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Abstract

Disability statistics are an important component of an informational base to monitor the needs and
rights of people with disabilities within all spheres of life. The effective use of disability statistics is
based on measures that are transparent and valid and where potential sources of sampling,
interviewer or respondent error are clearly understood. This study investigates respondent sources
of survey data error generated by three sets of existing questions on disability, as applied to adults in
South Africa as a case study contributing to the growing work in this field at an international level.
The questions are the Short and Extended sets of the Washington Group on Disability Statistics, and
the Global Study on Ageing’s (SAGE) health state description questions used by the World Health
Organization.Disability is defined as the outcome of the interaction between a person’s health
condition or impairment, and the context in which he or she lives. The question evaluation
considers: a) the wording, comparing asking about difficulties and disabilities; b) respondents’
understanding and interpretations of whole questions; and c) the association between various life
factors and the type and severity of functional profiles. The study uses a mixed methods design
comprising focus groups, semi-structured interviews, in-depth interviews that tapped into the
thinking behind respondents’ answers to questions, and standard questionnaires. There were 21
focus groups located nationally, and 69 semi-structured interviews and ten detailed cognitive testing
interviews at the Agincourt Health and Population Unit, located in a rural area in north eastern
South Africa. The results provide insight into the performance of the questions, and, particularly, the
need for revisions of the questions, potential respondent sources of error, and factors in people’s
lives that are associated with different response profiles. The analysis of wording shows that asking
about ‘difficulty’ people have is a more inclusive and transparent measure than asking about
disability. Analysis of respondents’ understanding and interpretation of questions shows that
guestions on vision, hearing, walking and climbing, self-care and communication are well
understood as intended, while the questions on remembering are misinterpreted in similar ways by

a high number of respondents. Responses to non-traditional disability domains of pain, affect
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(anxiety and depression) and fatigue (or problems with sleep) reflect predominantly people’s
reactions to living in adverse conditions. The measures provide a way to broaden the notion of who
is counted as disabled because of functional limitations for statistical purposes, but the identity of
being disabled remains a separate concern. The differences between measuring identity and
functional status and the implications of these separate concepts is one area identified as an
important focus of future research arising from this thesis. This thesis builds on existing knowledge
by: providing strong evidence on the effect of asking about disability versus difficulty; illustrating the
importance of question evaluation as part of validity testing and provide a further example to add to
the growing literature on this approach; providing evidence on how responses to basic activity
domains differ to those given to questions on feeling domains and the implications of this for how

disability is understood in a low income and resources context of rural South Africa.
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Acronyms

e AHPU: Agincourt Health and Population Unit, based in north-east South Africa. The term is used
interchangeably with Agincourt.

e CASM: Cognitive Assessment of Survey Methodology, an approach used to evaluate survey
questions.

e DISTAT: The UN Statistical Division disability statistics database where countries submit their
guestions and data on disability.

e |ICF: International Classification of Functioning, Disability and Health (WHO)

e SAGE: WHO's Global Study on Ageing

e StatsSA: Statistics South Africa, the national statistical office of South Africa.

e TFS: Total functioning score, a weighted sum of the individual domain scores on the SAGE
questions.

e UNESCAP: The UN Economic and Social Commission for the Asia-Pacific region, where the
cognitive and field testing of the WG Extended Set was conducted.

e WG: Washington Group on Disability Statistics, a UN City group focused on developing
internationally comparable measures of disability.

e WHS: World Health Survey

e  WHO: World Health Organization

e UN: United Nations

e UNCRPD or CRPD: UN Convention on the Rights of Persons with Disabilities

Note on terminology

| have worked in the field of disability studies for a number of years and have not yet found a
consistently good argument for using one form of the following terminology over another. | thus use
them interchangeably as suits the context.

e Person with disabilities

e People with disabilities

e Disabled person

e Disabled people
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Chapter 1

Introduction

Any theory of social ethics, and particularly any theory of justice, has to choose what we
may call an ‘informational basis’; that is, it has to decide what features of the world we have
to concentrate on in judging the success and failure of a society and in assessing justice and
injustice. In this context, it is particularly important to have a view on how an individual's

advantage is to be assessed (Sen 2004:2, quotes in original)

Ensuring social justice requires a clear understanding of the factors that determine injustices and
inequalities. In his lecture at the Disability and Development Conference hosted by the World Bank
in December 2004, AmartyaSen argued the importance of including measures of disability and its
impact within an overall assessment of social justice. By ignoring people with disabilities, or by
considering them only as a ‘special case’, the wide diversity inherent in any society is negated, and
information on the needs and rights of people with disabilities is missing. Disability statistics

contribute to an informational base on these needs and rights.

Statistics, and specifically disability statistics in the context of my thesis, are useful only if they are
accurate, and we understand what they reflect about people’s lives. The accuracy of the statistics is
determined by the performance of the measures used to generate the statistics. This thesis is about
evaluating disability questions by testing the performance of these measures used in self-report
surveys and | use data collected within the context of South Africa as a way to add to the growing
body of work at an international level. These measures are only part of what is required for a full

description of disability, but remain an important part.

Ideally, disability statistics should be useful for a wide range of users, including disability rights

activists and public health specialists, as the specific focus of my study, but also all



governmentdepartments for developing disability inclusive policies and programmes. The focus of
the thesis is on national and international statistics and not on information for clinical use, such as
would be collected in a medical and rehabilitation context. Article 31 of the UN Convention on the
Rights of Persons with Disabilities (CRPD) (United Nations - UN 2006: 23) affirms that ‘States Parties
undertake to collect appropriate information, including statistical and research data, to enable them
to formulate and implement policies to give effect to the present Convention.” My aim in writing this

thesis is to contribute evidence on how to collect ‘appropriate statistical data’.

A disabled person is a person who experiences a loss of functioning in one or more domains, for
example walking, hearing, cognition or communication, and who lives in an environment that does
not effectively accommodate these functional or activity limitations (UN 2006; World Health
Organization - WHO 2001). Disability measurement, consequently, includes measurement of
functioning as one of the major components of disability. There are at least three different ways of
measuring functioning. We can, firstly, observe people doing activities and rate the level of
functioning; secondly, measure functioning objectivelyas is done when an audiologist measures
hearing in a sound proof booth, ora physiotherapist measures muscle tone; or, thirdly, ask people to
rate their own level of functioning. This thesis is about the last approach — asking people to report

on their level of functioning.

The interaction of activity limitations and environmental barriers generates participation restrictions
in a number of major life areas, such as limited education, lack of employment opportunities, limited
access to basic services, and limited social inclusion. This understanding of disability is the basis of
the International Classification of Functioning, Disability and Health also known as the ICF (WHO
2001) and is embodied in the United Nations Convention on the Rights of Persons with Disabilities
(UN 2006). This is the framework on which disability measurement and statistics are based, as
reflected in the World Health Organization’s Disability Assessment Schedule (WHO-DAS Il) and

related surveys, such as the World Health Survey (WHS) and the Global Study on Ageing (SAGE)
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(WHOnN.d.), and the work of the Washington Group on Disability Statistics (Washington
Group2008).Valid and reliable disability measurement is built on an understanding of the different
components of disability that can and should be measured, ways of and difficulties in measuring
these, and, most importantly for this thesis, how people report on these measures. Once we develop
a goodunderstanding of these aspects and, more specifically, what lies behind people’s responses,
we can use the generated statistics more effectively, and predict potential sources of data error.
Knowledge of what lies behind people’s responses further enhances our understanding of disability

as an experience.

There is a growing body of work on measuring disability. Notable examples of this work include the
work carried out by Statistics Canada for the Participation and Activity Surveys in the late 1990s
(Statistics Canada 2002), the indepth work carried out by the Australian Bureau of Statistics to
develop their Census questions on disability (Black 2001), and the extensive questions evaluation
work undertaken by the National Center for Health Statistics (NCHS) in the USA (Miller 2003; Miller
and deMaio 2006; Miller, Mont, Maitland, Altman and Madans 2010). These are all examples of
work in developed countries. My thesis continues this line of work in a developing or low resource
context. In the next chapter, in section 2.4.2 on the history of disability statistics and measurement, |
give a more detailed description of this international work and how my thesis contextualises itself as

part of that growing body of work.

In this thesis, | aim to contribute to this literature by looking at the interface between the
interviewer and respondent (when the questionnaire goes ‘social’) and, specifically, at the role of the
respondent in giving responses to standard survey questions. | use data from South Africa as a case
study, both at a national level (see chapter 4) and in a specific rural context in one area of South
Africa (see Chapters 5 and 6) to contribute to the international debates and developments in this

field.

M Schneider — The social life of questionnaires 3



In the language of survey methodology, questions or measures are traditionally assessed or
evaluated in relation to their validity and reliability. Reliabilityusually involves a statistical evaluation
of an instrument to determine whether the instrument is consistent, firstly, for each application;
secondly, for application by different raters or observers; and, thirdly, in what it measures (Bruton,

Conway & Holgate 2000). Reliability is not the focus of my thesis.

A precursor to determining reliability is establishing the validity of measures. Validity is a measure of
the extent to which a test or series of questions measure what they are supposed to measure (Parry
& Crossley 1950).To this day, this remains a useful description of the concept and is the meaning |
use in this thesis: | assess, in a non-statistical manner, the performance of disability measures to
determine whether they are measuring what they are designed to measure. | provide evidence on
content, response process and face validity by analysing how people interpret and understand

guestions on disability, and the factors in their life contexts which may influence these responses.

The act of responding to a question is much more than a stimulus-response sequence (Willis 2005),
but is, rather, a series of steps that occur simultaneously. These include: a) a reaction to the wording
of a question, and b) a series of cognitive processes that occur at the point of responding
(Miller&Willson 2009). Thesefirst two steps are informed or influenced by: c) a number of other
factors within the person’s life context, such as biography, age, education, sex, socio-economic

status, values and opinions, and where they live.

The aim of this thesis is to look at these three aspects: the wording of questions (particularly the
effect of using the term ‘disabled’ or ‘disability’ in the question); the concordance of the
interpretation by respondents in relation to the intent of the question; and the association between

the respondents’ life context and their responses.

The research,descriptive in design, was conducted in South Africa. | used three sets of existing
guestions as the basis for investigating people’s responses to these questions. Theseare the
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Washington Group on Disability Statistics Short Set and Extended Sets (Washington Group, 2008;
UNESCAP, 2010), and the World Health Organization’s questions used in the Global Study on Ageing

(SAGE) to measure health state descriptions® (Sankoh2010; Kowal et al 2010).

1.1 Measurement of disability in self-report surveys

This studyis aboutthe importance of testing people’s understandings and interpretations of
questions, specifically on disability, and their application of this understanding and interpretation in
selecting a response option (amongst those presented), as is required in a survey context.The rise
over the last two decades of theCognitive Assessment for Survey Methodology movement
(CASM)(Willis 2008; seechapters 2 and 5 in this thesis) is a good example of the shift in survey
methodology that occurred as understanding in the field of measurement developed, and methods
for question evaluation became more central. Cognitive assessment or question evaluation is about
asking respondents how they understand and interpret questions. This information is used to revise

questions and in the analysis of the data collected (Miller & Willson 2009).

The field of disability measurement has shiftedfrom crude measures that ask about being ‘deaf,
blind, crippled or mentally retarded’ or ‘disabled’, to measures reflecting the multi-dimensional
nature of disability and its relevance to a much broader population than that identified by the
former. This shift has been accompanied by efforts to develop measures that are reliable, valid and
comparable across countries and contexts, as evidenced by the work of the Washington Group on
Disability Statistics (Washington Group 2008), as one, albeit important, example. The anticipated
outcome of these developments is a shift from the description of a small and marginalized sector of

society to a broader description of population functioning,which acknowledges the universal nature

'Health state descriptions is the title of the section on functioning in the SAGE questionnaire. The meaning of
this term is discussed further in Chapter 2.

M Schneider — The social life of questionnaires 5



of difficulties in functioning or activity limitations, which may or may not generate disability,

depending on the interaction of these difficulties with contextual factors.

The disability measures evaluated in this study ask about difficulties in undertaking basic activities
(seeing, hearing, mobility, self-care, communication, cognition), together with measures of outcome
at a more complex level (education, employment, social inclusion). These outcomes are assessed in
relation to a range of potentially facilitating or hindering environmental factors, such as the built
environment, attitudes, services, and policies. These make up the different components of
functioning and disability. Measures for these outcomes and related environmental factors are still
in the process of being formulated and are not evaluated in this thesis.The crux lies in how all these
interact to yield the outcomes. While processes of interaction are not themselvesmeasured, the
measured outcomes provide some indication of the possible underlying processes. For example, if a
person has limited ability to walk (basic activity) and is not working for pay (outcome of
employment) because of an inaccessible built environment (environmental barriers), the assumed

underlying process is the interaction between the barriers and the person’s walking limitations.

Since the mid 20"century, the use of self-report surveys has become predominant as a method of
collecting information in a range of disciplines (Willis, 2005), reflecting the ‘historical ascendance of
the subjective realm’ (Converse 1987 cited in Willis 2005: 13), and an interest in understanding how
individuals interpret their world. These surveys collect information on a group of people, in the case
of sample surveys, or the whole population, in the case of censuses, to describe their various
characteristics, such as their attitudes, their abilities or knowledge on various topics. This is done by
asking a series of questions, the answers to which constitute the data (Scott & Morrison 2007). This
information is important for accurate and efficient planning at, for example, a national level for
policy development and, at more local levels, for the implementation of these policies. While | do

not interrogate this further in this thesis, | do explore whether the information obtained from self-
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report surveys is both accurate and clear in its intention and in the responses provided; in other

words, | ask whether the questions are valid measures of disability.

One of the features of surveys is the ‘systematic [measurement] ... of the same set of properties or
variables, for each of a number of cases’ (Scott & Morrison 2007: 233). This requires a standard set
of questions, their application in interviews with a selected sample of respondents, data coding and
capturing, and an analytical strategy. The analysis is based on the assumption that the data from
different contexts and respondents are equivalent (equivalence of information) (Scott & Morrison
2007; Medina, Smith & Long 2009).Systematic measurement and equivalence across respondents is
achieved, for the most part, if we can demonstrate that the understanding and interpretation of the
guestions is the same, and in concordance or congruent with the question intent, for the majority of

the respondents.

With the increasing use of self-reporting in surveys, there has been a growing concern with sources
of error in the data. These include a) errors of non-observation, related to coverage, sampling or
non-responses; b) errors of observation related tointerviewer or respondent error; and c) post-
observation errors related todata processing and interpretation (Willis 2005; Tourangeau 2003). The
first and last types of error (non-observation and post-observation errors) are the domain of survey
methodologists and statisticians and not of concern for this thesis. The second type of error (of
observation) is the domain of questionnaire designers and is the area of concern here.Specifically, |
focus on response errors,asking, ‘Are we getting the right interpretation,as intended bya particular
guestion?’.Response errors arise from ‘the characteristics of questions, and of respondent
processing of those questions, [which] may lead to incorrect answers’(Willis 2005: 14). Interviewer
errors arise from misunderstanding (by the interviewer) of the questions they ask, reading them
incorrectly, or marking the incorrect response. These latter errors have received little attention in
the literature but are not the direct concern here. My focus in this thesis ison responseerrors, as

signalled by respondents’ mis- or ‘out of scope’ interpretations determined by their frame of
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reference applied to answering questions. The use of the term error is with reference to statistical
erroras noted when analysing survey data. The misinterpretations of respondents described in my
study do not reflecterrors, as such, but rather interpretations that are not congruent or in
concordance with the intended interpretation of the question designers. The process of question
evaluation allows us to determine which of these misinterpretations lead to error in survey data. In
order to achieve this we need to understand how different respondents respond across different

contexts.

The last few decades have seen a shift, as described by Shakespeare (1996), from a relatively
essentialist view of the world, where phenomena were seen as simple and linear, to a more nuanced
view that recognisesthe complexity of phenomena such as identity, poverty, development,
wellbeing, and disability. Recognising this complexity has important implications for developing
measures for these phenomena. Thus, we find, for example, that the measurement of poverty has
shifted over the last two decades from simple measures of income and wealth to more complex
measures of interactive factors, such as income, expenditure, assets, nutritional status, and access to

services and social networks and support.

