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CHAPTER 1

General introduction

“We, ourselves, exist” (Rene Descartes).

I.

General background

“I perceived myself, quite accurately unfortunately, as having a serious mental illness and therefore
as having been relegated to what I called “the social garbage heap”. ... I tortured myself with the
persistent and repetitive thought that people I would encounter, even total strangers, did not like me
and wished that mentally ill people like me did not exist. Thus, I would do things such as standing
away from others at bus stops and hiding and cringing in the far corners of subway cars. Thinking of
myself as garbage, I would even leave the sidewalk in what I thought of as exhibiting the proper
deference to those above me in social class. The latter group, of course, included all other human
beings” (p. 407-408) (1).

This quote illustrates two important concepts in my thesis: stigma and participation. Many people
living with disabling conditions, such as leprosy, HIV/AIDS, spinal cord injury, physical disabilities and
mental illness, are stigmatized because of these conditions (2-4). Stigma negatively impacts on many
important life domains, such as domestic life, employment, educational opportunities, interpersonal
relationships and family life (4). Often, the stigma is even more destructive to the affected person
than the disabling condition itself (2). The restrictions people experience are usually in the life
domain called ‘social participation’ (4-9).

Stigma and participation are complex dynamic constructs. Due to their complexity, past
investigations focussed primarily on the qualitative assessment of both concepts (10-12). However,
over the years progress has been made to in the understanding of both concepts, and with that, in
the quantitative measurement of each. With help of such instruments it was becoming possible to
measure, e.g. the effectiveness of public health interventions. However, attempts at quantitative
measurement gave rise to two important practical needs: 1) the need to test the psychometric
properties of these measures and compare these to international benchmarks, and 2) the need to
test whether measures are culturally valid for use in the particular study context. Two practical tools
were identified that can be used for addressing these needs. The first concerned quality criteria for
what constitute good psychometric properties and the second the development of a cultural
equivalence framework (13;14). This thesis reports on how we operationalized these tools in the field
of participation and stigma measures in low- and middle-income country settings.

In this chapter, I will first conceptualise stigma and participation in relation to the International
Classification of Functioning, Disability and Health (ICF) (15). After the conceptualization, an
exploration of the concept of participation is given, followed by a section focussing on stigma. The

assessment of stigma and participation is addressed after and followed by the aim of the thesis. This
chapter closes with research questions, the research methodology and thesis outline.

II.

International Classification of Functioning, Disability and Health

Since 1980, the International Classification of Impairments, Disabilities and Handicaps (ICIDH), which
was introduced by the World Health Organization (WHO), was commonly used as a uniform
classification system of social health (16). The ICIDH served several purposes, including evaluating the
effectiveness of health care processes related to chronic diseases, disorders and impairments
(16;17). As these conditions are persistent, a need was identified for a model describing the
consequences of those conditions over time (16;17).

The ICIDH framework consisted of three components; impairment, disability and handicap.
Impairment referred to the “abnormalities of body structure and appearance and with organ or
system function, resulting from any cause”, whereas disabilities concerned “the consequences of
impairment in terms of functional performance and activity by the individual” (16;17). Handicaps
reflected “the disadvantages experienced by the individual as a result of impairments and
disabilities” (16;17). According to the ICIDH, often a typical pattern could be identified, whereby a
disease or disorder resulted in an impairment (17). The consequences of the impairment may lead to
a disability. Finally this resulted in a handicap, reflecting the subjective experience of the
consequences of impairments and disabilities (17).

The ICIDH framework facilitated in the understanding of the disablement process (16). However, the
main limitation of the ICIDH was the exclusion of contextual factors, such as personal factors and the
environment, from the model that conceptualised the disablement process (18). Furthermore, the
ICIDH conceptualized disability and handicap as linear consequences of ill health (medical model of
disability), whereas the ICF integrates disability in a bio-psychosocial model of health and functioning
(15;16). In the 1990s, the medical model was severely criticized, particularly by representatives of the
disability movement (19). As a result, the ICIDH was replaced by the ICF in 2001. The ICF focuses
especially on the interaction between personal factors, environmental factors, the health condition
and their impact on functioning (Figure 1) (20).

