.6 years (71.0 among men and 76.3 among women),
which is the highest among countries recording similar incom@Veviel8ank 2021)
As ca be seenin Tab®1i | l ustrati ng t heeonanecandheathd s maj
indicators, Vietham has a young population. However, Vietham has become a rapidly
aging country due to declining fertility and growing life expectancy for both men and
women, which negatively atie economic growth and social security financing (for
summary, se@iang, Pham, and Phi 2Q19)

Table3.LVi et nambés maj @019)i ndi cators (2009

Indicator Value Year
Population growth rate (%) 1.14 2019
Population densitpersons/km) 290 -
Age distribution (%) -
0-14 24.3 -
1565 68.0 -
65 and above 7.7 -
Married population aged 15 and above (%) 69.2 -
Average age at first marriage 25.2 -
Women 27.2 -
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Men 23.1 -
People aged 5 and above with disability (%) 3.7 -
Total fertility rate 2.09 -
Adult literacy rate (%) 95.8 -
Sex ratio at birth (boys/100 girls) 114.8 2018
Health budget in GDP (%) 4.02 -
Health budget in state budget expenditure (%) 13.8 -
Health budget per capita (1,000VND) 2,351.90 -
Number of doctors per 10,000 population 8.67 -

Number of hospital beds per 10,000 population 30.10 -
Population covered by public health insurance | 86.80 -

Sourc&eneraltatistics Office (2019) and Ministry of HEai(1.8)

Cultural settings

Confucianism and gender roles

For the majority ahe Met (Kinh ethnic) population, their beliefs and everyday psactice
are heavily influenced by the principles of Confuciaesgrecially regarding familial
relationships and gender roles (see, for instamiéeson 1995; Taylor 2001@tnamese
culture sesseshe central role @ (heterosexualamilyin an individudife, but also in

the creation and maintenance of societych is already enshrined in the National
constitutionandvariousnational lawgésee Rydstrgm 201A) multigenerational family
unit with grandparesit parents, and young children living together is a common
arrangement in the soci€¢Berkins, Cotrégbibbons, and Nguyen 201@here are
general expectations that parents sacrifice their own needs and prioritidesiing well
their children while children should take care of their parents in theirasid bggond
through ancestral worshippintgals(Bélanger and Barbieri 2009)

With respect téamiial relationsorthodoxConfucianism disciplindse hierarchy
between generations and genders. Accordiogsy,as they can carry on the family line,
are preferred over daught@slanger and Barbieri 2008)roughout her life course, a

woman shoul ttmign{ bohmeé oobedi ences) that
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childhood; her husband after getting married; and her son during widowhood. She should

al so maoi locb ai(nf oar virtues) whi ch consi st
(Appearance); Ngbén (Speech); andnH{Behaviour)ln the first half of the twentieth

century the eradication of feudalisnthe establishment of the Indochinese (later
Vietnamese) Communist Paakyng with th&/iethames&/o me n 0 s tratsformedn

the concepts of gender and gerstatusin Vietham(Que 1996)As millions of

Vietnamese women actively participated idett@ddongwarsin the local guerrilla and

militia forces, as well as in other professional capab#iesles of women were
redefinedfrom a domesticated life tobattlefieldin orderto fight for their country

(Anderson 2010; S. C. Taylor 2007)

Following the declaration on the formation of New Democratic antlRejtate
of Vietnamthe CPVintroducedthe first Constitutioin 1946 which officially stated
ocoequality bet welamey 1888np. 22F5hdse priaciplesredshrined in
the 1946 Constitution were maintained in the 1980 Constitthiefirst Constitution
of the reunified Socialist Republic of Vietraard the goal of gendesqualitywas
highlightedthrougto u t t h gendePavid political agend&ssen 1984)The
introduction of nYi Mai provided women with unprecedented opportunitfes
educational, political, and economic advancébBramimond 2006; Schuler et al. 2006)
However, Confuciamspired discourseg h a t promote womenos es
mothers ad carersstill dominate public discussion surrounding the matiege of
womanhoodn the postsocialist statHoang 2020; Khuat, Le, and Nguyen 201@)
Wo me n 6 s addveinmental mass organisatiod a grassroots movemtasked
with representing Vietnamese women and ad
directed towards womehasl aunched the OHappy Familybo
nationwideeampaign&hichreinforcecore ideals that centre around domestic femjninity
thereby regulating womends gendered behav
(seeHoang 2020; Nguyaro 2012; Rydstrom 2016pr instancehey arexpected to
play their pivotal role irealising national family planning programsnaaidtaiimg
harmonious family relatiofiseshkowich 2014; Rydstrom 20d&Jemonstrango g o o d
morality0 that is living withlsentiments or emotiorjRydstrem 2017, p. 10%8)dto
show their devotigrselflessness, endurance, and hasdsarpg ability in everyday life
(Gammeltoft 2018; Pettus 2004; Rydstrgm 2@b#erhood is underscored as a vital
part of every girl and wemeadenlyfeandadt
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childbearing and breastfeedmgot only important to setfentification but also the
development of the sociefRydstram 2004, 200Quchideals profoundly impact
womenods i | Isandtisespraptiees af se@king casewe see later in this thesis.

The role of Buddhism

Only less than 5% of the total Vietnamese population officially claim Buddhism as their
religion(General Statistics Office 2019¢vertheless, Buddhism still undergirds moral
codes forthe Vietnamese populatigghohet 2013)nd plays an important role in the
peopl eds wo rsalong pvithiamcgstorpandaspirtt warg@plemink 2008;

Soucy 2012Yhe past decades simcé Mai has particularly observed the blossoming

and vigorous renaissané¢dguddhism throughout Vietnamhich has gained increasing
popularity among people of diverse backgrounds as well as the Communist Party. The
CPV has officially endorsed Zen Buddhism as a national tradition and adopted important
tenets of Buddhist movemesnich as the attack on superstition tardendeavour to

foster an enlightened citize(fPy Taylor 2007aincen Yi Mai the governmeritas called

for publicprivate cooperation in the provision of social services and in raspibise
call,Buddhismbased orgasationshave become the mesitivealternative actors in the
country, providng shelter, meals clothes, medical care, and basic education for
disadvantaged people such as hospital pdtiodag, Nguyen, and Reynolds 2019;
Swenson 2020)

In most parts of Vietham, Buddhism is not usually practiced in a systematic, formal,
and orthodox way and people can pray to Buddha while simultaneously etihéracing
practices and rituals of other religi®sucy 2012; Taylor 200eyen those deemed as
un-Buddhist as they are aimed at supernatural {Bores 201 7/prior research suggest
that bearing a resemblanceeisewhere in Asigkels 2004; Menon 2012gligious
practices such as Buddhism are more common among elderly \eetpeops,
especially womemhose financial support is essential to the flourishMgtomese
Buddhism(Soucy 2017In their old age, people in Vietnpractise Buddhism to spend
their free time more meaningful and get prepareddtn ds they believe the merits they
cultivate through their practices will help them bring blessings to their family and
transform their physical suffering as they transition to a new and bdtter2(&7;