A very real tension in disability measurement (as in other complexspheres) is to keep measures
simple and easy to administer in a standard manner, while safeguarding the complexity and
preventing the statistics from being interpreted as reductionist versions of the phenomenon.’The
ideal of accurate and simple measures to represent a complex phenomenon is no simple task: the
two could be construed as inherently contradictory.Reconciling this contradiction entails not only
ensuring that the measures used are accurate, but also that those who use these measures and

related statistics understand what is being measured and how to use and interpret the data. This

® The use of statistics to measure a complex phenomenon is very different to using an in-depth qualitative
methodology to understand it. Both approaches are important but this thesis focuses on measuring complexity
using statistics.
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understanding is an important component of statistical literacy. The question evaluation undertaken
in this study contributes to this understanding. A full description of disability for a population or
country cannot be achieved by the use of a single statistic. Such a statistic must be understood in
relation to the measures used, the component of disability being measured, and its relationship with

the overall phenomenon of disability.

The strategy is not to deny the complexity, but also not topretend to measure something complex
but using a limited and simplistic measure. In the face of this complexity, we, paradoxically, need
simple, but not simplistic, measures. Measuring poverty by income alone is a simplistic measure, as
is, for example, using Gross Domestic Product, or GDP, as a measure of wellbeing of a country’s
population (Eckersley 2008). Measuring different factors that contribute to the phenomenon of
poverty leads to a range of simple measures that, together, provide more valid, reliable and

comparable data on poverty. This is true also for disability.

1.2 Disability and wellbeing

The terminology around disability is fraught with confusion and multiple meanings. The definition
luse is a broad and generic one provided by the International Classification of Functioning, Disability
and Health (ICF) (WHO 2001), but | also draw from the work of other theorists working in the field of
disability (see Masala and Petretto 2008 for an overview). The ICF defines disability as a complex and
multidimensional phenomenon and the outcome of a complex interaction. The elements of the
interaction are a health condition or impairment, a person with that condition, including social and
demographic factors such as age, sex, personality, educational achievement and other individual
factors, and external factors, such as the built and natural environment, support from and attitudes
of others, and policies, systems and services. The outcome of the interaction is functioning or
disability. These are presented by the ICF as two sides of the same coin: disability occurs when the
person has difficulty in functioning. The health condition is the starting point but is not disability.

Health conditions include injuries, traumas, chronic or acute illnesses, and may or may not require
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ongoing health care. Health conditions lead to physical, sensory, cognitive or mental health
impairments. Disability arises as a consequence of living with the health condition. Forexample, a
person has rheumatoid arthritis, a health condition, which interacts with the context in which that
person lives, including access to health care, nature of the transport, and support of others. The
outcome of that interaction will determine whether the person experiences disability or functioning,
in the ICF sense of these terms. A positive context (good access to health care, accessible transport
and positive support and attitudes) will minimize the detrimental effects of rheumatoid arthritis and
enhance functioning, while the converse will cause disability. These two sides of the coin can also be
identified as two ends of a continuum — from full functioning to full disability. All members of a
population can be situated along this continuum, thereby reinforcing the universality of functioning,
rather than the categorical notion of disabled versus non-disabled, as discussed below and in

Chapter 2 in more detail.

Wellbeing is something we strive to achieve as individuals and nationally, where governments aim to
ensure the wellbeing of their populations. Wellbeing is a broad notion and not always clearly defined
but, for purposes of this introduction, | define it as a broad overarching notion of achieving
development of the individual into a fulfilled member of society. It comprises a number of
components — objective and subjective — all interacting to create wellbeing or illbeing, when things
go wrong (Cummins 1997;Manderson 2005; Sen 1999a). In this thesis, | am concerned with
wellbeing in as much asresponses to questions on disability are shaped by people’s sense of
wellbeing. Beyond this thesis, we can look at how functional difficulties can affect people’s

wellbeing.

1.3 Disability measures
As stated earlier, | do notdevelopmeasures of disability, but evaluate existing measures that fit the
current understanding of disability. These are the Washington Group Short Set (Washington Group

2008) and the World Health Organization’s set of questions used in the Study on Global Ageing
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(SAGE study) (Sankoh 2010; Kowal et al. 2010). | evaluate these questions in terms of their
performance inone rural area, in detail, and nationally in South Africa in less detail. The WG Short
and Extended sets were developed in response to a growing need for internationally comparable
and valid measures of disability (Washington Group 2008), while the SAGE questions are based on
the World Health Organization’s Disability Assessment Schedule (WHO-DAS I1) (Ustiin et al. 2010;
Garin et al. 2010), an instrument measuring disability and based on the International Classification of
Functioning, Disability and Health (ICF) (WHO 2001). The decision to evaluate these measures is
based on them being typical of the current way of understanding measurement of disability coupled
with two opportunities made available to me to pursue this evaluation process. The first
opportunity was an exercise undertaken in 2006 by Statistics South Africa to develop a disability
schedule for the South African Census of 2011 and | was given the task of planning and executing
this research. The second opportunity was the possibility for doing some additional question
evaluation work as part of the WHO’s Study on Global Ageing (SAGE) undertaken by the Agincourt
Health and Population Unit in rural Mpumalanga Province in South Africa. | describe these in more
detail in later chapters. The latter opportunity was furthermore, related to an international project

collecting cognitive testing interview data on the WG Extended Set from around 10 countries.

Measures used for population statistics are different to clinical assessment measures. Clinical
measures require time and detail to obtain a comprehensive assessment of a person’s functional
status for purposes of developing an appropriate individual medical and rehabilitation intervention
programme. Survey measures of disability are not about assessing the detailed nature of a person’s
functional status, but about identifying the presence or absence of difficulties or disability. They do
aim to provide some information on type and severity of disability or difficulty. However, this
information is not for purposes of planning individual intervention programmes, but to establish
profiles of functioning at a population level that can be analyzed in relation to other variables

typically collected at population level. This information is useful for understanding population trends
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and monitoring population level interventions. The clinical and survey platforms for collecting
information are complementary and should be compatible with each other, for example, using the

same underlying framework for describing disability.

1.4 Disabled and non-disabled people

This study is not about disabled people as traditionally understood — people in wheelchairs, deaf
people, blind people, or intellectually disabled people. | do not identify disabled people and describe
their functioning and wellbeing. | look at responses to questions that are said to measure disability,
and from these, create a series of profiles that assist us in defining who counts as ‘disabled’ or ‘non-
disabled’®. This binary categorization is not a set point, but can be done in a number of different
ways using different categorizations of the data and different counts. For example, as discussed
later, decisions are made on whether to include only people with ‘a lot of difficulty’ or ‘unable to do’
in the category ‘disabled’, or to also include people with ‘some difficulty’ in this category.
Understanding how questions are interpreted is one part of the evidence required to decide how to

place cutoff points on a continuum.

1.5 What is the social life of a questionnaire?

The title of my thesis captures the notion of applying a set of questions (a questionnaire) in a context
that would typically be used in self-report surveys;in other words, moving out of the ‘laboratory’ and
being exposed to people who respond about themselves. This opens the questionnaire to broad
interpretations, many not anticipated by those writing the questions. My experience of
guestionnaire development is that, in phrasing a question, one is clear on its intent. However, that
clarity is limited to one’s own life context. In responding to the questions, a ‘real’ and, often, ‘naive’

respondent bringshis or her own life context and perspectives to bear, generating a range of

* | use inverted commas for ‘disabled’ and ‘non-disabled’ when referring to the identification or counting in
based on the measures | am evaluating.
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different interpretations of the question, and providing unexpected responses. This is particularly
the case when the life contexts of question developers differ significantly from respondents in terms
of education and socio-economic status (Miller 2003; Loosveldt 1997). Some of these interpretations
will be congruent with intended meaning, and others not. This is when the questionnaire starts its
social life and when sources of respondent error emerge. The reciprocal nature of social relations is
captured in the use of the information on interpretations to revise and improve a questionnaire. The
title refers to questionnaires in the plural, as the methodology used is relevant for any type of self-

report survey, not only in the field of disability.

In conclusion, | take as a given in my study the use of self-report surveys as a valid form of data

collection, and the use of questions on basic activities as the current status of disability measures.

1.6 The context of South Africa

South Africa is a low and middle income country that has a high level of inequality ranging from first
world, highly developed infrastructure through to cramped tin shacks in informal settlements, and
lack of any decent services in poor rural areas. The democratic government elected in 1994 has
enacted a number of important pieces of legislation that stand out as exemplary with regard to the
rights of many minority groups, including people with disabilities. These range from the overarching
South African Constitution, through to a range of more specific pieces of legislation, such as the
Employment Equity Act (see www.gov.za). South Africa is a signatory to the UN Convention on the
Rights of Persons with Disabilities and was one of the first countries to ratify the Convention (UN

2006).

In addition, South Africa has a strong social assistance programme that includes a cash grant for
people eligibile on the basis of disability both for children (Care Dependency Grant) and adults
(Disability Grant) (see www.dsd.gov.za). Other social assistance grants include the Child Support

Grant, Foster Care Grant and Old Age pension (see www.dsd.gov.za). South Africa has a strong
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legislative and social security system, but remains a poor implementer of these good policies and

programmes (Swartz & Schneider 2006).

According to Statistics South Africa (2012), the total population of South Africa is just over 51 million,
with the most populated province being Gauteng, the economic hub of the country. Just under 80
percent of the population is Black, and nine percent White. The data collection for my thesis was
predominantly among the poorer and less educated sectors of the population for all the data
collection (focus groups and interviews), and among a Black, poor, low educated and rural
population for the interviews in the Agincourt area, as | describe in more detail in Chapter 3. These
are typically the respondents who show the most variation in their interpretation of self-report
survey questions relative to the intent of the question developers (Miller 2003), and hence the right

population to target in this thesis.

Education levels are generally increasing in South Africa, but the proportion of the population with
matric remains under 30 percent of the population 20 years and older, and nine percent of the
population have no formal education. Mpumalanga, the province where Agincourt is located, has
the second highest provincial rate of no formal education (14%), and third highest rate of
unemployment (42%), when including those people unemployed and who have stopped looking for

work. This figure is 40 percent for the whole of South Africa.

1.7 Structure of the thesis

In Chapter 2, | review the literature on and set out a conceptual framework for understanding
disability, its measurement and its relationship to wellbeing and health. This section concludes with

the aims and objectives of my study and the specific questions | asked.

In Chapter 3, | describeand justify using the mixed methods approach to explore questionnaire
response, and contextualise the different data sources used in the analysis. | conclude the chapter

by setting out my analytical strategy.
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| present the findings in chapters 4, 5 and 6 together with a discussion on the implications of these
findings integrated into each chapter. | start in Chapter 4 withthe effect of question wordingwith
reference to asking about ‘disability’ and ‘difficulty’. In Chapter 5, | undertake an evaluation analysis
on the WG Extended Set questions, focusing on the understanding and interpretation of these by
ten respondents. In Chapter 6, | present the different profiles generated from the responses to the
guestions by 69 respondents, and their non-statistical associations with a range of life context

factors. Profiles | consider are the severity of the difficulty and the type of difficulty reported.

In Chapter 7, | comment on the overall performance of the questions evaluated, discuss the
implications for measurement of disability and our understanding of disability. | end that chapter
with a discussion on the difference between the measurement of functional status and disability

identity.

In Chapter 8, | present the conclusions and recommendationsof my study, and set out the specific

contribution and limitations of this thesis, with suggestions for further advancing this field of study.
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Chapter 2

Literature review

Given the focus of my thesis on how questions used to measure disability are understood by
respondents in self-report surveys, this chapter focuses on the following: defining disability and
implications of definitions for measurement; disability measurement; approaches to question
evaluation in the field of survey methodology; and, potential factors, such as health and wellbeing,
that influence respondents in how they answer questions. While | cover all of these topics in this

chapter, the order is not as presented above.

The theoretical concerns for this thesis are the current understanding and measurement of
disability. This understanding provides the conceptual framework for assessing the performance of
disability measures. The thesis falls within the field of survey methodology, and, specifically, focuses
on the role of respondents. Respondents are key informants on their own lives (Miller & Willson
2009), and, as such, introduce a number of factors that influence the responses they give. Accurate
measures of disability are obtained when these respondent factors lead to question responses which
are congruent with the intent of the question as determined by the question designers. The notion
of error in survey data is recognition that this congruency is never fully achieved. The aim of

guestion evaluation is to understand the sources of error, as far as possible.

2.1Conceptualizing disability

In this section, | provide a review of some of the major shifts in how disability has and is understood.
This information is important because of the close relationship between understanding and defining

disability and the measures these spawn.

The term disabled or disability has taken on many meanings. Nelson Mandela (1993) referred to

‘those who have been disabled and brutalized by apartheid’ (my emphasis); a radio talk show host
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talks of school boys being ‘disabled’ by a criminal record early in life (Jenny Cwrys-Williams 702
Radio, Johannesburg, 4June, 2009). Disability activists talk about being disabled by society. The use
of the term in these contexts and others has, as a common feature, the notion of disadvantage.
However, the starting point of this disadvantage is different in the different contexts — a socio-
political system that excludes one group from privileges enjoyed by another on the basis of race, a
discriminatory attitude to someone for some wrongs committed, and a health condition. This thesis

is concerned with the last meaning or context of disadvantage — health-related disadvantage.*

The use of the term ‘disability’ tends to have a much narrower connotation in everyday parlance —
activity limitations or difficulties doing various activities. This is the term’s use in the World Health
Organization’s 1980 Classification of Impairment, Disability and Handicap (ICIDH) (WHO 1980), which
was the precursor to the International Classification of Functioning, Disability and Health (ICF)(WHO
2001). The ICF shifted the use of ‘disability’ to an umbrella notion as the opposite of functioning.
Disability is the outcome of an interaction between a person with a health condition and that
person’s life context (WHO 2001; UN 2006). This definition combines features within the individual
with features external to the individual. This understanding of disability is the culmination of an
ongoing historical process that may yet generate further changes. This process has generated a
number of disability models, including the individual or medical model, the charity model, the social
model and the human rights model. While the ICF has generated much debate and criticism, it
provides, in my opinion, a succinct and comprehensive model and framework of the different
components of disability. The model presented by the ICF is a biopsychosocial model and it is
discussed in more detail below. The understanding the components that make up a phenomenon is

crucial if measures of that phenomenon are to reflect the construct they intend to measure.

*The juxtaposition of health and disability does not imply in any way that health and disability are synonymous
or that they are opposites, but it does imply that they are closely related.
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Altman (2001) and Masala and Petretto (2008) provide a comprehensive review of different
disability models from the 1960s to the late 1990s. They show how these models shifted from a
narrow focus on the individual as the locus of the problem, to highlighting the importance of
environmental factors in creating significant barriers for individuals with impairments.Historically,
disability was understood as a characteristic of an individual that categorized that individual as,
typically, ‘deaf, blind, crippled or mentally retarded’ (Barnes and Mercer 2004; UNStatistical Division
- UNSD n.d.). These categorical identities are applied in a stereotypical manner, with little
consideration of individual differences within each category. For example, blind people were, and
continue to be, guided to careers as telephonists or lawyers, as these are seen as accommodating
blindness. Little effort is made to understand the nuances of individual achievement or ability within
a group of people thus crudely classified. In this way, the individual is lost — he or she becomes his
or her disability, and not a person with individual characteristicsand related activity limitations (or a
profile of functioning across different domains with full functioning in some and full disability in
others). Nor does this individual, medical or categorical perspective separate out the person’s
individual capacity from the role of environmental barriers and related outcomes. Their identity is
set foremost by their disability. Measures based on this categorical perspective yield low estimates
of disability (UNSD n.d.), and perpetuate the view of disability as a small group of marginalized

people- ‘the disabled’, few in numbers, andexcluded from mainstream society.