The ICF comprises three components namely the health condition, functioning, and contextual
factors and will be the main theoretical framework in this dissertation (Figure 1) (15;20). The first
component, health condition, refers to the presence of diseases, disorders and injuries. Below I
elaborate on the second and third component.
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Figure 1: International Classification of Functioning, Disability and Health

Functioning
The second component, the functioning (and possible limitations in functioning) is divided in three
subcomponents namely body functions & structures, activity and participation. Body functions are
defined as “physiological functions of body systems”, whereas body structures refer to “the
anatomical parts of the body such as organs, limbs and their components” (15;20). Examples for the
former include mental, sensory, voice and speech functions. Examples of body structures include
structures related to the eye, ear, skin or nervous system (16;20). Activity is envisioned as “the
execution of specific tasks or actions by an individual, whereas participation is defined as
“involvement in life situations” (15;20).

The execution of daily tasks, for example in domestic and civic life, and/or the participation in
festivals and other social gatherings may be affected by a particular health condition. A health
condition may negatively affect the functioning at the level of the body or body parts, the person or
the functioning of the person in a social context. This process of disablement may involve
impairments, activity limitations or participation restrictions, defined as “problems in body function
or structure such as significant deviation or loss”, “difficulties an individual may have in executing
activities” and “problems an individual may experience in involvement in life situations”, respectively
(15;20). Please refer to section three for a detailed description about the construct of participation.

Contextual factors
The third component, contextual factors, is divided in two subcomponents named Personal factors
and Environmental factors (15;20). Personal factors relate to the individual background of the person
and includes characteristics such as age, gender, education, personality, social status, life style etc
(15;20). Environmental factors “make up the physical, social and attitudinal environment in which
people live and conduct their lives”. This includes the natural environment and human-made changes
to the environment, but also support and relationships, services, systems and policies (15;20). These
Environmental factors may positively or negatively affect the individual. Stigma is part of the
Environmental factors, in which attitudes, values and beliefs concerning a particular disabling
condition may negatively affect the person involved (Figure 1) (15;20). Section four of this chapter
provides a detailed description of health-related stigma.

Disability
As this thesis will focus especially on persons living with disabling conditions, the concept of disability
is defined, based on terminology used in the ICF, as “a difficulty in functioning at the body, person or
societal level in one or more life domains, as experienced by an individual with a health condition in
interaction with contextual factors” (21).

III.

Participation

Participation is one of the focal points in this thesis and therefore an elaboration is provided in this
section. This concept is often recognized as an important indicator for assessing the effectiveness of
rehabilitation programmes (22).

Although in some contexts, ‘social participation’ can be seen as a component of ‘participation’ as
defined in the ICF, these two terms will be used interchangeably to address this concept throughout
this thesis (23). Social participation refers explicitly to the social interactions persons have with
others in their environment (24). However, in our studies we focussed on participation in general and
no distinction was made between the two concepts.

Definition of participation
It is important to note that discussions are on-going about the definition of participation and what
participation actually comprises (25;26). The level and type of participation varies among individuals,
so participation may have different meanings and may be dynamic across a person’s life span.
Furthermore, the definition proposed by the WHO makes no clear distinction between activity and
participation (25;27-29). Other definitions of participation focus on a life course perspective,

including a hierarchical approach comprising the different development stages across the life span of
an individual, or the inclusion of a disability rights perspective (25). According to the Disability
Creation Process proposed by Fougeyrollas and colleagues, social participation reflects an interaction
between intrinsic factors (personal) and extrinsic factors (environmental). These authors used the
concept of ‘life habits’ to define social participation as ‘those habits that ensure the survival and
development of a person in society throughout life’ (30;31).

