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 In Chapter 1 I underlined the significance of health-related stigma in the field of public 

health. I showed that persons who have a stigmatized condition such as the disease 

leprosy have fewer opportunities to define their life compared to those who do not.  

This – I argued – is a violation of their human rights. I also stated that the importance  

of stigma-reduction interventions is now acknowledged, presented three promising  

interventions and explained why designing, implementing and assessing these inter-

ventions is not a straightforward matter. In Chapter 2 I presented several theories 

related to the concept of stigma. The diverse categorizations and causes clearly show 

the complexities of stigma and the interactions between them show the persistence of 

the problem. Aspects that might help to facilitate the reduction of stigma are under-

standing the local context, addressing the causes of stigma and adopting multi-level 

and multi-faceted approaches. 

In view of the above, the question arises of how I can still have the impression that I 

together with my colleagues can develop leprosy-related stigma-reduction interven-

tions that matter. Moreover, interventions from which – as stated in the aim of this 

thesis – I can gain insights that are relevant to addressing stigma and which can  

contribute to theory on the reduction of stigma. The main reason is our approach. 

Rather than reducing the context for the design, implementation and assessment of 

stigma- reduction interventions, this study applies a transdisciplinary approach and 

thus draws upon a broad diversity of views in the context. In addition, instead of seeing 

people affected by leprosy as passive subjects, we see them as agents of change.  

I believe that these two unique features will offer new insights into stigma-reduction 

efforts. In this chapter I elaborate on the research design. First, I present the main 

research question and sub-questions. Then I describe the research approach, the study 

area, the selection of sub-districts, the study population and the methods used. This  

is followed by the timeline and a discussion of issues of validity, terminology, ethical 

considerations and funding. 

3.1 Main research question and sub-questions
The main research question of this thesis is: 

How can leprosy-related stigma be understood and addressed in an appropriate, 

effective and sustainable manner and the body of knowledge on stigma reduction 

be advanced?

The sub-questions can be divided in two parts. Part one of the thesis is concerned with 

understanding leprosy-related stigma for the design of stigma- reduction interventions. 

This study aimed to take a first step towards under  standing of leprosy-related stigma 
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by studying the perspectives of people affected by leprosy and community members in 

the study area. “What is leprosy?” and “What are your experiences with leprosy?” were 

two important questions. This led to the following sub-question:

Sub-question 1: How is leprosy understood and what are the experiences with leprosy 

of persons affected and not affected by the disease in Cirebon District, Indonesia?

In addition, I studied in more detail the experiences of one important sub-group – 

women affected by leprosy – and focussed on aspects of concealment and agency.  

The sub-questions that were formulated to guide this study was: 

Sub-question 1a: What are the positive and negative consequences of concealment 

of women affected by leprosy? 

 

Sub-question 1b: What are the sources of ‘agency’ of women affected by leprosy?

A second step towards understanding was taken by studying the perceptions of the  

scientific and social stakeholders who eventually would play a role in implementing the 

interventions. These stakeholders are, among others, staff from a Disabled People’s 

Organisation (DPO), health professionals from PUSKESMAS (Pusat Kesehatan 

Masyarakat or Community Health Clinics (CHC) and the SARI team. The start-up of the 

SARI project with its day-to-day activities such as planning, hiring staff and training 

was an excellent early opportunity to explore the mindsets of the stakeholders. I hypo-

thesized that by making the differences explicit the SARI project would be better  

able to deal with them. This led to the following sub-question:

Sub-question 2: How are different mindsets influencing the execution of a trans-

disciplinary stigma-reduction project?

The second part of this thesis analyses the implementation of the stigma- reduction  

interventions and focuses on understanding and assessing their effect. First, I aimed  

to draw lessons from studying the implementation process. Therefore, the following 

sub-questions were derived:

Sub-question 3: What insights can be gained from the implementation of the 

leprosy- related stigma-reduction interventions in Cirebon District, Indonesia?