Furthermore, this categorical perspective gives little or no acknowledgement of the role of the
environment in determining wellbeing. This lack of recognition endorses the narrow individual, what
has been termed the ‘medical model’ view of disability. This model places the locus of the problem
and focus of intervention within the individual (Oliver 1990; Barnes and Mercer 2004, Schneidert®,

Hurst, Miller & Ustiin 2003; WHO 2011). Reactions to this perspective of disability led to what has

> This article was published with the incorrect spelling of Schneider as Schneidert.
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been termed the ‘social model’ (Oliver 1990; Barnes & Mercer 2004). The social model sets the
external environment, including the built, social and attitudinal environments, as the locus of the
problem and the focus of interventions. This model swung to the opposite extreme, some writers
have argued, by ignoring the individual (Thomas 2004; Kristiansen, Vehmas& Shakespeare 2009) and
acknowledging only the predominant role of the environment in generating disadvantage. This
approach denies the individual’s agency in their own wellbeing (Kristiansen et al. 2009; Sen 1999a).
As humans, we all combine what we bring as individuals and what the world around us contributes.
This social model perspective retains, in my opinion, the notion of a small, marginalized group within
society, albeit with the strong recognition of the need to change this status, contrary to the medical

model.

The two extremes of the medical or individual and the social model, while important in
understanding disability politics and growing awareness on disability, do not reflect different
phenomena so much as different components of disability. The medical model focuses on individual
characteristics, and the social model focuses on environmental factors. The ICF,° as represented in
Figure 1, embodies both the individual and social model perspective, and allows us to describeboth
what a person can and cannot do, and incorporateskey elements that we know to be important in
describing and measuring disability. The ICF provides an individual profile focusing on both abilities
and disabilities of an individual, and their interactionwith the context or environmental factors of the
person’s life. This profile allows decisions to be made on where the interventions must focus — the

individual or the environment.

® There has been a significant amount of literature critically reviewing the ICF. This is acknowledged and the
use of the ICF as a framework for describing disability is used, nevertheless, as the most developed framework
available currently for describing the components of disability and process of disablement. See Bickenbach,
Chatterji, Badley, & Ustiin (1999) for further discussion on the merits and demerits of the ICF.
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The components of disability described in the ICF include: a) the health condition and b) the context
of the person (including both individual and external environmental factors)’ that interact to yield
the outcome of functioning (or disability, if there are difficulties in functioning). Functioning is
described at three levels — body function and structure, person or activity, and societal level or
participation. Problems (or disability) are described, respectively, as impairments (body level),
activity limitations (person level) and participation restrictions (societal level). The ICF model,
presented in Figure 1, indicates that these three outcome levels are influenced by environment and
personal factors. The circled component ‘Activities’ denotes the component measured in the focus
of questions | evaluate in my thesis, although with some overlap onto impairments of body functions

(hence the left-stretched oval).

Health condition
(disorder or disease)

Body Functions and 4 ——p  Activities 4———p Participation

Structures
t 1 t

v v

Environmental Personal
Factors Factors

Figure 1: Interaction of components in the International Classification of Functioning, Disability
and Health (adapted from WHO 2001:18)

Two examples explain the interaction model of the ICF. A person with a spinal cord injury (health
condition) will experience muscle weakness (impairment of body function) and an inability to walk

(activity limitation in mobility). If there are no services (environmental factor) to provide

” The notion of environment is defined broadly by the ICF to include the physical and built environment,
support from and attitudes of others, and policy, systems and services (WHO 2001).
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rehabilitation and without a wheelchair (environmental factor), the person is unable to get around
and remains isolated in herhome. In addition, if that person is provided with a wheelchair and
cannot find employment, because she is a wheelchair user (attitudinal barrier) or because of an
inaccessible workplace (physical barrier), she experiences further disadvantage - unemployment and
related economic and social exclusion. Similarly, a child born deaf (an impairment), in an area with
no early identification and intervention services (lack of services as an environmental barrier), is
disadvantaged through lack of an effective education (environmental barrier), with significant

repercussions in adulthood.

In summary, the ICF provides a framework to describe the functional status,as disability or
functioning, of a person across a number of different domains. Disability is only fully described when
all these aspects have been considered. Therefore, measurement of disability in self-report surveys
needs to consider all of these aspects to provide a comprehensive description of disability.The
measures of disability used in this thesis are based on the ICF. The current measures focus on activity
(see circled component in figure 1)for reasons elaborated below. While, in my opinion, the ICF
provides a very useful model to frame measurement of disability, | also understand that it may have
limitations, described, for example, by du Bois and Trani (2009), for ‘policy design, programme
definition, development practice, promotion of participation and identification of barriers to
inclusion’. It is part of a set of tools available to researchers, but should not be viewed as being the

only tool.

The ICF has the same classification for both Activity and Participation, which includes nine chapters
comprising nine domains of functioning. These are, in order of appearance in the ICF: 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 (WHO 2001). Some of the domains of functioning in earlier chapters are building blocks for later

domains of functioning. For example, the ability to use sensory information from seeing and hearing,
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being able to walk, communicate, remember and concentrate are all important for the more
complex domains of learning, being employed, and maintaining social interactions and relationships.
While the ICF does not provide any hierarchical ordering of the nine chapters, the consideration of
such a hierarchy is useful for understanding measurement of disability, where it is easier to measure
basic domains of functioning than the more complex ones. The more complex the domains, the
more difficult it is to establish cross country comparability in measures, as different geographical,
linguistic and cultural factors have to be taken into account. For example, asking about difficulties in
working or staying alone at home generate responses that include difficulties related to factors
other than health and disability, such as a lack of job opportunities, and cultural practices or safety
concerns that do not allow a woman to stay alone. This is the one of the reason for focusing, in my
thesis, on the basic rather than complex domains of functioning in the measurement.®This does not
mean that measures of complex domains and environmental factors are not needed. On the
contrary, they are crucial for a full description of disability, but require more time and research to be

developed as effective measures. This work is ongoing.

An added strength of the ICF is that it moves beyond the perspective of disabled people as
marginalized in society, and highlights the universal nature of disability within the life course. We all
experience some degree of difficulty in functioning for shorter or longer periods in our lives. Thus,
disability is about everyone. This brings a notable shift in perspectives and opens up the
identification of disability within a wider group of people —the whole population. The presence of
functional limitations does not always lead to disadvantage. A person with a minor limp has a
functional limitation in walking, but this may not result in any disadvantage in major life areas of
education, employment and social inclusion. The ICF allows for a continuum from full functioning to

full disability. Different cutoff points can be set on this continuum to determine at which point a

® As | discuss later, another important reason is that the measures developed and tested so far have focused
on basic activities, in the work of the Washington Group, predominantly but not exclusively.
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person can be considered or counted in (for statistical purposes) as disabled. The selection of the
cutoff point will be made according to the purpose for which it is required. For purposes of
understanding disadvantage, the cutoff point would be towards full disability, while for establishing
the proportion of a population who would benefit from, for example, fully accessible buildings and
transport, a cutoff point close to full functioning would be required.The measure of population
functioning is differentto measuring identity status as a disabled and marginalized member of
society. These two different perspectives on disability require different measures. The historically
dominant categorical measures, while perpetuating marginalization of disabled people, should not

necessarily be seen as a good measure of identity status, as | explore in this thesis.

One’s identity as disabled stems from being different and having difficulties, or functioning in a
different way. This difference is perceived and understood by others as being a marker for stigma
and disadvantage, leading to disabled people being seen as human beings but not counting as
persons or not having full personhood (lkdheimo 2009). Ikdheimo (2009:79) discussed the features
of personhood and makes the distinction between institutional and interpersonal statuses that
comprise personhood. The ‘institutional status concept of personhood’ refers to society’s obligations
towards others in relation to, for example, the right to life. The ‘interpersonal status concept of
personhood’ refers to ‘being seen as a person by others’. This latter notion is about attitudes that
lead to people identifying as ‘we’ and ‘them’ or ‘us’ and ‘others’. Seeing a person as worthy of being
loved, respected and valued as a contributing member of ‘us’ (Ikdheimo 2009) are those features
that include someone as being ‘us’ rather than ‘them’. If a person is denied these features because
of being different in functioning, he or she is not included in the ‘usnon-disabled’ group. This leads
disabled people to identify as a different ‘us’ within the ambit of the disability rights movement — ‘us
disabled people’. Ikdheimo goes on to discuss how a disabled person is not seen ‘as a person who
has authority, a seriously taken claim to happiness, and/or something gratitude-worthy to

contribute’ (2009:84), and, hence, is socially excluded and relegated to ‘them’.lkdheimowas writing
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in 2009 about the current period, suggesting that, in many ways, we have not changed much in our

views and treatment of disability since the early 1900s (Humphries & Gordon 1992).

The historical base for the stigmatization and marginalization of people with disabilities is well
described by historians and literary critics, amongst others. The descriptions provided by writers
such as Douglas Baynton (2001), Rosemarie Garland-Thomson (1997) and Mike Miles (2000) show
clearly that disability has consistently been used as an outsider category, a deviance from the norm,
a state one does not one want to be in. Miles writes about these trends being evident in religious
writings already 2500 years ago, and Baynton provides strong evidence of the role of disability in
justifying inequalities in American history continuing into the 21* century. Baynton analyzes how the
use of a range of terms denoting physical or mental weakness, deformity or ill health were used to
justify race-based segregation and slavery, oppression of women and marginalization of disabled
people. The human rights movements for black and women’s empowerment have gone a long way
to address many of these negative attitudes. The disability rights movement started later than both
of these movements — inthe late 1970s (United Nations 2003-04), and continues today as an
influential body in national and international politics as evidenced by bringing into force the UN

Convention on the Rights of Persons with Disabilities (UN 2006).

The role of statistics, as | understand it, includes to provide statistical descriptions and
documentation of experiences of groups, both dominant and marginalized, and ensure that these
are visible in mainstream statistics. Thus, for example, disaggregation of survey data by population
groups in South Africa remains necessary until there are less population based differences in life
outcomes. The gendered analysis of survey data allows, in a similar way, to understand the different
conditions of men and women at a population level, and is a given for any analysis of survey
datanowadays. The aim, with disability statistics, is to develop measures that are robust and valid
and allow for mainstreaming of disability within statistics, by ensuring that we understand what

these measures and related statistics mean. | have often seen surveys include measures of disability,
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but then relegate the analysis to a separate chapter, when the gender, population group, age, and
geographical location analyses are all integrated. This practice and use of the categorical
measuresdescribed above, reinforce this ‘them’ and ‘us’ approach and encourage the continued

marginalization of people identified by these categories.

2.3 Disability, wellbeing and health

In this section, | highlight some key aspects of the relationship between disability, wellbeing and
health. These underpin our understanding of disability and provides insights into how wellbeing and
health are affected by disability, and disability affected by wellbeing and health. These relationships
are useful in revealing potential explanations for how these factors and their interrelationships

affect how people answer self-report survey questions on disability.

The revision of the ICIDH and adoption of the ICF followed the publication of the World Bank’s World
Development Report of 1990, which set out the Human Development Index based on Sen’s
Capability Approach (Sen 2000; Chiappero-Martinetti 2000). There are, consequently, many
similarities between the Capability Approach and its framework for describing and explaining
development and wellbeing, and the description of disability and the disablement process. Both
phenomena introduce the notion of complex system comprising many different components that
interact in multidimensional ways to generate outcomes of development, for the Capability

Approach, and disability and the disablement process.

Sen’s (2000; 1999a) Capability Approach describes development (achieving wellbeing) as requiring
inputs or resources that the individual uses to achieve ‘beings’ and ‘doings’. These in turn determine
the extent of a person’s capabilities or capability set. The individual’s choice of which capabilities to
realize is, in part, determined by the size of the capability set, as well as the constraints and
opportunities presented to the individual in their external environment, including food, safety,

housing and means to sustain him or herself, and within their own personal resources, including age,
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health, sex, education and personality. The outcome is a range of functionings® or realized
capabilities. The larger the capability set, the more choice a person has; the greater the number of
constraints, internal or external, the lower the choice. The functionings that are realized, in turn
influence the inputs and resources that determine individual development and wellbeing. And so the
cycle continues. People with limited resources will develop a limited capability set, and be
constrained in their realized functionings, in part by this limited capability set. They may also be
further constrained in their functionings by the factors that led to the limited capability set in the
first place; for example, poverty. Someone with a large capability set may still have a small set of
realized functionings, if constraints arise, such as loss of employment or a serious injury or illness.
Sen refers to development as achieving wellbeing (1999a). Disability, as described in the preceding
section, has its own pathway, but plays a role as an input factor into a person’s development and
wellbeing. Health is a basic resource for wellbeing, as | discuss below, and is closely related to

disability, as | raised above in defining disability.

2.3.1 Wellbeing

Wellbeing is seen as an essential emerging concept in the study of a range of phenomena, for
example, poverty and health (Clark & Gough 2005). The notion, and related measurement, of
wellbeing is high on the international development agenda (Tiwari 2009; Gough, McGregor&
Camfield 2007), but remains a changing and elusive concept (Clark & Gough 2005; Gasper 2007). In
their extensive review and use of the concept, Gough and colleagues (2006: 5) conclude that, while
there is no consensus on its meaning, wellbeing is simply ‘a useful umbrella term, beneath which a

variety of related ideas and concepts can shelter’.

? Although related, the term ‘functionings’ as used by Sen should not be confused with ‘functioning’ used in
the sense of the ICF and functional status.
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For purposes of this thesis, | am using quality of life and wellbeing interchangeably, while recognising
that a detailed investigation of each may reveal important distinctions. My readings of the literature
suggest that there is confusion as to their differences and a common interchangeable use of the two
terms. Ruta, Camfield and Donaldson (2006), for example, start their paper on developing a working
definition of quality of life, by stating that much work in the field is found under the rubric of both
wellbeing and quality of life. Ruta and his colleagues (2006: 11), in their efforts to develop a
workable definition, define quality of life as ‘the gap between what a person is capable of doing and
being, and what they would like to do and be’. Uyan-Semerci (2007) focuses on the outcome or what
a person succeeds in doing or being (2007). Sen refers to quality of life as ‘good living’ (Sen 1999b,
2004). Many texts about wellbeing avoid providing a definition as such, not unlike the UN
Convention on the Rights of Persons with Disabilities (CRPD) that avoids providing a definition of
disability. Rather, in the CRPD and in literature on wellbeing, a description of the phenomenon is
provided. Sen describes wellbeing as being ‘concerned with a person’s achievement: how “well” is

his or her “being”?’ (1999b: 3, quotes in original).

Despite this lack of definition, it is accepted that wellbeing comprises a number of components and
dimensions. The different components of wellbeing described by different authors reflect their own
theoretical perspectives. The emerging consensus, nevertheless, is that wellbeing comprises both
objective and subjective components (Gough et al. 2006; Clark & Gough 2005; Tiwari 2009; Easterlin
2003). There are different types of wellbeing referred to in the literature, such as health wellbeing,
material wellbeing, emotional wellbeing and spiritual wellbeing, or, even more specifically, income
wellbeing and housing wellbeing, as reviewed in an edited book by Manderson (2005) entitled

‘Rethinking Wellbeing’.

I am using the notion of wellbeing to indicate a person’s sense of living a ‘good life’ physically and

mentally, and expressing this wellbeing as a positive degree of satisfaction. It is an individual
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attribute and described by an individual about themselves, although community wellbeing is

emerging as another component of overall wellbeing (Wiseman and Brasher 2008).

As there are many different definitions of wellbeing, so there are different lists or sets of
components that make up this phenomenon. If one is to consider the impact of a person’s life
context on their responses to questions on disability, it is important to understand what this life
context consists of, and if it generates wellbeing or illbeing. Different theories of wellbeing provide
different, but often overlapping, components comprising overall wellbeing. Examples of these are
provided by Nussbaum (2005), Cummins (1997), Doyal and Gough (1991 cited in Clark and Gough

2005), and Maslow (1987).

These authors, working across a range of different disciplines and theories, retain a common list of
these components, including nourishment, housing, lack of iliness, safety, agency and autonomy
(specifically mentioned by Clark and Gough 2005) and a ‘feeling of being connected’ and ‘belonging,

esteem, and self actualization’ (specifically mentioned by Maslow1987:22).