Soucy 2012)
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Howeverthe city ofHuewhere myethnography was based is usually regarded as
a o0Buddhi smizn KtiPmty sincentie larid is home to renowned Buddhist
monks and great number of ancient sacred Buddhist pagoddsmsmbserved the
uprising of various Buddhist movements throughetistory of the Vietna(eee also
(P. Taylor 2007.a)he practices of Buddhism popularamong its residentsoth young
and old When | visited and interviewed my informants at their haften hoticel an
altar of Buddha or the Goddess of Mercy placed at the centre and most respectful place
in their housePlaced behind these #ne ancestral altars (to worship deceased family
members), usually at lower position. Different from many regions in Vietopi®,in
Hue have additional altars for protective Gods inside their house from the beginning of
t heir adul thood wuntil old age (often at
worshipped God varies and depends on the gender and birth year dff pleesahs in
that house. There is also an altar outside each house which pdapland some
neighbouring districts set up to worshipathaderingpirits, believed to belong to those
whowere killed, for instance, in street accidents, during theapssbr famine. People
burn incense amdaceresh fruits, flowers, and elaborately prepared meals on those altars
as part of their worshipping rituals on the first, fourteenth, fiftesenliast days of the
Lunar monthor on special occasions, sashduring Lunar New Year, or at the death
anniversary of their ancestadisie peoplewhom | talked to during my ethnography
reported to regularly atteBdiddhistdharméealks at local pagodasd makecharitable
donations to BuddhitasedrganisationdViany strictly follow vegetarian diets as part
of their Buddhist practice at | east two d
Festival (falling respectively in April and July in the Lunar calendar) are also widely
celebrated across ttigy.

H ealth beliefs

Buddhist cosmology and concepts, such as the laws of karma and reincarnation, continue
to determine the belief system related to different forms of disease and how people
manage and live with their illnesses in Vie{@Gammeltoft 20145wenson 202Wu

2014) In this worldview, ill health is perceived to result fronalnfailure or misdeeds
accumulated in the present or past lives by the person who bears the disease or their
family members. After death, each sentient being is reborn, and the rebirth is dependent
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on karmic seeds from past lives. Therefore, to liygpgt bad healthy life and achieve

higher levels of rebirth, one must strive to generate good$&edson 2020ran et

al. 2019)As noted pSwenson (202D) her 18month ethnographic study with Buddhist

charity volunteers at an Oncology Hospital in Ho Chi Minh City, her informants often
drew on the laws of karma to explain the causes of cancer and in viewtladythis,
consideedtheir mericreating actsr altruism as a form of cancer prevention. In their

belief, by engaging in charitable programs, such as meal donation and financial subsidies
to cancer patients, thegreable to cultivate Buddhist virtues, wihiclughtbenefitso

the health and wdikingof not only the donors and recipients but also all sentient beings.

Also central to understanding Vietnamese health beliefs is the ccroelpt of n g
or yinyang balance. Thie-yang system originated from ancient Chinese phild¢gmphy
a summary of these concepts, seeetHsil2009)and continues to play an important role
in Vietnamese culture, especially when it comes to understanding of health and illness
(see, for instanc€ammeltoft 2012Vahlberg 2006bAccordingly, a disease is caused
by the disequilibriurngf atnhhdke ykmigpgo Akt of dri o€
to this structure of thought, the physical human body comprises differeneaciaas,
which is either yin or yang andyamg balance is required for maintaining good health
(Hsu et al. 2009Yietnamese traditional medicine holds that the two vital elements of the
body aré® k Hehedgy, of yang principle) ahdyo (blood, of yin principle). Those two
are interrelated: k hddveés the circulation ofiuy6 (Hoang 199@s cited iWwahlberg
2006b) As the internal dynamics of-yirang wi t hin a humands bod)
that of the external worlds, maintaining good health requires the harmony within the
individual body, but also with the outside social and natural environment, for instance,

wind, temperature, food, and dr{damieson 1995; Marr 1987)

Yin-yang harmony can be maintained, restored, or disrupted through diet because
food can be of yin or yang nature depending on its humoral characteristicsr Foods i
popular knowledge are broken down into four categories: cold (e.g seafood, fish, and
snails); hot (e.g spices like ginger, chili, or garlic, alcoholic drinks, tropical fruits like
mango, jackfruit, and western medicine); cooling (e.g green vegetailesrdege,
and vitamin C); and neutral or warm (e.g rice, pork, beef, and eggs). Food of hot or warm
nature are yang while cold and cool food afe.gi€raig 2002; Jamieson 1%&ular
Vietnamesbeliefsemphasise food as a central element in maintaining good health which

i s considered curative care in ewway hous
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eat with a good appetite primarily denotes their bodily strength and vice versa, the lack of
a good appetite or dietary excess is believed to causg€ithigsz002, pp. 92)

Easyto-digest foods and many dietary restrictions need to be followed at the most
vulnerable times, such as during sickness, and especially during pregnancy, childbirth and
the postpartum(Craig 2002)ecause during these particular pemodsm e bodies are
believed to be most susceptible to external fg@ammeltoft 2012)Childbirth is
believed to engender the strongest state of yin and in order to balance the yang effects
and prevent maternal illnesses postpartum, a woman should consume yang or hot foods
(that are rich in protein and energy) while restricting foodd ¢fioy nature so that she
can resume her strength after the loss of blood and opening of her body during labour
(Morrow 1996; Poh, Wong, and Karim 20@5addition, a woman is advised to observe
strict postnatal dietary pracsickie to the nutritional benefits on her breast milk which
directly affects her infantds health duri
believed to rebuild bodily equilibrium as well as increase the production of breast milk
include, for instare, rice, ginger, lean pork, soup with pig nails or pork ragout and green
papaya, (black) chicken soup, and warm water. Meanwhile, raw vegetables and seafood
should be avoided during lactation because it is understood to cause allergies and other
ailmentsn the infantgLundberg and Thu 2012; Morrow 19%&ich dietary precautions
and practices are consistent with those adopted by mothers in other Asian countries, such
as ThailandLiamputton@2004; Whittaker 2002)1alaysi@gManderson 1981; Poh et al.
2005)and ChindLiu et al. 2006; Raven et al. 2007)

The rapid process ofneoliberal market liberalisation,modernisation and
urbanisatiorsincenYi Mai havet r ansf or med Vi et naméds food
patterns of food consumption among Vietnamese peo@®wing agricultural
production increased volumes of imports, the proliferation afemoretailers, and
higher living standards have offeted peoplea wider range of products while
simultaneously reducitigeir selfproduction and setfonsumption practic€Biguié et
al. 2019)As people increasingly dependxdarnal food supply, there has been mounting
reports exposinthe rampant use of chemical inputs in agricultural production, notably
related tqoesticidesn growing fruit and vegetables, growth hormones in animal feeds,
and the overuse of preservatives in food processingadailohg regulation system
(Figuié et al. 2019; Pham, Mol, and Oosterveer. ZH8)ing the bodies with
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contaminated food has therefore becomie@spreadource of anxiety for the public in
Vietham(Ehlert and Faltmann 2019; Werthé&latk, Spaargaren, and Vellema 2014)

Considering the vital role of food in everyiiayn Vietnam, it is unsurprising that
peope often turn to food in the first place to explain the occurrence of ill health, ranging
from cholera to infertility, birth defecad various types of cancéos instance, see
Gammeltoft 2014.incoln 2014; Swenson 2020kewise, such knowledge dominates
the understanding of my research participants when they search for the causes of breast
cancer (Chaptds). As | elaborate in the following chapters, traditional health beliefs
related to dod, specificallthe yinyang principles and the importance of postpartum
practices heavily influence the way people make sense of breasandaihesr
interpretations of abnormal breast symptoms (Ch@)ptas well athe decisionof
seeking medicalttention, forinstance, thevoidance of inteewntions that require
antibiotis postsurgery (Chapte3). The perceptions and behaviours to seek care in
relation to breast cancer should also be viewed within the context of the current health
system. In the section that follows, | describe how the health system in Vietnam is
organised, its recent changesl #e relevant regulations regarding national health
insurance thadref undament al t o our u-4sekleng praciécesd i n g
and the delivery of healthcare services.