We decided to use the definition of participation as proposed in the ICF, because this framework is
widely known and used throughout the world (32). In addition, the ICF was used as the theoretical
foundation of the Participation Scale. This scale was one of the main instruments used during this
dissertation project.

Participation in the ICF
According to the ICF, participation comprises nine life domains, namely learning and applying
knowledge, general tasks and demands, communication, mobility, self-care, domestic life,
interpersonal interactions and relationships, major life areas, and community, social and civic life
(15;20). Within each life domain, several aspects of participation were identified. Examples include
walking and moving (mobility), household tasks (domestic life) and employment (community, social
and civic life) (15;20). Topics covered within these aspects may range from travelling outside of the
village, visiting places of religious worship, doing the dishes and looking after the children to talking
with friends and attending social gatherings.

Restrictions in participation
Due to a disabling condition, people may experience participation restrictions in these life domains.
Restrictions are often reported in the performance of (heavy) household tasks, mobility,
involvement in community life, employment, education and social relationships (6-8;33-35). These
restrictions in participation are situated in the component ‘Functioning’ of the ICF (Figure 1, previous
section). However, as the Figure indicates, there is an interaction within this component as well as
between the two other components; health condition and contextual factors.

The severity of these participation restrictions may be influenced by several factors related to the
health condition, such as visibility of the disability, severity of impairment and the level of activity
limitations (7;36-38).

In the component contextual factors, the level of participation restrictions may be influenced by
personal factors, such as gender and income level (8;39;40).

However, participation restrictions, do not only result from these personal factors, the environment
also plays a major role. The availability of family and/or presence of social support is important.
However, factors perhaps cited more often than others are negative attitudes and other forms of
stigma (41). Stigma can have a profoundly negative impact on the lives of affected people. The
association between stigma and participation can be illustrated by the following examples.

“Anand is 27 years old and was diagnosed with leprosy a year ago. People in his community believe
leprosy is a curse, only those who have committed sins in their past can get leprosy and that persons
with leprosy should not participate in religious festivals. Anand starts believing this about himself. He
stops going to the temple, does not leave his house anymore and believes he must be a bad person”
(p. 8) (42).

IV.

Health-related stigma

Stigma is an important concept that cannot be discussed without reference to Goffman, who
described stigma as an “…attribute that is deeply discrediting...” (p. 3), and “an undesired
differentness” (p. 5) (43). Stigma may cause a person to be “...reduced…from a whole and usual
person to a tainted, discounted one” (p. 3) (43).

During the years this definition has been challenged for several reasons. One of the most important
reason being the definition of stigma as a static phenomenon, which does not account for the
observed variations in stigma (41;44). This resulted in several other definitions focusing especially on
health-related stigma in the dynamic, socially complex society where we live in (41;45-48). The
definition of health-related stigma adopted in the present thesis is: “a social process, experienced or
anticipated, characterized by exclusion, rejection, blame, or devaluation that results from
experience, perception or reasonable anticipation of an adverse social judgement about a person or
group” (p. 280) (41).

Causes of stigma
Several causes of stigma have been identified and these may vary across health conditions. People
may fear the affected person, because they think the condition is contagious and are afraid they may
catch the disease also, resulting in status loss and family problems (49-51). Concerning other
conditions, people think that affected persons are dangerous and may lose control (epilepsy,

schizophrenia) (52;53). Affected persons may be afraid for the reactions from their husband or
community members (54). A lack of knowledge about the transmission process, treatment
perspectives and associated morbidity and mortality may result in stigmatizing behaviour (47;54-56).
The presence of strong cultural or religious beliefs may also influence this process. In some cases,
affected persons are blamed because they are believed to have ‘committed a sin’ or to be cursed
because of misbehaviour (52;57). A particular example of that is the association with immoral
behaviour, often reported in relation to HIV/AIDS stigma (2;42;58).