The understanding of wellbeing provides a useful framework to highlight the factors that are
important to consider when investigating the performance of disability measures, and specifically
what life context factors may be influencing people’s responses to these measures. | now turn to

discussing some of the factors that determine wellbeing.

The wellbeing and quality of life literature (for example, Mgller and Saris 2001; Cattell 2001; Patel,
Abas, Broadhead, Todd & Reeler 2001; Surtees & Wainwright 2007) describes three main types of
factors related to wellbeing: firstly, external factors, such as housing, education, geography, and
poverty; secondly, internal factors, such as sex, age, presence of health condition and its chronicity,
and personality; and, thirdly, social factors, such as networks, social capital, and social support. In
addition, Wiseman and Brasher (2008) describe four social and economic determinants of mental

health: freedom from violence, freedom from discrimination, social inclusion and connectedness,
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and economic participation and security. These may be important to consider in understanding how

people formulate their responses to questions on functioning and disability.

2.3.2. Health and wellbeing

Cattell (2001: 1502) found that health and wellbeing were influenced by social capital as ‘a resource
produced when people cooperate for mutual benefit,” including formal and informal social
networks, and trust. She concludes that ‘a wide array of influences interacting in complex
relationships affect health’ (Cattell 2001: 1512). Some particular factors noted in her study included
social consciousness, membership of organisations, diversity of the networks that people have
access to and, through these, access to a wide range of resources. Surtees & Wainwright (2007: 95)
concur on the association of social adversity and chronic diseases, and suggest ‘including a collection
of comprehensive social adversity data within chronic disease epidemiological settings ... for aiding
understanding of individual differences in physical disease aetiology.’ This conclusion underpins the
importance not only of collecting information on social adversities to understand chronic illness, but
to also consider these in understanding how people report on the consequences of living with

chronic illness, these consequences including functional limitations measured as disability.

An important component of health and wellbeing is mental health, an important aspect of public
health (Lund et al 2011; Moussavi et al 2007; Aidoo& Harpham 2001; Patel & Kleinman 2003; Patel,
Abas, Broadhead, Todd & Reeler 2001; Havenaar, Geerlings, Vivian, Collinson& Robertson 2008), but
largely ignored in general debates on development and poverty (Lund et al 2011; Miranda & Patel
2005). Of particular interest are common mental health disorders, such as anxiety and depression
(Patel & Kleinman 2003; Havenaar et al 2008). There is a close connection between poverty, social

stressors, and depression (Patel et al 2001; Patel & Kleinman 2003; Aidoo&Harpham 2001).

These authors identify insecurity and hopelessness, rapid social change, being at risk for

experiencing violence, and physical illness as important factors in understanding the relationship
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between poverty and common mental health disorders (Patel & Kleinman 2003). Cattell’s study
(2001) was based in housing estates in East London, UK, and showed how people see health as being
related to the death of loved ones, concern over not having enough resources to meet one’s needs
and getting into debt. She raises another common thread in people’s narratives around health — the
importance of social support for ‘when things go wrong, or being able to talk about problems for

example’ (Cattell 2001: 1511).

For my purposes, two potential sources or causal pathways of anxiety and depression can be noted
— firstly, a clinically diagnosable chemical or related disorder inherent in the individual, that results
in feelings of anxiety or depression that seem out of proportion to the context; and secondly,
feelings of anxiety and depression arising from a person’s adverse life context. The different sources
are important to differentiate as they should generate different intervention pathways. For
internally generated feelings, an individually focused intervention may be suitable, including
medication or psychotherapy. For externally generated feelings, the required intervention must be
broad and beyond the individual, and including social assistance, poverty reduction, increasing social
support and improved education. This leads Patel and Kleinman (2003) to conclude that it is
important to consider interventions addressing poverty, such as investing in education or providing

microcredit, in order to reduce the occurrence of common mental health disorders.

Common mental health disorders are important for my thesis. Measures of anxiety and depression
are necessary to identify people with common mental health disorders, and the impact of these on
people’s everyday activities. However, because measures must be simple, as discussed in Chapter 1,
this may lead to simplistic interpretations of the resulting statistics, if the different causal pathways
are not sufficiently well recognised. The aim of measurement can only be to identify the presence of
anxiety and depression, and not to differentiate between mood states as an illness or as a response
to adverse life circumstances. The use of narratives from respondents can elucidate how they

understand the cause of any anxiety or depression they may report.
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A further look at the factors that generate anxiety and depression is useful to guide the analysis of
respondents’ explanatory narratives. Patel and colleagues (2001) showed that, in
Zimbabwe,depression is seen as being common (even if not clinically diagnosed), and a signal of
distress in reaction to a series of individual and community events, such as bereavement, poverty in
the household and community, marital crises, and an accumulated effect of ongoing problems.
Depression, as marked by a range of chronic physical symptoms, such as heart ache, headache and
fatigue, is seen as an indication of illbeing. Thus, depression may be a reaction to an adverse context,
where Cummins’s (2010) notion of ‘homeostatically protected mood’ is disrupted. If a person is
pushed by adverse circumstances and can no longer maintain a positive level of mood (homeostasis)

or satisfaction with their wellbeing, they may experience feelings of anxiety and depression.

Furthermore, the close link between body, mind and spirituality, set out in the notion of
healthworlds (Germond & Cochrane 2010) as discussed below, could provide some explanation for
the commonly reported somatization (physical expression) of depression and anxiety (Lipowski
1988; Simon, VonKorff, Piccinelli, Fullerton & Ormel 1999). Somatization is defined as tendency to
‘experience and communicate somatic distress in response to psychosocial stress and to seek
medical help for it, [and it] poses a major medical, social, and economic problem. It is most often
associated with depressive and anxiety disorders’ (Lipowski 1988: 1358). For example, a person may
report generalized pain or fatigue or some other physical symptoms, but there is no diagnosable
physical cause for these symptoms. They are physical manifestations of an underlying mental health
problem. Somatization is expressed in different ways in different cultures and these different ways

have been termed idioms of distress (Scobar, Avier & Gureje 2007; Nichter 2010).

In South Africa, 16.5 % of the population report symptoms of common mental disorders (excluding
schizophrenia and bipolar mood disorders) (Williams et al. 2007 cited in Lund et al. 2010) and these
represent the third highest contributor to burden of disease in South Africa after HIV/AIDS and other

infectious diseases (Bradshaw et al. 2007 cited in Lund et al. 2010). Lund et al (2010) list a range of
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factors reported in the literature as being associated with common, mental health disorders: food
insecurity, inadequate housing, unemployment, low levels of education, social fragmentation, and

violence.

Understanding the social life of a questionnaire requires understanding not only the performance of
the questions, but also the life contexts that elicit different responses. | include presence of illness or
health problems, availability of social networks and support, financial security, feeling safe, religious
beliefs, and, related to all of these, satisfaction with one’s life, as a basic list of life context factors.
The notion of wellbeing, presented above, provides a useful conceptual framework for looking at

these life contexts.

2.3.3 Disability and health

Disability is a component of health and important for health-related wellbeing. The term ‘health
states’ has been used to describe the functioning component of overall health or ‘health status’
(Task Force on Health Status, 2005). A paper submitted by the Task Force on Health Status (2005) to
a joint meeting of European Office of Statistics (EUROSTAT), the UN Economic Commission for
Europe (UNECE) and WHO on the Measurement of Health Status, addressed the differences
between health states and health status. The paper starts by drawing attention to the need for
multiple indicators that must be measured in order to ‘provide a full statistical picture of population
health’ (Task Force on Health Status, 2005: 2), with different indicators for different components.
Health state is the functional component, or, more commonly referred to as functional status. Other
components include determinants of health conditions; physiological risk factors and risk markers;
and diseases, symptoms and injuries that give rise to functional limitations (health states). All these
components contribute to quality of life and wellbeing. The model put forward by the Task Force on
Health Status identified and associated health status as a whole and, specifically, health states

(functional status) as a key component of wellbeing.
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2.3.4 Health and wellbeing

The WHO defines health as ‘a state of complete physical, mental and social well-being and not
merely the absence of disease or infirmity’.’® This definition is very broad and shows health to be a
key feature of physical, mental and social wellbeing. Since the definition was adopted in 1948, the
use of terms ‘health-related quality of life” and ‘health-related wellbeing’have been used to
distinguish between health and wellbeing for analytical reasons, and to denote health as a
component of wellbeing. While health is quite central to wellbeing (see review of components

above), there are factors that have an impact on wellbeing that are not health or health-related.

These include, for example, housing, level of education, and employment status, as described above.

Germond and Cochrane (2010) argue that health and wellbeing are close to being one integrated
phenomenon, and show how the reduction of health to only physical aspects of the body has led to
a denial of this integration. These authors cite the lack of differentiated terms for ‘health’ and
‘religion’ among Sotho speakers in Lesotho as an indicator of this close relationship. They coined the
term ‘healthworlds’ to capture the symbiotic relationship between health and wellbeing. Their
criticism of western medicine is that it ruptures this symbiotic relationship by creating a dual system:
religion deals with spiritual aspects within the context of formal religious structures (churches,
mosques, synagogues, temples), and western medicine deals with bodily (and largely physical)
health. The measurement of health-related disability is primarily a concept routed in health rather
than religion. However, problems in functioning (or disability) could be expressions of difficulties not
only in a health-related sense but also more broadly in a ‘healthworlds’ sense. This notion of

‘healthworlds’ provides a possible way of explaining the understanding and interpretation of

1% preamble to the Constitution of the World Health Organization as adopted by the International Health
Conference, New York, 19 June - 22 July 1946; signed on 22 July 1946 by the representatives of 61 States
(Official Records of the World Health Organization, No. 2: 100) and entered into force on 7 April 1948. The
definition has not been amended since 1948. Accessed on 5 May 2009 at
http://www.who.int/suggestions/fag/en/
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disability measures by respondents, that may not fit within a strictly health or disability related

framework.

Understanding the complex relationship between disability, health and wellbeing is important to
contextualise measures of disability. Descriptions allow for an holistic view of such phenomena with
all the inherent levels and complexity, while measurement has to identify components of these that
can be measured effectively and accurately. It is important to set out the relationship between these
two perspectives — holistic description and measurement. In the above discussion, | set out the
framework for the holistic description. In the next section, | discuss the measurement perspective,

and specifically measurement of disability.

2.4 Measuring disability

Theconceptual framework for understanding disability and, related to it, health and wellbeing forms
the basis of measurement of disability. In this section | present the different approaches to question
evaluation to determine the performance of these measures. A good measure is valid, transparent

and well understood, as intended by the question designers.

Approaches to researching disability must find ways to accurately measure complexity. The current
status of disability measuresis in the early stages of developing measures for all the required
components. These measures have focused on the most basic and easily measured components,
with the understanding that we still need to develop measures for the remaining components of
disability."'These measures must be valid, provide comparable measures across different
populations, and allow the complex relationships between different components to be reflected.

The traditional approach of asking about being ‘deaf, blind, crippled or mentally retarded’,can be

" The work of groups such as the Washington Group on disability Statistics are undertaking work, as their
ongoing agenda, on developing measures for all the components, including participation and environmental
factors.
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seen as simple measures, but the difference is in the validity and transparency of the measures, as
shown by Schneider (2009) and to be investigated further in this thesis. These traditional disability
measures are limited and lacking in comparability,as they do not acknowledge the complexity of
disability (as discussed above). They have generated a very wide range of statistical estimates that
bear little resemblance to one another or defy clear interpretation (UNSD n.d.; Schneider 2009). As
mentioned in Chapter 1, the growing body of work on question evaluation for measuring disability is
primarily located within high income or developed countries, with Canada, Australia and the USA
being good examples. Little work has been done in low/middle income or developing countries. |

discuss this work and the way in which my thesis adds to it in section 2.4.2 below.

In this thesis, | consider measurement from two perspectives - a public health perspective (Why does
the field of public health need disability statistics?) and a human rights and equalisation of
opportunities perspective (What role do disability statistics have in equalisation of opportunities for
people with disabilities?). At the start of this section, an historical review of disability statistics and
of the current juncture shows how the same measures can be used for different purposes, for
example, by both public health and the disability movement. This is followed by a description of the
current approaches to disability measurements, introducing the measures that are the focus of this
thesis. These measures are the Washington Group on Disability Statistics Short Set (WG Short Set)
and Extended Set (WG Extended Set) (Washington Group 2008; UNESCAP 2010), and the WHO'’s set
of questions used in the Global Study on Ageing (SAGE) (Sankoh 2010; Kowal et al. 2010). The third
section examines the methodological aspects of measuring disability and how this is addressed in

this thesis.

The performance of these measures is analyzed from three different angles: a) the effect of the
wording of a question (‘disability’ vs ‘difficulty’); b) respondents’ interpretation of the whole
guestion (cognitive testing); and, c) the association of life context factorswith different profiles of

functioning related to severity and type of difficulties. These, together, provide the basis of
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determining the validity of the disability measures and the potential sources of respondent error in

disability statistics.

2.4.1 Who needs disability statistics?

The public health and disability sectors are (or should be) two important users of disability
statistics.’> The number of people with disabilities in any population remains an elusive estimate.
However, even with limited data, it is clear that people with disabilities are over-represented among
poor people (Elwan1999; Burchardt2003; Thomas 2005), are socially excluded (Dickson 2003;
Schneider et al. 1999), and remain disadvantaged because of their impairments. Accurate data that
are also nuanced, beyond a simple categorization into ‘disabled’ or ‘non-disabled’, will assist in
galvanising relevant resources, monitoring and evaluating interventions aimed at equalization of
opportunities, and mainstreaming disability in data collection platforms. Currently, there is a lack of
such data, and, at times claims are made without substantiation. The oft (and mostly uncritically)
quoted 10% world prevalence of disability advocated by WHO in the early 1980s (Helander 1993) is a
good example of such an unsubstantiated estimate. The recently published estimate of 15.6% of the
adult population globally ‘experiencing significant functioning in their everyday lives’ (WHO 2011:
27) is a good example of a more substantiated estimate based on data from the World Health Survey
(WHS). The questions used in the WHS are the same as those used in the SAGE, and evaluated in my
thesis. Accurate data are required for managing disability, and complement other interventions,
such as awareness raising to change attitudes; focus interventions, such as addressing
environmental barriers; and adopting a human rights approach to disability, or, in other words,
moving away from a narrow medical, welfare or charity approach to disability that focuses only on

the individual.

2 While | am only including two main constituencies, | am cognizant of the importance of disability statistics
for almost any constituency, including national education, health, labour, housing, and social development
departments. However, their need can be subsumed to some extent to that of the disability sector, as they
would also be looking at monitoring redress of inequalities for people with disabilities.
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The field of public health needs measures on disability to monitor population health more
effectively. The use of functional status measures allows for a better predictor of health service
usage and health outcomes (WH02001). Diagnosis is insufficient information to accurately predict,
for example, the number of days required as an inpatient or the outcome of an intervention
(Bickenbach et al. 1999). Public health interventions and advances in clinical medicine have led to a
health transition, with increased chronic illness and better survival rates. As a result, it becomes
important to consider not only mortality and morbidity, but also the consequences of living with a
health condition for a person’s everyday life. Hypothetically, two people with similar stages of AIDS
illness and on antiretroviral therapy (ART) may show different functional outcomes. One person may
benefit greatly and improve his or her ability to walk, take care of themselves and communicate,
while the other may not experience such significant changes in their functional status. These
functional differences could provide explanations for potential differences in, for example,
adherence to the ART schedule. However, in order for such links to be made, we need accurate
measures of functioning. Similarly, a woman living in a rural area who has to fetch her water and
firewood, and who struggles because of severe asthma, will benefit greatly from asthma treatment.
The cost effectiveness of providing such asthma treatment is best measured by information that
considers clinical aspects, such as peak flow measures, together with the functional impact on

individual livelihoods.

Accurate data on functional status will not only complement clinically based cost effectiveness
measures for the health system, but also provide cost effectiveness measures for individuals and
their ability to sustain a livelihood. This latter consideration has repercussions in providing other
services, such as social assistance, in the form of cash transfers by government departments other

than health. In this way, a comprehensive social protection system is slowly constructed.