I looked specifically at the counselling intervention and the participatory video activity 

in the contact intervention. This led to the following two related sub-questions:

Sub-questions 3a: What are the facilitators and barriers to involving lay and peer 

counsellors in a leprosy-related stigma-reduction intervention? 
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Sub-questions 3b: What are the facilitators and barriers to implementing  

a participatory video activity for reducing leprosy-related stigma?

In order to assess the effectiveness of the stigma-reduction interventions it was 

important to have valid tools. The cross-cultural validation of quantitative tools is 

important because unreliable and invalid instruments can lead to imprecise or biased 

results. Two promising tools have not yet been validated in the study area: SDS and the 

EMIC-CSS. Hence, the following two sub- questions were formulated:

Sub-question 4: What is the cultural validity of the SDS and EMIC-CSS in Cirebon 

District, Indonesia?

Sub-question 4a: What insights can be gained from the cross-cultural validation of 

instruments and assessment of social stigma in general?

Finally, the focus was on understanding and assessing the impact of the stigma- 

reduction interventions that were implemented in Cirebon District. The assessment was 

undertaken through a mixed-method assessment. The final sub-questions are:

Sub-question 5: What is the effect of a contact intervention on leprosy- related 

stigma in Cirebon District, Indonesia?

Sub-question 5a: What is the effect of participating in a participatory video activity 

aimed at reducing stigma on the participants affected by leprosy? 

 

Sub-question 5b: What is the effect of the contact intervention on public stigma?

Table 3.1 gives an overview of the research questions and sub-questions and shows in 

which chapter they are addressed. 
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Table 3.1

 Overview research questions and corresponding chapters of the thesis  

Part Research question Chapter

4 5 6 7 8 9 10

Understanding 
for the design 

How is leprosy understood and what are 
the experiences with leprosy of persons 
affected and not affected by the disease in 
Cirebon District, Indonesia?

How are different mindsets influencing the 
execution of a transdisciplinary stigma- 
reduction project?

Understanding 
and assessing 
the effect of 
interventions

What insights can be gained from the 
implementation of the leprosy-related 
stigma-reduction interventions in Cirebon 
District, Indonesia?

What is the cultural validity of the SDS and 
EMIC-CSS in Cirebon District, Indonesia?

What is the effect of a contact intervention 
on leprosy-related stigma in Cirebon  
District, Indonesia?

3.2 Research approach
To study and address the complex and persistent negative social experiences of people 

affected by leprosy and assess the effect of interventions, I applied an intervention 

study using a transdisciplinary approach: the Interactive Learning and Action (ILA) 

approach. With this approach a broad diversity of views in the context is used and the 

knowledge of diverse actors is integrated. 

Ideas about transdisciplinary research emerged in the 1970s in response to “a mismatch 

between knowledge production in academia, on the one hand, and knowledge requests 

for solving societal problems, on the other” (Hoffmann- Riem et al. 2008:3). In addition 

to mono, multi and interdisciplinary research, a new form of research emerged: trans-

disciplinary research. An accepted definition of transdisciplinarity is provided by Klein 

et al. Transdisciplinarity is:

A new form of learning and problem-solving involving co-operation between different 

parts of society and science in order to meet complex challenges of society. Trans-

disciplinary research starts from tangible, real- world problems. Solutions are 

devised in collaboration with multiple stakeholders. (Klein et al. 2001:7)

The main difference from mono, multi and interdisciplinary research is that in trans-

disciplinary research the boundaries of scientific disciplines transgress “by including 

experiential knowledge of societal actors in the research and problem solving process” 

(Cummings et al. 2013:11). From the four types of research, transdisciplinary research 
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has the highest form of integration (Stock & Burton 2011). Five widely shared features of 

transdisciplinary research include the response to real, persistent global problems, the 

involvement of multiple stakeholders, the integration of different forms of knowledge, 

the combination of knowledge production and problem solving and the iterative process 

that follows emergent design (Cummings et al. 2013). 