Consequences of stigma
Stigma have been shown to negatively impact not only the person affected, but also the community
and even public health programs and interventions (4). A review conducted in 2006, suggests that
these effects are remarkably similar across countries and in different health conditions under study
(4). Examples of the impact of stigma include increased mortality and morbidity, isolation, secrecy
concerning the condition, problems in friendships and relations, but also delay in help-seeking
behaviour, poor treatment adherence, continued transmission of the health condition and risk of
drugs resistance (4;9;48;59-64).

Levels of health-related stigma
According to the literature and specifically outlined by Livingstone and Boyd, stigma occurs at three
different levels namely the macro, meso and micro level (41;44;46-48;65). In addition, several types
of stigma can be distinguished at these levels. Institutional stigma refers to the stigma that exists at
system (macro) level and was defined as “the rules, policies, and procedures of private and public
entities in positions of power that restrict the rights and opportunities of people with disabling
conditions” (p. 2151) (44). Public stigma occurs at the group (meso) level and can be defined as “the
phenomenon of large social groups endorsing stereotypes about and acting against a stigmatized
group”(p. 179) (65). Internalized, perceived and experienced stigma exists at the level of the
individual (micro).

Public stigma
Various types of public stigma can be defined according to a framework proposed by Weiss (3). The
stigmatizers may actually enact stigma, thereby “actively engaging in the process of exclusion, using
their power to discriminate unfairly, ostracizing, or actively troubling someone whom they regard to
be unacceptable” (p. 3) (3). Discrimination can therefore be seen as an expression of enacted stigma.
On the other hand, people may refrain from actively engaging in the process of enacting stigma, but
“may endorse it, justifying and supporting exclusion though they themselves refrain, owing to legal

or moral constraints”(p. 3) (3). This type of stigma is called endorsed stigma. The third type of public
stigma is accepted stigma. People may reject the stigmatizing behaviour of others, but will do
nothing to stop it from happening (3). “They accept it, without endorsing it”(p. 3) (3).

Individual stigma
Individual stigma is one of the focal points in this thesis. Several types can be distinguished.
Internalized stigma is defined as a “subjective process, embedded within a socio-cultural context,
which may be characterized by negative feelings (about self), maladaptive behaviour, identity
transformation or stereotype endorsement resulting from an individual’s experiences perceptions or
anticipation of negative social reaction on the basis of their health condition” (p. 2151) (44). Persons
living with a disabling condition may feel disappointed in themselves for being affected, ashamed,
isolated and inferior compared to others (9;66;67). Internalized stigma is often the result from
prolonged exposure to perceived stigma, “negative consequences resulting from an individual’s
awareness of how society perceives and will likely act toward the group to which they belong” (p.
2151) (44), and/or experienced stigma, “experience of actual discrimination (p. 334) (4) and/or
participation restrictions on the part of the person affected”(p. 307) (4), that influence the affected
person (4;46;68). Therefore, the enacted stigma perpetrated by the stigmatizers, is reflected as
experienced stigma by the stigmatized. The interaction between the different types of stigma is
illustrated in Figure 2 (based on Pryor and Reeder, in press). This Figure suggests interrelatedness of
the different types of individual stigma. The different types of public stigma affect the stigma
experiences of the individual.

Institutional
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Public stigma

Individual
stigma
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Figure 2: Description
of the interaction between the different types of stigma (based on Pryor and Reeder, in press)

V.

Assessment of stigma and participation

The fact that a given health condition may be stigmatized and/or cause restrictions in social
participation is well known. Various studies showed that stigma and participation restrictions are
highly prevalent across health conditions such as HIV/AIDS, leprosy and mental illness (1;69-71).
Many of them have used qualitative methods including in-depth interviews, focus group discussions
and observational studies to obtain insight in both concepts. Compared to the data provided by
quantitative instruments, they provide a richer contextual background for the interpretation of the
findings (72). However, a main limitation of these methods is often the small number of participants
and therefore limited generalizability of the results (72).