Given that public health professionals need good functional status information, it is imperative, as

the IEA European Questionnaire Group (no date: 9) conclude from their review of existing

M Schneider — The social life of questionnaires 37



guestionnaires, that ‘epidemiologists need to take the development of research instruments and the
validity of questionnaire data more seriously’. These authors argue that using better validated and
standardised questionnaires is necessary in the field of epidemiology and public health for the
following reasons: a) improved data quality through identifying and correcting errors in the
guestions; b) enhancing comparability to allow for meta-analyses; c) reduce duplicated effort of
developing new questionnaires for each data collection exercise; and d) improved credibility of the

field, and quality and usefulness of the information obtained.

Thomas (2006: 1) summarizes the important uses of population level disability statistics as
‘monitoring the general health of the population, formulating and monitoring disability benefit
policies, assessing needs for care in the community and the role of paid and unpaid carers, assessing
the impact of disability on employment and employability, and, assessing the impact of disability on
quality of life’. These uses all serve different sectors of government and civil society and at different
levels of service provision, and international and national policies through to local service delivery.
The benefits of using a valid and understood measure of disability are that the same data and

measurement tools can be applied at all levels of use.

2.4.2 A brief history of disability measurement

Historically, the measures used to collect disability statistics have mirrored the contemporaneous
views on and understanding of disability. Prior to the start of the exponential growth of awareness
and interest in disability in the 1960s and 1970s (which continues well into the second decade of the
21%century), the terms used for disability were limited to extremes such as ‘deaf (usually together
with dumb), blind, mentally retarded, and crippled’ giving rise to questions such as ‘Is anyone in this
family deaf, blind, crippled or mentally retarded?’ (see UN Disability Statistics database (DISTAT) for
1980s and early 1990s). These measures yielded very low estimates of prevalence, often below one
percent, and contributed to the continued exclusion of disabled people from the mainstream of

society. The small numbers allowed governments to relegate ‘the disabled’ to institutions and lives
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of exclusion from mainstream society (Dr IzabelMaior, personal communications, 2008"). Fear and
intolerance of ‘deviance’ were managed through provision of charity and institutions. No
consideration was given to the wellbeing of people with disabilities beyond their basic physical
comforts, and, sometimes, not even to these basic needs. Wellbeing and social justice were hardly a

consideration.

Further examples are the questions used in censuses and surveys, as reported by countries in the UN
Statistics Division’s Disability Statistics database (DISTAT), from mid-1990s to early 2000 (UNSD, no
date). The questions listed in DISTAT are good examples of the traditional approach to disability
measurement, which is to count impairments and only severe ones. In addition, these measures use

a dichotomous variable — one is either disabled or not, and the response options limited to 'yes/no’.

A review of DISTAT — the UN'’s disability statistics database — shows that between 1995 and 2004
40 out of 81 countries, the majority low or middle-income countries, usedthe terms ‘disability’
and/or ‘disabled’ in their census or survey questions. High income countries, such as the USA,
Canada, and UK, did not use these terms or used them with other phrases, such as ‘difficulties’ or
‘long term illness,” which may have neutralised the loaded use of ‘disability’, as evidenced by the

high prevalence estimates reported in DISTAT.

These measures reflect the medical model, discussed above. If medical cures or rehabilitation did
not ‘deal’ with the disability, disabled people were relegated to institutions (Schneidert et al. 2003)
and ‘out of sight’, the title of a book on experiences of disabled people in the United Kingdom

(Humphries & Gordon 1992).

BDr I1zabel Maior. Rehabilitation Physician, Brazil. Personal communication, World Bank workshop on disability
statistics, April 2008, Bangkok, Thailand.

!4 See http://unstats.un.org/unsd/demographic/sconcerns/disability/disabmethods.aspx,
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The measurement of disability has undergone significant changes over the last 30 years. Subsequent
to the International Year of Disabled Persons 1981 and the development of the Standard Rules for
the Equalization of Opportunities for Persons with Disabilities (UN 2003-04), measurement of
disability started gaining ground, with an increasing number of countries collecting disability data on
censuses and surveys (Swanson, Carrothers&Mulhorn 2003; Schneider et al. 1999). These surveys
asked a wide range of questions about difficulties people had in doing various activities. The

response scales went beyond a simple binary yes/no, yielding higher prevalence estimates.

The growing interest in developing more standard measurement tools led to the United Nations
Statistical Division hosting an international workshop in New York in June 2001, to look specifically at
disability measurement and statistics.”® An outcome of the workshop was the establishment of the
Washington Group on Disability Statistics (WG), a city group reporting to the UN Statistical Division,

but run independently of the UN structures.*®

The objectives of the WG were, and continue to be,

e To guide the development of a small set(s) of general disability measures, suitable for use in
censuses, sample based national surveys, or other statistical formats, which will provide basic
necessary information on disability throughout the world.

e To recommend one or more extended sets of survey items to measure disability or principles
for their design, to be used as components of population surveys or as supplements to
specialty surveys. These extended sets of survey items will be related to the general

measures.

> attended that workshop and the subsequent WG meetings, and continue to do so into 2012.

18 See http://unstats.un.org/unsd/methods/citygroup/index.htm - accessed 13 June 2009 — for more

information on the UNSD’s various city groups.
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e Measures identified in objectives 1 and 2 will be culturally comparable to the extent possible.
The ICF model, a useful framework to assist in the development of these measures, will be
utilized in developing the measures.

e To address the methodological issues associated with the measurement of disability

considered most pressing by the City Group participants."’

The first meeting of the WG was held in Washington DC, USA (hence the name of the group) in
February 2002. It was attended by delegates from 32 countries, comprising some 64 participants,
including representatives from disability organisations. This is by far the largest city group to have
been set up by the UNSD (J Madans, personal communication'®), demonstrating the interest given to
disability internationally. The WG hosted its eleventh meeting in November 2011 and aims to

continue for another few years.

The main outcome of the work of the WGby late 2010 was a Short Set of six questions for use in
censuses, where typically space on the questionnaire is at a premium. This Short Set was tested in a
number of countries, both developed and developing, and it appears to produce reasonably
comparable measures of disability (Miller et al. 2010; UNESCAP 2010) .As of 2010, many countries
are starting to use this WG Short Set on their censuses, generating more data for use in international
comparison. Statistics South Africa has, since 2009, used the Washington Group Short Set in its
annual General Household Surveys, and included them in the Census of 2011. The development and
testing of the WG Short Set questions has shown that the questions tap into the construct of

disability and functioning (Miller et al. 2010; UNESCAP 2010).

"wa Website, accessed 13 June at http://www.cdc.gov/nchs/about/otheract/citygroup/objectives.htm

'8 Dr Jennifer Madans, Associate Director For Science and chair of the Washington Group on Disability Statistics
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The WG Short and Extended Sets aim to identify the population at risk for experiencing the
disadvantages typical of disability. The set comprises a single question each for six domains of
functioning — seeing, hearing, mobility, cognition, self-care and communication. While this Short Set
seems to provide reasonably good measures (or certainly better ones) of population functioning, it is
limited in that only one question is asked and only of a limited set of domains of functioning. The
population thought to be most excluded from these measures (i.e. not counted in) are people with
psychiatric and emotional disabilities, especially the common mental health disorders discussed
earlier in this chapter. *° The aim of the Short Set was to create a demographic variable that can be
used in further analysis, as measures of sex and age are used. Disability is not only about difficulties
seeing, hearing, walking, remembering and concentrating, washing and dressing, or communicating,
but about the effect of these difficulties when they interact with a person’s environment to create
disadvantage, such as loss of employment, limited education, and social exclusion, as | discussed

earlier.

The WG’s Extended Set of questions is currently being developed to complement the Short Set, in
order to provide a more comprehensive count of people at risk of experiencing disability related
disadvantage. This set was evaluated through cognitive interviews and field testing in six countries in
the Asia Pacific region (UNESCAP 2010). In addition to these six countries, a further five countries,
including South Africa, undertook cognitive testing interviews. Five of the interviews analyzed in
Chapter 5 were included in this international study. Work on the Extended Set is continuing

internationally.

Thus, a full description of disability in a population comprises measures using the WG Short Set or
Extended Set, together with questions on complex activities such as working, attending school, social

interactions, and civic engagement. The level of participation in these life areas is analyzed in

% See WG meeting documentation at http://cdc.gov/nchs/washington_group.htm
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relation to the degree and type of difficulty people report. The results of this analysis are the

disabilityrelated disadvantage people experience.

Parallel to the WG initiative, other initiatives also looked at developing measures of disability. A
number of countries have been testing and evaluating their disability measures used in disability
surveys. This work has been predominantly in high income or developed countries, including USA,
Canada and Australia as good examples, where much effort has gone into developing good measures

of disability or at least to understand how these measures perform.

In addition, there has been more internationally focused work, such as the WHO Disability
Assessment Schedule (WHO DAS I1) (Rehm,Ustiin, Saxena, Nelson, Chatteriji, Ivis& Adlaf 1999;
Luciano et al. 2010), the Budapest Initiative (a joint initiative between EUROSTAT, WHO, and UNECE)
(Task Force on Health Status2005a,b), and WHO’s multi country studies — surveys on health and
wellbeing, including the WHS 2002/2003 and the SAGE (Murray and Evans 2003; Sankoh 2010;

Kowal et al. 2010).

The Australian efforts (Black 2001) have been largely related to the differences between response
rates in censuses and surveys, and on the use of scaled response options compared to a
dichotomous yes/no. Their findings showed that it is difficult to get a good match between estimates
from censuses and surveys, but that using a scaled response provided less false negatives in the
census question schedule and hence provided a better match with responses from survey data (for
similar samples); they attribute this to the use of scaled response options rather than a dichotomous

response option of yes/no.

They concluded that more cognitive testing was required of specific questions which yielded non-

matching estimates across different surveys and population subgroups.
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The questions they used often included both the words ‘disability’ and ‘difficulty’ such as in the
example provided below which was used as part of the testing of disability measures in 1998 from

the 2001 census (Black 2001):

18. How much difficulty does the person have in:
e doing everyday activities such as eating, showering or dressing?
e hearing?
e |earning, understanding or remembering things?
e reading or seeing even with glasses?
e walking, kneeling or climbing stairs?
e living independently?
e doing any other things people of the same age usually do (for example working,
studying, etc.)
The response options were:
None
A little
Alot

19. What causes the difficulty shown in Q18 for the person?
e Short-term health condition (lasting less than six months)
e Long-term health condition
e Disability
o Age
e Difficulty with English language
e Other cause - please specify

The word ‘disability’, however, is not highlighted or given prominence in these questions as it is in

the more direct questions asking ‘Are you disabled?’ or ‘do you have a serious disability.....", nor do

they use terms such as ‘deaf, blind, crippled or mentally retarded’.

In the USA work has been carried out on various survey questions at the National Center for Health
Statistics Question Evaluation laboratory (Miller 2003; Miller & Willson 2009). While this work is
most closely aligned with my thesis, most specifically in relation to the cognitive testing interviews
analyzed in Chapter 5, it does not directly address the difference between ‘difficulty’ and ‘disability’.
The work in the USA has focused more on whole question interpretation and how these feed into

revisions of questions prior to a survey being run.
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The work undertaken by Statistics Canada (2002) focuses on developing screening questions that
best identify the population with difficulties in a census that can then be followed up by a post-
censal survey. Through careful testing of the questions, the filter questions used in the 2001
Canadian survey were much more inclusive than those used in the 1991 survey. This resulted in less
false negatives in 2001, when comparing the Census to the post-censal survey data. The 2001
screening questions provided better measures to identify non-physical disabilities, including learning
disabilities, developmental disabilities and emotional disabilities. These types of disabilities were
lumped into the ‘other’ category in the 1991 screening questions, thus giving more weight to the
physical and sensory disabilities. In addition, the severity was rated according to a three-point scale
in 1991 (mild, moderate, severe), and a four-point scale in 2001 (mild moderate, severe and very
severe) (Statistics Canada 2002). They found that the four point scale improved the severity
weighting across the different types of disabilities. This Canadian work provides useful information
on the use of census followed by a post-censal survey for measuring disability, but did not evaluate

the difference between ‘disability’ and ‘difficulty’ specifically.

High income countries have been in the forefront of developing awareness, enacting anti-
discrimination policies related to disability (e.g. as the Americans with Disabilties Act of 1990 in the

USA - see www.disabled-world.com/disability/ada/), and increasing services to people with

disabilities. This has been underpinned by the need to change the approach to measuring disability —

making the importance of collecting disability statistics essential in order to monitor these policies.

Furthermore, these countries have developed new measures of disability based on the ICF and its
predecessor, the ICIDH, that shifted measures of disability away from the categorical measures of
‘deaf, blind, crippled or mentally retarded’. However, much of this shift occurred prior to the
development of a strong question evaluation methodology for surveys, such as reflected in the
Cognitive Assessment of Survey Methodology (CASM), described earlier in this thesis. This has

resulted in limited or no documentation of the shift from the more categorical measures to the more
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nuanced current measures. Thus we do not have published or accessible studies on the specific
effect of asking about ‘difficulty’ vs ‘disability’. My thesis contributes by documenting this

difference, and for a middle/low income context.

The reason why it is important to document this difference is the continued use of the categorical
and strongly ‘disability’ focused measures in many censuses and surveys, predominantly in
low/middle income or developing countries, as reflected in the DISTAT database of survey and

census questions (UNSD n.d).

The focus of the international initiatives has been different to that of the country specific work.
While the country specific work focused on question evaluation using qualitative methods, the
international work has used more quantitative methods for the validation of survey questions. These
latter efforts have focused on population health (and not disability specifically) and on finding a
parsimonious set of questions that explains the majority of the variation of health states or
functional status (Task Force on Health Status 20053, b). These sets of questions are used for
summary measures of health and, for example, in the assessment of health system performance as
set out in the 2002 World Health Report (World Health Organization 2000) and the Global Burden of

Disease calculations (Murray & Evans 2003).

The WHS aimed to develop a means of providing low-cost, valid, reliable and comparable
information (Ustin, Chatterji, Mechbal, Murray & WHS Collaborating Centres 2003a), and SAGE, as a

follow-on from the WHS, is, according to the website (circa 2006):

a longitudinal survey programme to compile comprehensive longitudinal information on the
health and well-being of adult populations and the ageing process. The core SAGE collects data
on respondents aged 18+ years, with an emphasis on populations aged 50+ years, from
nationally representative samples in six countries (China, Ghana, India, Mexico, Russian

Federation and South Africa). (World Health Organization n.d.)
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The questions used in the WHS and SAGE surveys are based on the WHQ's Disability Assessment
Schedule Il (WHO-DAS Il). The concepts used in the WHO-DAS Il were tested using a mix of
qualitative and quantitative methods, and across a number of settings in the late 1990s (Ust(in,
Chatterji, Bickenbach, Trotter &Saxena 2001). The resulting book by these authors entitled Disability
and Culture: Universalism and Diversity (Ustlin et al. 2001) presents the results of this research,
which aimed to ensure that the revisions of the ICIDH to the ICFand the WHO-DAS Il were cross-

culturally applicable. The methods (p.16) aimed to determine the following:

e Functional equivalence: can one define similar domains of activities in different
societies and cultures that serve the same function in different cultures?

e Conceptual equivalence: is there an equal understanding of the meaning of disability
concepts across cultures?

e Metric equivalence: do the measured constructs exhibit essentially the same

measurement characteristics in different cultures?

The methods used included (p.18-30)

=

A detailed description of the disablement process in each culture or cultural setting;

2. Linguistic analysis of each assessment item (domain, sub-domain and specific item),
within the ICIDH-2, and used to ‘determine the semantic and conceptual equivalence of
terms’ (p30) across the different languages of the study;

3. Concept mapping for each assessment item to see how people ‘cognitively map out the
territory of a concept’ (p29);

4. Key informant interviews that focused on local understanding of disability and general
prevalence of various conditions;

5. Pile sorting of assessment items to see how people group concepts and compare these

across settings; and
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6. Focus groups ‘to explore collective views on particular cultural conditions’ (p27).

