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ABSTRACT

A SOCIO-CULTURAL STUDY OF LEPROSY IN NEPAL: Compliance, Patient
I1Iness Career Patterns and Health Education. '

To understand leprosy.in Nepal and its social consequences it is
1mpor£ant to see it 1in context. The socio-cultural factors
involved in belief systems which surround everyday 1life are
essential to understanding, as well as those of geography and
economics, of infrastructure and services, as they all affect the
feasibility of travel to clinics.

Patient persistence or “"drop out™ from clinic as part of their
illness "career” 1is a phenomenon which merits study. This
research examines the proposition, within an existing compliance
model, that clinic attendance (a crude measure of compliance) is
related to pat1ents{ beliefs about their condition being close to
the western medical notions of their care-ers; and then seeks
socio-cultural factors which may be affecting the willingness and
ability of patients to travel to clinic regularly.

To western scientific medicine leprosy is caused by M.leprae in
an immune-deficient host and results in physical signs. It is
treated with drugs (antibiotic and anti-inflammatory) and other
therapies 1ike physiotherapy and surgery. Leprosy services are
set up and health workers trained according to this scientific
model. Leprosy 1s controlled by treating sufferers for up to 24
months with multi-drug therapy. "Cure” in terms of this model

means reduction or removal of the cause.

The culture of Nepal is underscored by the hierarchical Hindu
caste system with notions of ritual purity and practices for
maintaining social harmony. Ninety per cent of Nepali people
are subsistence farmers ~1living 1in inter-dependent rural
conmunities. The medical system of Nepal is a complex whole with
personalistic, naturalistic and some scientific notions of
11Iness. The concept of one absolute causal energy lies behind
the dealing with new and alien ideas by accommodation rather than
categorisation which characterises western medicine.

Data discussed in this thesis are derived from 160 responses to a
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community questionnaire survey, interviews with 34 patients, 28
health workers and field observation in the clinics. Methods of
analysing complex qualitative data have been developed during the
research, 1including a patient career "grid® through which
associations between various patient responses are shown.

Beljefs about leprosy are found to be unified but many-faceted:
physical, meaning deformity and disability; psychological,
leading fo depression énd even suicide; religious, ‘s curse has
fallen upon me’; socio~cultural, bringing an obligation to separate
or expel the affected person, tantamount to "social death”.

Patient experiences of the "1llness” of leprosy, the physical
aspects, differ widely because of individual variation in immune
response to M.leprae. The social integration of people who have
had the diagnosis of the "disease” of leprosy is threatened when
other people come to know about it. Most patients are discovered
to be applying the technique of “"silence” and “concealment”, a
socio-cuitural device for keeping matters private in rural
communities, in an endeavour to prevent, through avoiding the
label of 1epfosy as "sickness”, application of the sanction of
social separation or expulsion. If “"exposure” seems imminent
"swift action” may follow which could be withdrawal from
treatment, or from the village with family or alone.

Patients are found to be holding apparently conflicting notions
about léprosy which are not associated with persistence or "drop
out” from clinic. An association 1is found between threat of
exposure and withdrawal from clinic attendance. The
interrelations of social "cure”, meaning restdrat1on of social
integration, and medical "cure” are explored. '

The view of 1leprosy 1in its socio-cultural context yields rich
insights crucial to the appropriate solving of problems such as
non-compliance in leprosy control. = Findings emerge which have
1mg110at1ons for the shaping of services, the planning of health
education and training programmes. They suggest that an
ethnomedical or non-ethnocentric approach to health care and
~education problems in cross-cultural situét1ons is essential.
111
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MEANING

The hope of those with the disease is to remain h- soclety;
From painful personal Nepali stories in here, .

It appears their security s in concealment. .

Is the restriction of leprosy in social separation?

Its non-infectivity ls in scientific medicinet A

The peace of those with the disease is in our learnlng. ;
The meaning of leprosy is to be found in Nepal's culture.

J. Hyland, May 1993

il



A SOCIO—CULTURAL STUDY OF
_ LEPROSY IN NEPAL :
Compliiance, Patient I11ness Career Patterns and Health Education

TABLE OF CONTENTS

Page No.
ABSTRACT : . i1
ACKNOWLEDGEMENTS ' ' iv
PREFACE - | s vii
CONTENTS _ , . _— viii
CHAPTERS
1. INTRODUCTION : ' 1-9
2. LITERATURE REVIEW AND“THEORETICAL-FRAMEWORK | 9-41
Introduction o ' 9
Compliiance 10
Compliance studies on leprosy and 1in Nepal 12
Clinic attendance _ 14
Issues of research design _ 14
Compliance in genheral 19
Medical systems and world view : 22
In_Nepal A_var1ety of beliefs and practices )
related to health 23
Health, medical practice and world view 25
Health in cultural context ) 27
I1iness, disease and sickness, 29
Explanatory models and sickness (1iiness) careers 31
Social integration ' 33
Accommodat ion ' 34
Health education 4 , 35
Health education becomes health promotion 37

Ethnomedicine, health education and leprosy cohtrq] 39

3. BACKGROUND TO THE STUDY oo 42-52
Groundwork for th1s study took place in 1980 43
Leprosy 1in Nepal 44
Compliance: A problem 45
Compliance in field and referral centres 46

Nepal, a background summary: ,
Geographic, ethnic, 1inguistic and religious variety 48

4. RESEARCH METHODOLOGY 59-82

Part 1: DISCUSSION OF CHOICE OF RESEARCH DESIGN AND METHODS
The search for design and method applicable in a
cross-cultural, third world-setting:

Qualitative and quantitative approaches combimed . 59

The qualitative-quantitative continuum 61

Compliance studies:

Changing approaches in the f1e1d of health and

health educat1on research , 62
viii

2



Part

Practical and acceptab]e research design

A dilemma 63
Time span of this study in an change situation: 69
The emic-etic distinction and choice of study methods 70

2: RESEARCH PERSPECTIVE ADOPTED AND STUDY HYPOTHESES

Ethnomedical approach 73
An observational, descriptive and analytical study 74
Research interpretation:

The personal involvement of the researcher in Nepal 75

Implications for this study of the author’s previous
involvement in the field:

Avoidance on bias 76
Disadvantages and effects of the setting on the
researcher 77
Ethical considerations in action research 78
Some unexpected outcomes 79
Study propositions and hypotheses 81
5. METHODS USED IN THE STUDY : 83-110
Introduction . 83

Part

Part

1: RESEARCH METHODS USED IN THE EXAMINATION OF THE
RESEARCH PROPOSITIONS
Seven major areas of enquiry 85
1. Examination and analysis of patient records '
A quantitative study:

Cohort study of clinic attendance 86
2. A descriptive and documentary study of

medicine in Nepal 86
3. Community questionnaire survey 87
4. In-depth interviews with leprosy patients: .

A qualitative study 89
5. A questionnaire survey of health worker

explanations and expectations of leprosy 91
6. Participant observation (Anthropological)

study of the clinic setting » 91
7. Documentation of rich contextual and

iTlustrative material” 92
2: DESCRIPTION OF METHODS USED IN PRIMARY DATA GATHERING
1. Method of data collection

a) The quantitative cohort study 93

b) Qualitative data gathering and ongoing analysis 94

c) Patient interviews programme 95
2. Survey instruments designed and used " 99
3. Chronology and time 1ine of the field research 100
4. Strategies to ensure reliability and va11d1ty

Avoiding bias 102

Triangulation ' 104
5. Methods of analysis - including construct1on

of the comparative "grid" 105
The discovery of patient illness career patterns
and relationships to compliance ' 108
The comparative “grid" 109

ix



6. RESULTS OF THE COHORT STUDY OF COMPLIANCE WITH
CLINIC ATTENDANCE

A quantitative study:

Cohort study of clinic attendance

Presenting signs, symptoms and disability
Comparison of out-of-control patients
Distance or clinic accessibility and results
Out-of-control patients and their attendance
at clinic

What other factors affect clinic attendance?
Effect of lateness and fine on regularity
and defaulting ‘

7. TRADITIONAL AND WESTERN MEDICINE IN NEPAL

Medical Systems in general

Notions of il1lness causation

Medical system(s) of Nepal
Personalistic: 1inks with the metaphysical
Naturalistic: the physical world
Scientific: biomedicine

Availability of specialist practitioners
Traditional healers: °©

and "traditional medicine” in Nepal
Curing practices

Categories not distinct but merged

Is there a clash of medical systems?
Accommodat ion

8. COMMUNITY AND PATIENT EXPLANATIONS OF LEPROSY

Part 1. COMMUNITY SURVEY
Location and changes
The questionnaire
Community survey findings
Responses to questions: .

Etiology or reasons for the occurrence of leprosy

Recognition of leprosy

Reasons for fearing leprosy

The curability of leprosy

Leprosy seen through community eyes

112-125

112
116
119
121

121
122

123
126-142

126
127
128
129
131
131
132

132
134
138
141
142

144-180

‘144
147
149

150
1561
151
1562
154

Separate replies from items of structured questions 1556

Summary of main gender and aged differences found

What about differences between castes? ,
Notions of causation are found to be multiple
Do metaphysical and scientific beliefs
affect responses?

What about notions of cause and cure?

Fear of or expectations of the social consequences

of leprosy

164
165
166

167
167

168

Remarks related to community expectations of leprosy 171

Part2. EXPLANATIONS OF THE ORIGIN OF LEPROSY FROM PATIENT

INTERVIEWS

Framework for reporting explanations and building

i1iness careers

Categories of patients interviewed

Metaphysical or personalistic concepts
X

173
173
175



Naturalistic phenomena

Notions having some scientific basis
Categories not distinct but merged
Some implications for health education

9. SOCIAL INTEGRATION TO SOCIAL SEPARATION AND
' "CURE" OF LEPROSY

The phenomenon of s11ence, concea]ment
private action and"exposure"”

176
178
178
179

186-203

186

Expectations and practices of separation found to be

applied to those with leprosy in Nepal in 1990
Is separation an actual experience or

just a vague fear

for people with leprosy in Nepa] in 19907

Two case studies

Social integration to social separation:

Found to accompany "exposure” of the diagnosis
of leprosy in Nepal

A socio~cultural mechanism for avoiding

social sanct1ons

Si]ence, “concealment”, action

The "concealment” technique used by 1eprosy
patients in Nepal in 1990

"Silence” and social integration

"Exposure” and social separation

Practice of separating leprosy from society:
Rooted in religious tales

The Nepal 1legan code

The cultural adaption time lag

Social separation and "cure" of leprosy

10. HEALTH WORKER EXPLANATIONS, SERVICES STRUCTURES,
AND PATIENT RESPONSES

187

188
189

190

195

196
197
197

198
199
201
202

204-229

What are the meanings of the Nepali words used for

"leprosy”?

Health worker views and practices

in relation to leprosy

A present definition of leprosy, Nepali
expatriate

Does it matter that there are differences in

definitions of leprosy?

Leprosy health care systems and-patient responses

The Green Pastures Leprosy Hospital

What is expected of patients

The mobile clinic

Definition of leprosy implicit in the

service structure

Inadequacy of a biomedical definition of 1eprosy

for Nepal

New patients encounter the 1eprosy services and

health workers

What about the procedures and instruments?

What happened to an actual patient?

x1

204

205
214
215

219
- 219
220
221
222

223
224
227

228
229



11. PATIENT ILLNESS CAREERS AND COMPLIANCE

Framework for building patient 11lness careers
Do patient explanations of the origin of leprosy
relate to their compliance decisions?

The consequent impact of a diagnosis of leprosy
Psycho-soctial consequence of leprosy

Mental health in Nepal: basis for comparison
Results of use of self-reporting questionnaire
Disability

Family 1ife disrupted: Separation

Patients who stayed away

The follow-up study of ten defaulter patients
Interview with one man who had stopped attending
the clinic

Patient interview data re-visited

From silence to separation and concealment
Silence and the Concealment Cycle

Leprosy patient 111ness careers: Nepal 1990

12. SUMMARY AND CONCLUSIONS

Research findings in-relation to the

study propositions )
Nepali traditional and scientific medical models
Health and 11lness according to these models
Leprosy in terms of these models

Accommodation

Social separation

The Concealment Cycle model

Withdrawal

Public exposure

Social sanctions: public isolation or expulsion
The place of withdrawal from attending clinic
in this model

Concealment cycle as "ideal type”

Discussion of models: Further refinements

The concept of “"cure” in leprosy in Nepal

231-263
231

233
235
237
240
241
243
244

245

2417
249
251
252
252

264-287

264
267
267
269
270
271
271
272
273
274

274
275
275
277

The scientific medical definition of cure of leprosy 278

A Nepali "cure” of leprosy?
Implications for patients
Implications for the relationship between

western and traditional medical practice in Nepal

Future research
Wider implications

BIBLIOGRAPHY

APPENDICES

xii

280
283

284
286
286
288-308

1-47



MAJOR FIGURES, MAPS AND
ILLUSTRATIONS

" FIGURES

2:

12:
12:

12:

12:

1

4

5

ILLNESS

One
Two
Three
Four
Five
Six
Seven
Eight

MAPS

Page No.
Health Belief Model for predicting
preventive health behaviour 38
PRECEDE/PROCEED Model for planning health
education and promotion ‘ 38
Medical systems found in central and '
western Nepal in 1976 139
Responses from community survey 150-169
Notions of 11lness causation, help seeking
remedies reported by leprosy patients 1990 177
Patient help seeking and psycho-social impact
of the diagnosis of leprosy 1990 ‘ 236
Results of self reporting questionnaire in Nepal 241

In traditional Nepali and scientific medical models
health and iliness originate and are dealt with in
different arenas 268
Leprosy in terms of Nepali traditional and

scientific medical models:

Definitions of leprosy overlap 269
The concealment cycle: ‘
Used by leprosy patients in Nepal for preservation

of social integrity 272
Cure of leprosy in terms of Nepali traditional

and scientific medical models 279
A Nepali "cure” of leprosy 282
CAREERS

Teenage Boy 253
Middie-aged Woman ‘ 254
Lal 255
Middle-aged Woman : 256
Mountain Policeman 257
Muslim Farmer 259
H111 Ploughman . 260
The Fisherman Returns 261
World distribution of leprosy XV
Nepal in the context of Asia 2
Nepal development Regions and Zones 2
Areas covered by INF LCP in Western and Mid-Western
Regions of Nepal - 1987/88 ’ ' 53
Nepal’s ethnic diversity 54
Western Development Region of Nepal:

The area of the study 56
Nepal’s elevation zones 57
Topography of the LCP control area 57
Nepal: Average annual rainfall 58
Nawal Parasi District: ' _
Location of the community survey 181
Distribution of patients interviewed in the study

in the Western Development Region of Nepal 230

x11i



ILLUSTRATIONS

Ethnic diversity in Bhojpur school 55
Village and domestic l1ife in rural Nepal 111
Travel difficulties - 182-183
Research location; Pokhra valley , . 184
Transportation of supplies to remote areas 185
The cycle of seasons in rural Nepal 309
Research partners 310

Leprosy programme staff who took part in the research 311

xiv



.Bm— ul ppom syl So:mso::. Asoide) jo sased peielsibes jJo eduejeasid

8|qejIEAR €3EP ON B

7 T
NS /
3 s - s 5
m o\ :ha. a.wlug,v
— - o1 1 —E__E_ .
60 —vo [--]
o> []
o ¥ 0001 400 8182 BOUS[RASL
et Hx
(T m..”“.

XV



- CHAPTER 1 : INTRODUCTION

This study is set in the country of Nepal and encounters ancient
cultures and people with different ways of -viewing their world,
including health care strateg1es. A glimpse of the lives of some
of these people is given together with an impression of the
effects of leprosy and of western medical care upon them.

This study sets out to understand what leprosy means 1n'Nepa1, to
examine whether the understandings held by patients relate to
their regular attending of clinics for their treatment and to
explore whether other factors of a socio-cultural nature may
relate to such clinic attendance behaviour.

It 1is easy to understand the difficuities faced by leprosy
patients in seeking and maintaining treatment for their problem
in a mountainous country like Nepal with few motor roads, large
rivers and few bridges, a monsoon climate and a people living as
subsistence farmers.

In spite of these difficulties, the majority of patients do
continue their long treatment. There are some, howevér, who
begin but then stop attending the clinic regularly, a fact
causing concern to public and Leprosy Control administrators.

This study, conducted in 1990 and 1991, focusses on. both
categories of patient, who received or did not receive treatment
from the Out-Patients Department of the Green Pastures Leprosy
Hospital in Pokhra, western Nepal.

Studies of 1leprosy compliance have been conducted 1in many
locations, for instance in India, Pakistan, Thailand, Nepal-and
Africa. They usually endeavour to identify factors which may
relate to patient compliance and non-compliance with a medical
regimen, factors which may be amenable to change or manipulation
so that compliahcé improves. A prdliferation of compliance
studies, both in general in the West and in relation to leprosy
in Africa and Asia, speaks to the complexity of, as well as the

concern felt about, the problem.
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No simple easy solution to patient non-compltance has emerged from
any of these studies. Many have concentrated on factors
associated 1n turn with the patients; the disease; the
treatment regimen; the relationship between patient and
practitioner; and so on. Some have looked at patient beliefs
with a view to constructing health éducation programmes aimed at
changing these. Advice has been given to simplify and shorten
regimens, give clear instructions, improve practitioner

communication skills, consider patient convenience for clinic

schedules and so on. Some studies 1in the third world have

- concluded that there seems to be a cluster of socio-economic and

cultural factors which are not clearly understood but which may
relate to compliance and non-compliance. Reference to these
works will be made in Chapter 2.

While many of the measures suggested emerging from other
compliance studies may well help improve compliance in Nepal,
there remain socio-cultural factors related to compliance and
non-compliance specific to Nepal which as yet are not well
understood. This study sought to discover and “tease out” some
of these socio-cultural factors specific to the Nepali scene and
1h-the process to extend a particular model of health education
planning by using it in a cross-cultural setting.

The author was well placed to undertake such a study, having
worked in Nepal since 1969, being fluent in spoken and written
Nepali language, and specifically having been responsible for
planning and training in the Leprosy Control Programme (LCP)
during its formative years, between 1976 and 1982. With this
experience and ease of access, the author was therefore enabled
to study the process at work from the perspective of a
participant observer, using qualita£1ve interpretation and as an

objective observer, employing a range of field methods. These
| are described fully in Chapters 4 and 5.

Systematic leprosy control began in Nepal in 1973/4 and in 1982
the new Multi-Drug Therapy (MDT) was 1introduced. Leprosy
services have been set up and Nepali health workers trained to
undertake diagnostic, treatment, mohitor1ng, and education

3




services across Nepal. These services and training are based
upon the scientific medical understénding of the disease of
leprosy. It is seen as essentially a physical phenomenon, caused
by a bacterium (M._ leprae), which varies widely 1in its
manifestation according to the strength and quality of the host
immunological response to the organism.

It is thought to be essential that treatment of adequate duration
be complieted byvas many patients as possible (756% or more) to
achieve control of the disease in the community (World Health
Organisation, 1970, 1975, 1985, 1988). Concern about non-
compliance is based on two factors. First, patients who receive
intermittent or incomplete therapy may develop bacteria resistant
to the drugs. Secondly patients may personally be subject to
more complications than they would have been had they complieted
adequate treatment. Spread of such resistant bacteria to other
people can result in new cases with primary resistance. The
introduction of MDT was partly motivated by increases in the
problem of secondary resistance generally. Compliance is seen to
be good for public health and good for the individual patient.

The leprosy services in Nepal exist in the context of the complex
culture of Nepal, which 1s overlaid by the Hindu hierarchical
caste system based on conéepts of ritual purity and pollution.
The practice of social isolation or separation of those ritually
polluted (for longer or short periods) 1s common.” Leprosy is
regarded.as particularly polluting, cursed or "unclean”. This is
of great relevance to the knowledge of, and reaction to, the
presence of leprosy in the community, particularly a close-knit,

inter-dependent rural village.

These "western” imported 1leprosy services, based on scientific
medical notions, also exist in the context of Nepal’s broad sweep
of notions and practices related to illness and cure which make
up Nepal’s traditional medical system. This system, while
knowing and embracing some scientific medical notions, is
different in nature and scope from "scientific” medicine. It is
underscored by a notion of absolute causal energy with a myriad
of manifestations of general misfortune and persbnal illness., It

4




is also characterised by an embracing and accommodation of new
ideas (such as scientific medicine), thus chang1hg its shape but
retaining its integrity and nature and allowing a toleration of
apparently conflicting notions of causality and cure.