Much progress has been made in understanding stigma and participation and, as a result, in our
ability to measure these phenomena. Over recent years, more and more measures have become
available. With the availability of these measures it is now possible to address stigma and
participation in a quantitative manner, for example, to assess the impact of stigma reduction
interventions. Widely applied examples of the instruments to assess participation include the
Participation Scale (P-scale) (23), the Assessment of Life-Habits (LIFE-H) (31) and the Impact on
Participation and Autonomy (IPA) (73), whereas often used stigma instruments include the
Internalized Stigma of Mental Illness (ISMI) scale (74), the Explanatory Model Interview Catalogue
(EMIC) (71) and the Berger HIV Stigma Scale (75). These are briefly discussed below. However, only

few measures have been validated for use in low- and middle-income country settings or across
different health areas.

The use of quantitative measures is not straightforward in low- and middle income countries. A
substantial proportion of the target group may be illiterate, not used to answering items with fixed
response categories or used being asked for their opinion about something. The phrasing of the
items, as statements or questions also needs consideration. Therefore, it is very important that an
instrument and its use are tailored or adapted to the specific needs of the target population.
Examples included the contextualisation of the wording of items, the adaptation of the method of
administration of the instrument, rephrasing response options and using native speakers as
interviewers.

During the research for this dissertation several quantitative measures were used.

The Participation Scale
The P-scale can be used to assess perceived participation restrictions (23). The scale is based on the
participation domains of the ICF, as described in the section ‘Participation’ of this chapter. The Pscale is an 18-item measure and has six potential response options; the same as everyone else (0
points), not relevant (0), no problem (1), small problem (2), medium problem (3) and large problem
(5). The sum score of the items is the total score on the scale. The higher the score, the higher the
level of participation restrictions (23).

An important characteristic of the P-scale is the use of the ‘peer’ concept. In the majority of the
items, participants are asked to compare themselves with a peer, defined as “those who are similar
to the respondent in all respects except for the disease/disability” (23). This concept was introduced
to facilitate the comparison of present participation levels with levels before the disease or disability
developed. In addition, it was hypothesized that the use of the ‘peer’ concept may prevented the
comparison with inappropriate persons who may be different from the participant for other reasons
than the condition being studied. In most studies no problems were reported with the use of this
concept. However, some problems were reported with the peer concept during studies in Indonesia
(76). The concept was found to be too abstract or no appropriate translation could be found (76). In
these cases, a particular (named) peer was identified with help of the respondent and used to
facilitate the comparison process.

We decided to use the P-scale, because the scale was especially developed for use in low- and middle
income settings, already widely applied and showed good psychometric properties (23;37;77;78).

The Explanatory Model Interview Catalogue
The EMIC intends to measure the level of perceived stigma (71). The scale covers several aspects of
perceived stigma, such as concealment, avoidance, pity and shame. A four-point answer option is
used ; yes (3 points), possibly (2), and no (0). The higher the sum score on the EMIC, the higher the
level of perceived stigma. During a previous study in India, the EMIC showed good results. Therefore
the instrument was also included in our field studies (37;71).

The Internalized Stigma of Mental Illness Scale
The ISMI was used to measure the level of internalized stigma (74). The instrument consists of 28
items and has a four-point agreement scale. The ISMI consists of five subscales named alienation,
stereotype endorsement, perceived discrimination, social withdrawal and stigma resistance (74). A
mean item score is calculated, whereby a higher score indicates a higher level of internalized stigma.
This instrument was already applied previously in a leprosy-affected population and intends to be
generic in nature (37;74). Therefore the ISMI was also used in our study.

The need for valid instruments for application in low- and middle-income countries
Validated measures are necessary to make comparisons between health or social programmes,
interventions and strategies and to provide evidence for their effectiveness. Evidence is needed
concerning both “best practices” and interventions that have not been successful to inform policy,
practice and research (4;41;79). Furthermore, it is important to show whether stigma and
participation restrictions are still present, to what extent, and whether specific attention is necessary
to address both problems. An overview of the extent and severity of stigma and participation
restrictions in a given setting or target group can be used for advocacy purposes and awareness
raising as well as to inform policy development to safeguard the rights of persons affected by
disabling conditions. In addition, adequate assessment will increase our understanding of both
phenomena and allow us to investigate the underlying determinants and dynamics. These data may
provide leads for designing appropriate interventions to reduce stigma and improve social
participation (4;41;79). A combination of qualitative with quantitative methods often provides the
best results.