The ILA approach is a well-designed and tested transdisciplinary approach for inter-

active multi-stakeholder processes aimed at supporting more inclusive agricultural, 

health and biotechnological innovation. It was developed during the 1980s and 1990s 

by Bunders and Broerse (1991). The ILA approach has been successfully applied and 

adapted in different fields and in several countries, including Bangladesh, the Netherlands, 

South Africa and Zimbabwe (Swaans et al. 2009; Caron-Flinterman 2006; Zweekhorst 

2004; Betten et al. 2013). Key characteristics of the ILA approach are the active partici-

pation of beneficiaries from the start, enhancement of trusting relationships, mutual 

learning and knowledge integration. The process is guided around a shared vision. The 

approach is roughly structured around five phases. The first three are called the recon-

naissance in which a broad view of the issue and its characteristics is obtained prior to 

planning and implementation of interventions.

1. Exploratory phase: a research team is established and a preliminary over view of the 

developments in the scientific field, the relevant stakeholders and their perspectives, 

as well as the problem context is obtained.

2. In-depth phase: the problem perceptions, opinions and ideas of the different stake-

holders are identified and analysed.

3. Integration phase: the perspectives of the different stakeholders are compared and, 

as far as possible, integrated.

4. Prioritization and action planning phase: stakeholders address conflicts and seek 

consensus on priority issues, common goals and plans of action.

5. Implementation phase: the plans are put into practice in learning-action spirals in 

which the observations and reflections on a previous action lead to a new plan and 

action for the next cycle. The learning-action spirals are based on the action 

research spiral (Kemmis & McTaggert 1988) see Figure 3.1. 
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Thematic
concern

Reconnaissance

Observation

Action

Action

Plan

Reflection

Reflection

Revised plan

Revised plan
Observation

Figure 3.1

 Action research spiral (Kemmis & McTaggert 1988:154)

3.3 Study area, selection and study population
In 2011, Kabupaten Cirebon (Cirebon District) was selected as the area of research and 

project implementation. It has a relatively high number of new leprosy cases annually and 

– according to national experts – more leprosy- related stigma than in other districts, and 

no other initiatives to address this. Cirebon District is located in Indonesia on the north 

coast of West Java, bordering Central Java (see Figure 3.2 and 3.3). It covers an area of 

about 990 km2 (Susanto 2012). The northern part of Cirebon District is mostly a flat and 

marshy plain, while the southern part is hilly. Most of the land is used for agriculture: rice, 

peanuts, sugar cane, maize, cassava and vegetables. Mount Ciremai, located to 

southwest of the city, is an active volcano and the highest mountain in West Java.

The city of Cirebon and the Cirebon District have their early beginnings in the small 

fishing village established in the late 14th century by Muara Jati. The village was located 

5 km north of the present-day city of Cirebon and was under the control of Hindu princi-

palities. Cirebon has a vibrant history. The 15th century is marked by the settlement of 

Chinese Muslims and the 16th century by developing into an international trading 

centre and centre of spiritual influence (Hinduism and Islam). The 17th and 18th century 

were marked by the inclusion in the Mataram Kingdom and the collaborations and trade 
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regulations established by Dutch East India Company. The 19th century is marked by 

Dutch colonial rule and the 20th century by the Japanese invasion in 1942 and the 

proclamation of Indonesian independence in 1945 (Gocher 1990). Not surprisingly, 

Cirebon District is known as a cultural melting pot since it has absorbed influences of 

different religions (Buddhist, Hindu, Muslim) and cultures (Sundanese, Javanese, 

Chinese and Dutch). 

Figure 3.2 

 Location of Indonesia, the square  

shows West Java

The city of Cirebon and Cirebon District are undergoing rapid progress. In 2011, Cirebon 

District had 2,246,811 inhabitants comprising 51.3% males and 48.7% females. Life 

expectancy in 2011 was 65.3 years (Susanto 2012). Cirebon District is intersected by 

the Northern Coastal road and is connected to the railway system. There are several 

universities and modern shopping centres. The Pertamina Oil Company, sugar, tobacco, 

fish, batik and rattan (locally known as ‘rotan’) are major pillars of the regional economy. 

The four languages most commonly spoken in Cirebon are the national language 

Bahasa Indonesia, followed by Sundanese, Javanese and Cirebonese.