This kind of accommodation is reflected in findings of this study
to be discussed, that beliefs about leprosy held by members of
the community and by patients alike are important in helping to
explain complianée, noq—compliance and patient “return”. The
notion of leprosy embraced by Nepal 1nc1udes the bhysical
manifestations with characteristic disabilities and deformities
that scientific medicine «calls "late «case”, but further
encompasses psychological, religious and socio-cultural meaning,
consequences and practices, which this thesis fully explores.

Thé contrast between scientific and traditional Nepali notions of
the origin, meaning and consequences of leprosy also provides the

background to differing notions and expectations of cure, both'
medical and social, which pose challenges to - medical
practitioners and their methods of health care de]ivery, and to
the design of health education programmes for traditional pedple.

This study applies a combination of quaiitative and quantitative
methods, bringing together concepts and models from health
education theory, - medicine, epidemiology, public health,
anthropology and medical sociology 1n a cross-disciplinary
approach to the question of patient compliance in a cross-

cultural setting.

~The ethnomedical approach of the study to examining the problem
of patient compliance and non-compliance 1n leprosy control in
Nepal takes into account both the plurality of Nepal’s medical
systems ahd the scientific medical orientation of the planners
and practitioners within the leprosy control services in Nepal.
Ethnomedicine as defined by Fabrega (1977) is "...the way human
groups handle disease and 1llness in 1light of their cultural

perspective”.



The study brings together community views, patient explanations
and experiences and health worker explanations and expectations,
and then relates these to actual compliance patterns of the
patients concerned. It explores the socio-cultural context of
leprosy patients’ 1lives and reveals important socio-cultural
conventions which are applied in their attempts to retain their
social integrity or "health” in the face of a "disease” and
"sickness” which parr1es expectations of strong social sanctions.

First, as a springboard for this field research, a ruraf Nepali
community was surveyed, being a repeat of a survey conducted in
1980. The same interviewer, questionnaire and sampling areas as
were used in 1980 were used in 1990. Findings provide a picture
of present-day community expectations of leprosy to test
consistency over time.

Secondly, the context of the health services, particularly the
Leprosy Control Programme and the health workers who provide the
health care for the patients were studied in depth. ‘Their
notions of leprosy and the consequent structure of the services
are described and discussed. A total of 160 responses from four

areas 1s reported.

Thirdly, patients at Green Pastures Leprosy Hospital were studied
in 1990 and 1991. This patient study constitutes the major part
of the work. It deals with interview material recorded with
leprosy patients in Nepal in 1990 and 1991. The main study is
made up of 34 interviews. Six others were used for background

and case study material.

Fourthly, other small studies were added as the analysis and data
gathering proceeded. Some of these were planned ahead, but
others suggested themselves out of the 1interactive and
intcrpretative process of observations and interviews conducted

with patients.

This approach to understanding leprosy patients which looks at
how they make sense of and attempt to control what is happening
to them, yielded insights which are at once a contribution to
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theory and at a practical level, are helpful for dealing with
the problem defined by western-trained health professionals as
patient non-compliance.

Hopefully, thesis outcomes may potentially contribute to the

" easing o% the pain for leprosy patients through:

(a) Adding to the understanding of health workers who deal with
leprosy patients; ’

(b) Pointing to more appropriate, culturally informed means of
delivering services to leprosy patients;

{c) Informing the public of what leprosy means to people; and

' (d) Ind1cat1ng a more solid basis for planning health éducation.

The thesis presents, as derived from the findings, a new model of
leprosy 1illness careers incorporating scientific and Nepali
traditional notions of health and 111ness, and a related model of
a concealment cycle and its place in relation to preservation of
patient social integrity and social health and withdrawal from
clinic attendance. These are all related to the meaning of
leprosy in Nepal and the question of medical and social cure.
The 1importance of restoration to social health as well as
physical cure of 1eprosy patients 1s underlined by the study,
along with exp]orat{on of ways in which this might be achieved.

Chapter 2 will introduce in more detail the theoretical concepts
used in the thesis reviewing the literature pertaining to the
study. Chapter 3 will provide the background to the study.
Chapters 4 and 5 discuss research methodology and provide details
of the methods used in the study.

Presentation of results begins with the findings of the cochort
study of compliance in Chapter 6, leading to a close examination
of the context of cbmp11ance behaviour in Nepal. The social and
medical contexts are outlined in Chapter 7, through a description
of medical systems 1in Nepal and elsewhere. This serves to
introduce Chapter 8 which describes community and patient
perceptions of leprosy. The background to strong community and
patient expectations for leprosy patients to be separated from
society 1s explored 1in Chapter 9.  Contrasting situational
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definitions created in the clinics, with the structures and
approaches taken by health workers, based on a scientific model
of leprosy, are descr1bed_ in Chapter 10. In Chapter 11 the
responses of patients, both social and psychological, to having
leprosy are presented, along with individual patient illness
careers exemplifying categories of patient response to their
condition,

Finally 1in Chapfer 12 the relationship between 11llness careers,
progression from “wellness” to illness and beyond, patterns of
compliance and non-compliance, degrees of social separation,
threatened separation and cycle of concealment are drawn together
in a new model for understanding leprosy and patient compliance
in Nepal. The 1implications for patient "cure® and health
education in the community are explored.



CHAPTER 2: LITERATURE REVIEW AND THEORETICAL FRAMEWORK
Introduction

The study constantly crosses disciplinary boundaries, enabling a
broader and deeper study of the 1ives, experiences and responses
of people in Nepal who have leprosy, than would be presented by a
single disciplinary approach. As the study 1is cross-
disciplinary, 1t'draws on concepts and models from a variety of
sources, combining them specifically and uniquely for this
thesis. The review of previous work in the field discusses the
scho]érship, conceptua] notions and models chosen as building
blocks for the thesis with the thinking behind their choice.

The concepts and models used in this thesis fall into four main
categories. Elements from each are drawn upon for the coherent
synthesis of a new model which is used to explain the experiences
and actions of people with leprosy in Nepal. This chapter
discusses key concepts from each of these categories, which
constitute the theoretical framework of the thesis.

First, compliance 1is defined, and models and studies of
compliance in general and those related to leprosy and Nepal in
particular are reviewed in the 1ight of current research.

Secondly and 1importantly, selected concepts and models are
exblored from the social sciences, from medical sociology and
anthropology, such as "~ ethnomedicine, world view, medical
systems, explanatory models, health, illness, disease, sickness,
sickness career, social integration and accommodation, 1labelling

and control, role and status.

Thirdly, notions of health and the model of health education and
health promotion used in this study are discussed.

Fourthly, concepts related to scientific bio-medicine such as
epidemiology, public health, 1leprosy and 1leprosy control are

presented.




Compliance

Issues of compliance have puzzled and frustrated health
professionals for decades. The very volume of reviews of
compliance studies speaks to the complexity of compliance and
difficulties encountered in attempting to solve the problem.
Hundreds of investigations have been conducted in attempting to

discover and to better understand determinants of patient
compliance behaviour (Becker 1979:2).

"Compliance” is the term used to describe health behaviour on the
part of the patient who follows medical advice. The term
"compliance”, while carrying with it the unfortunate implication
that patients are weither passively obedient or wilfully
disobedient in the face of medical wisdom (Thompson 1984:110),
is used here because 1t is found extensively in research
literature and no widely acceptable alternative has been agreed
to.

Early attempts to develop a model which may serve to make sense
of the multitude of factors associated with compliance and
predict compliance behaviour resulted 1in the "health belief
model* being proposed (HBM) (Rosenstock, 1966; Becker, 1974)
(Figure 2:1 p.38) This psycho-social model hypothesises that

. persons will generally not seek preventive care ...
unless they possess minimal levels of ... knowledge and
motivation, view themselves as potentially threatened and
the condition as searious, are convinced of the efficacy of
the intervention, and see few difficulties in undertaking
the recommended action (Becker 1979:6).

The goal of being able to predict patient compliance still eludes
researchers. While this model was embraced and used sucessfully
by many researchers, not only in the original application related
to preventive health, but also other applications such as aspects
of seeking diagnosis and of treatment compliance, it has been
unable to provide all the answers (Cummings, Becker & Maile,
1980; Janz & Becker, 1984; Prentice-Dunn & Rogers, 1986).
Becker, for instance, expresses this frustration by stating that
" noncompliant patients do not seem to possess any set of
manifest characteristics that would enable practitioners to
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distinguish them easily from their more adherent peers
(Becker 1979:2).

Cohen (1979) reasons that the research methodology may be at
fault, stating "... much of our frustration in finding so few
genaralisations in the compliance literature stems from a myopic
focus on hypothesis—-generating models (of research).”

Alternatively he favours . rich, descriptive approaches suited

for identifying contextual relationships ..." (1979:XVI).

The subsequent addition to the Health Belief Model of "modifying
and enabling factors” and inclusion of a range of factors in
"cues to action” point to what Thompson (1984) calls "the sorry
truth ... that each bold conceptualisation (of the HBM) flounders
on the complicated reality of compliance research and must be
elaborated to fit the f1nq1ngé". The HBM "... 1s still far from
being able to predict compliance behaviour.” (1984:125).
Montgomery et al. (1989) for example found the Health Belief
Model less than adequate in predicting behaviour in relation to
AIDS prevention, a conclusion reinforced by more recent research.

The HBM focuses on elements of compliance to do with the
individual pat1en£. Many studies have successfully used ‘the
model to predict compliance but these in the main have
concentrated on the "suscept1b111ty", “severity” and “benefit”
dimensions of the model. The dimension of perceived “"barriers”
was only measured 1in 13 of 29 studies reviewed by Becker
(1979:12). In those studies which did measure 1t, “"barriers”
were found to be positively associated with compliance in 10 of
the 13. Even when "barriers” were measured, investigations were
usually limited to factors relating to the organisation’s
approach to health care. For 1instance "barriers” to do with,
continuity of care, seeing the same practitioner on subsequent
visits and so on have been studied.

Such studies do not go beyond the patient-practitioner -and
clinical setting to any degree and so leave unexplored the wider
socio-cultural context of the patieht’s 1ife apart from the
clinic. It 1is here that other kinds of “barriers” may well
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reside. Educators, medical workers and programme planners may be
assisted in their efforts to find ways to reduce non-compliance
if these are understood.

Compliance studies on leprosy and in Nepal

In the field of leprosy control, patient compliance with
treatment regimen is considered vital, both to the patient and to
the general public. Leprosy, scientifically defined, 1is a
communicable disease, caused by a bacterium (M.leprae), curable
with antibiotics (used in multi-drug combination MDT). No clear
preventive measures are yet known. Leprosy is essentially only
controllable through reduction of the pool of .infection by
treating the existing patients, particularly those with multi-
bacillary 1leprosy, whose disease is understood to be more
communicable, thus rendering them non-infectious. Leprosy
control consequently relies on patients taking adequate
prescribed medication. In leprosy control programmes patient
clinic attendance is taken as an indirect measure of compliance.
This is the measure used for this study.

The most recent critical review of compliance studies on leprosy
(vadher and Lalljee 1992) 1lists 33 studies carried out between
1974 and 1991. Of these only nine used clinic attendance rates
as the measure of compliance. Findings showed unacceptable
attendance or non-compliance rates ranging between 9% and 87%.
These findings of non-compliance were difficult to compare across
studies however as studies differed 1in their definition or
classification of compliance.. Of the studies reviewed only three
used a cohort design similar to that of this study. Two of these
were assessing compliance with Dapsone' monotherapy. Their
findings were of a range of non-compliance between 71% and 87%.
One study (van Asbeck-Raat & Becx-Bleuminck 1986) did look at
Multi-Drug Therapy and made compliance measures of urine spot
tests as well as clinic attendance. They found clinic attendance
rates ranging between 82% and 88% and urine tests at the same
time rahged between 84% and 89% compliance which means the non-
compliance rates were between 11% and 18%.
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Vadher and Lalljee discuss some reasons for a wide variation in
findings between studies. One reason for over-estimation of
compliance is that many studies do not 1include those non-
compliant patients who had already begun treatment but
immediately d1$cont1nued, nor those who were detected to have
leprosy but failed to keep post-referral appointments.
Conversely he suggests that other studies may have understated
the compiiance problem because of rigorous sample selection
requirements preyenting the exclusion of some (Vadher and Mansur
1992:606). For example, findings have been recorded of levels of
non-compliance with clinic attendance ranging from 30% to 60%
from studies carried out in India (Kumar, 1984; Kumar, 1983a, b;
Ellard et al. 1988), Tanzania (Hertroijs, 1974), Ethiopia (Low &
Pearson, 1974:; Ellard 1981; van Asbeck-Raat & Becx-Bleuminck,
- 1986), Malawi (Ellard et al., 1974), Burma (Hagan et al., 1979),
Pakistan (Mull et al., 1989), Nepal (Roche et al., 1989). '

vVadher and Lalljee (1992) sum up the evidence concerning the
relationship of a number of factors to non-compliance with
treatment in leprosy. "...wa can conclude that with the
exception of one factor - source of referral - the relationships
between the variables investigated...” (patient factors of age,
gender, education, disease factors of type of leprosy, presence
of deformity, organisational factors of distance to travel,
miscellaneous factors of season) "... and compliance in leprosy
is obscure.” (1992:604-5).

While other “"miscellaneous factors” such as patient knowledge,
features of the regimen, psychological factors, type of clinic,
satisfaction with health-care professionals have been
investigated he states that findings are "... too few in number
to make any meaningful assessment of their contribution to an
understanding of compliance in leprosy” (1992:605). Perhaps the.
findings of this study will shed some more 1light on ‘this

perplexing question.
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Clinic attendance: How does this indirect measure of compliance
relate to direct measures?

Clinic attendance is taken as an important indirect and practical
‘measure of patient compliance. Having made the choice to use
clinic attendance as the measure of compliance applied in this
study, it is of interest to ask how the fact of attending clinic
may relate to the recent ingestion of the medication itself.
Findings in India (Nigam et al. 1979), Ethiopia (Asbeck-Raat &
Becx-Bleuminck, 1986) and Nepal (Roche et al, 1989) show that
from 9% to 13.3% of clinic attenders may not have taken their
medication 1n»the‘few days prior to attending. Although this is
an accurate measure as a spot-test it is not a reél indicator of
regular, repeated, habitual daily drug-taking.

Just as attendance at clini¢ may not be exactly equivalent to
drug-taking compliance, neither may non-attendance at clinic
indicate that the person is not taking medication. Wh1}e there
is no empirical evidence for this statement, findings in this
study (from the small follow-up study of ten. defaulter patients)
showed one who: was actually continuing regular treatment from
another clinic, and two others who were probably about to resume
treatment. They all would have remained "defaulters” as far as
the clinic records were concerned. It is recognised, therefore,
that attendance at the clinic is an imprecise measure of drug-
taking behaviour itself, it is one of the indicators most
commoniy monitored in leprosy control programmes.

Issues of research design in past leprosy compliance studies.

In their critial review of compliance research in leprosy Vadher
and Lalljee (1992) makes concluding remarks of importance to this
study and. its design. They note that the "... definition and
classification of compliance must be cTear and replicable ...",
that the measure of compliance may be indirect, such as
appointment-keeping ...", that "A prospective inception-cohort
study design i1s essential to record the extent of non-compliance
in leprosy”, that factors such as family support, patient health
beliefs and attitudes "... are all important in understanding the

process of noncompliance”, and shou]d' *... form a basis for
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further enquiry”, and finally that investigations should pose
questions or relate their findings to "... existing theoretical
perspectives.” They note that the "... investigations reported

in his review do not appear to be guided by any

theoretical perspective, no post hoc attempt was made to relate

the findings to existing theoretical perspectives
(1992:606).

These 1issues of'comp11ance study research design are answered in
this study which, as mentioned elsewhere, moves beyond the usual
indecisive factors to unexplored aspects of the socio-cultural
context of compliance 1including family support and patient
beliefs as suggested by Vadher and Lalljee. This study also
relates findings to theoretical perspectives. These matters are
further discussed in Chapters 4 and 5.

An Indian study identifies factors influencing clinic attendance.
'Langhorne, Duffus, Berkeley and Jesudasan (1986) found some
factors associated with good or poor clinic attendance. Two
factors were associated with good attendance: the first was the
presence of deformity, and the second was the fact that the
patient concerned had presented voluntarily to the clinic for

diagnosis and treatment.

Two factors relevant to this study found to be associated with
poor clinic attendance were having been found by survey (as
against voluntary presentation) and absence from the first or
second clinic appointments after detection. '

Also of interest are the factors which were found to be not
related to clinic attendance. These were socio-demographic and
disease-related variables such as age and gender, occupation,
clinic sfze, disease classification, site of skin or nerve
lesions, presence of leprosy contacts (family or neighbours known
io have leprosy), duration of disease prior to registration and
seasonal variation in attendance and travelling distance. Most
common reasons given for poor attendance were family and work
commitments. This study in Nepal seeks to explore some of the
unanswered questions in relation to the area represented by the
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family and work commitments ..." reasons for poor clinic
attendance.

Recent studies of leprosy Nepal

Several theses and other major studies have looked at various
aspects of leprosy. Cardinalli (1982) and Pearson (1985) both
studied leprosy in Nepal. Cardinalli’s ethnographic study of
leprosy in Nepal provides useful comparative data for this study
with anecdotes énd observations about community attitudes to
leprosy. Pearson’s study looked, from a medical geography and
epidemiology point of view, at the social and spacial
perspectives of leprosy in Nepal. In relation to compliance, she
reported that

...regarding default from and return for treatment, distance
apparently played no part. The influences on patients’
treatment behaviour were clearly not.only spatial, for
proximity to treatment centres posed different problems for
different patients (Pearson, 1985:360).

Other leprosy studies _

In the past two decades a number of major studies of various
aspects of Jleprosy have been undertaken. Some of these have
looked at compliance (Pearson, 1985; Sirisook, 1988; Greis,
1988). Others focus on aspects of the psycho-social world of the
person with leprosy and on stigma (Flynn, 1972; Gussow & Tracy,
1968, 1977; Volinn, 1983; Wheatley, 1985; Bijleveld, 1976, 1977,
1978, 1980; Waxler, 1981). '

Flynn (1972) examined the bsycho—socia] world of the 1leprosy
patient. Gussow & Tracy (1968, 1977) wrote about the patient
role of people with leprosy and their regaining their place in
soclety. They identify some patients who deliberately reveailed
themselves to society as leprosy patients, thus becoming "career
pét1ents", and then engaged in educational activities (Gussow and
Tracy 1977). It is noted that this use of the term "career”
differs from the use 1in this thesis of the term "sickness or

" 11lness career"”.
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volinn (1983) studies health professionals as stigmatisérs and
destigmatisers of disease, taking alcoholism and leprosy as case
studies. Wheatley (1985) wrote about leprosy, a disease apart,
and analysed stigma historically and cross-culturally. Bijleveld
(1976, 1977, 1978, 1980) studied and reported on leprosy in Kenya
focussing ~on community, leprosy patients and expectations,
experiences and stigma. waxler (1981) focusses on the person
with leprosy learning to be a leper, a case study of the social
construct of illness. Sirisook (1988) studied compliance among
leprosy patients in urban Thailand using theories such as the HBM
as wefl as percefved self-efficacy, and suggests that they only
account for 25% to less than 40% of the variation found in
compliance behaviour. She suggests inter-disciplinary approaches
be taken and that the role of the family be studied in relation
to compliance in leprosy. Greis (1988) wrote on compliance and
stigma, with fear of being known as a leprosy case a feature of

his work (German).

Five Asian studies use some concepts chosen for this study.

The concepts used in this study such as explanatory models,
differentiation between illness and disease and the broader
cultural context have been elements of the frameworks for studies
in Thailand (Neylan et al., 1988), Indonesia (Elissen and Hamme,
1989), Pakistan (Mull et al., 1989) and India (Weiss, 1990;
Aagaard-Hansen, 1991). |

1. Neylan et al. (1988) found through open-ended questionnaire
interviews that patients held a wide range of etiological
theories. The bacteriological cause of leprosy was mentioned by

very few of the interviewees.

2. Elissen and Hamme (1989) obtained their data from open-ended
personal interviews with patients and subsequent discussions with
a small group of patients. They found that only 7% of their .
sample mentioned the bhacteriological origin of leprosy. They
found that “although most patients did not feel any
discrimination on the side of the community, there is a wide-
spread sense of personal shame among themselves ..." (1989:19).
This was exemplified for them in that some of the interviews
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conducted in the homes of the patients had to be done at night
and in subdued voices "out of anxiety that neighbours would come
to know about their disease” (1989:19). They also recommended
that "besides the modern medical theory, cultural beliefs and
religious views have to be taken 1into consideration
(1989:20) 1in health education based on a multi-disciplinary
approach .