Health system of Vietnam

Health system structure

VietNa mo s g oc-oaweed nheathn syster(public healthcaregomprises four
administrative levels: natiordinstry of Healthh MOH); provincial (Department of

Health- DOH); district (Division of Health); and commune health station (CHEg At
national levgeneral hospitals, universities and colleges, and national research and
institutes are under the management of the MOH. These are the highest points of referral
in the whole system (Figdd). By 2018 there were 47 facilities at this level with 31,436
beds. The 12,517 facilities at local level are categorised at three hierarchical levels:
commune, districand province. The DOH managesvindeveleneral angpecialisd

hospitals. The organisation of provincial specialised lsagpthds on theopulation

in each province. At tlulistrict leviealth centrasthe first level witin-patient hospital

45



Chaptel3. Local Settings

services offer both medical and preventive servid@sistry ofHealth2018; Vérld
Health OrganizatioA016) CHS serves as the esgmt of care from which referrals
are escalated to district centres, provincial hospitge®alisd clinics, and national
hospitals as the final po{@iuong 2015)In addition, therare a network of 755 health
facilities managed by line ministries otherttt@OH with more than 9,000 beds in
2018(Ministry of Health 2018)

In parallel with the government sector, private health facilities came into operation
in the 1990s. The latest statistics fromMhestry of HealthNIOH) suggest that 228
private hospitals operated nationwide by 2018, housing a total of 21,122 hospital beds.
The traditional (folk) sector continues teegist with biomedical hospitals ahdics.
These compristaditionalmedicinehospitals, clinics, and healers which are managed
either within the government (at central national or provincial level) or within the private
systen{Ministry of Health 2018)

M'I:‘::;%m —> Private sector
L AHospitals
Department ..
of Lealth AClinics
i APhysicians
Division of
Health
Figure 3.1Vi et namds Bi omedical Health System

SourcAdapted from Mistry of Healtl{2018) and \&fld Health Organizatiqi2016)

0 Ci M™ i, privatisation, and the growing burden of medical

expenses

Vietnamds transiti on fbasednecoaomys with sdcidlists e d
orientation in the mid980s has brought about profound changes in its health system.
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Until 1989 when the country was hit by a fiscal crisis, Vietnamese hospitals had been
largely funded by the state. To cope with the impacts of decreasing hdigets,
maintaining the central rake ensuring webleing for the peopleéhe state called for
mobilisingprivateresourceandstresedthe involvement of nestate actors care and
welfargorovision including education and health@sigryen 2015, 28) The principle

of socialisationx@ h i hod) 0 that isthe state of being under the responsibility of the

whole societ§ was formally set out in a 1997 government decree to guide the provision

of public goods and social servi¢éguyen 2018. 63}, implying a turn towards self
governancandtheindividualization of responsibilitedgublic goodéNguyerMarshall

2008; Nguyen 2018)yhe government started to restructure the health system by
permitting measures for gr efeetcelleciomand pi t al s
partial retention of their revenuesmalising the pharmaceutical industeyegulating

retail drug saleandlegalising private hospit@london 2013; Morooka et al. 2017;

Stalford 2019)0Patientr e quest edr s ®@seir ¥ ¢ shéve lteemradd me nt 6
available within public hospitdl®ndon 2013)vhichoffer patientfaster services and
betterequipped private rooms in public hospitdtepugh they caot bereimbursed

through health insuranceat lower rate than standard ser{idgsyen 2018)

These rapid privatisation asatialisingeformsprevented the whole system from
collapseandc ont ri buted to expanding consumer s
healthcare servicash os pi t al 6 s resources weltoedom!| | ocat
2013) In addition, the emergence of a privegalth system comprising hospitals,
medical, and maternity clinics in parallel with the public $yateliowed for greater
availability of services. SindéMai 1986, Vietnam has seen a rising number of private
medical practices which are estimateatctount for 11% of all hospitals in Vietham
(Cheng 2014Neverthelesshé segregatidretweerprivateandpublicprovision of care
is not always cleahs my ethnographlater demonstratemany doctors at public
hospitals are also employed by private clinics ontengabiasis or themselves own one
where they work after official working hotlilese private arrangements provide better
off patients with greater access andoatdred servicedile compromising the quality
of treatment for those who can only afford overcrowded services at public hospitals
where health insurance can be reimburded sdcialisation and commodification of
healthcaréhas also prompted increases in medication aedtitnent costs as many

services previously subsidised by the atateo longer provided while revenue
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maximisatiorhas beersought among healthcare providerd fees at public hospitals

are constantly risirilguyen 20158nce 2017, state budget no longer covers salaries of
doctors and other public hospital staff who start to be paid bealt insurance and
out-of-pocket paymen{dlguyen 20187 he situation resulted in increasing stratification

of the system and exacerbated health access inequity across different population groups
and regionéLincoln 2014London 2013Priwitzer 201,2Su and Hoang 2015)

Health insurance

To offset the financial burden resulting from rising healthcare costsvipdst, the

government of Vietnam introduced social health insurance in early 1990s, of which the
coverage reached 86.8% of the total population in([d1istry of Health 20187 his

is an approximate fifeld increase as compared to 2001 whéwb&5% of the

population was insurg¢slinistry of Health 2013) Vi et namdés heal th i ns\
compulsanydvoluntarschemes. When first introduced in 1992, the mandatory scheme

only applied for public servants and formal sector employees who then enrolled as
contributing groupsna social beneficiary groups (such as pensioners, war veterans and

their families) who received state subsidies to participate in the scheme. The coverage of

the compulsory scheme was later extended to mecemmibutory social beneficiaries,

such as pmr households, ethnic minorities and families in -soommomically
disadvantaged regions, as well as children under 6 years old and elderly people aged 80
years and over. Regarding the voluntary scheme which was first implemented in 1994,
workers employeid the informal sector, students, and dependents of those who have
already been covered in the mandatory scheme canGamtain groups, for example,

nearpoor households and students also benefitdmma r t i al st ateds subsi
premium(see Le et al. 2020; Palmer 20t4r s ummar i es on t he devel
social health insurance). Responsibilities for formuatioigs regarding the insurance

premiums, benefits, and-gayment rest witthe MOH; meanwhi | e, Vietna
Security Agency is tasked with implementing related ghkostsl. 2020)