Administratively, the districts consists of 40 kecamatan (sub-districts), 412 desa and 

12 kelurahan (both administrative villages) (Susanto 2012). The administrative villages 

are divided into a number of dusun (hamlets), formerly rukun warga (RW), which again 

are divided in a number of rukun tetangga (RT). A RT consists of a number of house-

holds. The 40 sub-districts of Cirebon District were allocated to be either an exploratory 

study area or the intervention/control area. This was to prevent the activities (such as 

interviews) of the exploratory study from interfering with the baseline study. For the  

exploratory study, 10 sub-districts were selected that were less or unsuitable as inter-

vention areas due to their remoteness or relatively few cases of leprosy. The remaining 

30 sub-districts were randomly allocated a paired intervention or became control (care 

as usual area) see Table 3.2 and Figure 3.4 The interventions were implemented in 

pairs, because studies and reviews suggested that a combination of interventions is 

needed to address stigma (Heijnders & van der Meij 2006; Cross et al. 2011a).

0 25 50 75 100 km

Figure 3.3 

 West Java, location Cirebon District

0 250 500 750 1000 km0 25 50 75 100 km
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Table 3.2

 Allocation of 40 sub-districts in the SARI project

Exploratory study Counselling  
Contact

Contact SED SED Counselling Control

Ciwaringin Pasaleman Beber Greged Arjawinangun

Kaliwedi Lemahabang Babakan Sumber Ciledug

Karangwareng Losari Pabuaran Klangenan Jamblang

Karangsembung Astanajapura Pabedilan Sedong Pangenan

Mundu Depok Gempol Waled Panguragan

Palimanan Weru Kedawung Surenenggala Plered

Susukan Genung Jati Kapetakan Plumbon

Susukan Lebak Tengah Tani Gegesik

Talun Dukupuntang

Gebang

Figure 3.4

 Exploratory study and intervention areas of the SARI project

The main study population of this study are people affected by leprosy and community 

members in Cirebon District (terminology is addressed in Box 3.1). Community members 

include key persons such as health professionals, teachers, religious leaders, community 

leaders. The research assistants and lay and peer counsellors of the SARI project were  

a separate research population in some studies (Chapter 6 and 7). For specific informa-

tion about the study population, sample size and selection I refer to the relevant 

chapters in this thesis.
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Box 3.1 Terminology

People affected by leprosy 
When referring to affected by leprosy, I refer not only to the disease, but also to the physical, 
emotional and social consequences that can continue even after an individual has been declared 
cured. It can be inappropriate and problematic to refer to all persons once diagnosed with leprosy 
as being affected persons. In the fieldwork undertaken for this thesis, I sought to be cautious 
and, for instance, also used in treatment and released from treatment or SARI participant. 

Kusta and lepra 
In Cirebon District there are two commonly used words to describe leprosy – kusta and lepra. 
The first is derived from India, which is likely to be where leprosy originated. The word “kushtha” 
was derived from “kushnati”, which is believed to mean “eating away” in Sanskrit (Yawalkar 
2009:12). The second word, lepra, is derived from the Greek ‘Λέπρα’ (léprā or lepros), and was 
used by doctors to refer to a scaly skin disease (Bennett et al. 2008). 

Reconnaissance 
The reconnaissance is a defined phase in the ILA approach. In the reconnaissance a broad view 
of the issue and its characteristics is obtained prior to planning and implementation of interven-
tions. As such, for purposes of continuity and clarity I decided to use it, despite its common use 
in situations of conflict. 

Contact 
One of the three interventions is called the contact intervention. In the field of leprosy this might 
cause confusion as the word contact, or rather contacts, is often used to refer to those who are 
in close contact with an individual diagnosed with leprosy, such as family members and neigh-
bours. A common leprosy service is the contact survey, which aims to identify new cases among 
these contacts. This is very different from the contact intervention in the SARI project.