The majority of the measures have been developed in Western countries and quite a few are
transferred for use to developing countries (4;26;28;44;68). The need for high-quality instruments to

assess health-related outcomes, such as participation and stigma, is nowadays pressing in developing
countries. In the past, communicable diseases accounted for most of the morbidity and mortality
burden in developing countries. However, the burden of non-communicable diseases is now rapidly
increasing, leaving these countries with a double burden of disease (80). This shift, as well as an
increased life-expectancy, an increased rate of traffic and other accidents, and increases in armed
conflict lead to an increase in chronic disabling conditions, resulting in even more than a double
burden of disease (32;81;82). Often such conditions lead to stigma and/or participation problems
(32). This in turn increases the demand for valid tools to measure these phenomena reliably.

Practical conditions for measures
To use such measures two practical conditions need to have been met: 1) they have sound
psychometric properties and 2) they are culturally valid for the setting they are to be used in. Both
conditions will be explained into more detail in the following paragraphs.

Psychometric properties
Several developments have occurred in the field of health measurement that may help us to meet
these conditions. Psychometric methods used in instrument development and validation have
evolved rapidly, resulting in a comprehensive set of quality criteria that provide indications for what
constitute good psychometric properties (14). These quality criteria have been developed by Terwee
et al. and comprise all key psychometric properties including content, criterion and construct validity,
internal consistency, agreement, reliability, responsiveness, floor and ceiling effects and
interpretability (14). In this framework it is exactly stated which statistical methods to use for
addressing these psychometric properties and when the results found on these properties can be
identified as good (14). Please refer to Chapter 4, Appendix 1 for a complete overview of this
framework.

Recently, the COnsensus-based Standards for the selection of health Measurement INstruments
(COSMIN) study used an international Delphi panel to reach consensus on the classification,
terminology and definitions of psychometric properties in the area of health measurement (83-85).
Furthermore they identified suitable statistical methods for testing these and scoring of the results
found (86). In the present thesis the quality criteria were used as the basic principles, whereas some
of the concepts presented by the COSMIN consortium were added (See Chapter 3 and Chapter 4).
We were not able to use or test the COSMIN scoring system, since this was only published very
recently (86).

Cultural equivalence
The cultural validity of a specific measure in a given context and for a particular target group has also
been recognized as very important. The evaluation of “the extent to which an instrument is suitable
for use in a different culture from the one it was initially developed for”, is called ‘cultural
equivalence’ testing (Stevelink et al. submitted). Cultural equivalence should be evaluated in detail,
before an instrument is used in a new cultural setting (13;87). This is particularly important for
constructs such as participation and disability that may be conceptualized differently in different
cultures (88). If important differences are identified during a validation study, for example in the
conceptualization of the particular concept under investigation or the appropriateness of the
measure, a decision has to be made to adapt the measure, or in the worst case, that the measure is
not suitable for use in that particular setting (See Chapter 6) (13;87).

In 1998, Herdman et al. proposed a framework for testing cultural equivalence (13). The framework
was adapted for use in the current thesis and comprises five key categories of equivalence;
conceptual, item, semantic, operational and measurement. In its original form, the framework
comprised six categories of equivalence, including functional equivalence. This term was used as an
umbrella category, summarizing the results found on the other five categories. We decided to
replace this category with ‘cultural equivalence’, defined in the previous paragraph. In addition,
some small adaptations were made to the sub-categories of equivalence. Please refer to Chapter 6
for more details.