3. Mull et al. (1989) interviewed leprosy patients in Pakistan.
They found a similarly small proportion (4%) of patients
attributing the disease to infectious organisms. They found that
leprosy in Pakistan among the people studied was associated with
severe stigma and that the presence of such a dread diagnosis in
the close-knit extended families of that area could "... spell
the end of job and marriage prospects for even distant relatives
They suggest that the "... term "non-compliance"” appeared
to be an oversimplification since it covered so many different
types of culturally constrained behaviour”. This study provides
an example of how socio-cultural insights aid the understanding
of how complex is compliant and non-compliant patient behaviour.

4. Weiss (1990) explored patien£ experiences of leprosy in India
and writes of the emotional burden of 1leprosy. His work is
discussed in Chapter 11.

5. In his study of leprosy in its cultural context 1in South
India, Aagaard-Hansen (1991) contrasts the biomedical and
traditional notions of leprosy (Lepra and Kustam/Tempal). He
deve]opé a trans-cultural model of communication. '

An example study of compliance using anthropological methods

In their study of eb11epsy patients, Trostle et al. (1983)
explored the management of epilepsy from the patient’'s point of
view. They concluded that from the patient’s viewpoint
b1omedical strategies form one facet of many coping mechanisms 1in
the management of epilepsy. They found that "... the gulf looms
large between the physician’s treatment of the disease, and the
patient’s management of the illness”. They stressed in their
conclusions that “... non-compliance from the patient’s point of
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view is often rational, understandable, and justifiable, given
that social forces unrelated to a biomedical model influence his
or her behaviour.” (1983:35). From this study it is evident that
‘use of anthropological methods and concepts such as the
differentiation between 1llness and disease held potential for
uncovering usefu], new insights into compliance, the subject of
this research.

Compliance in general

Various reviews of compliance literature (Davis, 1966 ;
Blackwell, 1973; Ley et al., 1976; Sackett & Haynes, 1976;
Cohen, 1982; Evans and Spelman, 1983) have found that the extent
of non-compliance with medical advice/regimen ranges from 15% to
93% and averages somewhere around 45% to 50% Non-compliance with
a long-term prophylactic regimen has been found to be 66% after
three years (Gordis, 1969) th]e non-compliance with a long-term
curative regimen is between 32% and 59%. For instance, anti-TB
programmes experience 30% to 72% non-compliance rates (Davis,
1966; Hertroijs, 1974; Schwartz et al., 1962).

Evans and Spelman (1983) conclude that 1in general “... non-
compliance with drug treatment is widespread ...", there is "

general agreement that when patients are given medication by a
doctor, nearly half will either not take the drug or not take it
as prescribed ..."” and "... most will stop treatment as soon as
they feel better”. They go so far as to say the phenomenon is so
widespread that it might be considered normal behaviour. The same
authors also assert: . "Most of the factors which 1{nfluence
compliance and non-compliance are to some extent controlilable by

the doctor and not by the patient.”

While doctors tend to blame individual patient characteristics
for non-compliance, few social and demographic factors have been
shown to correlate with compliance and non-compliance (Becker
1979:5). Heszen-Klemens (1987) studied how doctors manage their
patients’ non-compliance. She found that

...non-compliance is a source of doctors’ frustration and is
perceived as an ego-threatening event by the majority of

19



them. As a consequence, doctors’ act1v1ty is aimed first of
all at ego-defence, while the original goal of behaviour,
i.e. the management of non-compliance, is neglected.

When health professionals, who 1in their own society hold these
opinions, move into a cross-cultural setting, the 1ikelihood of
failed patient education efforts may be amplified through the use
of a "cause and effect” model of health education (discussed
below), together with ego and ethno-centric approaches to the
problem. The ethnomedical approach and application of the model
of health education in the cross-cultural setting of Nepal
provide new insights into the problem of compliance in leprosy
control in Nepal.

A statement by Cohen (1979) in his summing up of new directions
for patient .comp11ance provides reinforcement to the decision
made regarding the scope, focus and methods used in this study.
He said:

Just as understanding a word or event is context-dependent,
the discovery of laws of human behaviour in general, and
patient compliance in particular, will require understanding
contextual constraints. (1979:160-161)
In his 1982 discussion of issues in patient compliance, Davidson
‘identifies not one but four or five generally mutually exclusive
11teratdres, on compliance, thus 1llustrating the complex and
debated nature of compliance (1982:417). He suggests that
medical compliance literature sees compliance or non-compliance as
a personal trait of the patient or a feature of the practitioner
or situation. He questions the implicit assumption in reports of
compliance in the medical 1literature that compliance 1is a
phenomenon which occurs, somewhat 1ike an infectious disease, for
which we need to find a  proper prescription for i{ts cure

(Davidson 1982:421).

He goes on to discuss social compliance with theories of social
exchange, social influence, forced compliance and ideas of self-
efficacy and focus of control important to the understanding of

compliance.
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He then looks at behavioural compliance with self-reinforcement,
self-monitoring, behavioural contracting and self-instructional
training as helpful for 1improving compliance. He finishes by
pointing to two paradoxes, one being too much'compliance and the
other the difficulty. of understanding why people seem to make
informed choices which at times result in deterioration in their

physical condition.

He points out that the search for factors related to compliance
has yielded a long list of what compliance 1is not related to.
These are patient characteristics such as age, sex, race,
religion, education, socio-economic status, types of 1l1lness,
onset of 1{liness, attitudes to the doctor, and personality
measures. Factors of the situation such as doctor-pétient
interaction, type of agency attended, family interaction of the
patient, and distance to the site of treatment have similarly
been shown to not be closely related to compliance.

What Davidson does 1is point out the difficulty of finding a
satisfactory definition and explanation for compliance and non-
compliance, and in particular he hints that the traditional
concentration of factors commonly found 1in studies in medical
compliande, related to patient, practitioner and-s1tuation do not
hold the key to further understanding compliance. It is with
this in mind that the present study moves beyond these three
traditional elements to focus on the cultural context of

compliance in Nepal.

| The studies mentioned above have shed some 1light on factors
associated with the patient, the practitioner-patient
relationship and c¢linical setting, which are and are not
associated with compliance and non-compliance. Non-compliance is
widespread and common (32-59%), frustrates health professionals,
is associated with factors which may not be controllable by the
patient, and. the list of factors found not to be associated is
long. There are few findings wh1ch relate to the cultural
constraints operating in the lives of people with leprosy.
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The suggestion of Cohen (1979) that discovery of laws of human
behaviour related to compliance requires an understanding of
contextual constraints, and the remarks of Mull et al. (1989)
that compliance and non-compliance cover éo ~many types of
culturally constrained behaviour best sum up the approach to this
study of patient compliance in Nepal. People with leprosy in
Nepal make their decisions in their social and cultural context
and the health professional seeks to understand the constraints
with which they contend and to adjust programmes accordingly.

It 1is therefore clear that the decision to study Jleprosy
compliance in Nepal in the socio-cultural context of the patient
held potential for uncovering previously unexposed associations
particular to 1eprosy'and Nepal, but with general application in
similar cross-cultural settings and cultures and with similarly
stigmatizing conditions.

Medical systems and world view

Foster and Anderson (1978) suggest that there are three main
types of medical systems. The personalistic system believes that
illness results from supernatural ... non-human ... or human ...
aggression or punishment directed specifically against ..." the
person (1978:563).

Naturalistic systems explain i1llness "... in impersonal, systemic

terms ... conform(ing) to an equilibrium model ...” That is
when ... equ111br1um is disturbed, illness results” (1978:53).

Nefther of these systems, as Foster and Anderson note, is
adequate for explaining contagion: "... only with the development
of the scien;ific concept of pathogens can the transmission of
disease from one person to another be easily explained” (1978:67).
They assert that "in a complete classification of. worldwide
medical systems, “scientific” or ‘"Western” ... medicine would
constitute a third type” (1978:79).

These types of medical systems assume a cultural defining of
111ness; 1ts causation, and its diagnosis as disease; with curers
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who use diagnosing, curing, managing and preventing strategies

flowing logically out of theories of causation. Belief about
» causality is therefore the logical starting point for description
of major aspects of medical systems: "... if we give a clear
description of what people believe to be the cause of illness, we
can in broad outline fill in the other elements in that medical
system.” (Foster & Anderson 1978:67). An outline derived from
Foster and Anderson is used as a basis for description of Nepal’s
medical systems.

In Nepal: A variety of beliefs and practices related to health
The colourful cultural and religious mosaic formed by Nepal’s
peoples is reflected in the variety of their beliefs and
practices retating to health and illness. Medical anthropology
provides the above framework which is useful for describing and
' understanding the ethnomedicine of Nepal, ethnomedicine being

the ways human groups handle disease and illness in the
light of their cultural perspective”, and "the study of how
medical prob]ems are realised and dealt with in different
societies” (Fabrega 1990:201).

Various researchers have written of the complex medical system,
practices and adaption to new ideas 'in Nepal, for instance Stone
(1976), Blustain (1976), Miller (1979), Shrestha and Lediard
(1980). As their writing provides the essential, specific
context to this cross-cultural -examination of compliance
behaviour in Nepal, a full review is presented separately in
Chapter 7. |

Various groups in a society, in the realisation and dealing with
their illness problems, develop and use their own medical systems
and medicine. A useful definition of a medical system is given

by Landy :

A society’s medical system is the total organization of its
social structures, technologies, and personnel that enable it
to practise and maintain its medicine (as defined below), and
to change its medicine in response to varying intra-cultural
and extra-cultural challenges.

A society’'s medicine consists of those cultural practices,
methods, technologies and substances, embedded in a matrix of
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values, traditions, beliefs and patterns of ecological
adaption that provide the means for maintaining health and
preventing or ameliorating disease and injury in its members
(1977:131). ’
Fabriga sees ethnomedical study involving the interplay of

disease, illness, medicine and culture (1977; 1990).

Development of medical taxonomies

Medical taxonomies differ from society to society.- Different
societies develop differing ways of defining and dealing with
11lness episodes. - These ways of dealing with biological and
behavioural differences involve semantics (symbo]ism and meaning
attached to the particular episode) and the way it is defined
determines how it i1s dealt with both by the individual and by the
society in question. Fabrega (1977) claims that:

The accumulated experience which groups have with illness and
with its treatment yields a formal body of knowledge which is
more or less codified in the group as their (medical) theory
of i1lness. This 1is an outgrowth of the process of group
adaption and cultural evolution. (1977:203) '
Thus group members are provided with explanations of why illness
occurs and with processes for dealing with them. The names a
group uses for 1llness and its knowledge relating to them is
termed its medical taxonomy. This medical taxonomy, along with
other aspects of medical systems, 1s seen as developing and
changing in the context of broader socio-cultural and political
changes in the society or group. Medical taxonomies contain both
folk and formal definitions. Distinctions made by a society
between 11lness and non-illness as deviation from normal are also

subject to change and development.

World View

In the culture of any peopie there is said to exist a "
shared framework of ideas ... concerning how they perceive the
world” (Burnett, 1990:13). It 1is the framework upon which that
people perceives reality. The medical system of a culture is
part of this reality. The world view of any people is one of the
givens: it is not explicit but may be implied from words and

actions. Kearney defines world view as:
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. a people’s way of looking at reality. It consists of
basic assumptions and images that provide a more or less
coherent, though not necessarily accurate, way of thinking
about the worid. A world view comprises images of "Self” and
all that is recognised as "not-Self”, plus ideas about
relationships between them... (1984:41) '

Hiebert (1983:356) puts it this way, "Behind the observable
patterns of human cultures seem to lie certain assumptions about
the way the world is put together”. These assumptions deal first
of all with overall reality, with the universe and the meaning of
life. On another level are a system of values and beliefs,

behavioural norms and differentiation between right and wrong.

Some of the functions served by a culture’s world view
assumptions are of particular relevance in the crafting of this
thesis. 'First is the cognitive foundation they provide for
building a system of explanations providing sense to beliefs.
Second is the emotional Secﬁrity provided in the face of a
dangerous world of unpredictable and uncontrollable crises. "It
is not surprising, therefore, that world view assumptions are
most evident at ... rituals people use to recognise and renew
order in life and nature”. (Heibert, 1985:48)

Two world views, namely the western scientific and the
traditional Nepali, provide the essential foundation for
descriptions and explanations of the phenomena observed in this

study.
Health, medical practice and World View

In 1977 Engel appealed to western medical practitioners to
broaden their. focus 1in practising scientific medicine. He
suggested shifting from an almost exclusive concentration on the
biological/bodily aspects of health and 111ness by embracing
the psychological and social aspects as well. In summary he
states that for the West "the dominant model of disease today is
biomedical, it leaves no room in its framework for the social,
psychological, and behavioural aspects of illness”. He proposed
a bio-psycho-social model as a basis for research, teaching and
~real 1life action (Engel, 1977). The addition of culture to
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Engel’s bio-psycho-social model rounds off the search for a
definition of health for this study.

If health is thought to relate to physical or biological weli-
being only, then medical practitioners, health care programmes
and institutions need only concern themselves with these matters.
If the World Health Organisation is correct in also including
"mental and social well-being” in its definition of health, then
health professioné]s and programmes need to include psychology,
-psychiatry and social welfare as well in their programmes.

Tb define health and 11lness as medical anthropoliogists do in the
broad cultural context - more specifically in the context of the
prevailing medical systems 1in a cross-cultural situation -
enables approaches to health education and structuring of health
care delivery systems to be” informed by and adapted to that
culture. For the study of health education in a cross-cultural
setting like Nepa] and dealing with a phenomenon 1like 1leprosy,
it is fundamental to embrace a cbmprehens1ve definition of health
in the context of that culture.

The definition of hea]tﬁ in this study fulfills these criteria.
It conceives of health cross—cu]turai]y as a vital, dynamic
harmony between the elements which make up human beings living in
their environment: where vital and dynamic 1imply responding,
coping, adapting, learning, growing and adjusting} harmony means
balance or equilibrium; humans are physiological, physical,
psychological, 1npel]ectua1, spiritual and social beings. Their
environment 1nc1udes the 1intrinsic environment inherited and
accidental capacities or limitation, the physical environment of
biological, chemical, climatic and geographic surroundings, as
well as social environment of relatedness and belonging to
groups, associatioﬁs and organizations and cultural environment
or network of beliefs, values, practices and ceremonjes held 1in
common with others of that culture.
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Health in cultural context

Many writers, such as Mechanic (1962, 1968), Zola (1966, 1977,
1981), Foster (1965, 1982), Foster and Anderson (1978), Kleinman
(1980, 1988) and Kleinman and Eisenberg (1978) place the
individual and his health not only in his social, but also in his
cultural context. Paul (1955:477) put it this way: "The threads
of health and illness are woven into the socio—cu]tura1 fabric
and assume full significance only when perceived as part of the
total design.” And Knutson (1965:47) states that "to consider
the health status of any 1individual or group ... requires an
understanding of ... broader socio-cultural variables -...” such as
“nationality, religion, caste, class ..." which "... directly
affect the health status of individuals who share them."

The prospect of having to study an entire culture in order to
understand the health status of an individual would be very
daunting. while recognising that culture is always integrated,
there is one aspect or system of a culture which, 1if understood,
may assist with a clearer understanding of patterns of health and
illness in that culture. |

Kleinman (1980:24, 45-70) suggests that health care systems
integrate health-related components of society add are provided
with much of their specific content by their cultural setting;
cultural rules and meanings shape health care systems. The
socio-cultural adaptive strategies employed by human beings "

bring into being medical systems, the cultural]y based behavior
and belief forms that arise in response to the threats posed by
disease” (Foster & Anderson, 1978:33). This concept of medical
systems provides part of the basic theoretical framework for the

study.

Medical systems are dynamic.

changes in a group’s medical taxonomy also take place when they
are brought 1into contact with groups with other medical
taxonomies, such as can be seen taking place 1in Nepal.
Ethnomedicine is therefore the study of how human groups handle
disease and 111ness, and of the medical institutions, personnel
and procedures they develop 1in the 1light of their cultural
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perspective. However, ethnomedicine is also concerned with "how
definitions of illness change across time in a particular group
and with the related changes in medical care practices and
approaches to non-illness. ” Changes that take place through
exposure of one medical system to another are also in the realm
of ethnomedicine. Medical systems of groups change across time,
within and between groups (Fabrega, 1977). Historical
development and adoption of ideas, explanations and practices
emerge from the past experiences of groups of people.

Explanations of illness are part of these.

What is categorised as I1lness and Non-illness?

In any culture, explanations of 11lness carry with them expected
practices relating to remedy and management. Groups in society
explain the behaviour of others in their own way. Social groups
differ in their ways of makihg distinctions between behaviours.
If behaviour is thought of as either adaptive or mal-adaptive a
continuum can be pictured. At one end of such a continuum of
adaptive/non-adaptive behaviours, 1individual behaviours can.  be
categorised positively as "normal”, while at the other end they
can be seen negatively. Behaviour deviations at the negative
pole of such a continuum may be divided into i7llness and non-
illness. Both of these embrace what are seen as deviations from
normal. The group and the individual concerned "view illness as
requiring help or corrective action” (Fabrega, 1977). Non-
illness, on the other hand, may be handled in a more punitive
fashion, having been defined as bad, even criminal.

Such distinctions between types of deviations from normal (i.e.
illness and non-illness) are also subject to change and
development. For example, in our western society such a shift has
occured or is occuring for conditions 1ike alcoholism,
homosexuality and HIV infection. Are they 1llness or non-
11lness? The answer to this question determines the options
chosen for dealing with them. These concepts are useful when
considering leprosy as explained in Nepal.

Explanatfons of why and how and what illness 1s and how it may be
eliminated are thus provided for different groups. This medical
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taxonomy (naming of 1llness, disease, sickness) along with other
aspects of medical systems, 1is also seen as developing and
changing in the context of broader socio-cultural and political
changes in the society or group. In other words definitions of
illness and disease, phenomena understood to be sickness, may
become the subject of debate and are not fixed. Changes in a
group’s medical taxonomy also take place when they are brought
into contact with groups with other medical taxonomies. Medical
systems of groups change across time, within and between groups;
Such change can be seen taking place in Nepal. 'In particular,
the health education of the NLCP has attempted to bring changes
to the various explanations of leprosy made by diffefent groups
in Nepal.

Distinctions between illness, disease and sickness

It is 1important at the outset to distinguish clearly between
i1lness, disease and sickness. The terms “sickness”, "disease”
and "illness” are used interchangeably in everyday language, but
for the purpose of making distinctions between different
dimensions of people’s experiences they are given specific
meanings. Twaddle and Hessler (1977) set out the distinction by
placing these terms in the context of the soc1o1ogicaT 1abe111ng
theory. "How people behave toward another .. depends to a great
extent on who they think that person is. Who they think a person
is ... depends on how..." they have been labelled. They explain
it this way:

Whereas disease is a socio-biological status and illness is a
socio-psychological status, sickness is a social status. The
events that lead to the definition of sickness may be either
disease or illness or functioning in the social order.
Furthermore, whereas the investigation of disease is the
province of biology and medicine and that of 1l1lness is the
province of psychology, sickness is the unique province of
sociology. (1977:96, 97) )

Kleinman and Eisenberg (1978) add the cultural dimension to the
distinction between disease and illness.

...disease in the western medical paradigm is mal-functioning
or mal-adaption of biologic and psychophysiologic processes in
the individual, whereas illness represents personal,
interpersonal and cultural reactions to disease or

discomfort. (1978:252)
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Il1iness and disease are said to be "..; separate aspects of a
complex, fluid, total phenomenon: sickness”. 1In 1980 Kleinman
differed from Twaddle and Hessler by stating that disease and
illness are two aspects of sickness (Kleinman, 1980:72). 1Il1lness
can be said to be culturally constructed because the 1il1lness
experience is strongly influenced by culture, being "... part of
social systems of meaning and rules for behavior ...". The ways
illness is experienced and coped with flow out of the culturally-
shaped explanat1ohs of sickness employed by the individual and
his society. The authors state:

For patients, illness problems - the difficulties in living
resulting from sickness - are usually viewed as constituting
the entire disorder. Conversely, doctors [in the biomedical
system] often disregard 11lness problems because they look
upon the disease as the disorder. Both views are
insufficient. Medical anthropologic studies show that
traditional healing in developing societies and popular
health care in our own are primarily concerned with 7llness
. Wwith treating the human experience of sickness. On the
other hand biomedicine is primarily interested in the
recognition and treatment of disease (curing). ... Biomedicine
has increasingly banished the illness experience as a
legitimate object of clinical concern. ... This systematic
inattention to i1l1lness is in part responsible for patient
non-compliance...
Again, Eisenberg and Kleinman (1981:13) make the distinction
thus: "physicians diagnose and treat disease ... patients suffer
illnesses”. In 1988 Kleinman terms 1illness as the “human
experience of symptoms and suffering,...” how sick people and
their wider social network "... perceive, live with and respond
to symptoms and disability”. “Dfsease is the problem from the
practitioner’s perspective.” However the term sickness i1s given
more depth and is now defined as: "... the understanding of a
disorder in its generic sense across a population in relation to
macrosocial (economic, political, institutional) forces”. For
example, to talk about the relationship of tuberculosis to
poverty is to speak of "tuberculosis as sickness” (Kieinman,

1988:3-6).