3.4 SARI project, ILA phases and methods 
This study is part of a larger project, the SARI project. The SARI project is funded by  

the Netherlands Leprosy Relief (NLR), American Leprosy Missions (ALM), Sasakawa 

Memorial Health Foundation (SMHF) and effect:hope (formerly The Leprosy Mission 

Canada). The project started in mid-2010. The main aim of the SARI project was to 

measure and compare the effectiveness of three stigma-reduction interventions:  

counselling, contact and SED. These three interventions address stigma primarily at the 

personal, interpersonal and community levels. For example, counselling focuses for the 

most part on the intrapersonal level, but might also have an impact on the interpersonal 

and community level. The contact intervention primarily addresses stigma at the 

community level, but might also influence stigma at the intra and interpersonal level. 

Finally, SED aims to influence stigma at the interpersonal level, but is expected to affect 

the intrapersonal and community level, as visualized in Table 3.3. 
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Table 3.3

  SARI interventions and the primary (dark grey) and secondary level (light grey) they target

SARI  
Interventions

Intra personal 
level

Inter personal 
level

Community 
level

Organizational 
and institutional 
level

Governmental 
and structural 
level

Counselling

SED

Contact

3.4.1 Timeline 

The SARI projects follows the five phases of the ILA approach. Since the SARI project 

aimed to measure the effect of the interventions a baseline and final survey were 

organized. The instruments that were going to be used during the baseline and final 

survey were tested during the pilot and validation study before the start of the baseline. 

See Figure 3.5 for the timeline of the SARI project. 

Exploratory phase
Inte-

gration
phase 

Implementation phase

In-depth 
phase

Prioritization 
and action 

phase 

Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2

2010 2011 2012 2013 2014

Pilot 
and 

validation 
study

Baseline 
study 

Final 
survey

Figure 3.5 

 Timeline SARI project 

 Exploratory phase: June 2010 – April 2011

The first key activity was to establish the interdisciplinary research team: the SARI team. 
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By January 2011, the SARI team consisted of three PhD students, one post-doctoral  

researcher, four senior researchers and two professors from a variety of scientific disci-

plines including medicine, epidemiology, public health, psychology, disability studies, 

sociology, development studies and communication. The next step involved the identifi-

cation of relevant stakeholders by the team: Non-governmental Organizations (NGOs), 

DPOs and other key informants in the field of disability and leprosy. In January 2011,  

a kick-off workshop took place in Jakarta at which the SARI team met other key stakehold-

ers. The Community-Based Rehabilitation Development and Training Centre Solo (PPRBM 

Solo), with a substantial track-record in CBR, expressed interest in becoming SARI’s local 

partner. In the following months, a field office was established at the study site. Research 

assistants (RAs) from the area were hired and became part of the SARI team. The RAs all 

came from Cirebon District or a neighbouring district and speak some of the local 

languages – Sundanese, Javanese and Cirebonese, in addition to Bahasa Indonesia. 

Some were or became involved in a local DPO called Forum Komunikasi Difabel Cirebon 

(FKDC). In order to create the active participation of the beneficiaries from the start, the 

project aimed to hire people affected by leprosy or disability. Six researchers and RAs are 

disabled or affected by leprosy. Table 3.4 gives an overview of the SARI team. In March 

and April 2011, research assistants were trained in CBR, social research and the ILA 

approach. In April 2011, the first workshop was organized for stakeholders from the District 

Health Office (DHO), Provincial Health Office (PHO) and the CHC in Cirebon District. 

Table 3.4

 Team members SARI project

Name Organisation Role

Prof. Irwanto Universitas Indonesia Principle investigator  /  
promotor

Prof. Joske F.G. Bunders VU University Amsterdam Principle investigator  /  
promotor

Dr. Wim H. van Brakel VU University Amsterdam and 
NLR

International coordinator /  
copromotor

Dr. Marjolein B.M. Zweekhorst VU University Amsterdam Social scientist / copromotor

Dr. Francisia S.S.E. Seda Universitas Indonesia Social scientist / copromotor

Dr. Rita Damayanti Universitas Indonesia Social scientist / copromotor

Dr. Beatriz Miranda-Galarza VU University Amsterdam Post-doc

Ms. Mimi Lusli Universitas Indonesia PhD student

Mr. Dadun Universitas Indonesia PhD student

Ms. Ruth M.H. Peters VU University Amsterdam PhD student

Mr. Yando Universitas Indonesia Administrator

Mrs. Yanti SARI project Local administrator

Mrs. Siti SARI project and FKDC RA

Mr. Rohman SARI project and FKDC RA
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Name Organisation Role