!According to the Gov e CRmeadi208lsthe Manthly preenium Soplieddnitke:/ N D
voluntary scheme for household is set at 67,050 VND for the first member in the household and decreases for each
additional family member. The total premfiiona 4member household is approximately 190,000 VND/month or
2,250,000 VND/year (~US$97.0).
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Since 2015, amendments of the Health Insurance Law (Law No. 46/2014/QH13)
provide a mandate of health insurance for all citizens whereby an uninsured person can
enrol in the voluntary scheme if all memhe their household purchase insurance
altogether. Despite this, unlike the compulsory scheme where the government can
enforce the participation and contributions of formal sector empBgbrer 2014)
there is no direct penalty foot participating in the other sche(@ao 202Q) The
household business sector is the largest employment provider in Vietnam, generating job
and incora for onethird of the total working population. Taords of the household
business sector belongs to the informal sector with no business rediBasdjoier
Doumer, Oudin, and Thang 201¥Yyorkers employed in the informal sector and
agriculture are uninsured by default and if they want to be covered, they must purchase
insurance as a voluntary contrib(i@o 202Q)It is estimated that halfthiehousehold
business employees work without a contract and less than 25% are thvesatthw
insurance. Those wilawe covered tend to be through the entitlemerttseoffamily
members tther than their own employ@tasquieDoumer et al. 2017A recent study
with rural workers in the informal secoggests that the majority only choose to enrol
in the scheme when they are ill or in poor h@édtlet al. 2020 his resonates with the
situation for mangf my informants who were not covered by any kind of insurance at
the time of their cancer diagnosis since they were farmers or casual workers without a
longterm labour contract, or selfnployed and could not afford to enrol the whole
family in the volatary scheme.

There is ample evidence showing an increase in healthcare utilisation among insured
populationge.g Palmer 2014 the context of breast cancer, a quantitative study in
Central Vimam reveals that the likelihood of uninsured patients forgoing treatment is
over four times higher than that among those covered by health indNgagee H.

L. et al. 2013Nevertheless, insured patients still face significaoftmutket expenses.

As per existing regulations, people with a social health insurance card are covered at all
public and a small number of private falp Insured people need to register their
primary point of receiving care, usually at a commune or-iigeittealth facility, where

they are entitled to the highest rate of coverage. By the time of writingpajeeot

rate for inpatient carenges from 0% (applicable for children under 6, people who have
lost working capacity, are unemployed, or receive a social allowance, such as the poor,
people with a certain lewgldisability, or veteran® 20% (for the remainder, including
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those enrolled in the compulsory schébeekt al. 2020 The coverage is different for
hightechnology procedures and there are expenditure caps for certain patented
medications as | later analyse immain finding chapters. At higHevel facilities such

as provincial and natiod@lel hospitals, insured patients need to obtain referrals from
locatlevel health facilities to retain their entitlem@a® 20203 As canbe seen in
Chapte6 and Chapter, most patients had to pay 100% of examination costs and over
60% of treatment costs due to their practice of bypassing local health faaifibesgnd

directly to tertiary care without an approval letter.

An epidemiological transition in Vietnam

Vietnam, like other developing countries, has been undergoing a sweeping
epidemiological transiti¢Dibley et al. 2018) which the overall patterns of morbidity
and mortality shift from communicablsedises to NCDs (Figl8e).

Non-Communicable Disease— Communicable Diseases— Accident, injury, poisoning

Figure 3.2. Mortality trend in Vietnam by category from 1976 to 2015 (%)

SourcMinistry of Healtl{2017)

Twenty years sina&i Mai 1986, hospital admissions due to NCDs increased from

39% to ®% and deaths due to chronic diseases rose from 42% to 63% pf total deaths in

2 From January 1, 2021, insured people are allowed to have inpatient treatment covered at provincial health facility

without a referral.
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2008(Ministry of Health 2009)n 2016,424,000 death§7% of total deaths) were
attributable to NCDgWorld Health OrganizatioB018, p. 218)NCDs collectively
accounted for 6.7 million years of life lost (56% of total YLLs), and 14 million disability
adjusted life years lost (66#0ALYSs lost). The probability of dying between the ages
of 30 and 70 among the four NCDs is {V¢51O 2014)

Among four main NCDs, cancer has become the leading cause of YLLs and the
second leading cause of death. As can be seen irBRguamcers claimed more than
100,000 or 19% of total deaths in Vietham in Q¥ 2018, p. 21&nd 2,320,000
YLLs (34% of total YLLY)nstitute for Health Metrics and Evaluation 2013; Ministry of
Health & Health Partnership Group 2015

m Cardiovascular
diseases

Cancers

u Chronic
respiratory
diseases

m Diabetes

m Other NCDs

® Communicable,
maternal, perinatal
and nutritional
conditions

Figure 3.3. Mortality causes in Vietnam in 2016 (%)
Sourc@orld Health Organizatigi2018 p.218)

Latest data show that 182,563 new cancer casesyHpwese detected in 2020
alone (98,916 males and 83,647 females), accountid§%eoioDthe total population
(GLOBOCAN 2020a)As compared to 30 years ago, these retegistics have more
than tripled the figures released in the 1990s when there were approximéategmws0,00
cases a yegknh am Duc 2002)
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Liver
26 418 (14.5%)

Other cancers

73 996 (40.5%) Lung

26 262 (14.4%)

Breast
21555 (11.8%)

Colorectum Stomach
16 426 (9%) 17 906 (9.8%)

Total: 182 563

Figure 3.4. The rumber of new cancer cases in Vietham in 2020 (both sexes)
Sourc&LOBOCAN (2020a)

There exist gender variations regarding cancer patiigtaam. Men account
for a remarkably larger proportion of total cases than women (54.2% versus 45.8%). For
women, the most common types of cancers are breast, lung, colorectum, stomach and
liver cancers (FiguBe5) while for men, liver, lung, stomaadiprectum, and prostate
are the most prevale@LOBOCAN 2020a)Breast cancer incidence is dramatically
increasing in developing countries like Vietnam where ts@rdgrdised incidence of
breast cancer has drastically risen from 13.8 per 100,000 women in 2000 to 23.0 per
100,000 women in 20AA2RC 2012)In less than ten years, the number of new cases has
almost doubled from 11,067 in 2Q0BRC 202)to 21,555 in 2020. These latest figures
suggest that breast cancer has now become the most common female cancer in the
country, comprising 25.8% of all cancer cases newly detected among Viethamese women
and claiming 9,345 deaths nationi@€OBOCAN 2020a)
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Breast
21555 (25.8%)

Other cancers
33 967 (40.6%)

Lung
7577 (9.1%)
Colorectum
7 539 (9%)
Liver Stomach
6162 (7.4%) 6 847 (8.2%)
Total: 83 647

Figure 3.5. The rumber of new cancer cases in 2080ng women in Vietnam

Sourc&LOBOCAN (2020a)