Robinson (1990) used these distinctions recentiy in analysis of
patients’ personal narratives. Illness is a self perception,
Sickness is a social perception and Disease is a biomedical
'percept1on.
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These distinctions made by Robinson are more succinct than those
given above and will be used for the purpoées of this study;
that is, as they apply in a cross-cultural setting, disease as a
biomedical perception is taken to mean bodily changes and the
process of labelling conditions as disease to be by specialists
or curers from within the group concerned, not just by
biomedically orientated physicians; thus the disease concept is
broadened to a]lqw for the setting of the study, a cross—-cultural
scene with a plurality of medical systems.

In the ethnomedical approach taken in this study the definition
of 1l1lness 1is the subjective experiences of the patients, an
experience shaped by the social and cultural setting in which
they live, their ethnomedical system. Disease likewise is taken
to be the biological changes as detected and given a 1label
"disease” 'by expert practitioners 1in and according to the
barticular medical system setting. Sickness is the problem as
perceived and named by the society concerned and certain changes
to sqc1a1 roles and intercourse may be expected accordingly.

Exp]anatory models and sickness (illness) careers

The concept of "sickness career"” provides & general framework
against which to present the experiences and series of decisions
made by people with leprosy in Nepal. It is noted that the idea
of explanatory models (Kleinman, 1988) follows to a Timited
extent the general pattern of the sickness career. In this
thesis it serves as a framework useful for understanding elements
of patient compliance behaviour in particular. Twaddle & Hessler
(1977),'1n discussing sickness career state that “sickness
implies changes 1in social 1identity and expectations for
behaviour”™ (1977:122). They go on to say:

To understand the sickness, and complexity of human
behaviour in response to symptoms requires that one look at
the social processes that influence behaviour. These
include an active process of decision making that leads to a
series of discrete identities and expectations constituting
‘a career. :
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They suggest that éhanges in identity which attend disease or
illness are the focus of the "sickness career” (1977:123). Roth
(1963) applied the concept of career to 1life events other than
occupations. A career according to him is "... something a
person goes through over a period of time and has definable
stages or signposts and more or- less definite end points
(1963:94,95).

While being common in medical sociology literature, the concept
“"sickness career” has rarely been applied 1in 1leprosy (Waxler,
1981; Gussow and Tracy 1968). Others have examined the stages or
changes in status and different roles adopted in the process of
people passing from wellness to illness and beyond (Roth, 1963;
Twaddle and Hessler, 1977; Safilios-Rothschild, 1970).

In this thesis the sickness career framework takes 1in the
transition from "health” or a general state of well-being to
“illness”, when a problem is noticed for which help is sought,
and further, to "disease”, when the problem is named and treated
by a practitioner, and on to various end points such as "cure";
noting whether there is restoration of physical, psychological
and social aspects of health or "sickness"”, mean1ng. social

labelling as a leprosy sufferer.

I1lness Career

In the application of the concept of sickness career to leprosy
in Nepal, it is called “"111ness career” because for the most part
it deals with the experience of people with leprosy who
personally perceive themselves to be “i11" but are not socially
labelled as "sick” or lepers (KUSTAROGI in Nepali).

Explanatory Models

In this thesis aspects of the explanatory models of several
categories of people with leprosy are described and form part of
the models of “1llness careers” presented in Chapter 11.

Explanatory models provide a framework for eliciting, describing
and comparing the understanding of an episode of 1illness of
various'p1ayers in the health care system. Explanatory models of

i1lness form part of the medical world view of these people.
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Kleinman suggests that “explanatory models (EMs) are the notions
about an episode of sickness and its treatment that are employed
by all those engaged in the clinical process” (1980:105). For
any particular episode of sickness, five main questions are set
out to which answers are sought in EMs:

(1)'etio1ogy;

(2) time and mode of onset of symptoms;

(3) pathophysiology;

(4) course of siékness; and

(5) treatment.

Explanatory models draw on but are distinct from the general
beliefs about sickness and health care, the health ideology of
the people concerned, as they relate to dealing with a particular
episode of sickness. .The following are the topics included in
the EM framework in order to be able to construct patient illness
careers from interview data. =

(1) The problem, how recognized, by whom, how defined.

(2) Help seeking.

(3) Impact of the diagmosis of leprosy.

(4) Perception of community expectations oflleprosy patients.

(56) Family history and situation. ’

(6) Cost of attending clinic.

(7) stigmatisation.

- (8) Role changes.

These two lists were combined by the author to form an Interview
Guide and Check List within the research study.

Social integration

when studying a subject like leprosy, which is known world-wide
as a stigmatised condition (Bijleveld, 1978; Waxler, 1981;
volinn, 1983; Wheatley, 1985; Greis, 1988;’Mull et al., 1989;
Elissen & Hamme 1989), consideration of the social status of
patients, their place in their families and communities are of
special interest. Do patients retain their places and usual
roles in their social settings? Or are their status and roles
disrupted as a result of their problem? These are questions which

are asked.
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In Nepali culture the concept of social integration or separation
has to do with two aspects of practice. The first relates to the
Hindu notions of ritual purity and impurity. These notions were
formalised in legal terms in the Legal Code of Nepal between 1854
and 1963 in laws related to relationships between castes
(Macdonald, 1984:283. ff.; Bista, 1991:58). The second relates
generally to Nepali community 1life, to what Bista calls AFNO
MANCHHE (1991:98),'a term used to dés1gnate one’s inner circle of
associates. People who are outs1de.one’s inner circle are non-
persons. It also relates to aspects of family and village 1life,
to what Miller calls 1JJAT, prestige or reputation, and family-
centred and caste-centred DHARMA or morality (Miller,
1990:123fF).

As Mull et al. (1989) found in Pakistan, Nepali 1epfosy patients
have reported similar dread of losing family status and prospects
for future welfare, such as finding suitable marriage partners
for children. In this study particular attention is paid to
whether patients remain with their families and whether their
families remain in their village or have moved since the
diagnosis of leprosy was made.

Accommodat ion

Of particular relevance to this study is the notion that worild
view monitors cultural change, helping in the reinterpretation of
existing ideas 1in the process of confronting new ideas so that
they fit the overall cultural pattern. Burnett speaks of the
Hindu world view, the predominant but not the sole philosophy of
Nepal, as having an "... amazing plasticity which allows it to
adapt to new situations,” and yet remain true to 1its ancient
assumptions”. He sees it as having an "... ability to
synthesise, and allow individual variety and creativity
(Burnett, 1990:87). In this study these abilities are seen
reflected in what to western minds seem like ambiguities of
belief.

Bista (1991) speaks of the blending or 1ntégration of new
" practices into long established systems of belief in Nepal, with

o
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the people tolerating the incoming new system "... as long as it
did not try to contradict their own religious faith and practice”
(1991:32). He speaks of some ethnic groups in Nepal however
being

. more singular in their worship, which tends to be
predominantly Shamanistic with few inroads by these other
belief systems. ... the Tibetan-speaking peoplies of the
high Himalayas are an exception as they have integrated
Buddhism with their Shamanis practices (1991:33).

It is this kind of accommodation of new ideas which 1s seen to
add new western medical concepts and cures to those already
existing that 1is of special interest to the health educator in

this study of leprosy in Neba].
Health education

For this study health education means to design and carry out
health education interventions aimed at having people make
changes and take actions conducive to their health. Implicit in
this definition is the notion that the individual or community
has the ability to do things differently, and that through doing.
things differently, can bring about improvement to their health.
It implies that after learning, the individual or group makes a
choice, a vb]untary decision to change. This definition of
health education came from the PRECEDE model.

The PRECEDE model was published in Green et al. (1980). In their
introduction the authors suggest that health professionals

have an understandable tendency to begin with inputs” when faced
with a health behaviour problem. Because they are orientated to
take action, health professionals, after quickly glancing at the
problem, "... 1immediately begin to design and implement health
education interventions and assume that the outcome wiil occur
automatically”. However the assumption that “"education” (inputs)
will automatically yield "health” (outcome) is flawed. This
simple "cause and effect” or behaviourist stimulus/response model
for explaining human behaviour provides a rudimentary but
inadequate framework wupon .which to base health education
planning. The PRECEDE Model of Health Education begins at the
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other. end. It "... begins with the final (desired) outcome and
asks what must precede that outcome by determining what causes
that outcome.” (Green et al. 1980:12)

In determining what must precede the desired outcome, the PRECEDE
model moves through several major phases of diagnosis of the
problem; namely, Social and Epidemiological, Behavioural,
Educational and Administrative Diagnosis. The seven basic phases

of this model are:

Phase 1. Consideration of the "quality of life" assesses some of
the general problems of concern to the peop]e'in the population
of patients, or whoever. The kinds of social problems a

community experiences are a barometer of their quality of 1life.

Phase 2. Identifies specific health problems that appear to be
contributing to the social problems. These are then ranked and a

selection made of those deserving allocation of resources.

Phase 3. Particular health-related behaviour that appears to be
linked with the chosen problems 1is identified. Non-health
behaviours are beyond the scope of the Health Educator.

Phase 4. Three classes of factors potentially affect health
behaviour, namely, predisposing factors, enabling factors, and
reinforcing factors. Factors likely to have direct impact on the

behaviour selected in Phase 2 are categorized accordingly.

Phase 5. Asks which of the factors thus categorised are to be

the focus of the educational interventions.

Phase 6. The intervention programme is developed and implemented
along with an assessment of administrative problems and

resources.
Phase 7. Evaluation is of necessity an integral and continuous

part of working with the whole framework (Green et al. 1980:12-
16)
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Health education becomes health promotion

Green & Kreuter, 1in considering progress in health education
during the twelve years since PRECEDE, added other dimensions to
the model. A systematic presentation of the emergence of health
promotion over that time is to be found in the second edition
first chapter. It was clear that individuals and communities did
not control all the factors affecting their health. It was
logical that health education interventions which focussed only
on individual or community behaviour-change would be only partly
effective in a quest for health. The addition of efforts to
change systems therefore followed. PROCEED has been added to
PRECEDE. Their introduction states:

. we have expanded the (PRECEDE) model to accommodate the
more comprehensive field of health promotion. Thus the
diagnostic approach now encompasses the social forces
that influence lifestyle and health, as well as the more
specific behavioural influences on health and the more
immediate educational influences on behaviour. (Green &
Kreuter, 1991:XIX)

The purpose of the new PROCEED dimension is to move "... beyond
educational interventions ..." by bringing - into play

political, managerial and economic actions necessary to make
social systems and environments more conducive to healthy

lifestyles ..." (Green & Kreuter 1991:XX)

Health promotion 1is defined as "... the combination of
educational and environmental supports for action and conditions
of living conducive to health”. Combination "...refers to the
necessity of matching the multiple determinants of health with
multiple interventions or sources of support.” Educational "
refers to health education as defined..."(above).' Environmental

refers to the social, political, economic, organisational,
policy, and regulatory circumstances bearing on the behaviour or
more directly on the health.” Living conditions "... ranges
beyond the strictly behavioural into the more complex web of
culture, norms, and socio-economic environment ... of lifestyle.”
In relation to this latter point, the authors state that this
complex web "... is the least well-defined or researched aspect
of health promotion..."” (Green & Kreuter, 1991:17) Figure 2:2.

37



[ Dowmographic variables(age, sex,race

eothinlticy, ato)

Soolopeyohologloal varjables(poreonal ity
poer and reference group

soolal olase,
pressure, eoto

Structural veriablos(knowleodge sbout the
prior contact ulth the disease,

dimonse,

Figure 2:1

Forcoe lved Suec-
ptibility to
Discase "N
Porcolved Beorl-
ocusnans{ssver i
of Discase

e

Porcelved bono-

fFite of
tive actfon

Pervceived barr-
lore to praven-

reven—

minue

ote) t1v
Likeol thood of
Poercofived Threat Taking Rocommen—
of dod Preventlve
ty) Pleoasa "N Hoalth Action

Row indor

Cues to fotlon

Haee media campaigne
Ndvice from other

postcard from

phystolan and dentiet

fl1ivene of fauily wmenber
or frilend

Neuspaper or magazine

The "Health Bellef Model” as predictor of preventive health behavior (Becker 1974)

Figure 2:2
Phane % Phawe 4 Phase 3. Phase 2 Phaweo 1
Ndmi
:":;‘;:t'..:;.w ldnnh't'dlnml Boh:mnrul Epldowiologloal Boocial

dilagnosis

-
Organixational
dlagnosis

enviromental
diagnowie

diagnosis

-~ N ~N ~N —_ -~ N 7 ~
Predispoaing
factors
HENLTN
PROMOT 10N
G':h- ! ‘:' Roinforoling l!ol-o;\‘;lor
uvcation factors Lifestyle

Policy
rogulattion

organixzation

factore

Enviroment

Phaneo 6
Iwplomantation

Hoalth

S
- — .~ —_ /
Phase 7 Phawe O Phase 9
Process Impact O tcowo
evaluation ovaluation evaluation

The PRECEDE-PROCEED model for health promotion planning and evaluation

38

(Green and Kreuter, 1991: 24)



In this thesis the examination of leprosy in Nepal ventures into
and researches the more complex web of the culture and norms of
people with leprosy. This investigation carried out in this
cross~cultural setting, using a comprehensive definition of
health in the context of that culture, illustrates the Strengths
and limitations of the global models, the Health Belief Model and
the PRECEDE/PROCEED Model, for understanding and .solving health
related problems pn]ess they are augmented by culture and setting
specific 1investigation <carried out using an ethnomedical

approach.

This thesis describes the variety of Nepal’s ethnomedicine with
its complex combination of systems in Chapter 7. This forms the
context in which the NLCP was established and health education
undertaken in the 1970s and 1980s. Beliefs about the origins of
illness are taken to indicate basic ways of understanding i1lness
held by the Nepali people who were and are the "target” of health
education in the NLCP.

Cross—cultural confrontation

Kleinman (1980) comments that the western health professionals,
because of their brofessional socialisation, tend to consider
their own ideas about health and illness rational while those of
patients, lay public, folk practitioners appear to be irrational
and "unscientific”. When health professionals with a scientific
approach, which they regard as "rational”, move into a cross-
cultural setting, their efforts at patient health education are
more likely to fail because, not only do they adopt a "cause and
effect” model of health education, but they also adopt an ego-
and ethnocentric approach to the problem. This results in them
confronting and excluding traditional medical systems from their
beliefs about proper medical practice.

Ethnomedicine, health education and leprosy control

Anthropologists can shed light on the dynamics of case-holding as
compliance in relation to health education and leprosy control.
According to Foster (1984), specific diseases like leprosy
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fend themselves to ahthropo]ogical study”. Problems such as "
case-holding in ... tuberculosis and leprosy control programmes
would ... benefit from anthropological input”. He says:

I believe anthropological research can play an important

role in improving health education assumptions and practices.
Our knowledge of ethnomedicine is critical to this role; we
must demonstrate to health educators exactly how a knowledge
of prevailing health beliefs and practices must be the
starting point in planning health education campaigns ... To
be fully effective communication skills must be coupled with
ethnomedical information. (Foster, 1984:852)

Health education aims to bring change: Who should change?

Foster (1982, 1984, 1987) discusses the problem that while

at least half of the problems encountered in providing health
care to traditional peoples are bureaucratic in nature” and that

administrators assume that if changed behaviour is essential
to improved health 1levels; it must be the individual and

community, not bureaucratic behavior that changes”.

As noted above, health education has to do with changes in
health-related behaviour 1in 1individuals and groups at risk.
However, health promotion does not stop there: it considers
changes in organisational, administrative and 1egislat1ve
structures and provisions to be legitimate targets for its
programmes. Consequently a health education and health promotion
programme which only aims to change individual patient behaviour
could be considered to be incomplete. The findings of this study
provide an example to back up this claim.

A broad ethnomedical approach is taken»in this study because it
is recognised that past approaches to health education in the LCP
have been based on the limited biomedical model and have had
1imited success in reducing the compliance problem. In Nepal, as
elsewhere, this limited approach has taken 1ittle or no account
of "illness experience”, concentrating instead on "disease” as
defined by biomedicine. The ethnomedical approach taken in this
study deals with a medico-behavioural phenomenon in terms of the
personal and cultural context in which it is found. It seeks the
associated symbolic system, the meanings, the interpretat1ons
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placed upon the "illness”, "sickness” and "disease”, and the
methods of dealing with 1leprosy 1in the culture and medical
systems of Nepal. '

In the initial cohort study of compliance, the thesis uses
. epidemiology as 1its initial basis for defining leprosy and the
Leprosy Control Programme, but consciously moves to an
ethnomedical position for clarifying the perspective of the
public and paﬁients of Nepal and for gaining further
understanding of the processes of compliance and non-compliance.

A1l the concepts mentioned above are necessary to the picture
composed as a result of this study of leprosy in its cultural
context in Nepal. The next chapter (3) gives the background to
the study and Chapters 4 and 5 discuss the research approach,
methods and implementation and analysis of the research data
which were gathered in Nepal from January to November 1990 and
October 1991 to February 1992.
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CHAPTER 3 : BACKGROUND TO THE STUDY

The National Leprosy Control Programme (NLCP) of Nepal was’
established in 1974 with assistance from the World Health
Organisation (WHO) and through agreements between His Majesty’s
Government of Nepal (HMG/N) and various non-government
organizations (NGOs). HMG/N assigned to the International Nepal
Fellowship (INF), a Christian NGO, responsibility for funding,
establishing and mahaging the (NLCP) in the then Western and Far
West Regions of Nepal. As a result, between 1974 and the mid-
1980s, the first-ever leprosy services were establiished
systematically district by district in the western half of Nepal.

In 1980 the NLCP in western Nepal reviewed the experience of the
first five years and detided to change its strategy for case-
finding and case-holding. The new strategy, to be appliied in the
ongoing expansion ofbthe leprosy services to new areas of Nepatl,
contained two equally important elements. One was to establish
and maintain quality care, in recognition -that any new patients
found needed to be cared for by reliable services. The other was
public health education. It was reasoned that, given the
scientific facts about leprosy, new patients would be prepared to
voluntarily seek examination and continue on treatment. It was
also reasoned that new patients would be more willing to
volunteer if their fear .of social ostracism was reduced. It was
thought that the social stigma of 1leprosy in Nepal would be
reduced when the public learned the true nature of leprosy.

In 1980-82 a co-ordinated health education programme plan was.
incorporated into the five-year plans of this part of the
NLCP administered by the INF (see map 2).

The educational programme of the 1980s set out to try to bring
about changes in community understanding of leprosy, the
assumption being that through such change there would be
improvement in public attitudes to leprosy, in patient knowledge
about their condition and as a consequence in their compiiance
with treatment.
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Groundwork for this study took place 1n'1980.

One aspect of the NLCP health education programme in 1980
foreshadowed this present research. A community survey of
knowledge and attitudes to Jeprosy was conducted in the district
of Nawal Parasi in the south of Nepal’s Western Region. The
survey was conducted as a prelude to the introduction of leprosy
services to that district for the first time. It provided a
base~line for compafing subsequent findings after the intensive
health education and other activities of the NLCP in the
district. In 1990 this survey was repeated as part of this

present research project.

In this thesis some comparisons have been made between 1980 and
1990. As well as these comparisons, an up-to-date picture of the
variety and intensity of attitudes, and knowledge of leprosy in
Nawal Parasi was obtained. This picture provides the context in
which to  place and better understand the explanations and
experiences of individual leprosy batients themsleves.