Mr. Solihin SARI project and FKDC RA

Mr. Oni SARI project and FKDC RA

Mr. Mujib SARI project and FKDC RA

Mr. Hasan SARI project RA

Mrs. Christine SARI project RA

Mr. Harry SARI project RA

Mr. Hadi SARI project RA

Mr. Ulum SARI project RA

 
 In-depth phase: May – November 2011

The main goal of this phase of the project was to identify and analyse the problem per-

ceptions, opinions and ideas of the different stakeholders in order to design effective, 

appropriate and sustainable stigma-reduction interventions. To deter mine how these 

interventions would be established, the research assistants collected information from 

people affected by leprosy and key persons such as health workers, religious leaders, 

community leaders and teachers in the local communities (also referred to in this thesis 

as the exploratory study). 

During this phase the pilot and validation study and baseline study took place. The pilot 

and validation study ran in August 2011. During this study five quantitative scales 

(three for people affected by leprosy and two for community members) were piloted and 

validated. A brief extra validation study was initiated in July 2012 to ensure there would 

be sufficient data. The baseline study ran from September to October 2011. During this 

study qualitative and quantitative research methods were used to establish a baseline.

 Integration phase: October 2011 – November 2011 

The perspectives of the different stakeholders were compared and, as far as possible, 

integrated during several workshops. In October, a workshop for health professionals 

from the community health clinics was organized to update them on the SARI project 

and to discuss preliminary findings and observations. Another workshop was organized 

to learn about and integrate knowledge on the three interventions. Potential stakehold-

ers from Cirebon were invited if it was thought they could make a valuable contribution 

to the design of the interventions: researchers from local universities, artists from the 

kraton (royal palace), staff from micro-credit organizations and faith-based organizations, 

and health workers and religious leaders involved in counselling. In November 2011, 

proposed interventions were presented and discussed with national stakeholders such 

as the donors, NGOs, DPOs and Ministry of Health in Jakarta. 

 Prioritization and action planning phase: November 2011 – March 2012

During this phase, the final consensus on priority issues was reached, the final goals 

were determined and the plans and content of the interventions was shaped. The 
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counselling intervention started with a counselling pilot and the development of the 

counselling module. The contact intervention started with the development of a partici-

patory video and comics. The SED intervention found a partner in a micro-credit bank 

named Koperasi Mitra Dhuafa (KOMIDA).

 Implementation phase: January 2012 – December 2013

The plans finalized during the prioritization and action phase were put into practice in 

learning-action spirals. As already mentioned, observations and reflections on an 

activity lead to a new plan and action for the next cycle. For instance, the particulars  

of the counselling module were adapted based on the pilot. This resulted, for example, 

in a different number of sessions and a different length of sessions. In the contact inter-

ventions, lessons drawn from the first comic and participatory video workshop were 

incorporated in the design of the subsequent workshops. Next, in collaboration with 

KOMIDA it was decided to start micro-credit model through FKDC. During the course of 

the two years the interventions matured with the aim to become more effective, appro-

priate and sustainable. Also during this phase, several work shops were organized with 

the stakeholders such as the DHO, District Social Welfare Office (DSWO) and FKDC to 

report on progress, discuss upcoming issues and consider the following stages. The 

final survey ran for six months from January to June 2014. The final survey used the 

same methods as applied during the baseline study. 

At the end of the SARI project, two events were organized. In August 2014, a workshop 

was organized in Cirebon District to close the fieldwork activities. Its main goals were  

to present preliminary results, to listen to the experience of the participants and to 

highlight the achievements of the project to the local authorities. People affected by 

leprosy, their families, members of their communities and local stakeholders attended 

the event. The participants of the study played a major role in the organisation of this 

event. The workshop was, for instance, moderated by a leprosy-affected participant of 

the project. In January 2015, the results of the SARI project were presented during 

World Leprosy Day.5 This high-level event was organized at the Ministry of Health in 

Jakarta. The Minster of Health – Dr. Nila Djuwita F. Moeloek – called for attention to 

stigma and discrimination against people affected by leprosy. The celebration was 

attended by representatives from different stakeholders, including academics, NGOs 

and government representatives. It included presentations regarding health-related 

stigma from different areas such as HIV/AIDS, mental health and substance abuse.  