National policies on NCD control and prevention

The goverme nt of Vi etnambés commitments to mana
2000s with the promulgation and approval of policies that promoted healthy diets and
physical activities. Since then, a spate of national legislation had come into existence,
includingthe Law on Tobacco Control (2012), policies on control and minimization of

the harmful use of alcohol (in 2014), and the Environmer{iMiaistry of Health and

Health Partnership Group 2018preover, National Target Programs for the prevention

and control of NCDs covering hypertension, cancers, and diabetes mellitus have become
effective since 20@Blguyen and Hoang 2018) the latest national strategy for NCD
prevention and control from 2015 to 20MB®H set several specific objectives to address

the growing burden of cancer, including a target of 40% of individuals with common
cancers being diagnosed at an earlier stage; and another to reduce 20% of premature
deaths (aged <70) resulting from NGDsnistry of Health 2015bAs part of the

national strategy to combat NCDs, Vietnam first implemented the National Cancer
Control Program (NCCP) in 2008 which focusedaising community awareness on

cancer prevention and early detection, promoting screening and early diagnosis, and
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enhancing the healhy st emés capacity, as wel |l as mo
registry(Tran, Pham, and Dao 201Bpwever, the results of the NCCP appeite

limited, which is due to inadequate public investment. It was reported that less than 3.5%

of the governmentods health budget was al
controlling other NCD¢see Pham et al. 2019)

Oncology infrastructure and capacity

Specifically on oncology care, as of 2014 there are six public specialist oncology hospitals
in cities of Hanoi, Ho Chi Minh City, Danang, Hue, Can Tho, and Nghe An. Additionally,
there are 43 oncology centres operating at national, provincial, anst ssqdals

along with private oncology hospitals that have been recently opened. Forty out of 63
provinces have oncology treatment facilities in (Mioestry of Health and Health
Partnership Group 2015MHowever, disparities regarding diagnostic and treatment
capabity still prevail across regions and between natamdllowedevel health

facilities. For instance, regarding cancer diagnosis, patients can only access modern
techniques for immune histbemistry and molecular examinations at a minor number

of comprelensive cancer cent(@san et al. 2016)nd even aspecialisd cancer centres,

there are concerns over the accuracy of pathological testing where the exact or complete
diagnostic concordance was founahét50% or belowDayton et al. 2017Access to
radiotherapy is also limitied patients residing outside major cities. The 51 radiotherapy
machines in Vietnam, similarly to other health resources, mainly concentrate in Hanoi and
Ho Chi Minh City where the two largest national cancersc@rdréhe National Cancer
Hospital or 0K hospital é and Ho Chi Mi n h
situation inevitably leads to the overcrowding status of major oncology (dspiséig

of Health and Health Partnership Group 20kfdequate palliative cégeanother

hurdle facing the country. Although the majority of cancer patients in Vietnam are
diagnosed at an advanced stage and therefore, critically require hospice care, palliative care
units only exist at the National Cancer Hospital, Ho Chi MinG&iter Hospital, and

three other hospitals in urban cities (including the Central Hospital where my ethnography
was basedJran et al. 2016} here is also a shortage of opioids and other essential drugs
atCHS It is estimated that the existing oncology infrastructure in Vietnam can only meet
approxmat ely 30% to 40% of -rplaigo selviagslinistrgd@s ne e d s
Health and Health Partnership Group 20AS)canbe seen later in my theshsst
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situatiorrenders medical travel to obtain cancer diagnosis and treatment inevitable among
patients residing in rueaka®r small urbanities becauseich services are Rrexistent
or of substandard quality in their hometowns

Introduction to the field sites

Thua Thien Hue province

The province oThua Thien Hués located in the central region of Viet Nam, bordered

on the east by the South China Sea (also known as East Sea) and on the west by Laos (see
Figure 3. 6). Thua Thien Huehas a population estimated at 1,149,800 (with an
approximate of 235 persons/Ann 2016(General Statistics Office of Vietnam 2016)

Thua Thien Hués divided into nine administrative units Witltb e i ng t he pr ovi
capital city. Nearly 49% of the (fuaovi nced
ThienHue Governmentn.d.)) A maj ority of the provinceds
compounds lie in the coastal plain and most of the population lives within 25 km of the
coasi(Tran and Shaw 2007)

Thecity of Hueis the former capital city of Vietnam, once home to thg Ngu
dynastyd the last imperial monarcBythroughout the 9 century until 1945 when
EmperorBlo Unabdicated and transferred power to the Vietnamese Communist Party
which later became the ruling party and established the Democratic Republic of Vietnam
(the early foundation for the current Socialist Republic of Vietheamas constructed
along the lies of the Forbidden City by Emperor Gia Lomigo waghe first Nguyn
emperorruling the country from 1802 until 1820 and was home to the imperial court,
mandarinateand ar my. The area encircled by the
civilian poplation, comprised of artisans and merchants, who later set their residence
further to the eagt.ogan 2005Nowadayd;lueis the capital city dfhua Thien Hue
province with an estimated population of
highest government agencies and departments and has become one of the busiest cultural
and economic centres in the Central rebioais famous among local and international
tourists for its ancient citadel which was the first in Vietnam recagnied as an
UNESCOG6s Wor | (@hudldiendue @ayernmeni rt.de
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Figure 3.6. The province of Thua Thien Hue

Sourc@&ran and Shaw (2007)

Hue Central Hospital

Hue Central Hospital in the City of HOdyua Thien Hu@rovince was the main site for

my observation and interviews with medical staff and p&statdished in 1894 during

the Nguyends Dynasty in the sixth year of
Maj est y oHue Cerdral Hespital was onga |l | y ndal t bMh s06g b
(medical hospital) and was the first biomedical hospital in operation in Vietham.
Throughout i1ts history, it insh alt$opd meflerr
(Grand Hépital)(Hue Central Hospital 2018y the timeof its establishment, the

hospital consisted of two structures built by the French on an area which had been
previously used by the naval army. The front structure comprised three rooms while the
five-room structure was situatdhe back, along with @&dhen. In the following years,

additional structures were erected of which separate areas were designated for admitting
and treating Western (mostly French) official and Western patienta. 8lguy r oy al f am
members and officials were the first Vietsanpeople to receive treatment at the

Hospital. According to Dai Nam Nhat Thong Chi, in 1895 Emperor Thanh Thai called

for Doctor Henry, the then director of the hospital, to attend the birth of his two babies,
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whi ch mar ked t he f aeadodenkent ohWestern médigiesFromf f i c i
1915 to 1921, the hospital treated from 150 to 250 local Viethamese patients while
maintaining a separate area or room for admitting European patients. It was not until
1945that the hospital appointedfitst Vietnamese Direct@uong 2014; Ton n.d.)

IN1944t he hospital 06s Bwhaivhe Twasigutoh dnidd @d ttad ¢
Central de Hué dtlue Central Hospital) given its regisitle prestigus reputatiofor
its quality of expertise and treatment. From 1955 to 1975, the hospital was the largest
hospital i n the Central area of Vietnam wi
MOH. Since the 197Meunificationthe hospital was transferred to the gowent of
the Socialist Republic of Vietn@ue Central Hospital 2019; Ton n.d.)