A historic note

Over the last 20 years a new medical service, based on the
western scientific medical system, has been introduced alongside
the existing traditional Nepali complex medical system. In the
early 1970s Nepal began the introduction of a Primary Health Care
(PHC) system based mainly on western biomedical concepts but
incorporating some remedies from other traditions. Under this
Basic Health Service (BHS) each of the 75 districts of Nepal were
to have nine health posts, each district capital a health centre

-

or hospital, each of the 14 Zones and four (later five) Regions a
hospital. This network of PHC and referral hospitals is meant to
make scientific medical services accessible to all the people of
Nepal. The NLCP, as it expanded, used the new PHC Health Posts,
where they existed and functioned, as the location for case-
finding and case-holding services.
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Leprosy in Nepal

Leprosy has been specifically mentioned in Nepal’'s legal code
over the years. Provisions are detailed in Chapter 9. Up until
recently the law required 1isolation of patients 1in a place
designated by the concerned government official. Two leprosy
asylums (Kokhana and Malunga) were established in 1869 and 1895

respectively (Mali 1966, 1969). These have been closed to new
admissions in the last few years. The present law reflects the
HMG/N NLCP policy that all patients should be treated as out-
patients and remain in their communities as modern medicines
render the condition non-infectious with1n days of beginning
treatment.

Systematic Leprosy Control services in Nepal began in 1974-5.
They were deveioped in the western half of Nepal by the INF in
co-operation with HMG/N. Other NGOs such as The Leprosy Mission,
the Netherlands Leprosy Relief Association, TEAM and the United
Mission to Nepal also participated 1in Nepa]’s efforts to control
leprosy nation—wide. |

INF set up LCP. in the western half of Nepal.

Between 1974 and 1983 considerable progress was made 1in
establishing the first-ever 1leprosy control services in Nepal.
They were gradually established district by district and included
case-finding, treatment and follow-up activities based, where
possible, on the Basic Health Services (BHS) Health Post (PHC)
network in Nepal. This network was also being newly established
at that time. During this time over 200 specialist 1leprosy
heaitrl workers were trained and began work; more than 1,000
general health workers of HMG/N were 1introduced to leprosy and
leprosy care; field operational methods were developed and
refined; over 4,000,000 of the population were surveyed; and
more than 10,000 new leprosy patients were identified and b]aced
on treatment in more than 200 treatment centres. (From current
scientific knowledge it is seen as necessary to treat people with

leprosy in order to control the disease.)
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Compliance: A problem

In Nepal the NLCP requires patients to attend clinics monthly or
second-monthly for "supervised” dpses of two of the three routine
'drugs, the remainder being ‘taken by the patient at home.
Treatment may need to continue for from six months to over two

years.

Case-finding methodé

Initially leprosy case-finding was conducted through total
population surveys. After some years it was noted that patients
found by this means were less compliant with clinic attendance
than those who had volunteered for physical examination after
suspecting they might have leprosy. As mentioned above the case-
finding method was changed as a consequence in 1980. Health
education and quality care, aimed at stimulating voluntary
presentation of cases, became the backbone of NLCP.

Base-1ine data gathered in Nawal Parasi District

The new method of case finding was used in Nawal Parasi District
wh1§h lies in the south of Nepal’s Western Region bordering India
on the south. (see map 4).

Prior to the introducion of leprosy control work to Nawal Parasi
a Random Sample Survey (RSS) was conducted by programme
epidemiologists to establish a base-line prevalence rate for
leprosy in the area. (This was part of a national survey.) The
INF decided to precede the RSS with a survey of community
knowledge and attitudes to leprosy with findings to be used as a
basis for formulation of health education messages, as well as a
base-line for subsequent evaluation of the impact of health
education on this population’s ideas and practices in relation to
leprosy. As mentioned above this information on community
attitudes to leprosy is used in this study for a backdrop and as

a basis for comparison of present attitudes.
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Non—compliance remained a probiem.

It was hoped that the new method of case—finding (through public
health education to stimulate voluntary presentation) would
reduce non-compliance in the NLCP. However it continues to be of
concern. The last ten years’ figures show very little, if any,
change in the rates of patient regularity and defaulting from
treatment. Defaulter rates (the percentage of patients on
treatment not attending their clinic during that twelve months)
have remained between 6%-8%. 1In 1988 the Director of Leprosy for
the World Health Organisation (WHO) sti11 saw compliance as an
important issue for Nepal.

A percentage of only six to eight could seem insignificant;
however, whén related to the number of people represented, it is
vof concern. In 1989 alone the rate of 7% meant that 615 leprosy
patients ceased their treatment. For the life of the LCP (up
until 1989), the total number of people who have defaulted could
be as high as 1,250. When this figure is taken with those who
have been irregular on their treatment (about 3,500) it could
mean that some 4,700 leprosy patients have received inadequate
treatment for Tleprosy. This is a sizable and growing number of
people. These people are perceived to be at risk of personally

éxper1encing increasing physical deformity, and because they have.
received intermittent and inadequate dosages of drugs are also at
risk of developing drug-resistant strains of leprosy’s causative
organism, M.leprae. This would constitute a public health risk
as well as complicate their subsequent treatment if they return.
Compliance 1is therefore seen as vital to successful leprosy
control, particularly since the introduction of a new multi drug
therapy (MDT) in 1982.

COmpliahce in field and referral centres

The NLCP established treatment centres for leprosy in over 200
places in western Nepal. Most of these centres were based at
HMG/N BHS health posts. Some were at small or larger hospitals
where patients with complications difficult to manage in small
clinics could be referred. The main referral centre for the INF
LCP is Green Pastures Leprosy Hospital (GP) in Pokhra.
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While the LCP as a whole has been relatively successful case-
holding results (high regularity and low defaulter rates), there
has been a shift in the comparative success of referral centres
(hospitals specialising in leprosy care) and the LCP as a whole.
Before 1986 the referral centres had better regularity and
defaulter rates than the LCP as a whole. Since then the opposite
is true. Between 1981 and 1985 the regularity rates at referral
centres averaged at 74.6% while the LCP as a whole had an average
of 71.6%. From 1986 to 1989 the rate at referral centres was 75%
while LCP as a whole went to 77.7%. Defaulter rates 1982-85 in
referral centres were 6.2% and 6.6% for LCP as a whole. But for
1986-89 referral centres had a defaulter rate of 7.9% and the LCP
as a whole only 6%.

Defaulter rate higher at Green Pastures Leprosy Hospital

In 1988/9 Green Pastures Hospital recorded a defaulter rate of
11.6% while the rate in all referral centres was 7.7%. In the
same year the overall rate for the whole LCP was only 7.0%. It
seemed that Green Pastures Hospital had a comparatively greater
problem with compliance which warranted attention. This Hospital
in Pokhra was consequently chosen as the starting point for study'
in this research.

It is realised that past efforts at health education in the LCP-
made some common western ethnocentric assumptions. They used a
biomedically-derived definition of leprosy which disregarded the .
definitions of the Nepali people concerned. Problems of
communication with patients can be understood to be bound up in
the differing medical systems of the communicators and as one
feature of complex dynamic changes taking place within Nepal,
Medical systems are changing as they are confronted and
chalienged by the biomedical model espoused by foreign and
national health professionals in positions of influence in Nepal.
Patients are faced with coming to terms with new ideas and
treatments while retaining many of theirv own beliefs- and

practices.
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Differing explanations of leprosy are held by patients and health
workers and the public. The distinction made between illness and
non-illness by biomedical science 1in relation to 1leprosy and
leprosy cure differs from the distinctions made in the Nepali
medical system (see chapter 12). Will change 1in patients’
explanations result in better compliance? If so how much and
what change 1s necessary? Would compliance be improved if the
health workers and their programmes adopted changed- definitions
and services? Theée issues are of vital significance to health
educators and health care providers and 1leprosy patients

themselves.

The LCP, in brief, attempted through health education to improve
compliance among leprosy patients. The expected improvement did
not materialise. Non-compliance continued to be a problem
(involving a growing number of people) and had been noticed
increasingly at the referral centres, particularly in the Green
Pastures Leprosy Hospital in Pokhra.  Previously health education
took an exclusive biomedical view of leprosy, assuming that if

patients’ "old” explanatory models were replaced by “new
scientific knowledge, better compliiance would result.

Nepal: A background summary

For centuries Nepal was a closed land, a land Bf mystery. After
a revolution in 1951/2 deposed the ruling Rana class and placed

the King once again in the supreme position, Nepal’s borders were
opened to the outside world. For more then a hundred years the
Ranas had ruled and restricted foreign access to the country.
When Nepal opened itself to the rest of the world the people
began to be exposed to new developments and different ideas. At
that time Nepal began a process of "development” which is still
going on. New means of communication, programmes for education,
administration, new services 1in health and so on were
established. Economically Nepal is struggling. The World Bank
still lists Nepal as one of the ten poorest nations on earth..The
Himalayas with their foothills provide a grand spectacle.
However, they also form formidable barriers to .the development
and implementation of new services and programmes like the NLCP.
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Geographic variety and population

Nepal 1ies to the north of India and south of China’s Autonomous
Region of Tibet. In this mountainous country of the “eternal
snows” the land ascends in three giant steps. From the southern
plains called the Terrai (100 to 300 metres above sea level), it
rises through the central hills (300 to 3,000 metres) to the
mountains, with Mount Everest its highest point. These three
areas support 36%, 62% and 2% of the population respectively (see
maps 3, 5 and 6). In the southern Terrai area and in towns
population growth is rapid. The population in theé hills is
growing more slowly. Malaria eradication (or control) and
opéning up arable land in the Terrai has allowed people from the
hills to re-settle there in large numbers. In the hills rapid
growth 1in population has led to depletion of the forests, and
loss of arable land through repeated landslides. The result is
that the hills no longer adequately sustain the population.
Broadly speaking the hills population is growing more slowly than
that of the Terrai. National population growth is 2.6% per
annum. The present population is estimated to be 18.9 million,
having more than doubled from 8.4 million in 1952-4. Over 90% of
Nepal’s people are occupied 1in agriculture, wusually in

subsistence farming.
Ethnic and linguistic variety

Nepal is ethnically very diverse, having perhaps 70 distinct
language groups (see map 3). Until the 1700s there was a series
of 1independent k1ngdoms' in the Nepal hills. This diverse
collection of peoples was brought into one administrative orbit
in the late 1700s by Prithiwi Narayan Shah, an ancestor of the
present royal family. Kathmandu, the capital, administered this
mountainous kingdom by appointing its own men as governors in
each of the former kingdoms. Local people were kept as lesser
officials. A steady process of negotiating followed prior to the
1mposit10n-of Hindu law and extracting central taxes. In 1832
the process was completed and the first legal code (Muluki Ain)
was applied nation-wide. Prior to this not all the Nepali peoples
~had followed Hindu laws and fest1vals. "There was great diversity
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in cultural background: ... in language; and ... considerable
diversity in religious beliefs and practices.” (Stiller,
1973a:15). Tucci (1962:89) puts it this way:

The very complexity of the ethnic components of Nepal and

the variety of social and religious traditions, together with
the existence of tribal organisations that differed from one
part of the country to another, made the organisation of the
Nepalese people into a caste system more difficult and less
rigid than in India proper.

It is unwise to try to describe the typical Nepali. Nepal
is not and never has been homogeneous in race or civilisation.”
(Tucci .1962:81). The fact that "... the great variations of
environment in this country ... have preserved distinctions of
language, culture, ... physical characteristics” (Karan quoted by
Stiller 1973:13) leaves the researcher in a difficult position.
This thesis does speak of Nepa]i people and Nepali 1leprosy
patients 1in general terms but in so doing the underlying
diversity rema1ns'a modifying factor in any generalisation.

The syncratistic and pragmatic nature of Hinduism has meant that
new ideas and ways are combined and merged with old patterns of
responding to 1ife in Nepal. 1In summarising, Stiller (1973).uses
a statement from Gurung:

The peopling of Nepal ... was the outcome of successive
migrations of Mongoloid groups from the north-east and
Caucasoid people from the south-east. Nepal is also the
meeting ground of northern Lamaism and southern Brahmanism
though most of the tribal groups still cling to the
Shamanistic Jhakri cult of mediums and sorcerers. The impact
of the Hindu rulers over the last few centuries has been
progressive "sanscritisation”, and the establishment of Indo-
Aryan Nepali as the Jingua franca of the Kingdom (1973a:14).

Stiller (1973a:15) goes on to observe of the background of modern
Nepal that "There was great diversity of cultural background:
there was great diversity in language; and there was considerable
diversity in religious belief and practice”.

A Hindu nation with a variety of religious traditions

The Legal Code of Nepal enshrined in law, principles of the Hindu
hierarchical caste system, and concepts of r1tual purity and
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pollution, with ceremonies and punishments related to breaking
these laws. These laws relating to caste were removed from the
Muliki Ain in 1963 (Bista 1991:44). It is the only country in
recent times to have based its legal code on Hindu philosophy and
practices.” The Hindu world view was the basis of Nepal’s Tlaws
and continues to form the context of everyday life for many of
its peoples. Subsequent to the advent of the National Legal Code
all Nepali people, no mattef what their previous background, were
subject to these laws and festivals. Some people, however,
managed to retain their own older ways as well. For example,
some groups were able to negotiate the retention of some of their
old customs (such as eating beef) even where these contradicted
the Hindu 1law. This process of Hinduisation of all Nepal
established, to a great extent, the supremacy of the high caste
Hindu as Tleaders of religious, ritual, administrative and
political 1ife in Nepal.

Buddhism

Nepal is not only a Hindu nation, it is also the birthplace of
Buddha. In Kathmandu, for instance, a unique mix of Hindu and
Buddhist temples and festivals can be found. Many of the hill
peoples of Nepal follow basic Buddhist philosophies, but with an
overlay of Hindu observances. Nepal’s Buddhism is not only
extremely ancient, it is now receiving return interest from newer
Buddhist centres 1n'T1bet and other parﬁs of Asia.

Islam

A small minority of Muslims is present in Nepal. Some of them
entered Nepal in the 1700s as skilled artisans for ruling houses.
They were mentionédhin the legal code as orie of the low castes.
This indicates how Hindu Nepal accommodated them. The Muslims
themselves have retained distinctiveness in the midst of their
syncratistic -neighbours. They observe their own religious
practices using the Koran instead of the Vedas. They also
maintain links with the rest of the Musliim world. .
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Christianity

Since the 1950s Nepal has allowed Christians to reside in the
country. A small but growing number of Nepali people who follow
the Christian way can be found. Many new health programmes and
institutions in Nepal, both for leprosy and general, were begun
by Christian missions such as the INF, which began work in Nepal
in 1952/3.

Secu]arism

A gradual process of secularisation has also been taking place ih
Nepal over the last 40 years. This would appear to have been
mainly through the 1influence of foreigners from western
countries. Ideas of secular scientific origin come into Nepal
through the development process. The national education system
of schools, begun in the early 1970s, mixes them with the Hindu.
Higher education programmes such as nurs1ng, medical and other
health worker education are based on western biomedical, secular

scientific concepts.

The National Census of 1981 reported Hindus to be 89.5%,
Buddhists 5.3%, Muslims 2.65%, Jains 0.062%, Christians 0.026%
and "Other” religions 2.46% of the population.

It 1is against this background, and through an ethnomedical
approach, that the perspective of Nepa11 leprosy patients
themselves is seen as they relate their experiences of leprosy.
A discussion of the methodology, and description of how data -
from which these perspectives became clear - was gathered and
analysed follows in Chapters 4 and 5.
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Major Ethnic Groups:

In fact, there has been no detailed country-wide survey on the ethnic groups of Nepal. On the basis of mother tongue statistics, Nepali-speaking
group such as Brahman, Chhetri, Thakuri, ctc. shares over 58% of the total population. It is followed in a discending order by Maithili, Bhojpuri, Tamang,
Tharu, Newari, Awadhi, Magar, Rai, Gurung, Limbu and Sherpa representing from 12% to 0.1% approximately. The above map reveals the core areas
occupied by various ethnic groups.
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ETHNIC DIVERSITY IN
A BHOJPUR SCHOOL

These children at a
school bench 1n
eastern Nepal give
an 1dea of the
racial variation in
Nepal: besides
Mongoloid faces
there are finely-
shaped physiognomies
of Caucasian type.

From left to right:
Rai (ancient
Nepalese people),
Brahmin (Caucasian
priestly caste),
Chetri (Indo-
Nepalese mixed
caste), Thamang
(ancient Nepalese
people) and Sunar
(Kami, professional
castes of the smiths
and goldsmiths).
(Hagen 1980:114)
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Average Annual Rainfall

sp 190 K. M,

Roinfoll In Milimetres

Annual Rainfall:

The annual rainfall in Nepal varics from place to place, ranging from less than 250 millimetres in the Mustang area of the Central Himalaya to more
than 4,000 millimetres at Lumle near Pokhara. The rainfall generally decreases from central part towards west. In the north, there exists a large rain shadow
area beyond the great Himalayan Ranges in the central and western parts of Nepal. It is the area of lowest rainfall in the country. Moreover, there the
precipitation occurs mostly in the form of snow. Locally, south facing slopes receive higher rainfall. There are certain pockets receiving higher rainfall and
these are located mainly in central and eastern sections. The regional distribution of rainfall in Nepal is not, however, guided by any specific factor. Most
rain occurs in the months of June, July and August. April and May are generally dry months.

NAP 6.

Nepal: Average
Annual Rainfall
(Shestha 1988:25)



CHAPTER 4 : RESEARCH METHODOLOGY

Introduction

Having in the the 1last chapter identified the problem and
described some of the complexity and ambiguity of the setting in
which the.problem exists and in which it must be studied, this
chépter turns to a discussion of methodology, to "... the ways in
which we approach problems and seek answers” (Taylor and Bogdan

1984:1).

In medical science many assume that experimental, randomly
controlled trials are essential to sound research. In the social
sciences there are two main theoretical perspectives. The
positivist approach "... seeks for facts or causes of social
phenomena, apart from subjective states of individuals.” Thus
they adapt a "... natural sciénce model of research ..." and "...
search for causes through methods such as questionnaires...that
produce data amenable to statistical analysis”. On the other
hand the phenomonologist is "...committed to understanding social
phenomena from the actor’s own perspective”. Thus they seek
understanding through qualitative methods such as participant
observation, in-depth 1interviews and others that yield

descriptive data ..." striving to understand "... on a personal
level the motives and beliefs behind people’s: actions

«.."(1984:1-2).

This study predom1nant1y uses approaches from phenomonology
although those from other perspéctives are a]so utilised.

Part 1: DISCUSSION OF CHOICE OF RESEARCH DESIGN AND METHODS

The search for design and method applicable in a cross-cultural,
third-world setting: Qualitative and quantitative approaches
combined

The social scientist working in a medical field of enquiry is
faced with a paradox and a dilemma. This discussion traces these
problems and explains the background of the choices made in
relation to research design and methods considered to be

generally suitable for this research problem and setting.
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In the past it seems that the disciplines of sociology and
anthropology have struggled to be recognised and accepted in the
broader scientific world. Social scientists sought to apply the
same sort of rigour and method-1n seeking for laws or general
patterns in the world of human beings 1iving together in the
social and cultural arena that are held to apply in experimental
scientific research (Good and Hatt, 1952; Kaplan, 1964; Cohen,
1979). In the opinion of some this has led to poor quality
social science fesearch being undertaken on the international
scene. For others (Green, 1979), these constraints have
represented an impossible straight-jacket. The dealing with these
constraints in the real world has for some provided an
opportunity for innovation and development of new designs and
methods of data-gathering and analysis (WHO, 1981a). Yet the
difficulty remains. New methods developed in the disciplines of
social science remain largely unfamiliar, and consequently
not generally acceptable to medical science (Eisenberg and
Kleinman, 1981; Foster, 1987). Even though advances have been
made in the development of research design and methods which
combine qualitative and quantitative approaches and which are
realistically applicable in socio-cultural and inter-disciplinary
international settings, the difficulty of having these
acknowledged and their findings accepted by medical science
people remains (Mair, 1972; Foster, 1982, 1987; Barnard, 1988;
Najman, 1989). '

A combination of methods is used in this research in the hope
that this gulf may be bridged. Perhaps the application of flesh
and blood to the dry bones of a traditional compliance study will
encourage medical people engaged in leprosy control to form more
realistic expectations of social science research and of their
clients and programmes. Perhaps it will also result in their
entering enlightened bartnersh1ps with the patients they serve.
Some indication of this already beginning is gained from the
recent studies in Pakistan, Thailand, India and Indonesia, which
look into socio-cultural aspects of leprosy. These were reviewed

in Chapter 2.
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The qua]itative—qdantitative cont inuum

Najman (1989) at a seminar on research design dilemmas proposes a
continuum between qualitative and quantitative methods of social
research. He suggests that qualitative research methods generate
hypotheses and that research designs can be graded from
qualitative to quantitative thus:

1. Observation and related qualitative data collection (e.g.
participant observation, case studies);

2. Unstructured interviews, focussed groups;

3. Analysis of documentary and historical sources;

4. Analysis of official statistics;

5. Quasi-experimental and experimental studies; and finally

6 Cohort, longitudinal studies -~ and the 1ike, which are
hypothesis-testing and quantitative.

The ideal design for scientific research 1is often held to be
randomised controlled trials. But one seminar contributor
pointed out that employing such trials for some research subjects
was like taking a sledge hammer to crack a walnut! Newel1l
(1989:6) suggested that qualitative research may be included 1in
randomised controlled trials so that "...an appropriate and
coherent near-to-complete description...” can be supplied. He
went on to say that each approach can learn from the other: "The
ideal 1interplay between qualitative and quantitative méthods
occurs when individuals from the caring, the numerate agd the

social sciences work together ... with parity of esteem”.