These methods allow for a detailed and rich exploration of the classification structure and content,
and cross country comparability for the concepts embedded. The results show the universal
applicability of the ICF. However, the classification is not an assessment tool and, despite the
research undertaken by WHO to identify items for use on health status measurement tools (Ustiin
et al 2001), the study did not test the performance of the actual written questions in the WHO-DAS
I, unlike the country-specific work. Thus, while the domains of the ICF are clearly universal,
formulating questions to measure these domains is a different exercise. While question evaluation
has not been undertaken for the WHO-DAS I, it has been used on a series of international survey
platforms, starting with the Multi-country Surveys Study in 2000 and 2001 (Ustiin, Chatterji,
Villanueva, Bendib, Celik, Sadana, Valentine et al. 2003b), revised for the World Health Survey run in
70 countries (Ustln et al. 2003b), and the Global Study on Ageing (SAGE), (Sankoh 2010; Kowal et al.
2010). In each of these survey platforms, the questions have been used to assess health states as a
component of health status (Task Force on Health Status 2005a). The SAGE questions were used
specifically in one of the sites included my study — the Agincourt Health and Population Unit site in

Mpumalanga, South Africa.

The two uses of functional status data — on equalisation of opportunities (WG Short and Extended
Sets), and on population health or consequences of a health condition (WHO-DAS II) — overlap.
Both use the ICF as an overall framework for understanding disability,ask questions on ‘difficulties’
people have, and use a scale of response options (four for the WG questions and five for the WHO-
DAS Il and SAGE). Thus, the disability model and measurement principles underpinning them are the
same. The aim is to measure the level of functioning of respondents. This is in contrast to
respondents’ level of satisfaction with their level of functioning, which also uses a subjective

measure.
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In summary, the contribution of my thesis is to continue the work undertaken in high income
countries and internationally by documenting what seemed to have been taken for granted (quite
rightly) a good two to three decades ago on the importance of wording. In addition | focus on a
middle/low income context, and undertake rigorous question evaluation to complement the
concept mapping work described above for WHO-DAS II. Furthermore, in my thesis | juxtapose the
responses given by respondents to the questions with their explanations of disability as a
phenomenon, a feature not noted in the literature | could find. Lastly, given that my thesis used data
collected for evaluating the disability schedule as part of StatsSA’s content research for the South
African census of 2011, it was imperative that | compare the census 2001 questions and 2011

proposed questions as part of the methodology.

In this way my thesis goes back in time (by focusing on disability vs difficulty) as a basis to go forward

in building our understanding of disability measures and how people understand disability.

2.4.3 Methodological aspects of questionnaire development and testing
In this section | discussself-report social surveys and potential sources of errors in the data collected.
| then describe current approaches to researching these errors and their potential impact on data

and statistics. | briefly review the concept of validity testing and its relationship to this thesis.

In 1996, Sudman, Bradburn and Schwarz (cited in Gonzenbach 1997: 88) described social surveys as

being

a special type of conversation with characteristics that set it apart from many other
conversations, but it is a conversation nonetheless and needs to be understood as a
conversation ...Thus, understanding the rules that govern conversation and social
encounters in general should help us understand how survey questions are being

understood and answered.
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In his review of Sudmanet al.’s book on Thinking about Answers: The Application of Cognitive
processes to Survey Methodology, Gonzenbach (1997: 88) highlights how understanding what
surveys are measuring requires an understanding of how people understand and process speech, as
well as ‘how people understand the world around them and how they communicate with one

another’.

Willis (2005) describes the increased use of self-report surveys in a wide range of social science
disciplines since the mid twentieth century, concurrent with the ‘ascendence of the subjective
realm’ (Converse, 1987, cited in Willis 2005: 13), which Willis contrasts with an ‘earlier more purely
objective and behaviorist approach’ (p.13). Self-report surveys require responses about oneself, to
guestions about attitudes, views, individual characteristics, for example difficulties in doing various
activities, and other demographic information. Wolfe (2002: 865), when describing the use of these
measures in the field of rheumatology, suggests that there is room for improvement of self-report
guestionnaires: ‘Although widely used, questionnaires [on functioning] and their interpretation
represent a pleasant mixture of the familiar, the impenetrable, and the incomprehensible’.The
increased use of self-report surveys drew attention to the numerous possible errors in the data
collected, and led to research to elucidate this impenetrable and incomprehensible nature of

interpretations by respondents.

The field of cognitive psychology has been in the forefront of research on questionnaire design and
understanding the processes that people apply in answering questions on surveys. The advances of
cognitive psychology allowed survey methodologists to theorize why and how people respond to
survey questionnaires. The marriage of survey methodology (including questionnaire design) and
cognitive psychology shifted the focus from effects of survey errors to causes of survey errors
(Tourangeau 2003). If the focus of survey methodology is to find ways to reduce errors, then it

becomes important to understand how respondents act as a significant source of error. In the mid
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1980s, advances in cognitive psychology were applied to survey methodology with the aim of

reducing errors arising from respondents (Tourangeau 2003).

a) Sources of error in self-report survey data

Willis (2005: 14) describes three major sources of error in survey data. The first are errors of non-
observation, which answer the question: ‘Are we surveying the right people?’ These errors include
coverage, sampling and non-response errors. The second sources of errors are those of observation,
which answer the question: ‘Are we getting the right answers?’. These errors include interviewer
and response error. The latter is the focus of my thesis and comprise the characteristics of questions
and respondent processing of those questions. The third sources of errors are post-observation
errors, which answer the question: ‘Are we doing the right thing with the data?’ these errors include

data processing and interpretation errors.

While the first and third sources of error are, respectively, within the domains of sampling and
statistical expertise, the second source is within the domain of questionnaire design. Willis (2005:
15) concludes that ‘[r]esponse error is a major impediment to survey data quality, and the design of
guestionnaires that are sufficiently free of such error is a complex process that requires the use of
systematic principles of both question design and empirical evaluation’. My aim in writing this thesis

is to contribute to the body of empirical evaluation.

Indications that response errors exist come from:a) checkingself-report responses against existing
objective records, such as reported age against a birth certificate; b) repeat interviews and
comparison of responses across the two interviews; and, c) research on the effect of wording
changes on responses (Willis 2005). The earlier work on observation errors focused on the role of
interviewer aspects on the survey process. Schwarz (2007) cites the meta-analysesdone by Sudman
and Bradburn from the early 1970s as evidence suggesting that the nature of the task (i.e.

responding to survey questions) had a much larger effect on responses than the characteristics of
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either the interviewer or respondent. Bradburn (1978: 35)directly addressed the need to look at the
characteristics of the task in his paper on respondent burden. He commentedthen that, while
considerations of potential respondent burden was ‘part of everyday practice’ in survey work, more
effort was required to develop a more conscious research agenda to understand this potential
burden. He listed the potential sources of respondent burden as being the length of the
guestionnaire, respondent effort required in answering questions on more familiar versus less
familiar topics, respondent stress generated by discomfort during the interview process, and the
frequency of being interviewed in, for example, longitudinal surveys. While these characteristics
remain important to consider, Bradburn’s plea was heard and important research on task
characteristics has been undertaken in the 1970s, culminating, amongst others, in the current field

of Cognitive Assessment for Survey Methodology movement (Willis 2005; Tourangeau 2003).

b) Validity and reliability

Validity and reliability are basic to assessing test and questionnaire performance(Cook & Beckman
2006; Latcheva 2009; Sartori&Pasini 2007). Sartori and Pasini (2007:359) comment that defining and
testing validityis ‘both an old question and a never-ending story’. It is a necessary step in
constructing and using tests, especially as psychological testing (the topic of their paper) is context-
dependent.While psychological testing is not the topic of my thesis, the notion of validating a test is

similar to that of question evaluation or validating the performance of survey questions.

Cook and Beckman (2006) define validity as the trust one has in the results of a test within the
testing context. These authors caution that results of any test, (orsurvey questionnaires), are only
meaningful within the boundaries of construct they are assessing. Thus, they say, the first step in
evaluating validity is to provide a clear definition of the construct being measured. Messick (1995:
741) underscores the role of validity as being about giving meaning to test scores within a context —

a central theme of my thesis — whenhe says that:
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[v]alidity is not a property of the test or assessment assuch, but rather of the meaning of the
test scores. Thesescores are a function not only of the items or stimulusconditions, but also
of the persons responding as well asthe context of the assessment. In particular, what
needsto be valid is the meaning or interpretation of the score;as well as any implications for

action that this meaningentails.

Cook and Beckman (2006) list content, criterion, and construct validity as different types of validity
that have historically been includedas components of validity testing. These, they argue, have now
been subsumed under the single rubric of construct validity, with the different types being
understood as sources of evidence of construct validity. They describe five such sources of evidence:
content, response process, internal structure, relations to other variables, and consequences.
Content evidence considers whether the questions reflect the construct under measurement in all
its dimensions—disability for my purposes. The response process evidence comprises the way
respondents think about and respond to the questions in order to understand the underlying
interpretations and understanding that the respondent or observer applies when responding or
observing. This evidence is obtained through asking respondents or observers to ‘think aloud’ (as
stated by Cook & Beckman, 2006) — a technique used in survey question evaluation. Evidence on the
internal structure is obtained from: reliability coefficients and factor analysis; relations to other
variables, from correlation with scores from other instruments; and consequences from unintended

bias as noted between different groups of respondents or observers (Cook & Beckman 2006).

Cook & Beckman (2006: 166.e12) caution on the use of face validity as, they argue, this notion ‘bases
judgement on the appearance of the instrument’ rather than a ‘systematic and documented
approach to ensure that the instrument assesses the desired construct’, which they define as
content evidence. They suggest that the notion of face validity should not be used. Sartori and Pasini
(2007: 363), while describing face validity as a useful component of validity, caution that ‘even if a

test has face validity, it does not mean it will be valid in the technical sense of the word’. Evidence of
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face validity would be if respondents feel that the questions asked are relevant to their lives and to
their functioning. The Task Force on Health Status (2005b) refers to face validity as a feature of how
measures of health are perceived by respondents. The Task Force stipulates face validity as one of
the criteria to be applied in the selection of health domains for measures of health state and
functioning, and, for their purposes, face validity means ‘that the domains of health selected will be
immediatelyseen as plausible and reasonable by ordinary individuals.... A fundamental reason for

this criterion is that the health status measures need tobe credible with a broad public’ (2005: 2).

In contrast to validity, the measure of reliability is relatively simple and is done using statistical tests,
such as alpha coefficients or Kappa scores (Sartori&Pasini 2007). Reliability refers to ‘the
reproducibility or consistency of scores from one assessment to another’ for the same rater over
time, for two raters for the same respondent, and for different respondents, and is a ‘necessary, but
not sufficient, component of validity’ (Cook &Beckman 2006: 166.e12). | do not address reliability in

my thesis.

In conclusion, this short discussion on validity highlights its importance in developing tests and, for
my purpose, survey questionnaires. In other words, if the measures are valid, we can be confident in
our interpretation of the data generated. In this thesis, | focus on providing evidence on content,
response process and face validityas part of validating disability measures. None of these aspects of

validity are assessed statistically.

Establishing validityallows for the necessary revisions to be made prior to finalising and applyingthe
guestionnaire in a survey. Thus, my concern in this thesis is to assess the performance of disability
measures as a contribution to establishing their validity. Once the measures are applied on a large

population based sample, statistical measures of validity and reliability can be applied.
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2.4.4 Factors generating response errors

In exploring the performance of disability measures in the context of response errors, three levels of
investigation and analysis are important to consider: a) wording used in the question; b) the whole
guestion, its context within the questionnaire, and response processing; and c) the life context

factors associated with various response profiles.”

a) Question wording

A study on attitudes towards ‘allowing’ or ‘forbidding’ speeches against democracy (Rugg, 1941,
cited in Schwarz 2007) showed that Americans were more likely to respond ‘no’ when asked ‘Are
you in favour of forbidding freedom of speech?’ than ‘yes’ when asked ‘Are you in favour of allowing
freedom of speech?’. They rejected ‘forbidding’ more than they endorsed ‘allowing’. Replication of
similar experiments suggest that the differences in responses are driven by ‘indifferent respondents’
who answer ‘no’ to both options as they ‘prefer a ‘do-not-do-anything-about-it’ response’ (Schwarz

2007:281).

In the field of disability, wording effects have also been documented. Meltzer (2003) reported the
effect of asking about ‘having’ versus ‘suffering’ a condition. The number of people who report
‘having a condition’ (a neutral term) is higher compared to those who report ‘suffering from a
condition’ (a loaded term). The implications are that having a condition is not necessarily seen as
suffering. In this thesis, | consider the effect of asking about ‘difficulty’ versus ‘disability’. | argue
that difficulty is a more neutral term than disability, and the reason why developing countries tend

to ask survey questions that ask about difficulties rather than disability (Mbogoni & Me 2002).

While wording changes can cause significant effects on data obtained, testing of different wording
does not necessarily provide clarity on which wording is the correct one. We should understand

these differences and then decide which formulation yields a better result (Willis 2005).

2% profiles are in relation to individual responses to the whole set of questions.
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b) The question and its context within the survey

Much work has gone into understanding the effects of the question, its response option and its
context within the survey. The studies have focused on aspects such as using a 0 — 10 versus -5 to +5
response scale, complex versus simple questions, placing a question at the start or end of a survey,
and asking the same question in a topic-specific versus general survey. Schwarz (2007: 280) lists a
number of characteristics that have been known to affect people’s responses, predominantly in the
field of attitude measures, and states that ‘contextual influences on attitude judgements are not an
artefact but part and parcel of the phenomenon of interest’. Some of the elements raised by
Schwarz as being important include the visual format of the questionnaire, the context of the survey,

standardisation of the wording and the response options provided.

The visual format of the questionnaire, including the letterheads that indicate who is collecting the
data, and the survey title, provide a context for the respondent. For example, if a survey is
introduced as a general household survey asking about a range of topics, the focus of the
respondent will be different than if it is introduced as a health or disability survey, which has a
narrower focus. Similarly the same questions asked in a different survey may elicit different
responses. For example, a question on workplace behaviourwill receive different responses
depending on whether it is asked as part of a ‘sexual harassment survey’ or a ‘work atmosphere

survey’ (Schwarz 2007).

The wording of questions in surveys can either be kept strictly standardised, and if a respondent
requests for clarification or a repetition of the question, the wording and question structure is
maintained, or there can be some flexibility, where the question is clarified using other words or
even, from my experience of observing numerous administrations of survey interviews in field,
changing the question wording. The former retains the standard nature of the survey with the risk of
losing the respondent’s interest and attention, whereas the second maintains a conversational

approach to the interview with an aim to maintain the respondent’s attention and interest. For
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factual questions, that ask for example, about the number of rooms in a house, a flexible approach is

more applicable than for questions that ask, for example, about opinions and attitudes.

The response options and scales provided also influence the responses. When a respondent is asked
about the frequency of occurrence of a behaviour, the respondent uses the response options as a
way to interpret the intent of the question (Schwartz 2007). For example,if one of the response
options is ‘today’ when asking feeling angry, the respondent could extrapolate that the question is
asking also about trivial everyday instances of anger. Similarly, if the response options include
‘weekly’ as the most frequent occurrence, the extrapolation made is about more serious incidents of

anger and not trivial, daily ones.

Thus, the context of the question and its response options are important determinants of responses
given inself-report surveys. The notion of context, in this instance, is referring strictly to that of the
guestionnaire and survey. There is a broader notion of context that potentially can affect people’s

responses to questions. This is what | have called the life context.

c) Life context
Context comprises the interface between one’s life experiences and current living context on the
one hand, and, on the other hand,one’s understanding of the role played by these in determining

one’s health and overall wellbeing.