Nowadays, th€entral Hspital operates two units and comprises 76 clinical
departments, 10 centres, and 24 pharmaceutical departments. The headquarters are
situated inside the city of Hue overlooking the Perfume Kiver § H The segond
unit operates the district oP h o n @, abhaut20 kilometres from the main unit. The
hospital employed a total number of 3,056 staff in 2019. In 2018, the hospital had a
capacity of nearly 4,000 bedsating 150,000 inpatients. Thesgital as a whole
performed 8,000 surgeries and assisted 9,000 (hidlesCentral Hospital 2019)

As one of the three largest general hospitals in the country and theaaly
grade hospital (the highest tier that the MOH assigned to Vietnamese hospitals) serving
the Central regiorjue Central Hospital is famous nationwide for housing modern
technology and higguality experts with the capability to attend to compliveeidal
procedures, such as lung and heart transplant, stem cell transplantatiargl@nd
treatment{Hue Central Hospital 201®ituating my hospital ethnography withie
Central Hospital therefore allowed me to study a patient population from doierse s
economic backgrounds across different provinces in the region. In the following chapter,
| describe in detail the methodology deployed for my research, as well as the various issues
I was faced ith when gaining access to the fieldditesg my nie-month ethnography.
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Chapter 4.

Undertaking Ethnograph y of Breast
Cancer in Central Vietnam

Our interview ended and | switched off the recorder. Aunty Lan wrapped up her
belongings. She was about to leave. She said goodbye to me, rising from her chair.
But she then sat down again and kept chatting with me about her son and asked
me about what | as doing for the rest of my time at the hospital. She laughed a

lot. That moment she made me forget how emotional our interview had been. |
reminded her to check the time so she would not miss the last busheasigto

Binh. | thanked Aunty Lan again and suggested we would meet up in her next
appointment. She then told me: 01l also
I feel i ke | can tell you about many
afternoote.2019)( Fi el dno

This excerpt was taken from my field diary which | wrote after my appointment with
Aunty Lan in the second month of my ethnography. In contrast with the chatty mood
she had at the end of our first encounter, Aunty Lan remained quiet whetedveustar
conversation. Like many other informants | interviewed, Aunty Lan was at first very
confused about my role. She had thought | was also a doctor because her oncologist
introduced me to her when she came to have her quarterly examination aoiiMatad a

room like other consulting rooms where we had our interview. But the doctor and |
confirmed to her that | was not a clinician. And | was not like any doctor she had ever
met because | wanted her to tell me about her life. Stafhaspitalsites were equally
confused, or perhaps, skeptical about my presence and my study. They were not familiar
with an anthropologist who did research at a hospital by observing and chatting. In this
chapter | describe the various stages of my ethnographic ketd2@#9 and the issues

| confronted throughout the nine months spent in the field. | discuss how | gained access

to the hospital spheres and addressed the concerns of gatekeepers, as well as how | built
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rapport with my informants. | also provide a d&sani of data collection methods |
used during my ethnography, ethical issues emerging from this research, and the process
of data analysis.

Ethnographic setting

Over a ninemonth period from April to December 2019, | conducted -Bitdd
ethnographysing multiple methods of data collection, inclyzhrgcipant observation,

focus groups discussions (FGDs), and intergtégusre4. 1). | deployed ethnography

as the methodology for my research as it
social space and dayday lives of the population under st(@yger & Baer 2007;

Creswell 2007)n healthcare research in particular, ethnography allows for the study of
cultural, economic, and social circumstances that shapededaitf betviours and the

practice of healthcare delivevianderson and Hoban 2006)

Stage 2: June
(" ( October 2019 (
ABuilding rapport AFGDs

AObservation ASite revisits for

AObservation

Alnterviews follow-up
VI interviews

APreliminary data

analysis Stage 3:

\ Stage 1: Aprit \_ — November
May 2019 December 2019

Figure 4.1 Ethnographic procedure

The ethnography took place across multiple sites at both medical and community
settings, including hospital inpatient and outpatient departpegiadic events of the

local breast cancer peer support grang home visits to a subsample of respondents. |
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also conducted part of my ethnography &i B,® a rural commune lying to the nerth

west ofThua Thien Hug@rovince and home to 4,500 people where one of my patient
informants resided. There | obsenreddaily life of the community, interviewed several
informants at the local authorities and commune health station, as well as conducted focus
groups with villagers of various backgroufigsre 4. below summarises the number

of participants involved imy indepth interviews and FGDs throughout my

ethnographic fieldwork.

: Breast cancer patients
— Observation — (=37
— In-depth Interviews Medical staffn=11)

— Other stakeholde(s=5)

Ethnography
|

— Women aged 485(n=7)

. FGDs Women aged 1480 (n=8)

——  Men aged 185(n=6)

Figure 4.2. The number of participants by data collection method

Negotiating access to hospital sites

Within the hospital setting, a significant part of my ethnography took place within the
OncologyCentreof Hue Central Hospital. Tl&gentreconsisted of two administration
offices and five departments: (i) surgery, (ii) radiation, (iii) chemotherapy, (iv) palliative
care, and (v) consulting. By 2019 it employed a total number of 94 staff among whom
there were 25 medical doctors and 49 n(@seologyCentre2019) | also undertook
observation at the Oncology Department of a prolévet hospital for a short period

3 All names of particimts quoted in this study are pseudonyms. Name of this small commune is also changed to
avoid revealing identifiable details of any persons participating in my research.
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of time where | interviewed several physicians and patients with the referrals of my key

informants.

| first contacted th OncologyCentreat Hue Central Hospital via the formal
introduction of my local supervisor and the NatiGaakceiHospital in Hanoi where |
had tested my research tools befCentre of fi c
first requested me talemit my research proposal, my research instruments along with
Monash Universityds ethical cl earance to
asked me to come to their office and present about the scope of the work that | was
planning to implement tteir Centre At that initial meeting, | received a large number
of concerns regarding my position atGeatreand particularly the methodology that
my research deployed. They gave me examples from previous research studies conducted
in their disciplinewhich clearly stipulated a sample size and entailed structured
guestionnaires. They were unfamiliar with research that was qualitative in nature or with
an ethnographic study. One manager who was also a teaching Associate Professor
commented that my indid i on of o0data saturationd as &
number of patients to be interviewed did not sound scientifically grounded. In addition,
he wanted me to adjust my interview guidelines for both patients and medical staff since
the operended gestions that | was outlining in my research instruments would (1)
disallow medical staff to participate due to their busy working schedule; and (2)
complicate data analysis process as | woul
mo d e | s 6 the inamagerial dahrd suggested | should develogdnsieistered
questionnaire for medical staff to fill in as well as clarify a specific set of questions for

patients.

| was not surprised by their recommendation given the dominance of quantitative
studies in cancer research in VietQidankins et al. 2018% my ethnography progressed,
| often encountered staff who were doing biomedical research with cancer patients and
cametoask mwhi ch scale are you going to use
patients?0 even after | had already descri

To defend my unfamiliar methodology, | first spoke about the benefits of
gualitative reseaptkmehat owast goepbate bs
sense that it would provide a thick description of what cannot be explained in numbers.

| persuaded them that | was not going to survey several hundred staff and patients over
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the course of my ethnography, tee feasibility of data collection would not be
threatened. | also talked about the software for managing qualitative data, an unknown

tool among the board which would facilitate the processadanaly 0t oo- many o0
ended quest i on s dheral fighlightedythe fac that mywethdographyu

would last for a-gnonth period, so it would enable me to follow my informants in more

than one appointment and by so doing, would accommodate the busy working schedule

of participating healthcare providéreeceived th€entré s appr ov al a week
presentation with a requirement that | would work under the monitoring of a Deputy
Director, the Associate Professor aforementioned, with whom | was responsible for
reporting my observing schedule andihgld monthly debriefing session.