The results of the SARI project were presented by the three PhD students and three 

project participants.

5.   In the 1950s, a French humanitarian, Mr. Raoul Follereau, proclaimed the first World Leprosy Day to 
draw attention to the plight of the millions of people affected by the disease. The particular day, the 
last Sunday in January, was chosen to commemorate the death of Mahatma Gandhi. Indonesia along 
with the rest of the world celebrated the 62th World Leprosy Day in January 2015.
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Table 3.6

 Overview research methods applied for this thesis per ILA phase

ILA Phase Methods Population Number Chapters

Exploratory 
phase

Notes meetings / 
workshops

SARI team and stakeholders -- 6

In-depth phase

(including: 
Exploratory 
study, pilot 
and validation 
study and 
baseline study)

In-depth interviews 
(series of 3)

Persons affected by leprosy 53 4, 5, 6

FGDs Neighbours, community and 
religious leaders, mothers, 
teachers, health professionals

17 (2–12/ 
group, in total 
97)

4, 6

Notes meetings / 
workshops

SARI team and stakeholders -- 6

Notes informal 
interviews and 
discussions

SARI team, participants and 
stakeholders

-- 6

EMIC-CSS and SDS Community members 72* (Phase 1)
46* (Phase 2)

9

Semi-structured  
in-depth interviews

Persons affected by leprosy 77 5

Semi-structured  
in-depth interviews

Community members 49 10

EMIC-CSS and SDS 141* 10

Integration 
phase

FGDs Experts for interventions 3 (4–5/ group, 
in total 13)

6

Written reflections Research assistants 4 6

Prioritization 
phase

Notes meetings / 
workshops

SARI team and stakeholders -- 6

Implementation 
phase

(including final 
survey)

Notes / observations 
/ reflections / informal 
discussions / videos / 
photos e.g. counselling 
sessions, participatory 
video sessions

SARI participants and 
process in general

-- 7
8
10

Notes team discussions Lay and peer counsellors 21 (3/team, 7 
teams in total, 
met 3 times)

7

Meetings Lay and peer counsellors 7 7

Semi-structured 
interviews

Participants participatory 
video

12 8

Notes workshops / 
meetings

SARI team and stakeholders -- 8
10

Short informal interview Audience contact event 89 10

6-QQ 769 10

FGDs Community members 3 (6–12/group, 
in total 28)

10

EMIC-CSS and SDS 375* 10

*  After omitting files due to missing values or to a language other than Bahasa Indonesia. 
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3.4.2 Overview research methods 

A range of both qualitative and quantitative research methods have been applied in this 

study. This is important in the study of the concept of stigma, as Yang explains:

The use of multiple vantage points and methodologies may reveal different or  

complementary perspectives on how stigma threatens to diminish what is held  

as most dear by local participants. (Yang et al. 2007:1533)

Methods include in-depth interviews, FGDs, personal reflections, notes of meetings, 

semi-structured interviews, EMIC-CSS, SDS, 6-Question Question naire (6-QQ), notes of 

counselling sessions and so on. Table 3.6 provides an overview of the data collected during 

each ILA phase. The mix of methods gives the opportunity to simultaneously generalize 

from a sample to a population and to gain a richer, contextual understanding of the concept 

of stigma and its reduction. Different software packages were used for data management 

and analyses. For the qualitative data analyses I used NVivo 9 and 10, for the quantitative 

data entry I used Epi Info for Windows, version 3.5.3, for the quantitative data analysed I 

used Stata 12.1 and Statistical Package for the Social Sciences (SPSS) 21 and to develop 

the maps I used Quantum- Geographic Information System (QGIS) 2.1.0. For specific meth-

odological approaches and data analyses I refer to the relevant chapters in this thesis.