Conceptual equivalence was described as the domains that are important to measure the underlying
concept of an instrument (13). Item equivalence was described as the acceptability and relevancy of
the items to tap the construct of participation, whereas semantic equivalence was concerned the
“transfer of meaning across languages” (p. 326) (13). Operational equivalence refers to the possibility
of using “a similar questionnaire format, instructions, mode of administration and measurement
methods” (p. 329) (13). These four types of equivalence can be assessed by using qualitative
methods such as in-depth interviews with the target population, experts or researchers, focus group
discussions and by conducting extensive literature research. Measurement equivalence, “the extent
to which the psychometric properties of different language versions of the same instrument are
similar”, can be examined by investigating psychometric properties as internal consistency, reliability,
construct validity and responsiveness (p. 330) (13). In this thesis research, we have tried to integrate
the insights from this framework with recent development in psychometric testing and have applied
this to cross-cultural measurement of social participation.

VI.

Aim of the thesis

In this thesis, I build on the above developments, namely the quality criteria for psychometric
properties and the cultural equivalence testing framework. I aim to take these a step further by
applying them in the field of participation and stigma measures and by testing them in a low- and
middle-income setting. Based on the results of this research, a framework was developed integrating
psychometric and cultural equivalence testing relevant to such measures.

VII.

Research questions

This thesis addresses several research questions. The questions themselves and the rationale for
each are described below.

A review published by van Brakel in 2006 suggested that effects of stigma and participation
restrictions were remarkably similar across study populations and disabling conditions (4). This
conclusion was based on a detailed investigation of common items used across instruments and
across multiple health conditions. Extensive similarity was found particularly across items used in
leprosy and HIV/AIDS measures. However, actual comparative field studies were scarce. Therefore I
aimed to provide insight in the level of internalized and perceived stigma, and participation
restrictions between these health conditions. Three widely applied measures were used; the ISMI,
the EMIC and the P-scale, respectively. This led to the following research question.

1. What are the differences and commonalities in the level of stigma and participation
restrictions among persons living with HIV/AIDS and persons affected by leprosy in Southern
India? (Chapter 2)

As described above, the P-scale was used to assess participation restrictions during the first field
study conducted in Southern India. We decided to select this measure, because it was explicitly
developed for use in low- and middle-income countries and already applied widely. The P-scale was
used to test the utility of the new quality criteria developed for testing psychometric properties in a
low-income country. The proposed quality criteria were not available at the time of the original
development study of the P-scale. We considered it useful to submit the instrument to this, more
rigorous testing protocol, to see if it could stand up to these new standards. This study was
conducted in a different country than the first field study, because we aimed to investigate the
stability of the psychometric properties of the P-scale in more than one country and different study
populations. This led to the second research question.

2. What are the psychometric properties of the P-scale in a study population consisting of
people with various disabilities living in Eastern Nepal? (Chapter 3)

During the studies conducted, I focused on testing the psychometric properties of the P-scale.
However, research suggested that health-related stigma and in particular internalized stigma are
important contextual factors that may affect social participation (9;37). For the accurate assessment
of internalized stigma, it is important that the measures used are valid and reliable. Therefore I
applied the current quality criteria framework, to work done in the area of internalized stigma
measures. This led to the following research question.

3. How is internalized stigma conceptualized and to what extent is it being measured
adequately? (Chapter 4)

At the time of writing this thesis, the P-scale is available in at least 25 languages. However, not all
studies have been published yet (9;37;77;78;89;90). Based on field experiences from researchers that
used the P-scale, including my own, and findings from the second field study performed in Nepal, the
need for a shortened version for use in surveys was identified (Stevelink et al. accepted) (Beise, and
van Brakel, personal communication). A shortened version of the P-scale may result in a reduced
emotional burden for the participants and a decrease in administration time. Furthermore, during
the field study performed in Nepal, a two-factor structure for the P-scale was found, instead of a
unidimensional model of participation, as identified during the initial development study (23). This
finding may have implications for the use and statistical analysis of the P-scale. Taking into account
these considerations, I formulated the fourth and fifth research questions.