Building rapport with medical staff

Being granted the approval to conduct my research at the OG=oltgglid notgive

me the acceptance of their staff as well as patients. As prior literature indicates, hospitals
are not familiar with the observation work that anthropologists adopt during their
researctfMulemi 2010)At the hospital sites where | conducted my fieldwork, cancer
wardmanagers, medical and imoedical staff were confused about a researcher who was
not medically trained but requested to attend their medical practice with a notebook on
which she kept jotting down unknown content as she walked by or talked to people.

During my first weeks at tentre while the medical staff were overall intrigued
by my presence, | could sense some alertness among the CDeolays wor ker s
whom | encountered. Later on, | found out that many of them associated me with
S 0 me 0 n e with thé lmoar@ af directors, being assigned a task of supervising and
reporting back to the management team. The nurses in particular were both curious and
cautious about my presence and tended to keep their distance with me when | was first
introduced ito the Consulting department. To gain the trust of those staff, | made extra
efforts in selecting appropriate ways of communicating with them in order not to appear
as an intruder or a threatening force to their practice. | avoided posing many questions
ard instead, tried to be as open and candid as | could whenever they had concerns and
asked about my involvement, where | came from, why | was there, and what | wanted
from them.
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Whenever my time allowed, | joined doctors and nurses over a tea in the staff
room or lunch after consulting sessions. | took this time to learn more about their job,
patients, and personal life. | also had frequent chats withedaral staff, such as the
Centrds receptioni st and cl eaner outinasnod | i st e
personal stories. In this informal setting, | also shared stories of my own life and work. |
asked them for advice about settling down in Hue, for instance, a good neighborhood for
renting out accommodation or dining places that were poputggthslocals, and we
often made jokes about cultural and linguistic differences between the North where |

come from and the Central region.

Once the staff there were familiar and comfortable with my presence, | requested
to attend their practice and alveel their interaction with patients at different consulting
inpatient divisions. Additionally, |1 expressed my interest in interviewing them in later
phases of my ethnography, and as soon as a provider agreed to participate, we would
schedule an intervieat their office. Many of the physicians and nurses | met helped
extend my sample by introducing me to other colleagues working in or out of the
OncologyCentre

My interaction with the medical staff was not limited to the context of their
medical profession nor my PhD research. Throughout my ethnographyeattibd
received several requests for helping with translating several handlmradaogy
practicerfom English to Viethamese, or proe@ding research articles or reports. Some
young residents approached me to seek advice about learning English or searching for an
opportunity to study overseas. Others consulted me on the design of their research with
breast cancer patients. | acceptedd requesighen my time allowed and considered it

as an opportunity for reciprocity.

Methods of data collection

Observation

In the first weelafter| obtained permission to enter the ward, the Deputy Director
educated me abouttentré s st ructure and functions of

within theCentre He introduced me to the head of each division with whom | later
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discussed my reseaastd arrangements for my observation. My first weeks were mainly

spent at three consulting rooms of@entréd s Consul ti ng Depart men
the first point that received patients coming toCbetreafter they completed the
administrative regiation (see Appends). Newly registered patients came to consulting
rooms to seek doctorsd di &gamete tegeive theixk a mi n a |
medicines and/or followp examination tests. Patients who were about to be admitted

to hospital Bo had to present at the consulting room to receive approval from a doctor

before they could proceed with administrative procedures. Physicians from different
departments of théentretook turns to attend one of the consulting rooms and during

their shif wereassisted by one to two nurses. Their appointments were set at the end of

each month and a monthly schedule was publicly listed in each room so that other staff

and patients were informed of those who were in charge. There was also a board hung at

the front door of each consulting room indicating the name of the doctor who attended

the room on that day along with his cont ac

Inside the consulting room | sat behind the doctor or next to the nurse who helped
i nput the patientdés personal details and
doctords prescription. The doctor introduc
their examination. With the permission of the patient | would stay with them during their
consulting session. | did not ask any questions or interfere with thedpata@nt
exchange and only wrote down in my notebook about how the consultation went on.
Because there was no consulting room specifically desfgnaredstrelated issues, |
attended consulting sessions of patients who visited the hospital to be screened or treated
for various diseases. For these sessions | sometimes stayed insidettheecoodn
information so that | could later compare these with records from patients having issues
with their breasts as long as the patients felt comfortable and provided verbal consent to
my presence. Otherwise, | would leave the room and go outvdticipaitients waiting
in the benches along the corridor of the Consulting department.

During each consulting session | wrote down details in my notebook to describe
the first impressions | had about the patient, time and duration of the encounter, the
conversation between the pati and the doctor, any physieaamination if one

occurred, as well as any other interaction the patient had withi#wgenurse or other

4 Cancer patients who came to the cancer ward for-fglloare every month, 3 masitr 6 months, depending on
their treatment status after they had been previously hospitalised for primary treatment.
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events happening when the session took place, for instance, the sudden visit by othe
patients who had not been called in.

In addition, | also observed at diagnostic (mammography, ultrasound room) and
inpatient departments (Chemotherapy, Radiotherapppecation, and Palliative Care)
at the permission of the Oncoldggntré® s b bdaectdrs. At the beginning of my
visit, | was often accompanied by a doctor who was in charge of the sector. The staff gave
me some statistics about their sector, their operating schedule and informed me where |
could find breast cancer patients. lthtr walked me to inpatient rooms and introduced

me to the patients and left me with the patients.

| tried to divide my time between different departments and settings within the
OncologyCentreso that | could talk with patients and their caregivers @s asu
possiblél moved from one area to another to make people feel familiar with my presence
and joined a conversation with patients and their accompanying caregivers whenever they
felt comfortable and welcoming. | often chatted with their caregivéte avaiting
benches duringhe hours when caregivers were not allowed to enter the inpatient
di vi sions, or attended a communal | unch/ di
their families. At times, | also observed at other settings outside the Centogy
such as in othespeciating hospitals of Hue Central Hospital, canteens, pharmacies or

serviceentre.

Outside the medical setting, via my personal contact in Hanoi | was introduced
to the Courageous Women Clgay¥ chi PMnuK i ° gng)®a peer support network
that operates across more than 20 provinces in Vietnam. The network is run by a group
of executive members based in Hanoi and some nearby Northern provinces. Their main
platform is a Facebook fanpage na@ethpanions of Breast Cancervletienssy
membe can post questions and receive responses from the executive members, as well
as other peers. By the time of writing, this page reached over 7,500 members. Every year
the network holds several offline events for members across the country to gather and

meet in person. The network is run voluntarily and not registered agave@ommental

5 At hospital in Vietnam each inpatient is often accompanied by at least a caregiver who is a member in their family or
extended family. This person stays with the patient inside inpatient room during the visiting hours duig the day

night,they usuallsleep on a foldable bed they carry to the hoJjieataregivetelp the patient with daily

activites,such as preparing or buying meals (which is not often provided by the hospital), washing and bathing (for
seriously ill patients), administeriegart ment or paperwor k. | further analyse t
experience of hospitalisation in Chapter 6.
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organiation nor social enterprise. Funding for its activities mainly comes from its

me mber s . Il n each province, the network s
compising a team leader and patients residing in the province. Via the executive members
in Hanoi, | was connected wintiRonhggos (bhanch
Pinkshirt team) and was allowed to participate in their monthly gathering dies.activ

| accompanied the peer support group in various hospital visits when a group of five or

six group members came to inpatient divisions, meeting women with breast cancer and
shared with them their own stories of surviving cancer and provided iofoahatit

the group in case anyone wanted to join. From this network | could identify participants

and key informants of my study.