There are a number of factors to consider, but it is not clear how these interact or exactly what
influence they have on people’s responses. Cultural beliefs and practices related to health and
disability, socio-economic status, social networks and support are all potential factors that can

influence these responses.

i Health beliefs and practices:
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The notion of health, religion and wellbeing existing in a symbiotic relationship, where mind and
body, person and society, lifeworlds (as pertains to individuals’ sense of themselves) and systems(as
systems within which individuals live) are all considered important (Germond & Cochrane 2010), is
strongly evident in societies that have maintained active links with their historical culture and ways
of thinking. Lifeworlds, as described by Habermas (1987, cited in Germond & Cochrane 2010) are the
individual’s experiences of the world in which he or she lives. Thus, the Sotho people in Lesotho do
not differentiate between health and religion, and struggle with a formal health system that ignores
or sidelineslifeworld concerns and only focuses on physical health (Germond&Cochrane 2010). In
Northern Malawi, the Tumbuka people see some illnesses as being ancestor-related and, hence, not
amenable to treatment through the formal or traditional health system (Munthali 2006). The
‘“treatment’ is through talking to the ancestors to appease them. The goal of ancestors is to generate
peace and wellbeing.These beliefs and practices are central to respondents’ understanding of their
health and wellbeing, which, in turn, may affect the way they respond to questions on functioning. If
they do not separate health and religion or spirituality, their responses on questions on functioning
should reflect difficulties whether the cause of the problem is a health or spiritual one. They may not

limit their reported functional difficulties to those strictly health related.

Socio-economic status and social networks:

Common mental health disorders (excluding severe illnesses such as bipolar disorders and
schizophrenia) are related to one’s social capital (de Silva, Huttly, Harphan&Kenward 2007) and the
level of trust, safety and material security in people’s lives. These relationships are specifically
evident in low resource contexts (Lund et al. 2010; Patel 2001). Depression in Zimbabwe was found
to be closely linked to a cycle of depression, poverty and disability (Patel 2001). Germond& Cochrane
(2010: 319) describe how healthworlds and the related ‘religious discourses, rituals and

prescriptions’ have, as a goal, comprehensive wellbeing. They construe these acts as ‘usually
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including both individual life and the relational context of the individual in family, community,

society and environment’.

The socio-economic context of people’s lives has an important impact on their wellbeing, as
described above, and, particularly for my thesis, with health (Montgomery 2009;Khan, Hotchkiss,
Berrutti & Hutchinson 2006). In developing countries, there has been a notable health and
demographic transition with an increased prevalence of infectious and non-communicable diseases
(Kahn et al. 2007; Tollman, Kahn, Sartorius, Collinson, Clark & Garenne 2008; Mayosi, Flisher, Lalloo,
Sitas, Tollman & Bradshaw2009; WHO 2011). This increase is notable in both urban and rural areas
and particularly affecting poorer communities. This situation requires increased efforts of
surveillance and health provision that is accessible and affordable (Mayosi et al. 2009). The costs
associated with seeking heath care are often not so much the actual fees for services but other costs

such as transport to access the health care services (Goudge, Gilson, Russell, Gumede & Mills 2009).

Typically, rural areas in South Africa - the main area of data collection for my thesis — are
characterised by poor quality and access to health care services, low levels of education, high
unemployment, limited infrastructure for water and sanitation, limited access to electricity due to
high costs, high rates of migration, and poor transport to cover long distances between villages and
to access basic health care (Kahn et al 2007; Madhavan & Schatz 2007; Thorogood, Connor, Tollman,
Hundt, Fowkes & Marsh 2007). Furthermore, the return of migrants, who went to urban areas to
find work, back to their rural households, is often because of terminal or chronic illness (Collinson,
Tollman & Kahn 2007). Thorogood and her colleagues describe the increase of hypertension and

related strokes as diet increases and social causes of stress increase.

The contemplation of life context characteristics, thus, becomes important in developing an
understanding of how people respond to questions on disability and functioning. Do their responses

reflect problems in their healthworlds, poor socio-economic status, or lack of social capital and
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networks? If they report symptoms of common mental health disorders, including difficulties with
worry, anxiety, depression, pain and fatigue, do we count this as disability? How do we interpret

such statistics? Is this disability or poverty, including adverse life contexts?

2.4.5 Objective and subjective measures

Measures can be objective or subjective. Objective measures use a yardstick against which an
individual’s performance or state is compared and scored, or where an observation is recorded; for
example,actual income, size of dwelling, and access to basic services. The person, whose wellbeing
or another characteristic is being measured, does not provide a response. An outsider observes or
measures. Observations, in themselves, incorporate an element of subjectivity, as different raters
may observe different things, for example, level of functioning. The level of subjectivity in
observations will depend largely on the nature of the observation tool. For example, rating a
person’s ability to walk may be measured by the time it takes to walk a fixed distance, or just by
observing the person walking and rating this on a scale. The former is an objective measure, while
the latter is a rated observation. Subjective or self-reportmeasures are provided by the person
concerned and are determined by that individual’s own perceptions. Subjective measures require
the person to report onhis or her own level of income or level of functioning. There seems to be
growing evidence that self-report subjective data have been shown as stable and useful. (Uppal
2006). The data collection is subjective, but about an objective level of achievement. | aim, through
this thesis, to contribute to understanding these self-report measures, and, specifically, of

functioning.

These objective and subjective measures should not be confused with objective and subjective
phenomena, such as objective and subjective wellbeing. Subjective wellbeing (measured as
satisfaction), by its very nature, is measured using self-report satisfaction or happiness. It cannot be
measured objectively. Similarly, data on disability-related quality of life can be obtained using

measures of satisfaction, as rated by a person,on his or her level of functioning. Objective wellbeing
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is defined as ‘empirically observable material conditions’, and includes life expectancy, income,
nutrition, employment, education and democratic participation as set out by the International
Wellbeing Group (Wiseman and Brasher, 2008: 357). Income, education and life expectancy are the
measures used in summary measures of development such as the Human Development Index (HDI),
or a ‘suite of indicators’ such as the Millenium Development Goals (MDGs) and their related
indicators (Wiseman & Brasher 2008: 357). These objective wellbeing conditions can be measured

using objective or subjective self-report measures.

Cieza, Bickenbach and Chatterji (2008) raise a concern about the confusion between the two
concepts of subjective and objective wellbeing and their measurement, with no clear delineation of
each, and interchangeable use of terminology. The resulting statistics are themselves unclear.They
suggest that the confusion may have arisen in part because of the use of self-report measures for
both disability and quality of life. Self-reporting is subjective and seemingly at odds with the notion
of measuring an objective level of functioning. It is not at odds, however, with the notion of
measuring satisfaction — or providing a valuation of one’s functional level. The abundant use of self-
report measures in rheumatology clinics, for example, is testimony to the value of such measures in
complementing other clinical assessments and laboratory tests in determining the effectiveness of
interventions (Wolfe, 2002). In surveys, we ask questions on both level of functioning and
satisfaction with this level (or quality of life), but the responses for both areself-report ratings. The

guestion evaluation | conducted was on measures of level of functioning.

2.5 Conclusion

In this chapter | set out how | define disability and showed how it is related to broader concepts of
wellbeing and health. All three of these phenomena are complex and require careful consideration
when developing measures to collect statistics. The different components of disability give clarity on
the construct being measured. Understanding the relationship between wellbeing and health

provides potential explanations for how people respond to questions on disability. The discussion on
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disability measurement contextualizes the measures | evaluate historically, and explains the
necessity of evaluating questions prior to finalizing and fielding a survey questionnaire. Having set
out the different frameworks that underpin my research question, | present the aims and objectives

of my thesis.

2.6 Aims and Objectives

The factors that are likely to influence people’s responses to questions on functioning and disability
include, among others, question wording, cognitive processes entailed in generating a response, and
the life context of a person. The aim of this thesis is to explore these factors in relation to a given set
of questions (WG Short and Extended Sets and WHO SAGE) applied in South Africa nationally and, in

more depth, in a poor rural area in Mpumalanga, South Africa.

The research questions of my thesis are as follows:

What roles do question wording, question understanding and interpretation, and people’s
life context play in determining their responses to questions on functioning? How do the
findings of this study help us to understand a) disability measurement and statistics and b)

disability as a phenomenon?

The specific objectives are to explore each of the three aspects in relation to two sets of questions
used to measure disability, the WG Short and Extended Sets and the WHO SAGE questions. These

are elaborated on in the next chapter.
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Chapter 3

Methodology

The methodology of a study is ‘the theory (or set of ideas about the relationship between
phenomena) of how researchers gain knowledge in research contexts, and why’ (Scott & Morrison
2007: 153) and ‘pertains to the science and study of methods and the assumptions about the ways in
which knowledge is produced’ (Grix 2004: 32). The methodological paradigms recognised in most
fields of research include qualitative, quantitative and mixed methods paradigms (Johnson,
Omwuegbuzie& Turner 2007). Historically, in the field of social science research, the quantitative
and qualitative paradigms were, initially, very separate methodologies but gradually they became
used in variously integrated ways through triangulation, leading to what is referred today as the

mixed methods research paradigm (Johnson et al. 2007; Greene 2008).

The advent of journals such as the Journal of Mixed Methods Research in 2007, from the SAGE stable
of journals, attests to the maturing of social science research, where both qualitative and
guantitative methodologies are acknowledged as equal contributors to developing this field. The
coining of mixed methods research as a third methodological paradigm is the culmination of the
ongoing use by numerous researchers of both qualitative and quantitative methodologies for
answering the same research question.This study is firmly contextualised within a mixed methods

research methodology.

This thesis is about methodology, and specifically, the performance of questions used to measure
disability to produce valid, reliable and cross-comparable disability statistics, with validity being the
focus of my thesis. This chapter presents the methodology for researching this methodological
question. As | discussed in chapters 1 and 2, care is required in the development of survey

guestionnaires to ensure reliable, valid and cross-comparable measures.
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3.1 Research Design

For this study, | used a mixed methods approach to explore the complexity of disability
measurement and statistics. Greene (2007:7) contextualises the development of mixed methods
research in the fields of practical work such as education, nursing and evaluation where ‘the
demands of the contexts ... called for both generality and particularity. And they called for

defensible patterns of recurring regularity as well as insight into variation and difference.’

Johnson and colleagues (2007: 123) reviewed a wide range of different definitions of mixed methods

research and concluded with the following definition:

Mixed methods research is the type of research in which a researcher or team of researchers
combines elements of qualitative and quantitative research approaches (e.g. use of
gualitative and quantitative viewpoints, data collection, analysis, inference techniques) for

the broad purposes of breadth and depth of understanding and corroboration.

These authors identify breadth as one of the themes cutting across most definitions of mixed
methods research. This breadth ranges from: a) the use of qualitative and quantitative methods in
one stage of the research, for example data collection, through to using it at all stages of the
research; b) data collection; and c) analysis and interpretation. A further theme they identified was
why mixing of methods is used. The major theme was that mixed methods research provides ‘a fuller
picture and deeper understanding’ (p.122), allowing corroboration through triangulation of

methods, thus enhancing the validity of findings and confidence in the results.

The aim of this study is to provide a nuanced understanding of how people interpret and respond to
specific wording within the questions and whole questions. The need for detailed narratives
explaining responses provided by respondents is best served by using qualitative methods,while the
comparison of response profiles for different contexts and respondents is best served using a

guantitative methods.
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The mixing of methods in this study occurs at all stages of the research, from conceptualisation and
data collection through to analysis and interpretation of the results. The mixed method approach
starts by the very nature of the study, which is about quantitative measures for disability statistics
viewed from a qualitative perspective to provide a detailed understanding of the measures’
performance. Patterns of interpretations, obtained through qualitative methods, are used to
explore the performance of the disability measures. Secondly, each interview included both
standard questions and open ended topics and discussion. Thirdly, at a more specific level,
responses to open ended questions were translated into numeric codes for further analysis into

profiles of functioning, such as the coding applied to life context factors described below.

3.2 Overview of methodology

At the outset of my research, | was interested in understanding the factors that influence people’s
responses on questions about disability. To explore this, | collected data through focus groups (at a
national level), individual semi-structured interviews (in a single rural locality) and in-depth cognitive
interviews (in the same rural locality). The data collected looked at: a) how the wording of questions
affected people’s responses (focus groups), b) how people understood and interpreted questions on
disability (in-depth cognitive interviews with 10 rural dwellers), and c) the life context of 69 rural
dwellers and how this was associated with different response profiles on the disability questions.
The methodology is divided into three separate 65data collection phases, and the measures
assessed are existing questions from two sources: The Washington Group on Disability Statistics’
Short and Extended Sets (Washington Group on disability Statistics 2008; UNESCAP 2010) and the
WHOQO'’s SAGE questions (Sankoh 2010; Kowal et al. 2010). The timing of different phases of data
collection occurred as follows: a) focus groups in February — May 2006; b) 69 semi-structured
interviews May-June 2008; and c) 10 cognitive testing interviews conducted in March 2009. The
presentation of the results does not follow this sequence as the 10 cognitive testing interviews are

analyzed in the chapter preceding the analysis of the 69 semi-structured interviews. The reason for
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this is to present and discuss findings in a progression from the word level, to the whole question,

and finally to the question within a social context.

The data for this thesis were collected in part only for my thesis and in part for other projects, but all
data collection was planned and undertaken or closely supervised by me. The focus groups were run
for StatsSA and | was given permission by StatsSA to use part of the information for my thesis. The
69 interviews at the Agincourt Health and Population Unit (AHPU) were run subsequently to, but
based on the annual census of 2006. The 10 follow up interviews were initiated by the needs of this
thesis but were also used (7 of the 10 interviews) for the work undertaken by the Washington Group

in the development of the Extended Set of questions.

This dual purpose of the data collection process is a common practice that ensures feasibility of such
research, at the level of funding and organization, enriches the thinking behind the research process
because of being part of larger projects, and, more importantly, ensures that the findings have
immediate relevance and rapid uptake. Particularly, for the StatsSA work, the research resulted in
the Washington Group Short Set being used in the South African Census of 2011. The data were all
collected using a conceptual framework developed and implemented by me making it an

appropriate set of data for my thesis.

The detailed demographic information for the 10 follow up cognitive testing interviews are
presented in Appendix 5, and for the 69 interviewees in Appendix 7. The demographic information
on age, sex, socio-economic status and education level highlight the fact that the respondents were
predominantly, over 50 years of age, of low socio-economic status and generally with low
educational achievement. While the age of the respondents was in part determined by the
respondents in the AHPU census, this was congruent with the understanding that those respondents
most likely to have different interpretations of survey questions to that intended by the survey

developers, are older and less literate people (Miller 2003). All respondents were Shangan speaking.
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The demographic information for the focus group participants is inherent in the group description
(e.g. elderly people, younger adults, youth) and their socio-economic status was in part determined
by the location of the group. Figure 2, presented in section 3.7.1a, presents the nature, urban/rural
location and language of the groups. The participants of the rural groups were more likely to be of
lower socio-economic and educational achievement than the urban groups. However, all the
participants were of low to very low socio-economic status, except for the ones in group 20, which

was a group of educated professionals.

3.3 Aims and objectives

As stated at the end of Chapter 2, the overall aim of this study is to investigate the role question
wording, cognitive processing and people’s life context play in determining their responses to
guestions on functioning, and how the findings of this study help us to understand disability

measurement and statistics, primarily, but also the phenomenon of disability.

Specific objectives of the study are:

1. To examine the effect of question wording on responses, specifically comparing three questions:
a) WG Short Set (6 questions); b) the 2001 South African Census question on disability; and c)

‘Are you disabled?’ This is the word level of analysis.

The specific questions for this objective are:

1.1 How many people respond positively (i.e. report a difficulty) on the three sets of questions?
1.2 What are the major differences between people who are ‘disabled’, ‘non-disabled’ and
‘unsure’ as to their disability status as measured on the three sets of questions — WG Short

Set, 2001 Census Question and ‘Are you disabled?’?
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1.3 How do people’s descriptions of what disability is fit with their understanding of and
attitudes on disability? And, how they respond on the questions relative to their
understanding?

2. To examine the nature of respondents’ interpretation and understanding of the questions as
evidenced by the explanations they provide for their responses. This is the question level of

analysis.