4. Can the P-scale be shortened, without negatively affecting the psychometric properties of
the scale? (Chapter 5)

5. What factor structure best fits the P-scale data from various study populations? (Chapter 5)

While focusing on the cross-cultural testing of psychometric properties, the wider concept of testing
cultural equivalence acquired attention. Many instruments have been developed in Western
countries and are transferred for use to low- and middle-income countries. It is important to check if
an instrument is suitable for use in a different culture than initially developed for, that adaptations
are necessary, or in the worst case scenario, is not suitable for use in that context. Otherwise the
results found may not present a realistic interpretation of the situation. A conceptual framework was

identified that could be used to assess this process of cultural equivalence testing (91). This led to my
final research question.

6. To what extent is cultural equivalence testing addressed in cross-cultural validation
studies of participation measures? (Chapter 6)

VIII.

Research design and outline of the thesis

Several field studies and systematic reviews have been undertaken to answer the research questions.

A cross-sectional field study was performed from April till July 2009 in Southern India. Participants
affected by leprosy and participants living with HIV/AIDS were included from several hospitals,
charity projects and during home visits. Three quantitative instruments, the ISMI, the EMIC and the
P-scale, were used to assess internalized stigma, perceived stigma and social participation,
respectively. This study aimed to identify possible commonalities and differences in stigma and
participation between both respondents groups, thereby answering the first research question. The
study was partly funded by the Netherlands Leprosy Relief and the Dittmer Fund. Please refer to
Chapter 2 for detailed information.

From July 2010 till October 2010, a cross-sectional study was conducted in Eastern Nepal. This study
was designed to further validate the P-scale using recently developed state-of-the-art statistical
methods. These methods were defined using the quality criteria proposed by Terwee et al. (14). The
criteria were used to investigate the psychometric properties of the P-scale among participants with
various disabilities. Participants were included using a systematic random sampling method. Besides
the P-scale, a perceived stigma scale was administered during community visits. The study aimed to
assess the psychometric properties of the P-scale, including internal consistency, construct validity,
reliability and floor and ceiling effects, thereby answering the second research question. No external
funding was available for this study. Chapter 3 presents the findings from this study.

From May till June 2011, a systematic review was written describing the assessment of psychometric
properties in the field of internalized stigma measures. This review was designed to investigate
whether the quality criteria were met in this particular area of health measures (research question
three). Four literature databases, Pubmed, PsycINFO, Web of Science and CINAHL, were
systematically searched for internalized stigma development or further validation studies. The
studies included were assessed using quality criteria for what constitute ‘good’ psychometric

properties. This review was partly funded by VU University Amsterdam. The results can be found in
Chapter 4.

As already described, the P-scale is a widely applied measure. Shortening of the instrument may
benefit its use, because it will result in a decreased administration time and impose less of a burden
for the participants. By approaching previous and current users of the P-scale, a large multi-country
database from multiple cultures was compiled. The statistical programme Mplus was used to develop
the Participation Scale Short (research question four). In addition, the optimal factor structure of the
P-scale was defined, using explanatory and confirmatory factor analyses, thereby answering research
question five. The results of this research, funded by VU University Amsterdam, are described in
Chapter 5.

The majority of the instruments to measure participation have been developed in Western countries.
Many of these are transferred to middle and low income countries. Before operationalization of
these instruments in this new study setting, it is important to investigate whether they are suitable
for use in a different culture than initially developed for. Therefore we decided to review the process
of cultural equivalence testing in this field, thereby answering research question six. This systematic
review was performed in July and August 2011. Three literature databases, Pubmed, PsycINFO and
Web of Science, were searched to include participation measures and further validation studies. Two
independent raters assessed the measures included, using an integrated framework that consisted of
conceptual, item, semantic, operational and measurement equivalence. The main findings and their
implications are described in Chapter 6. This review was funded by VU University Amsterdam.

A detailed exploration of the results found in the different field studies and systematic reviews is
provided in the Discussion. Besides this detailed exploration, take-home messages are described and
a reflection on the methodology is provided. This chapter closes with future research priorities.
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