Plate 4.1 The peer grougifting handmade cherhats to inpatientss part of the
Pink October Montlevents

I gained a |l ot of information by simpl"
Bernard2006, p. 368 r i t es, OHanging out builnds trus"
ordinary conversation and ordinary behavi
informal nature of my datpat her i ng process, of becoming
lives, and more importantly, the confidence that they had for my involveamgnof M
my participants made me a trusted friend during and even after my time in the field. Some
invitedme to stay with their family or very often invited me to share a meal with them at
weekend or during special occasion such as their birthdaysvétepportunities to
visit my participants at home. When possible, | would also accompany them in their daily

activities, such as to the hospital on their routine care appointments or to obtain
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medications, in the market to do grocery shopping, or nteeheir relatives and
neighbours.

Interviews

Interviews with breast cancer patients

Whenever | identified a patient who might be a potential participant of my study (breast
cancer patients or those who came with concerns about breast health), | would approach
them at the end of their consulting session or at their inpatient room tacemirogself

and my PhD researaingreater detail. | would ask them for their consent to participate

in my research. When they agreed to talk to me, | tried to have a short interview which
was like an informal conversation to learn about the demograpgiourad of the

women, their illness history, and contact details. These short interviews often took place
on the bench in the waiting area outside the consulting or inpatient rooms. If their time
allowed, | would request andiepth interview later thatydan a private closed room

which the Oncolog@entreassigned to me or in one of the cafeterias of the Hospital (see
Plate 42). If the patient could not stay longer because they had tests to complete that
day, | schedulednothermeeting either at their home or in their nearest talbow
appointment. | would usually call my participants by telephone within a week since our
first encounter and again before their upcoming appointment at the hospital.
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Plate 4.2. My interview room at theohpital

The indepth interviews with the patients were flexible and often unstructured
and on average lasted from 45 minutes to 120 minutes. Three mandepejuestions
were used to maintain the narrative #iadl allow for the understanding of the context
(Squire et al. 2014)cluding(1) How did you find out about your cancer? (2) How have
you been treated? and (3) How do you think your life has changed since you were
diagnosed with breast cancer? By the end dhtiegeaphy, a total of 37 informants
participated in my 4depth interviews, including 33 women (see Table from
provinces in the Central region (mean age was 46 years old;G2)ged2®ur from
the North (aged 36 to 48).

6 Aside from patients from Central regions, | also interviewed four patients from Northern provinces who came to
Hue Central Hospital teave their breast reconstructed. For these patients | only used their interviews to analyse the
dataforthewritae p of my c¢ hapt eimakmgof readt iemmstrustion. Rh& on whichdsmnaly

for this whole thesis wdsawn from the 33gtients whose blground information | presemere. Among the four

Northern women, three had cancerous tumour in their left breast anthemiglim. Two were diagnosed at stage

Il and the other two at stage Ill. All were married. One lived in emalGre woman had a pgsaduate degree,

two had university/college degree, while the other had completed high school.
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Table 4.1 Characteristics of patient informants from the Central regi88)

Province of residence

Marital status

Dak Lak

Ha Tinh
Khanh Hoa
Nghe An
Quang Binh
Quang Nam
Quang Nam
Quang Tri
Thanh Hoa
Thua Thien Hue
Rurality
Rural area

Urban region

Highest educational level
No schooling or no
completing primary degree
Primary

Lower secondary

Upper secondary

Vocational training

College/University or Higher

N

[ERN

11

19
14

10

Single (never married) 5
Married 24
Divorced/Separate/Widowed 4

Age

Below 30

3039 7

4049 12

5059 7

60 and above 5
Cancer stage (whetiirst diagnosed)

| 7

Il 15

1 3

v

Unknown 7

Location of the cancerous tumour
when first diagnosed

Right 14
Left 19
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Among these 33 patienkarried out followp interviews over the course of
two to five visits with 16 patients to validate the information | obtained in the first
interview. | usually started walimmarigig the key points of our previous encounters
and asked if the respont&vanted to revise or add further points. | chose a few topics
previously brought forward by the informants to elaborate. In thoseuplioterviews
| also inquired into new areas which recurrently emerged from my interviews with other

informants.

Plate 43.An i npatientds room

Interviews with medical staff

| interviewed eleven healthcare providers at different hospitals in both Hanoi (National
CancermHospital) andrhua Thien HuéHue Central Hospital, provincial hospital and
commune c¢linic), most of which were record
Respondentds age ranged from 27 to 59 anc
medical informants had different areas of expertise and included one general practitioner,

two surgeons, five medical oncologists, one radiation oncologist, one ragffation ¢
palliative care oncologist, and a nurse. These interviews contakestiegeuestions

and mainly focused on five areas (1) their working experience in oncology; (2) explanatory
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models of breast cancer; (3) participation and evaluation of exist@rgsceeening
schemes; (4) participation and evaluation of cancer treatment at their institutions; and (5)
perceived challenges in their work. At the end of each interview | often asked my

informants if they knew some colleagugsvhom | might talk tolaout the same issues.
Interviews with other stakeholders

I al so conducted five interviews with | oc
Social Protection officegresearcher, and executive board memb#rspeder support

networkin both Hanoi andHue Informants were recruited based on snowball or
convenience sampling and included those who were either familiar with the
implementation of government policies regarding public health insurance or social

security, as well as the sagonomy, demograyp, culture, and traditional healthcare

practices of the locality.

Plate44.Peopl eds CoOmmontmuree of B
Interviews with other patients, and families/relatives of breast cancer patients

At the Consulting department | also interviewed women who came to visit the hospital
to be screened or have a breast lump treated. These interviews were often informal and

unstructuredcentre on the reasons for their medical visit, screening and bteast s

71



Chapte#. Undertaking Ethnography in Central Vietnam

exanming practice, access to screening services, and perceptions of cancer and breast
cancer. | did not record these interviews but took notes during and after our conversation.

Plate 4.5. People waiting in treorridor of the consulting department

When | interviewed the women patients at hospital or their home, | also met and
informally interviewed their accompanying caregivers in order to understand the influence
they might h ave -sepkinglecigionse butpabsd theempacsof thear e
illness one their life. My appointment with the patients at home often involved the
participation of their (extended) family members and occasionally neighbours.
Conversations with those people were informative ay #hat they contributed to my
understanding of locally and socially constructed beliefs regarding health and iliness, and
the experiences that the patient and their families underwent since the occurrence of

breast cancer.

Focus group discussions

| conducted three focus grewpith laypeople (two groups of womene group with
women aged 1800 FGD 01 and another with women age®3d FGD 02 one group

of mend FGD 03 in B & i commune to elicit their views towards health, healthcare
and illnessl used convenience sampling to recruit participants. Three weeks before the

focus groups via the commdnmassorganiations, | advertised my research study,
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