Even in the presence of these protestations there remain those
who confinue to view experimental, scientifically controlled
methods as absolutely essential to sound research. For Foster
(1987) this is a lamentable real-world constraint which results
in poor quality social research being done on the international
scene, where there is over-concern about design elegance and less
concern for practical application of results. For Green (1979)
the real-world of community and health education programmes
requires that adjustment be made to ideal designs for evaluation
and research without which the results cannot be generalised to

actual situations.

61



This thesis adopts the stance taken by scholars who have called
for qualitative, rich, situational descriptions, such as those
employed by anthropologists and labelled ethnographic techniques,
to supplement or replace traditional research approaches to
evaluation of programmes in health and health education. An
ethnography is a description where the researcher tries to render
a 'true to life’ picture of what people say and how they act and
where ”...peop]e’s words and actions are left to speak for

[P Tiraan'

themselves” (T

Taylor and Bogdan 1084:124),

A pivotal assumption for ethnographic approaches is that
individual behaviour is guided by meaning structures and that
understanding those meanings requires understanding the
relationships between what a person says and does in the
natural setting in which the behaviour occurs (Cohen
1979:158-9).

Compliance studies: Changing approaches in the field of health
and health education research

Reseafchers in the medical field have in the past tended to
overlook the power of ethnography and carried out many studies in
the hope of finding such orderliness in their searching for
patterns and indicators of patient compliance and non-compliance.
A 1979 publication reviews many studies. Cohen (1979:153) summed
up the matter by saying:

Social scientists, guided by the spectacular advances in the
physical sciences, during the past century have adopted the
metaphors and methodologies of experimental research - hoping
to find laws of human behavior equivalent in scope to the
laws of the physical universe...generations of researchers
were trained with the expectation of developing comprehensive
theories that would both explain and predict human behavior.
Our expectations, steeped in the traditions of physical
sciences, lead us to assume that general laws will emerge
from our investigations of aspects of human behavior, such as
patient compliance with medical regimens.

Frustration has resulted from the long search for general laws or
predictors of compliance behaviour, which will present a coherent
structure. No such regularities emerged. Cohen concluded that

research into patient compliance has yielded "... fragmentary
notions as to the determinants of compliance ..." (1979:153).

It seems the cbmpliance studies reviewed by Cohen assumed two
things. They expected that “... lawful human relationships will
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transcend. the idiosyncrasies of the particular céntext.."
(1979:154), and they assumed that "... useful suggestions for
practitioners must rest upon an unambiguous and small set of
empirical generalisations” (1979:153). However, few clear and
consistent laws and generalisations were found in relation to
patient compliance. "Features - of the regimen and socio-
behavioral characteristics of the patients were the most

consistent predictors of compliance” (1979:153).

Cohen suggested a change of direction and method. He suggested
that the search for general laws is misdirected and proposes
instead to search for meaning of behaviour in its particular

context maintaining that
only in terms of contextual relationship” (1979:154). He in fact

human behavior 1is comprehensible

suggests an ethnomedical approach; that 1is, through a more
culturally relative approach’ the researcher seeks "... to
undefstand how people go about the task of seeking, describing,
and explaining order in the world in which they live" (Taylor and
Bogdan 1984:11)., It 1{s a search for values and meaning in
context, and goes beyond observation of social action towards an
understanding of the meaning behind those actions.

That the "grandiose goals” of finding general laws of compliance
were not fulfilled has been explained by the youth of social
science and the difficulty of conducting valid research using
human subjects. The difficulty of applying experimental control
in the real world and what it does to the results is discussed by
many scholars and researchers. They have expressed their sense
of constriction and frustration when functioning in a climate

dominated by opinions biased on one side of science.

Practical and acceptable research design: A dilemma

Lawrence Green, one of the leading health educators in the USA,
writes of the paradox faced by would-be health education
evaluators. He subscribes. to the notion that experimental
control is the ideal. However, he has learned, through personal
experience and observation an important principie of health
education evaluation namely that "...experimental control 1is an
elusive ideal that cannot be reached without sacrificing some
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generalisability of the results” (Green in Cohen, 1979:142).
The reason for his coming to this conciusion lies in the fact
that "...the 1laboratory conditions necessary for complete
experimental control create such artificial conditions on
programmes that the results cannot be generalised to actual
situations” (142). After discussing various methods and designs
devised by social scientists to cope with the reality of not
being in a 1aboratory and to allow for lack of control he comes
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Green gives voice to the position of.those social scientists and
researchers who seek a practical understanding of phenomena such
as compliance behaviour. Such insights may be requested by
clinicians, however, when provided they are likely to be rejected
by them because physicians are, as he puts it

...less experienced with quasi-experimental designs developed
largely in educational and socio-physical research ... Hence,
physicians do not trust these methods and are sometimes unco-
operative with evaluations which employ them. We are then
left with a paradox: we have too little control over the
health-care system or health resources to exercise true
experimental designs that would be acceptable, and we cannot
get enough co-operation or support for quasi-experimental
designs because they are unacceptable. (in Cohen 1979:147)

This problem of reconciling the practicability of experimental
research design .and the lack of acceptability of quasi-
experimental research design 1s evident 1in other writings on
health sciences and evaluation. For 1instance, in 1981 a WHO
workshop was held on appropriate technologies for behavioural
science research on hea]th problems. The context was
international health, particularly 1in south Asia. The
disciplines represented ranged from medical doctors,
anthropologists, . nutritionists, to sociologists and health
educators. Reasons were discussed as to why so 1little
operational health research had been conducted in their
countries. Participants concluded that the principal reason was

the near-exclusive reliance on survey techniques”, survey
research being emphasised in part because some researchers feel
it is more “"scientific” than observational techniques, and in
part because medical doctors prefer it because to them
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qualitative information on human behaviour ..." is suspect (WHO
i981a).

Foster observes that many behavioral scientists who apply for
funds to conduct health-related field research from agencies 1ike
the World Health Organisation "...conform to the expectations of
research committees, stressing quantitative methods and slighting
the qualitative approaches that often are more productive Aih
providing operational information"”. Foster regards it as

unreasonable

...for medical doctors to exercise the same degree of control
over behavioural proposals (as they do over medical research
proposals): behavioural research does not conform to a
biomedical model, it cannot be judged by the same criteria,
and relatively few medical doctors really understand
appropriate behavioural research methodologies (1987:713).
Eisenberg and Kleinman also address this 1issue in their
introductory chapter on the relevance of social science to

medicine, contending that "...too narrow a view of the sciences
relevant to medicine” (1981:11) prevents progress and impedes

further understanding in medicine.

They acknowledge that .biomedical sciences have contributed
greatly to more effective medical practice, however they -point
out that the disease-centred vjéw held 1in medical practice
. completely overlooks the complexity of the processes leading
to the decision to see the doctor; ...the decision to become a
patient”. They see patienthood as é social status not simply a
biological one. In order to‘ understand it, therefore, non-
biological variables must be taken into account (1981:13). They
consider that medical sociology must supplement the role of
biological sciences in the theory and practice of medicine with
an equal application of the social sciences in order to
provide a more comprehensive understanding of disease and better
care of the patient” (1981:11).

An important contribution 1is also being made by medical
anthropologists, "We have tried for many years to demonstrate
what good behavioural research has to offer health
‘programmes ... , writes Foster (1987:717):
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...qualitative methods are...relevant to behavioural research
on health problems...hypothesis—testing by...survey research
...by no means the only acceptable form of...proposal.
Foster, in reviewing the range of diseases and problems which
anthropology addresses, mentions specific diseases like leprosy.
Problems such as ’'case-holding’ (compliance) in immunisation,
tubercu]osis and leprosy control programmes would benefit from
anthropological input, for example being able to say something
about the dynamics of case-holding ... how can leprosy
patients be ... persuaded to accept therapy?” He sugaests that
health educators are sometimes subject to the same bias towards a
biomedical model as their medical colleagues and that
anthropology has a contribution to make towards effective health

education. He believes that anthropological research can

. play an important role in 1mpr6v1ng health education ...
Our knowledge of ethnomedicine is critical to this role; we
must demonstrate to health educators exactly how a knowledge
of prevailing health beliefs and practices must be the
starting point in planning health education campaigns.
Health education efforts sometimes fall short of targets, I
believe, because of the assumption that knowledge of skills
in using communication devices is the central element in the
profession. To be fully effective communication skills must
be coupled with ethnomedical information. (Foster 1984:852)
In utilising insights gained from medical anthropology this study
seeks to gather knowledge of 1leprosy 1in Nepal from an
ethnomedical point of view; that is from the point of view of how
groups in Nepal handle the illness, disease and sickness of
leprosy from their own cultural perspective; and through this
knowledge to contribute to the 1improvement of related health

education to the problem of compliance.

The study does not 1imit 1itself however to consideration of
individual behaviour changes: it also considers the epidemiology
of the disease, the services, structures and processes of health
delivery and the training of health workers. As this study seeks
to draw out 1implications for <changes in health delivery
structures, Foster’s next remarks are of particular relevance.

It simply does not occur to many health administrators that
at least half of the problems encountered in providing health
care to traditional peoples are bureaucratic in nature.

Other administrators are quite aware of bureaucratic
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problems, but they assume that the mode of operation of a
bureaucracy is a given, something incapable of major
modification. From this it follows that if changed behaviour
is essential to improved health levels, it must be the
individual and community, not bureaucratic behaviour that
changes. (Foster 1984:853)
Contending definitions and meanings of social action in relation
to patients 1llness careers, compliance and ’cure’, held by
individuals and by workers in health delivery systems, are
central concerns of this thesis. For change to occur our vision
must go beyond the individuai to focus on
cultural context, accepting that the health bureaucracy is as

legitimate a target for change as the patient whom it serves.

The benefits of an inter-discipliinary approach

A1l the arguments cited above for changing research methodologies
confirm the need for interdisciplinary approaches. Jake Najman of
Queensland claimed that in efforts to address issues of political
and social significance, "we will only succeed...and ’'get it
right’ if we understand and adapt (but not always adopt) the
scientific method of research” (1989:46). He mentions Mechanic
who, in 1989, pointed out that the opponents of each methodology
would be wise to incorporate into their work the strengthé of the
other,

Both Foster (1984 and 1987) and Mair (1972:297) stress the
desirability of anthropologists for instance being part of inter-
disciplinary health teams where they work with them in the health
system as pérticipant observers and obtain knowledge of their
socio-cultural system. Similarly, anthropologists may take part
in training of specialist team members who will work in cross-
cultural situations. Thus their knowledge of the ethnomedicine
of the new country and skills in social research &are passed on.
While this present research did not actually have an inter-
disciplinary team working on it it does approach the topic in a
trans-disciplinary way, partly because of the varied interests

and expertise of the researcher.

"Medical anthropological research requires knowledge of two
socio-cultural systems: the client community and the health care
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system” (Foster 1984:853). This study approaches the phenomenon
of leprosy 1in Nepal from the point of view of Nepal’'s
ethnomedicine and traditional beliefs and practices, as well as
from the point of view of a health care/system set up to deal
with it which is based on a western scientific definition of the
problem. The study therefore discusses these two socio-cultural
systems.

While Foster was pleading for medical scientists to broaden the
scope of what they regard as convincing ev1dence_(Foster 1982,
1987), Barnard (1988), an anthropologist himself, appeals for
anthropologists to reciprocate. According to him anthropologists
should be “... capable in large numbers, of conducting
quantitative research in addition to the qualitative work

This would require thinking in terms of experiments, control and

comparisons.

Every time a government ... decides to institute a programme
here and not there, a natural experiment is. under way. Those
who are trained in scientific methods to evaluate the results
of these natural experiments, and who have the humanistic
training to appreciate the importance of information
extracted from the social world by scientific means, will
produce important knowledge. It is my hope that
anthropologists will be among those who do. (Barnard 1988:26)

Mair suggests that anthropologists "share 1in the training of
those goinyg to work in peasant societies” (1972:297), but that
they no longer offer to the specialist teams blueprints, rather
maps - "a map on which the dangerous passages and obstacles to
communication are marked in red”; that they should attempt to
account for resistance to change rather than give recipes for
bringing it about. She suggests that the anthropologist

.. can explain why obvious improvements in technique are not
accepted as soon as they are demonstrated; why people are
not moved by arguments the validity of which is not in doubt.
Impatient development (or public health) workers blame this
on the stupidity or the taziness of their ’clients’ -
assuming...that any man should be expected to respond to a
rational exposition of reasons why he should change his mode
of behaviour. (Mair 1972:297)

Health workers may exp]éin rationally the reasons why a leprosy
patjent must take the medicine regularly, must come on time to
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get the medicine and so on, assuming to effect an immediate
change in patient behaviour. When this does not happen they
become frustrated and the patient is blamed. The staff of the
Leprosy Control Programme when asked about the typical irregular
patient offered a list of character weaknesses.

When planning aims at technical improvement, and when this
improvement implies that people change their behaviour in some
way, the anthropb]ogist_has something to say: that knowing the
people you are working with - and knowing them in the particular
way that the anthropologist does - 1is just as important as the
superior expertise of other technicians involved. For example,
knowledge of the community beliefs and practices about leprosy is
vital as is the clinical expertise knowledge of the pathogenesis

of M. leprae of the leprosy physician.

But community beliefs and practices are not static. Mair points

out "... that the year or two that an anthropologist spends in
the society ... is not long enough ... to observe any appreciable
change ..."; what is seen has to be described "... as if it were
static”. The observations of that socio-cultural reality made

over a vyear or two will reveal "... ambiguities in the rules ..."
that the majority of the members of that society profess to obey
(Mair:1972:270). Thus changes may take place over a period of
time as the rules relating to structure of the society - which
some would regard as fixed ~ are followed to a greater or lesser
degree. The ambiguities found through continued observation may
indicate the extent of the dynamics of change present in that
society at that moment or may also reflect the heterogenicity of
the community under study. This the case 1in Nepal with its
complex ethnic and cultural mix, which is undergoing social and

technological change under the impact of ’western’ ideas.

Time span of this study in a change situation

Mair's comments are pertinent to this study. The thesis field
work study took place over 24 months. The first perijod of
"observation and data-gathering was between February and December
1990, the second between October 1991 and February 1992. The
period of general study, however, covered much longer than that.
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The community study took 12 vyears. The first surveys were
conducted in 1980 and the last, the follow-up surveys were
completed in February 1992. In the cohort study of patients
records from the past four to five years were reviewed. Some of
them had beenlleprosy patients for over twenty years and their

experiences are recorded.

The study as a whole therefore presents longitudinal data against
which to set and interpret the more immediate evidence of the
interviews. In this way 1t is believed that a more dynamic and
phenomonological view 1is presented than 1is possible through a

traditional health porgramme_evaluation of compliance study.

The emic-etic distinction and choice of study methods
Anthropology is also useful in providing guidelines for the
design chosen for this study. That is the distinction between
emic or insider and etic or outsider data (Harris 1968). Pike in
1954 and 1962 suggested the emic and etic dichotomy. The terms
come from 1linguistics. Emic comes for phonemic and suggests
“structural results” and must be related to the actor’s meaning,
while Etic comes from phonetic and suggests “non-structural
results” and relates to outsider descriptions.

Harris (in Mair 1972:571) proposes the following definition of

emics: -

Emic statements refer to logico-empirical systems whose
phenomenal distinctions or "things” are built up out of
contrasts and discriminations significant, meaningful, real,
accurate, or in some other fashion regarded as appropriate

by the actors themselves. An emic statement can be falsified
if it can be shown that it contradicts the cognitive calculus
by which relevant actors judge that entities are similar or
different, or in some other sense appropriate or acceptable.

Harris also offers a definition of etics:

Etic statements depend upon phenomenal distinctions judged
appropriate by the coomunity of scientific observers. Etic
statements cannot be falsified if they do not conform to the
actor’s notions of what is significant, real, meaningful, or
appropriate. Etic statements are verified when independent
observers using similar operations agree that a given event
has occurred. An ethnography carried out according to etic
principles is thus a corpus of predictions about classes of
people. Predictive failures in that corpus require the
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reformulation of ... description as a whole. (575)
Pike'quotes extensively from Edward Sapir (1927) as follows:

It is impossible to say what an individual is doing unless we
have tacitly accepted the essentially arbitrary models of
interpretation that social tradition. is constantiy suggesting
to us from the very moment of our birth. Let anyone who
doubts this try the experiment of making a painstaking report
(i.e. an etic one) of the actions of a group of natives
engaged in some activity, say religious, to which he has not
the cultural key (i.e. knowledge of the emic system). If he
is a skillful writer, he may succeed in giving a picturesque
account of what he sees and hears, or thinks he sees and
hears, but the chances of his being able to give a relation
of what happens, in terms that would be intelligible and
acceptable to the natives themselves are practically nil. He
will be guilty of all manner of distortion; his emphasis will
be constantly askew. He will find interesting what the
natives take for granted as a casual kind of behaviour worthy
of no particular comment, and he will utterly fail to observe
the crucial turning points in the course of action that give
formal significance to the whole in the minds of those who do
possess the key to its understanding. (Pike 1962)
Pike 1indicated that “"emic structure must correspond to the
action’s "“purpose” during the observed performance, that is an
emic description must be related to a set of logico-empirical
procedures by which the actor’s meaning and purpose 1is made
known. Harris quotes Pike: "In spite of the probiems which are
involved, it is absolutely essential if one is to study behaviour
as it actually functions, that one assumes that the analyst can
detect the presence and to some extent the nature and meaning of
purpose.” (Pike 1954:80) Harris also suggests that "...the
predominantly emic corpus of extant ethnography must be

supplemented by etic descriptjons." (Mair 1972:569)

To one come lately to medical anthropology out of the thinking of
medical science, nursing and public health the distinctions
between Emic and Etic information, the need for insider and
outsider verification of data, seem to parallel qualitative and
quantitative methods and of internal and external validity. They
also seem to be reflected in distinctions between "hard” and
"soft” data, the appeals for medical scientists to open their
minds to "soft” data as acceptable evidence (Foster 1984, 1987)
and the call to anthropologists to include the conduct of
quantitative research among their capabilities (Barnard 1988).
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It seems elementary that the interpretation of words and events
observed and noted in another culture needs the cultural key for
the unlocking of their significance and meaning, so that they can
be related intelligibly to those who do not possess knowledge of
the emic system concerned. For such cross-cultural understanding
one’s own world view gets in the way. When this is recognised
then an attempt can be made to suspend judgement and perhaps the
insider meaning can be uncovered. In this study the material
gathered through'observation and interview is approached as an
emic description in that there was considerable effort to uncover
the insider meaning. The cohort study is essentially etic in
nature and the community study while being etic 1is interpreted
from an emic viewpoint.

An African study of 1leprosy reported in Leprosy Review in 1979
put into practice a balance or combination of methods of approach
similar to those chosen for this study. This study was carried
on over a three-year period with a team of five expert
researchers. They found their 1in-depth 1interviews "far more
rewarding than our quantitative study of medical records - both
for ourselves and, we feel, for the doctors...”. Varkevisser
concluded that ",..a1though the various methods we used all had
drawbacks as well as merits, 7in combination they worked well”.
It 1s with the hope that such combination would work well for
this study that its methods were chosen (Varkevisser 1979).