3.5 Validity 
In this study, multiple strategies were used to enhance the validity of the data. The 

strategies comprised the following:

1. Methodological triangulation: to assess the impact of the interventions, but also for 

most other studies in this thesis a mix of methods – sometimes several qualitative 

methods and sometimes quantitative and qualitative – were applied. 

2. Investigator triangulation: multiple researchers were involved in the design of the 

study, the data collection, analyses and interpretation of the data. Special attention 

was paid to looking for discrepancies in the evidence or negative cases that might 

provide new insights. Workshops were organized to discuss preliminary findings with 

the research assistants to deepen understanding and enhance interpretation. 

3. Member checking: in the exploratory study three extra focus group discussions were 

organized to check the accuracy of the data and preliminary results.

4. Feedback: at several moments in the projects feedback was provided by researchers 

and practitioners not involved in the project. The SARI project has a Steering 

Committee with five international members who met four times – twice in the 

Netherlands and twice in Indonesia – during the course of the project. A mid-term 

review was undertaken by two independent researchers. Finally, representatives from 

donor agencies attended presen tations and discussions at which feedback was given. 

5. Cross-culturally validated tools: the main tools used to assess the impact of the in-

terventions were piloted and cross-culturally validated during the course of the SARI 

project (see also Chapter 9). 
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“I am not shy... so I don’t have leprosy, right?”

6. Recorded data: audio recorders were used to record the data and these were  

transcribed and translated into English. 

7. Prolonged fieldwork: I have been in Cirebon and Jakarta for an extended period of 

time (four to five months a year) from January 2010 to January 2015 and learned 

Bahasa Indonesia, which helped in the interaction with the research assistants and 

participants of the studies. 

8. Saturation: in the SARI project, saturation of the data was sought as much as 

possible. Interviews and focus group discussions were generally conducted until no 

new issues arose. 

9. Reflexivity: was, among other forms, exercised by reflecting on my  

positionality and how this influences the research (see also Epilogue 1). 

3.6 Ethical considerations
The study presented in this thesis was approved by The Ethics Committee of Atma Jaya 

University, the Sub-Directorate for Leprosy and Yaws, the Ministry of Health, PHO, West 

Java and the DHO, Cirebon District. The study guaranteed the confidentiality of the  

information provided by the participants. Access to data records was permitted only to 

the researchers directly involved in the data collection and analyses. If required, only 

anonymized information was made available to others. 

Participants were given detailed written and/or oral information about the SARI project 

prior to the start of the data collection and/or enrolment in the interventions. The 

control area in this study is a care as usual area. Recruitment was undertaken carefully 

and in close collaboration with health professionals at the community health clinics, 

who frequently paired up with the RAs during home visits. Written informed consent 

was obtained from participants. Participants had the right to determine whether they 

wanted to participate in the study and could resign at any point (self-determination). 

As far as possible, interviews were conducted in private locations away from other  

participants, health professionals, family members and other researchers. Research 

assistants were trained in how to conduct an interview and they also learned how to 

deal with emotions that might arise as a result of encountering and sharing the 

sometimes harsh and painful experiences that being affected by leprosy evoked. 

Sometimes participants preferred to talk about “skin disease” or “my disease” rather 

than leprosy. If so, the word preferred by the participant was used throughout the 

interview. The interviewers were instructed to address questions – if any – about 

leprosy from the side of the interviewee at the end of the interview. Occasionally, partic-

ipants in treatment for or cured from leprosy were not aware that they were affected by 

the disease. The responsible health professional had not informed them at the moment 

of diagnosis and start of treatment that they had leprosy. Rather, the health professional 

referred, for instance, to a skin disease. Depending on the context, the RAs informed  

the person that they were or had been affected by leprosy and provided the necessary  

information or continued the interview using the words used by the participant. No  
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incentives were offered to interviewees other than a small token of appreciation such  

as a drinking mug or t-shirt, in particular when participants were interviewed more than 

once. No incentives were provided to participants of the interventions. For the lay and 

peer counsellors and the participants of the two participatory video activities an 

exception was made in order to compensate for lost earnings. 