Ethnomethodology does not claim to be appropriate for validating
hypotheses but can "... suggest new relationships by discerning
why previously assumed relationships failed to hold consistently”
(Cohen 1979:159). Cohen believes that while combined approaches
will create some problems because of adding an observer in an
experiment, "..;they may identify factors causing the patient’s
non-compliance with the regimens..."” (1979:160). It is precisely
because ethnomethodological and ethnographic techniques hold
potential strength for gleaning -"...important contextual
relationships that might easily be overlooked 1in controlled
experiments” (Cohen 1979:159) that they are chosen for this
study.
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The ethnographic techniques used in this thesis provide a
descriptive account of what people said and did. They
essentially yield an ’outsider’ view which does not move into the
world of social meaning of those so described. The ’insider’
view which reveals meaning as seen by the actors themselves is
provided through ethnomethodological techniques. In the
particular task of exploration of this world of meaning relating
to leprosy and ungovering the 1a9ers 6f sociocultural reality the
ethnomethodological approach is applied as ethnomedicine. Thus
the point of view of the groups and individuals are revealed as
they relate to the presence of leprosy as illness, disease and
sickness 1in their own cultural context. This ethnomedical
approach to understanding what is observed by the researcher as
'outsider’ guards against interpretations being constantly askew

by allowing 'insider’ knowledge to be uncovered.
Part 2: RESEARCH PERSPECTIVE ADOPTED AND STUDY HYPOTHESES

Ethnomedical approach

The purpose of the research is both theoretical and poficy—
oriented with implications for health education in terms of
examining assumptions and gaining insights for future planning.
The study deals with education in a cross—cultural,
international, and health care setting. Education itself draws
upon various of the social and behavioural sciences. Health
education in a cross-cultural health care setting of necessity
enters the medical anthropology or ethnomedical science areas as
well as keeping in touch with public health, epidemiology and
biomedical science. Because of this .the design and choice of
research methods for this research emanate from and embrace this

breadth of interests.

This researéh on sbcio—cu]tura] aspects of leprosy aimed to pay
equal attention to the social and cultural determinants of
health status and to gain an understanding of health and illness
which is necessary' for effective preventive anﬁ therapeutic
measures. The medical sciences continue to work hard in 1epro$y
research to find better and better answers to medical problems.
There remain, however, perplexing questions which are related to
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human behaviour. The problem of compliance is one of these, as
discussed in the literature review. An increased application of
social science in this perplexing area holds out hope for
provision of both a more comprehensive understanding of the
"illness”, “"disease” and "sickness” of leprosy and better care’
for the patient (Eisenberg and Kleinman 1981:ix).

In this study an ethnomedical approach predominates. Each
person’s “scientific" or traditional medical background is
conceptualisedbas the ethnomedicine of that person’s culture. In
conducting the study a conscious endeavour was made to set aside
pre-conceived or ethnocentric ideas and to suspend judgement or
interpretation of what was said and done by informants. In other
words an attempt was made to listen, to look and see what was
there, with the mind open to other ways of understanding. Taking
this approach has resulted in glimpses of another world, of other
medical systems with their different ways of defining illness and
of dealing with it. The resulting "thick description” (Geertz,
1973:54) and ethnomedical interpretation of what it is like to be
a leprosy patient in Nepal enables us to view through the leprosy
patient’s eyes what professionals call a comp11anée'problem. In
turn this gives insights into how health education programmes may
be better focussed and managed.

An observational, descriptive and analytical study

According to an epidemiological decision-tree model, this study
as a whole can be designated both observational and descriptive.
It is observational in that it does not involve intervention or
experiment (although data are collected specifically through
interviews). It is descriptive of social actions and meanings,
providing cultural and value frameworks in which to understand
social phenomena (Geertz 1977). It is also analytic in a social
science research sense and attempts, through qualitative and
quantitative analysis of the data, to establish patterns of
association of factors involved in illness careers and so to test
hypotheses. The study results in discovery and synthesis of a
health belief model which serves to explain some elements of
patient clinic attendance behaviour in the context of their

illness careers and social relationships.
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Research interpretation: The personal involvement of the
researcher 1n Nepal and the Leprosy Control Programme

brior to undertaking this research I had completed 18 years of
work in Nepal over a period of 21 years. In the first four
years, after an initial period of intensive language study and
orientation as a Nurse Educatof, I conducted training programmes
for female hospital staff, relieved as a nurse in remote village
clinics, and taught health and hygiene in high schools in Pokhra.

From 1976 to 1978 and again from 1980 to 1982 I was one of the
staff of the new and rapidly expanding Leprosy Control Programme
(LCP) administered by the International Nepal Fellowship (INF).
During that time I had special responsibility for planning across
the project as a whole, for training and health education. A
year out‘(1979) spent at the University of California, Berkeley,
undertaking a Masters progranme majoring ;n Health Education at
the School of Pubiic Health enabled me to focus on the planning
of a comprehensive health education programme for .the LCP.
During the following three years 1in Nepal this was largely
implemented, being integrated into the LCP.

The responsibility for the +training programme provided an
opportunity to develop four levels of curricula and for training
of Nepali trainers. Along with this the running of the training
programmes provided an opportunity to periodically meet, talk
with and 1listen to leprosy field workers. Thus an indirect
monitoring of field resulps and probliems was conducted and
approaches to the field work were modified subsequently through
my planning role across the whole of the LCP. This planning role
also 1involved participation, with other 'personnel,v in the
manégement'and administration of the LCP.

During this period the ground work for this present research was
laid through a questionnaire interview survey conducted in one
district prior to the LCP setting up leprosy case-finding and
-care services for the first time.
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Implications for this study of the author’s previous involvement
in the field: Avoidance of bias .

Miles and Huberman (1984:232-234) deal with the avoidance of
biases resulting from the researcher presence in the study
setting and the effect of the setting on the researcher. These
are discussed here and in the the next chapter on methods in the
section dealing with tr1an§ulation.

Advantages and résearcher effect on the setting

Considerable advantage was experienced through having previously
acquired knowledge of the  culture and people of Nepal and
facility in speaking, reading and writing the Nepali language.
Without access to language, access to cultural conceptual
frameworks 1is impossible. Fam111ar1£y with the aims, systéms,
procedures and geographic spread of the LCP was an essential
advantage, as were the deftailed knowledge of leprosy, both
theoretical and clinical, and the socja] problems encountered by

patients in those years.

The fact that the majority of the staff of the hospital and the
field of the LCP at one time or another had been my students, was
advantageous to my obtaining ready entry to the institution, its
departments and access to files and records. It could however
have worked against the project a little too, as is discussed
below. The helpful, eager co-operation and ongoing interest of
the record keepers, clinic receptionists and health workers in
the research project were a great boon. This facility was
extended by the INF as a whole as well, by the ready provision of
housing, visa, administrative backing and transportation. It was
an advantage to be familiar with the scene during negotiations
with INF for the services of the best experienced Nepali health
professional as full-time assistant for the research. The non-
judgmental stance we adopted yielded time to consider the LCP
dispassionately. Also the valuable experience of frequently
being taught by my Nepali research assistant was immeasurable.
She was able to be frank, to correct misinterpretations and to
add considerably to my understanding of the cultural meaning
behind words and events and I am indebted to her for these
insights.

16



Having had a long-standing association with health work in Nepal
was also an advantage when it came to relating to government
officials in Kathmandu. Contact was, however,_not vigorously
pursued because the project’s early months were overshadowed by
political events of great importance. The revolution of 1990 and
Nepal’s change from absolute monarchy to multi-party
constitutional monarchy took place at the same time as the
research data gathering. The main contact person in Kathmandu
was the Professor of Community Health, also a human rights
spokesman. During the revolution he was placed under house
arrest but later became Minister of Health in the new and very
busy interim government of Nepal.

Being known ihternationally for my association with Jeprosy
control-and training in Nepal was of assistance when funds were
sought for travel and the field research. Both The Leprosy
Mission International and the American Leprosy Missions provided
funds, which the author acknowledges with grateful thanks.

Disadvantages and effects of the setting on ;he researcher

Some disadvantages of being involved previously are also
identifiable. First of all, the fact of personal involvement and
of bhaving invested considerable personal effort 1into the
establishment of the LCP, its modus‘ operandi and philosophy,
leaves one with knowledge but also with biases and opinions about
what and how things should be done in a medical sense. This was
acknowledged from the beginning of the research project and
particular effort made to adopt a non-judgemental, unobtrusive
approach to observing and recording events and conversations in
an open-minded way, consciously looking and 1istening to what was
actualiy said and done, rather than interpreting their meaning

immediately.

As mentioned above, a further disadvantage was that many of the
LCP and hospital staff had previously been my students and would
understandably offer replies to questions in forms they thought I
would 1ike to hear. Again, having been aware from the beginning,
of this 1likelihood of their reludtance to give real personal
opinions if they were thought to be potentially unacceptable to
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the "old teacher”, an approach to observational visits was
adopted which was designed to be as non-threatening and non-
judgemental as possible. The approéch was two-pronged - firstly
to establish a fegu1ar presence and secondly to adopt a
particular stance. It became routine to make repeated visits to
the various departments of the hospital in an unassuming, quiet
way so that the staff’s work was not interrupted. After some
weeks the coming and going of the researchers seemed to be little
noticed or remarked upon. The stance adopted was to observe
without comment, correction or in any way interfering with the
processes or decisions which were being made. Thus passive

participant observation (Spfad]ey 1980:59) was undertaken.

Having established presence and adopted this bland, non-critical
stance to observing, 1 was privy to scenes which some of the
staff may have previously concealed from their teacher. This was
particularly so in the clinic, where the reception by the health
workers of patients who came back late for their treatment was
less civil than the teacher would have desired.

A third specific disadvantage of having been in Nepal and worked
in Nepali for so long was a tendency to assume one already knew
and understood conversations and actions observed (indeed my
English uses Nepali syntax at times). The tendancy to.assume one
already knew was counteracted by a deliberate questioning, and
conscious suspension of judgement. One particular incident,
detailed in a case study in the Appendix, served to remind one
that one’s judgement could be very wrong. Daily discussions with
the research assistant were very enlightening and one’s knowledge
and appreciation of the language and its cultural undergirding
were greatly enhanced thoughout the study period.

Ethical considerations in action research

Having adopted a non-interfering stance there were two occasions
during the period of observation (eight months) when a situation
witnessed by the researchers was judged worthy of comment or
interference. On both occasions the medical treatment prescribed
for the patient concerned was inadequate or incorrect and wouid
have . seriously affected their condition or the outcome of the
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treatment. On both occasions the interference was done in an
indirect way which did not criticise staff. On both occasions
the result was positive for the patient concerned. The éthica]
principles of anthropological professional responsibility
(Spradley 1980:20-25) guided the work as a whole as well as these
choices with safeguarding the informants’ rights, interests,
confidentiality and sensibilities being paramount. The role of
the researcher in providing valuable feedback to 1interested
parties as the study progressed was considered althbugh formative
programme evaluation was not built into the study in this way -
but rather as an outcome after the research conclusion

Some unexpected outcomes

The research project generated some unexpected positive effects
as well. Even though the research project was not envisaged as
formative programme evaluation during the course of the year I
was invited to take part in a Health Education seminar for the
INF, was invited to present verbal and written progress reports
which were discussed with the INF council responsible for medical
work, and was repeatedly sought out personally by INF field staff
in other projects for discussion of their work and problems. The
Nepali research assistant and I were invited to give two one-day
seminars on health education for all the Green Pastures Hospital
and LCP staff. The study culminated for me with the doctor in
charge of INF medical work remarking that having observed the
conduct of the project during the year, she was now convinced
that social research was a valid occupation for INF personnel.

Part 3: THE RESEARCH SETTING - THE HEALTH EDUCATIONAL PROGRAMME
OF THE LCP IN NEPAL AND ITS ASSUMPTIONS

The educational programme of the LCP in Nepal set out to change
people’s understanding of 1leprosy, assuming that through such
change public attitudes to leprosy and patient compliance with
treatment would improve. Consequently, on a broad canvas, this
study looks at meanings of leprosy in Nepal as part of a social

and cultural construct of reality.

Social reality means the world of human interactions and

79



relationships, going on within a system of cultural rules, in the
context of socially or culturally understood meanings and
culturally defined acceptable behaviour (Kleinman 1980:34-35).
These understandings are difficult to pin-point and to structure
when seen from outside that culture, so that heuristic devices

have to be adopted in explanation.

Therefore as mentioned in Chapter 2, in order to give shape to
the beliefs and ~experiences of patients, the concepts of
exp]anatdry models of illness (EM) and patient 1illness careers
are used. Explanatory models are said to be the “...main vehicle
for the clinical construction of reality...” and reveal the
cultural background which produces such clinical reality.
Specifically, - "Explanatory Models are the notions about an
episode of sickness and its treatment that are employed by all
those engaged in the clinical process” (Kleinman 1980:105). A
Sickness (or Illness) Career 1is the series of changes of role
and status of a person passing from wellness to ilTness and
beyond (Roth, 1963; Twaddle and Hessler, 1977:96-136).

In order to give the study focus, the problem of patient
compliance is chosen as a springboard, although findings are not
restricted to this category of social and medical phenomenon
alone. It is important fof two reasons. Firstly, patient
compliance improvement was an aim of the health education
programme in Nepal and secondly, it continues to be of concern to
leprosy control planners (WHO, 1988). For the purposes of the
study, compliance is taken to mean patient attendance at clinic
to obtain their treatment, and as a "symbol” of other sorts bf

behaviours and beliefs.

In the LCP health education programme it was assumed that leprosy
patients with a scientifically sound understanding of their
condition would be more compliant. This assumption can be stated
as follows: "...compliance (is)...directly related to the degree
of cognitive disparity between patient and practitioner EMs..."
(Kleinman 1980:114). This assumption is tested in the research
and forms the basis for the study hypotheses.
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Study propositions and hypotheses

Just as the cohort-study of compliance provides the springboard
to deeper socio-cultural exploration of the context of compliance
behaviour 1in Nepal, so the exploration of the before stated
assumption leads into further and deeper investigation of leprosy
in Nepal,. The study proposed to examine two general

propositions.

First - that a relationship exists between patient compliance in
terms of the above definition and disparities of exp]anat1on'of
leprosy held by patients and their carers.

Second - that the social meaning of leprosy impacts on patient

compliance.

Five hypotheses are suggested from these propositions.
1. A relationship exists between compliance, expressed in clinic
attendance, and cultural definitions of sickness and health.

2. Socio-cultural as well as medical meanings'of leprosy in the
context of Nepali beliefs impact on patient compliance .and
. other aspects of patient behaviour.

3. Cultural concepts of “disease” and "sickness” are reflected in
patterns of community social sanction such as social
separation of Nepali leprosy patients, and these also impact
on patterns of compliance and noncompliance.

4. As well as notions of medical cure, the concept of social
health and ’cure’ of leprosy in Nepal, as expressed in social
integration and re-integration in society, are reflected in

"patient careers and compliance problems.

5. Ethnomedical and cultural considerations must be taken into
account in a health education programme if patient compliance

and ’'social’ aé well as ’medical’ cure are to be achieved.

In order to explore these propositions and hypotheses the study
first examines and then compares explanations of leprosy given by
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community members, patients and health workers (Chapter 8). This
is fo}lowed by an analysis of the cross-cultural context; the
health care delivery system, the wider community beliefs and
sanctions and patients responses 1in these (Chapter 10). The
impact and meanings of Jleprosy are related to patient actual
clinic attendance and compliance profiles. A documentation of
patient illness careers which illustrate thelimpact of leprosy on
their physical, psychological and social conditions is presented
(Chapter 11).

This exploration resulted in the uncovering of significant socib—
cultural conventions operating in Nepal village society which cut
across ’'western’ medical conventions. Through consideration of
these the role of the leprosy patient in the community and in
particular their compliance behaviour 1is better understood.
Implications are drawn for the planning of health education
programmes and structuring of health care delivery serviceé.
(Chapter 12)
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CHAPTER 5: PROCESS FOLLOWED AND METHODS USED IN THE STUDY

Introduction

This study as a whole has utilised a combination of quantitative
and qualitative methods including those from epidemiology, but
primarily from sociology and medical anthropology. The
phenomology approach dominates in its particular discovery of new
insights 1into Nepali socio-cultural phenomena which constrain
patient behaviour énd relate to patient compliiancs.

This new understanding was gained through an examination of the
cultural context including community expectations of leprosy, the
clinical setting in which care was delivered and in which patient
and health workers interrelated. Against these were placed the
explanations’ and expectations of health workers and patients
along with their experiences. The construction of patient
illness career patterns followed a period of intense comparative
analysis which revealed the socio-cultural phenomena constraining
patient compliance behaviour in a mulit-dimensional and multi-

layered picture.

This chapter sets out to describe how the study was conducted.
Part 1 gives a brief outiine of the process followed and types of
data sought in relation to the two main research propositions.
This is followed by an outline of the seven main types of data
gathering each of which is described briefly. In Part 2 the
methods used in the research are presented in terms of methods of
data collection, survey instruments, timeline of stages of the
research, strategies used to ensure data reliability and validity
and methods of analysis. This 1included use of a comparative
matrix 'grid’ 1n discovery of new knowledge relating to
compliance. The following chapters then set out the findings.

The methods used and the process followed in this research
allowed for various layers of social meaning to come together and
make sense as a coherent whole. The interrelating of levels of
social reality and meaning - from societal systems associated
with medicine, health care delivery, clinic attendance, patient
understanding of disease and “cure”, and patient illness careers
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- with patterns of culture and values - buj]ds up the
comprehensive and coherent whole picture within which it becomes

more possible to comprehend patient compliance behaviour.

Part 1: RESEARCH METHODS USED IN THE EXAMINATION OF THE RESEARCH
PROPOSITIONS

The first study proposition examines an assumption commonly made
by those from the helping professions as they address the problem
of compliance through patient education. The propositon, that a
relationship exists between patient compliance and disparities of
explanation held by health workers and the patients themselves,
was investigated using the following research methods:

t. Compliant and non-compliant categories of patients were
identified from the hospital out-patient records through a
historic cohort study of compliance, and when previously non-
compliant patients returned to the clinic for further treatment.

2. Leprosy patient explanations were extracted from tran-
scriptions of in-depth tape-recorded interviews held with all
categories of patients, some conducted at the clinic and others

at the homes of non-compliant patients.

3. Health worker explanations were obtained from self-
administered questionnaires and from observation of clinic

encounters between health worker and patient.

4. Two questions were then asked.
a. Do explanations given by various categories of patients
differ from those of the health workers?
b. Do the explanations of the different categories of patients
differ from one another?

The second study proposition, that the social meaning of leprosy
impacts on patient compliance, led to an in-depth investigation
of the social meaning of leprosy. That was undertaken as

follows:
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1. Various categoriés of compliant and non-compliant patients
were identified through the hospital records and their attendance

or not at the clinic, as described above.

2. A picture of the social meaning of leprosy was built up from
various sources and by various means. ' '

a. Community explanations of expactations of leprosy were
obtained through a survey questionnaire.

b. Patient interview transcriptions yielded 1nsights into
patients’ experiences and perceptions of their condition.

c. The dictionary and common meanings of the various Nepali
words used for leprosy were examined.

d. The law of Nepal, reflecting as it does socio-cultural
requirements and sanctions, was examined for mention and
regulations placed on people with leprosy.

e. A major religious ta]e méntioning leprosy was obtained
after it had been mentioned in a patient interview.

f. Provisions for treatment of leprosy found in both Tibetan
and Ayruvedic medical literature were examined.

g. Case studies of what actually happened to some leprosy
patients were gathered.

3. An exploration of relationships between patient compliance and
many aspects of the social meaning of Jleprosy was undertaken
through a comparative process using matrix comparative ’'grids’
mentioned before, within which different elements of data were

cross related.
SEVEN MAJOR AREAS OF ENQUIRY

There were seven major areas of enquiry which yielded
interlocking layers of data, resulting from the wuse of
qualitative and quantitative methods.

The first was an examination of patient records for evidence of
compliance and non compliance, a cohort study. This formed a
background quantitative and sampling frame. :

Second - a descriptive and documentary study was made of
traditional and western medicine in Nepal.

Third - Information on community knowledge and expectations of
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leprosy was gathered through interviews.

Fourth - an in-depth exploration of leprosy patient explanations
and experiences was conducted through interview.

Fifth -~ The explanations of health workers, expatriate and local,
their congruity and incongruity in relation to perceived roles,
were gathered.

Sixth - A participant observation (anthropological) study was
made by the researcher of health service delivery, with health
worker and patienf responses in the clinical setting.

Seventh and finally, was a documentation of further background
including illustrative patient case studies.

These are deécribed briefly in turn in this part.

1. Examination and analysis of patient records for_evidence of
compliance and non compliance - A quantitative study: Cohort
study of clinic attendance -

This study provided background quantitative data and a sampling
frame for selection of two categories of interview patients. This
first major gathering of data was through the cohort study of
patient compliance. Hospital out-patient records were used and
thé Cohort Form (Appendix) developed and used for recording
details of each cohort patient’s clinic attendance and other
factors 1listed. Quantitative and objective data were thus
recorded and analysed using a computer programme called EPIINFO.
(Computer programme provided by the Centre for Disease Control
Atlanta, GA USA.)

2. A descripiive and documentary study of traditional and western
medicine in Nepal including the role of traditional healers and
differing curative practices

The second major gathering of information for this study was a
documentation of the medical system(s) found in Nepal. A special
review of the literature was undertaken in order to build up a

background picture of Nepal’s complex medical system, as
described from field observations by anthropologists over the
past twenty years or so, The notions of causation or origin of

illness, and the kinds of practitiohers and curing practices
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readily available to the majority of people in Nepal are set out
in- Chapter 7. It 1is clear from the information obtained through
patient interviews in 1990 that the people with leprosy who are
included in this study hold views reflective of the general
medical system of Nepal and and sought help from a range of
practitioners again reflective of those in the general
description in Chapter 7. It appears that the medical system of
Nepal, while being complex and evolving, is still of the same
basic structure és is described by the anthropologists quoted.

3. Community questionnaire survey of reactions to and
explanations of leprosy

This survey gave the cultural context to the patient study. This
third major gathering of data in the study was from community
knowledge and expectations of leprosy patients. This was gained
through the use of a researcher-administered questionnaire
including some structured, some open-ended questions and
vignettes. This was conducted as a separate study and built on a

study previously conducted in the same area in 1980.

The community survey which was conducted in 1980 1in the District
of Nawal Parasi provided the cultural background and became a
springboard for this field research. A repeat of the Nawal
Parasi commuhity survey provides a picture of present-day
community expectations of leprosy. The same interviewer,
questionnaire and sampling areas used in 1980 were used in 1990.
Results from 160 responses from four areas are discussed in
Chapter 7.

Background to community survey

In 1974-5, 1in cooperation with HMG/N the INF began to develop
leprosy control services in the Western and Mid-Western regions
of Nepal. District by district case-finding, treatment and
follow-up services based on Basic Health Services health posts
were established. Case-finding was initially through mass
population surveys. However, when it came to case-holding and
regular treatment, this method was found to be less effective
than having patients 1initially volunteer for examination.
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Patients who had volunteered.were found subsequently to be much
more regular on treatment than those who had been found by
survey. Consequently the case-finding methodology was changed.
Health education of the public to stimulate self-presentation and
quality care became the backbone of the programme. When Nawal
Parasi’s turn came in 1980 for being added to the Leprosy Control
services network this new policy was already in place.

Immediately before the introduction of these services an
epidemiological random sample survey (ERSS) was conducted to try
to establish a base-1ine leprosy prevalence. (This was part of a
wider survey which included two other districts.) It was decided
to precede the ERSS with a. survey of community knowledge and
attitudes to leprosy and to use this as a basis for formu]ating
appropriate heatth education messages as well as a base-line for
subsequent evaluation. The data from this survey are available’
for comparison with the data obtained from the 1990 re-survey of
the same area. A detailed comparative report is beyond the scope
of this thesis. For this present work, the Nawal Parasi survey
data are used to establish the current community attitudes and
expectations so as to give the explanations and experiences of
leprosy patients a real-life location in the context of Nepal in
1990. The research assistant and a companion used the
questionnaire (Appendix) to elicit the data.

Analytical comments about the community survey

In’i980 the total population of the wards sampled was 5413. An
average of 46.8 responses were obtained from each, giving an
average of an 8.6% sample. In 1990 the population was 4345; 40
responses were obtained from each ward, giving a sample of 7.4%.
The 40 repondents were 10 male and 10 female below 30 years, and
10 male and 10 female 30 and over. In each sex and age group
people were selected to represent the proportion of their ethnic
group in that village population. Instead of obtaining responses
to make up the same percentage sample, this survey asked for the
same number of responses from each place for reasons of brevity
and because this kind of data is not equated with, for example,
counting incidences or prevalence of. an illness, rather it aims

to gain a picture of the kind and range of beliefs and opinions
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present in the community. The ethnicity of the interviewees

reflects their approximate proportions 1n each place surveyed.

Attempts to ascertain beliefs and attitudes by means of a
questionnaire can only be said to give a general idea. One could
adopt the methodology of opinion polsters if Nepal was a fairly
homogeneous society. Nepal, however, holds a fascinating mosaic
of ethnic, language, religious, education and economic groupings,

so differences may be expected in beliefs and practices.

In the ten years since the Health Education Programme was

‘launched in Nawal Parasi, the people there have been exposed to
many other factors which may have favoured changes in their
knowledge and attitudes, for example, -considerable in-migration,
increases in education and literacy, leprosy advertisement spots
broadcast on Radio Nepal, reéu]ar treatment and cure of leprosy
patients in the area (in 1988/98 alone 74 leprosy patients were
released from MDT 1in Nawal Parasi, while 82 new patients were
added and all together there were 386 patients taking regular
treatment). Fluctuating economic and political conditions with
the recent advent of freedoms, are other recent influences.

The study, therefore, does not attempt to attribute any detected
changes to the Health Education Programme itself, rather would
suggest that 1t did contribute to-changes, and when looking to
the future needs to look closely at currently-held community

beliefs and practices.

4. In-depth interviews with a sample of leprosy patients'
exhibiting a range of compliant and non compliant behaviours to
investigate and construct patient illness careers and patients’

cultural, social and psychological responses to leprosy:

A qualitative study

The fourth major gathering of data was through transcriptions
from in-depth tape-recorded patient interviews. This constitutes
the central ethnographic work of this thesis and deals with
interview material recorded from 40 leprosy patients in Nepa]Ain
1990 and 1991. Thirty-four interviews make up the main study and
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the others were used for background and illustrative case study

material.

Half of the patients included 1in this, the main study, were
chosen from the historic cohort of leprosy patients of Green
Pastures Hospital. The other half were enrolled in the study as
they attended the clinic for the first time or as they returned
to the clinic for treatmenf after a long absence.

Patients interviewed for this main study were categorised as
follows: '

a. Regular cohort patients (12).

b. Newly diagnosed patients (12).

c. Defaulting cohort patients (10 followed-up - 5 interviewed).
d. Returned previously defaulting non-cohort patients (5).

This last category constituted a follow-up study of a selection
of ten defaulting (OC) patients from the cohort. They were
visited at home and provided a further focus on the main
players, the pgob]e with leprosy. Of the 26 GP cohort patients
who were listed as defaulters ten were selected to follow up by
home visit. Those patients were chosen who lived in nearby
districts accessible by road or within one day’s walk of the

road.

This defaulter follow-up study had limitations

Ideally it would have been desirable to follow all 26 of the
defaulting, or out-of-control (0OC) cohort patients. However,
limited time and finances confined the study to one month’s work

for two persons.

The defaulter follow-up study adds strength to the research
Both the choice of a cohort design for patient selection, and
inclusion of patients who did not return to the c¢linic, are
features of this study Vadher and Lalljee (1992) discussed in
their review of compliance studies. They remarked that it is

the systematic loss to analysis of the 1least compliant
patients ... which ... invalidates the conclusions of a large
number of compliance-related investigations in leprosy”
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(1992:603). The inclusion of defaulter patients in this research

gives a broader perspective than is found in most.

The interviews conducted with 32 patients are used in the in-
depth exploration of explanations and experiences of leprosy and
construction of 1llness careers.  The analysis of these
interviews contribitéd to material found in Chapters 8, 9 and 11.

5. A questionhaire survey of health worker explanations and
expectations of leprosy - expatriate and local responses - their
congruity and incongruity, in relation to perceived roles

The fifth major gathering of data consisted of a survey of health

worker explanations and expectations of patients at clinics.

A1l expatriate and most Nepali staff from all departments at
Green Pastures completed a staff questionnaire in writing either
in Nepali or English (see Appendix). This questionnaire inctuded
questions relating to explanatory models as well as others
relating to health education and understanding of patient
problems. Analysis was carried out by listing the responses to
key questions on Jlarge sheets to create a combined picture
of notions of leprosy, meanings and expectations of patients.
These are reported in Chapter 10,

6. Participant observation (anthropological) study by the
researcher of health services delivery, health worker and patient

responses in a clinic setting

Patient - health worker interactions were observed repeatedly and
in a manner in which the presence of the observer was at times so
routine that 1t was ignored. The processes for dealing with
patients at the hospital were thoroughly 1investigated. This
included the process fequired of new patients at GP as well as
the process followed when patients were late and the action taken
on their return. Records of observations were kept in a
comprehensive field diary. Some of the observations of these
encounters are reported 1n'a case study in the Appendix. Other

results appear in Chapter 10.
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1.

Documentation of rich contextual and 1illustrative material,

including data from interviews and case studies

The seventh Major gathering of data in the study consisted of a

documentation of various background aspects which filled out the

picture of leprosy in Nepal. Examples of contectual materials

from interviews and case studies include:

Additional 1néight was gained from following various of the

topics or themes brought up by patients in their interviews and

included:

b)

c)

of the patients interviewed. Two ex-Jharkris were interviewed
about their practices and expectations, and other studies
obtained. |

Hindu Scriptures mentioniné‘leprosy. In the Swasthani

Bratkotha story book a Queen became a leper when she

dishonoured prasad (offering to the god) and was cleansed when

she did the necessary pujas (religious ceremony). This has

been translated and appears 1n_the Appendix.

Case Studies

i) A regular patient who in spite of 100% compliance and
expert medical attention has become progressively worse

physically.

ii) Two members of the same family (father and son) reported

as new patients on the same day. A younger son/brother had
had leprosy and had died at GP some weeks prior to our

interview.

ii1) A lady brought her daughter. It transpired that amdng

her relatives leprosy had been present in three ahd probably

four generations.

iv) The "animal boy” diagnosed in about 1986, a terrai boy of

12 to 14 years who had been 1iving with the domestic
animals for a number of years, had finished treatment but
was badly deformed. He is not allowed into his home.

v) The “"jungle lady” spent 18 years (1972-1990) separated from
her family living in a cave cooking her own food and
looking after the family animals. She was restrained from

suicide and sent to Surkhet and hence to GP. She has gross
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deformities.

vi) A recently-diagnosed (1990, seven months prior to
interview) patient whose'v111agers and wife have told him
to 'go away and not come back until he is better’. He has
no means of livelihood because the people upon whom he
depends for work will not give him any. He has no
deformity.

vii) A leprosy asylum: the inside story of Malunga. A patient
who had beén an inmate of the HMG/N Leprosy Asylum since
before the days treatment was available to inmates, and who
still stays there. He has stories of the early days and
his own way of classifying leprosy. ’

d) Previous and current mention of leprosy in the Law of Nepal
Information was obtained and copies of the mention of leprosy
by its various Nepali names reviewed. This is reported in
Chapter 8. N

e) After observing symptoms of depression (defined biomedically)
in many of the interview patients it was decided to administer
a standard WHO 25-question screening questionnaire for
psychiatric illness to the interview patients - a self
reporting questionnaire (SRQ see Appendix) with findings in
Chapter 11.

Part 2: DESCRIPTION OF METHODS USED IN PRIMARY DATA GATHERING

In this part the methods used in the research are presented in
terms of:

1. Methods of data collection

2. Survey instruments

3. Timeline of stages of the field research

4. Strategies used to ensure data reliability and validity

5. Methods of analysis which included use of a comparative matrix

'grid’ in discovery of new knowledge relating to compliance.

1. Methods of data collection

a) The quantitative cohort study

This forms -a background to th.e qualitative work. . The cohort
consisted of all patients registered as new patients at the Green
Pastures Leprosy Hospital in the twelve months between 2043/8/1

93



and 2044/7/last day [approximately 16th November 1986 to
approximately 15th November 1987, the Nepali Calender being a
lunar one with a variable number of days per month from year to
year). The cohort was chosen so that the normal treatment period
for all the patients would be concluded by the end of the time
available to the researcher, 2047/7/end (mid-November 1990). The
study cohort patients were due to complete 36 months’ treatment
between 2046/8/1 and 2047/7/end (mid-November 1989 and mid-
November 1990). The progress of this cohort was followed for the
duration of their required therapy (three years). The World
Health Organisation (WHO 1988) standard requirement for treatment
of leprosy patients with multi-bacillary leprosy (MB) is that 24
monthly doses be taken within 36 months. This 1is regarded as
adequate therapy and therefore the minimum requirement for

compliance.

In the cohort study forms were filled in at the beginning of the
study, updated at the end of the first field period and again
updated during the 1last field period. Information on patient
clinic attendance and medical progress contained in them covered
a period from three to four years. The information and gnalysis
were used both to identify various categories of patients for
interview in the study as well as to attempt to identify factors
common - to non-compliant patients. The results of this
retrospective examination of compliance behaviour and factors
associated with it in 154 patients are reported in Chapter 6.

b) Qualitative data gathering and ongoing analysis

In the clinic setting qualitative study my approach was one of
passive participant observer (Spradley 1980:59). Events and
conversations were observed and recorded as they occurred. There
was no interfering in the processes or situation observed.
Taylor and Bogdan speak of the necessity for social researchers
to try to ... see things from the point of view of others ...",
to "... capture their process of interpretation ..." and to "
suspend one’s own commonsense assumptions to study others
commonsense (assumptions) in every day 1life". What this study
sought to find from the interview data was the patient’s

(1) description of various aspects of their worid;
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(i1) description of their experiences of various aspects of
their world; '

(iii) explanation of how they see, describe and explain their
world using “...their own commonsense understanding and
abstract rules”. (Taylor & Bogdan 1984:11)

Observation and writing of a field note diary, together with

transcription and translation of tape-recorded patient interviews

constitute the basic data in this study.

Access to the clinical setting was gained with ease, and the
author and full-time research assistant established a routine of
attending the out-patients clinic, after explaining the purpose
and method of observation for the study. The fact that the study
was partly focussed on patient knowledge of 1leprosy and
compliance was not revealed to the clinic staff as it was thought
that it may bias their behaviour in relation to patients. They
were told that the study was of patient beliefs and experiences
and that the resuits would benefit patients in general,.

Their regular attendance at clinics and departments gave the
researchers ample opportunity to understand the .routine

'processing’ of patients.

In the patient interview stddy jnterviews were conducted after
obtaining the patient’s full agreement. They were informed that
the study was to help the researcher'1n her studies and that
information gathered would be confidential. The interviews are
conducted apart from the hospital, the patients being assured
that we were not part of the hospital and that the things told to
us would not go into the hospital. '

c) patient interviews programme

The interviews were conducted in the open air, in a fairly
secluded place, near to but out of sight of the out-patients
department (see photograph p.110). They were tape-recorded,
usually with the patients being aware of the microphone.
Interviews were conducted using the topic guide (see Appendix),
and using reflective style. Care was taken to avoid suggesting

answers to patients. This meant that care was taken not to
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introduce key concepts into the conversétion, rather take them up
if and when the interviewee used them. For example, the use of
the term for “leprosy” was avoided, as was the term for
"disease”. These were only used as the patient used them and
their use explored or probed through reflecting them back to the
patient as an open question. The interviewer improved in the use
of this method as the study went on, as it was a new method for
her. The interviews were greatly facilitated by the skills in
building rapport brought to the work by the interview assistant.
Interviews were in the Nepali (and in one 1instance contained
Tibetan) language. The author was present at all interviews
conducted at the clinic, occasionally inserting questions for
clarification. The tapes were transcribed by hand into registers
and a duplicate copy filed in individual patient research files
into which other comments and information were later inserted.
After transcription the interviews were coded using the interview
topic 1list, and photocopied, and ’'cut and pasted’ into code
categories. Translations were done and they were all typed in
English. The researcher personally translated some of the
interviews but, in the interests of time, obtained skilled
translation services for the bulk of them. There were 40 in-
depth interviews with 436 pages of Nepali handwritten transcribt
data.

Interviews were conducted with:

1. Cohort patients reporting for treatment during the period of
time interviews were being conducted. Interviewing was done
on three days in March, seven days in April, three days in
.May, two days in June and four days in July, one day in
August, and September, two days in October along with five
Ahome visits in October.-November by another interviewer. All
the cohort patients were due to come more than once to the
clinic during these months. There was a strong chance of their
being included. Thought had been given to doing a random
selection, but fear of loosing too many led to the decision
to enrol those who came on the days interviews were done.
Practical considerations were also important. The morning was
best for conducting interviews as the interview assistant had

to be called from her home and could not come as and when
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patients turned up. Other work went on in the meantime,
including transcription of tapes, initial and ongoing analysis
of the interview data and planning of other aspects of the
study.

2. New patients who were interviewed on the day of théir
diagnosis.

3. Defaulter patients. The Social and Economic Services
Department (SES) agreed that three of their staff could be
sent to try td find ten of the 26 cohort patients who had not
been to the clinic for more than one year and who lived within
a reasonable distance. Interviews were as far as possible
conducted in the same way as for other patients. Five out of
the ten were met and interviewed persona]ly and the families

of the others gave some information.

The research assistant chosen to conduct the defaulter follow-up
study segment of this research was a tra1ned and experienced
leprosy paramedical worker who had been working in the Social and
Economic Services Dept. of Green Pastures for some time. He is a
high caste and well educated man. He was accompanied by one of
~the junior SES Deparfment staff to assist and be his . 'friend for
the road’. The SES Department Head was most helpful in this
selection and in making his staff available for the study.

The research assistant was trained 1in the interview technique,
given the topic list and practised on some patients. He listened
to some of the taped interviews and the results were discussed.
He proved very_good at the technique and grasped the method and
purpose of the study very readily.

The interviewer received the following instructions:

1. Go to the patient’s home and 1f possible meet and converse
Qith the patient in such a way that his or her social
situation is not jeopardised.

2. Tape an interview using the topic list and reflective style.

3. Do a simple physical examination and complete the standard
chart for skin, hands, feet and eyes so that the activity of
the disease and-the deformity grade can be ascertained.

4. Complete the 20-question SRQ for ascerté1n1ng indications of
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psychiatric ’caseness’.
5. Keep a field diary from which to write a brief report of each

visit.

This follow-up study of defaulter patients took place between
047/6/26 and '047/7/23 (October 12 to November 9 1990). The
research assistant and companion travelled by bus and foot to
each of the village homes of the patients. He succeeded in
meeting six of the ten patients. He met family or neighbours of
the others. Five patients agreed to a tape-recorded interview;

. ohe ’ran away’ after an angry outburst.

An unscheduled return to Pokhra was necessary after the seventh
visit because the tape recorder was “lost” (see notes on
Interview No 39). The research assistant took his own tape
recorder to do the last interviews but, as it was old, the
quality of the recording was poor. A transcript was not possible
so a summary was done in consultation with the research assistant

(Interview No. 41). (Both interviews are in Appendix B.)

Even after all this effort the research assistant reported "It
was possible to meet only six of the ten patients at their homes.
They were Sri. Pariyar, Alt, Sunar, Sharma, Magar and Damai. One
of these men refused an interview so the in-depth interview data
available for analysis was from five patients. Other data
gathered included information about the other five patients given

by their families and/or village neigthUfs.

The report of this study found in Appendix B was compiled using

the different material available about each patient. These

included: ,

a) The translation of the transcribed interview tape (and the
Nepali transcription).

b) Notes on conversations with family or neighbours made by the
research assistant (in Nepali).

c) His report (in Nepali).

d) Completed SRQ results (see below).

e) Physical examination charts.

f) Hospital out-patients card information as copied on to the
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Cohort Form I.
Appendix B also includes the summary report of the research
assistant which he titled "Facts from the Field” a in loose

translation.
2. Survey instruments designed and used.

The form'developed for recording information about the patient
cohort (in English) was based on two standard record forms used
in the INF LCP, namely the clinical record kept at Green Pastures
Hospital and the form used to record patient information for the
mobile clinic.

This cohort study examined factors of disease, therapy progress,
" socio-economic and other factors., These were related to the
recdrd of clinic attendance. "Along with these, which are factors
commonly found 1in compliance studies others of possible

significance were added. (See appendix)

The questionnaire from the 1980 community survey was re-used in
this study in 1990. The questions asked were all the same and
the original format was retained except in the last small section
where a new kind of question was introduced. The purpose was to
attempt to elicit public opinion on what should or would happen
to leprosy patients under certain circumstances. They replaced
the 1980 questions but were seeking the same kind of information.
Instead of asking direct questions about social dealings
“vignettes