The specific questions for this objective are:

2.1 What questions were correctly interpreted (i.e. as intended by the question developers)?
2.2 What range of interpretationswas provided by the respondents?
2.3 What questions were most difficult for respondents to understand and respond to?
2.4 What reasons were given for different interpretations?
3. To examine the relationship between people’s responses and their overall life context and what

they understand as being important in their lives. This is the contextual level of analysis.

The specific question for this objective is:

3.1 What typical response profiles, if any, were found for questions on disability measurement?
3.2 What typical life context factors were described by respondents?

3.3 What is the association between response profiles on the disability questions and the life

factors?

3.4 Structure of the methodology

The methodology is presented in a series of sections that start with general concerns that are
generic to all three phases of data collection, followed by specific aspects pertaining to each of the

three results chapters (chapters 4, 5 and 6).
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3.5 Disability measures

This study does not develop measures but investigates the performance of existing sets of questions
on disability. Two sets of questions were used in the study either alone or in combination. The two
main sets are those from the Washington Group (Short and Extended Sets) and the WHO questions
for describing health states as used on the SAGE short version survey. Two additional questions
were used in the focus groups. These were the South African Census 2001 question on disability and

the question ‘Are you disabled?’

The questions are presented in Appendix 1, 2 and 4 respectively and are described briefly here. In
addition, a separate card for each of the question sets is available in a pocket on the back cover for
ease of reference for the reader. The red card presents the WG Short Set and South African Census

2001 questions, the green card the WG Extended Set, and the yellow card the SAGE questions.

3.5.1 Washington Group Short Set

The Short Set comprises six questions each covering functioning in one domain. The domains are
seeing, hearing, mobility (lower body — walking or climbing stairs), cognition (remembering and
concentrating), self-care (washing and dressing) and communication in one’s usual language. There
are four response options on a scale of no difficulty, some difficulty, a lot of difficulty and unable to
do. Miller, Mont, Maitland, Altman &Madans (2010) describe the structured cognitive testing
process undertaken on the WG Short Set questions, showing that the questions seem to provide
good measures of disability in the countries where testing was carried out. This testing used a very
structured approach with a standard questionnaire, rather than in-depth cognitive testing
interviews, to facilitate a common methodology across a number of different countries. South Africa
was not part of that testing round. While the WG Short Set has been adopted by the WG and its
parent body, the UN Statistical Commission, it remains a legitimate exercise to test these questions

in further countries and contexts, as is done in this study.
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3.5.2 Washington Group Extended Set

A continuing aim of the WG is to develop a set of extended questions to be used as a module on a
survey or as part of a dedicated disability survey. This work is currently being completed.A set of
guestions were developed and have undergone cognitive and field testing predominantly in the
Asia-Pacific Region (UNESCAP2010). These questions formed the basis of the final set of interviews
carried out in March 2009 for this study. These interviews also contributed to the international
testing of the questions and were included in that analysis (although only five of the ten were
included in the international analysis).”! These questions will be referred to as the WG Extended Set
qguestions. This extended set incorporates the Short Set six questions, but has additional questions
on the domains of learning, affect (anxiety and depression), pain and fatigue. The ten domains also
include more than a single question per domain in order to obtain more detailed information on
functioning in these different domains. In my analysis, | do not include the domain of learning, as
initial findings of the WG/UNESCAP international study on the cognitive and field testing of these
questions (UNESCAP 2010) showed that they performed poorly, with very little congruency between
the question intent and the interpretation by respondents. The questions require significant revision
and further testing. | therefore present nine of the ten domains, but because of splitting up the

Affect domain into Anxiety and Depression, | remain with ten sets of questions.

3.5.3 SAGE Health state description questions:

Despite the SAGE questions not having been tested cognitively, they have been used on a series of
international survey platforms (Ustiinet al. 2003a, b; Kowal et al. 2010), as described in Chapter 2. As
already noted, the SAGE questions were used specifically in one of the sites included in my study —
the Agincourt Health and Population Unitsite in Mpumalanga, South Africa. The questions were

applied as part of the Agincourt Health and Population Unit (AHPU) in the 2006 annual census as

* The reason for this was purely technical as the time available was too limited to allow the information from
all 10 interviews to be captured in the required database.
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part of the Adult Health module. | only included the questions on basic activities, as set out in

Appendix 4.

3.5.4 Additional questions

Two additional questions were the question used in the South African Census of 2001 (StatsSA
2005), and a ‘Are you disabled?’. These were included to provide, firstly, a comparison between the
WG Short Set and the Census 2001 question for StatsSA research on census content areas, and,

secondly, to provide some comparison between using the terms ‘difficulty’ and ‘disability’.

The StatsSA question used in the 2001 Census was the following:

Do you have any serious disability that prevents your full participation in life activities
(such as education, work, social life)? MARK ANY THAT APPLY.
1. None
Sight
Hearing
Communication
Physical
Intellectual

Nouvhs~wnN

Emotional
3.5.5 Combinations of questions
e The WGShort Set, Census 2001 question and ‘Are you disabled?’ were used in the focus
groups, run as part of the StatsSA census content research in 2006.
e The WG Short Set, SAGE questions and ‘Are you disabled?’ were used in the 69 semi-

structured interviews undertaken in Agincourt in May/June 2008.

Table 1 summarises the different sets of questions and their combinations used in the different data

collection phases.

3.5.6 Comparison of the WG and SAGE questions
The two sets of questions, WG and SAGE, are not identical. Nevertheless, they share sufficient

characteristics to situate both sets of questions in the current approach to measuring disability. Both
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sets i) have as their underlying framework the ICF and its principles;ii) use the term ‘difficulty’ and
not ‘disability’; and iii) use a scale of response options rather than a mere ‘yes/no’ response format.
However, this does not mean that they perform exactly the same. My study only uses the SAGE
guestions in creating profiles of functioning to analyze in association with life context factors. The

wording and whole question evaluations were only undertaken for the WG Short and Extended Sets.

Table 1: Summary of question set combinations in the three phases of data collection

Combination of questions

Data collection phase WG Short WG Extended | SAGE Census ‘Are you
Set Set 2001 disabled?’
21 Focus groups (national) X X X

69 semi-structured interviews

(Agincourt)

10 cognitive testing interviews X X

(Agincourt)

The SAGE questions do not cover all the same domains as the WG Short Set. The domain of hearing
is not included in the SAGE, but it is in the WGShort Set.?” The SAGE questionsinclude the same
domains (plus additional ones) as the WG Extended Set. The one important difference is that, in the
SAGE, the domain of ‘sleep/energy’ is used while in the WG Extended Set the domain of ‘fatigue’ is

used.

While, ideally, a consistent set of questions should have been used in all the data collection, the

study contexts and timing made this impossible. The focus groups aimed to test the WG Short Set for

* The omission of the hearing domain in the SAGE dates back to the development of the WHS questionnaire
where analysis of the Multicountry study data indicated that the hearing domain did not add any explanatory
value to the identification of health states (Murray and Evans, 2003).
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StatsSAat a national level (Schneider, 2009; Schneider et al, 2009).The AHPU used the SAGE question
as part of an international study on ageing overseen by WHO (Sankoh 2010; Kowal et al. 2010),
which gave me access to respondents who had answered these questions.The WG Extended Set
wereevaluated, in a sub-group of the AHPU respondents on the SAGE, as part of aninternational
study on improving disability measures, a joint initiative of the Washington Group on Disability
Statistics and the UNESCAP’s Statistics Division (UNESCAP 2010). | took advantage of both of these
studies and added to them with the three phases of data collection described above. Furthermore,
the WG Extended Set was not available at the time of doing the 69 semi-structured interviews. The
advantages of situating this thesis research in these other studies outweigh the relatively small
differences between the WG and SAGE questions, relative to questions asking about being ‘blind,
deaf, crippled or mentally retarded’.Chapter 6 presents data to show that there is reasonably good

congruence in the domains of difficulty identified by the WG Short Setversus the SAGE.*

3.6 Methods

| used both qualitative and quantitative methods to explore the research question. The qualitative
methods include focus group discussions, semi-structured interviews and question evaluation,
through cognitive testing interviews. The quantitative methods include standard questionnaires —
one for the focus group participants, one for those 69 people who also participated in semi-
structured interviews, and one for the ten participants in the in-depth cognitive testing interviews

carried out in March 2009.

All interviewees and all participants in the focus groups were aged 18 years and older and all

responded for themselves. No proxy interviews were carried out. The design of this study was

This does not deter from the fact that there are some significant differences in the questions asked about the
more complex domains of functioning. But these are not relevant for this study, which focused on the basic
domains of functioning.
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exploratory in nature and combined a series of methods and data sets (see Table 1 above for a

summary of the data sets used). They are presented below.

Focus group discussions included a standard questionnaire administration prior to the focus group
discussion. The purpose of these focus groups was to test the WG Short Set questions for use in the
2011 census in South Africa. The administration of the questions prior to the focus groups discussion
gave the participants an opportunity to answer the questions and become familiar with the
guestions to be discussed in the group. These questions are presented in Appendix 1, and included
the WG Short Set, Census 2001 question and ‘Are you disabled?’. Focus groups are a well-recognised
method for collecting information on various topics and allowing for debate, reflection and

divergent views to be expressed by the group in a facilitated manner.

Semi-structured interviews included a standard questionnaire followed by some open ended

guestions. This questionnaire included the WG Short set coupled with basic domain questions from
the SAGE. These are presented in Appendix 4a and b. The interviews were semi-structured to allow
for a larger number of interviews in a given time and budget to be completed. The benefit of using

open ended questions and probes is the lack of structure imposed on the respondent’s narratives.

Cognitive testing interviews are the technique developed within the CASM approach discussed in
Chapter 2. These included standard questions and a discussion on respondents’ understanding of
each of these standard questions and reasons for their responses. The interviewer asks the question
being evaluated, and follows the response given with probes to elicit narratives that explain and set
out the respondent’s interpretation and understanding of the question. The questions evaluated

were the WG Extended Set and are presented in Appendix 2.

The use of these methods in relation to the three objectives is presented in Table 2, where | use

inverted commas (“...") when referring to the disability status of these groups (disabled, unsure and
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non-disabled). | allocated this status a priori as a method of categorizing the groups to analyze for

differences between the three different statuses.

3.7 Data sources

As summarised in Table 3, there are three main sources of data in this thesis:

1) 21 focus groups run in different settings nationwide

2) 69 semi-structured interviews undertaken in Agincourt, a rural area in northeast

Mpumalanga province in South Africa and where the AHPU is situated (see below for

more on the AHPU).

3) Ten cognitive testing interviews with participants selected from the 69 respondents for

the semi-structured interviews in Agincourt.

The findings in this thesis provide useful information for South African use, and add to the growing

body of international findings. Each data source is discussed individually.

Table 2: Summary of Data sources, geographical location and data collection

Data source

Geographical Location

Data of collection

21 national focus groups with
adults

National — 8 provinces, different
languages and population groups

February — April 2006

AHPU Census 2006 — adult health
module (for selection of
participants only)

All 20 villages in Agincourt HPU

July — October 2006

69 Semi structured interviews

5 villages in AHPU

May —June 2008

10 cognitive testing interviews

3 villages in AHPU

March 2009
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Table 3: Description of methods and their relationship with specific questions

Objective

Source of data

Specific questions linked to data Source

1. The effect of question wording on

responses, specifically comparing three .
questions: a) WG Short Set (6 questions); | e
b) the 2001 South African Census .
question on disability; and c) ‘Are you

disabled?’ This is the word level of .
analysis. .

This objective is the focus of Chapter 4.

1.1 21 focus groups

Adult respondents (18 years and older)

9 focus groups with ‘disabled’ respondents

6 focus groups with respondents with ‘unsure’
disability status

6 focus groups with ‘non-disabled’ respondents
Total = 185 focus group participants

Direct respondents

1.2 69 semi structured interviews in AHPU (see
objective 3 for more detail)

1.1.

1.2

1.3

How many people respond positively (i.e. report a difficulty) on the
three sets of questions?

What are the major differences between people who are ‘disabled’,
‘non-disabled’ and ‘unsure’ in how they respond to the three sets of
guestions — WG Short Set, 2001 Census Question and ‘Are you
disabled?’ ?

How do people’s descriptions of what disability is, fit with their
understanding of and attitudes on disability, and their responses on
the WG Short Set questions?

2. The nature of respondents’
interpretation and understanding of the .

questions as evidenced by the .
explanations they provide for their
responses. This is the question level of °
analysis.

This objective is the focus of Chapter 5.

2.1 10 cognitive testing interviews

Adults (18 years and older)

Selected from 69 respondents on semi-structured
interviews

Criteria for selection: range of ages and range of
responses on the semi-structured interviews
Respondents selected from 3 villages only

2.1

2.2
2.3

What questions were correctly interpreted (i.e. as intended by the
question developers)?

What range of interpretations were provided by the respondents.
What questions were most difficult for respondents to understand
and respond to?

3. The relationship between people’s
responses and their overall life context
and what they understand as being °
important in their lives. This is the °
contextual level of analysis.

This objective is the focus of Chapter 6.

3.1 69 semi structured interviews in AHPU

Adult respondents (18 years and older)

Selected from 5 of the 21 AHPU villages

100 respondents selected (20 per village) using
selection criteria (see below in main text) from
2006 AHPU Census sample of respondents who
completed SAGE short version module)

Standard questionnaire (WG Short Set + selected
SAGE Short version questions) followed by a series
of life context questions in open ended format.
Direct respondents

3.1

3.2
3.3

3.4

3.5

What typical response profiles, if any, were found for questions on
disability measurement?

What typical life context factors were described by respondents?
What is the association between response profiles on the disability
questions and the life factors?

What is the association between response profiles on the disability
questions and the life factors profiles ?

How do people’s descriptions of what disability is fit with their
understanding of and attitudes on disability, and their responses on
the WG Short Set questions?
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3.7.1 The focus groups

Statistics South Africa (StatsSA) commissioned the Human Sciences Research Council (HSRC) to
conduct a series of focus groups to develop and test questions for use in the 2011 Census. | was the
principal investigator for this research, and was responsible for the full research process, from
writing the research proposal, developing the interview guide and questionnaires, running or
observing most of the groups, analysing the data and writing the report. The project was
documented in a report for StatsSA (Schneider & Couper 2007) and the results were published in a
journal article (Schneider, 2009). The project included 26 focus groups, of which five groups were of
parents of children (two of parents of non-disabled children and three of parents of disabled
children). The remaining 21 groups were with adults who responded for themselves. | only used the
21 adult focus groups for my study. StatsSA gave permission for these data to be used for the

purpose of this study.

The focus groups allowed for a productive exploration of the issues related to people’s
understanding of the questions proposed for Census 2011 as well as the notion of disability and
difficulty. The qualitative methods were complemented by the administration of a questionnaire to
collect basic demographic information on the participants, and their responses on the proposed
Census 2011 questions. The use of the questionnaire also allowed the introduction of the questions

to the participants prior to the discussion on these very questions.

a) Distribution of the focus groups

In deciding on the distribution of the focus groups, a number of stratification variables were applied.
As the Census questions are to be applied to the whole population and not only to people who
clearly identify themselves as disabled, the focus groups included a cross section of people

determined by me as thedisabled and non-disabled sectors of the population.
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While this allocation of disability status may seem to be putting the cart before the horse, given that
the aim of this thesis was to assess measures of disability, it was done according to commonly held
perceptions of who is disabled. The results of the focus groups vindicated this allocation, showing

clear differences between the three types of disability status. This is discussed further in Chapter 4.

The stratification variables included the following, as applied to the 21 adult focus groups:

e disability status as ‘disabled’, ‘non-disabled’ and ‘unsure’: ‘disabled’ people clearly identify
themselves as disabled for one or more reasons,‘non-disabled’ people do not identify
themselves as disabled, and ‘unsure’ are people with chronic conditions, such as asthma,
hypertension, HIV, or diabetes, or are elderly, and who might or might not identify themselves
as ‘disabled’. This status was allocated to the groups a priori, with no consultation with people as
to how they would, in fact, identify themselves. The questionnaire administered prior to the
start of the focus group included a questions ‘Are you disabled?’, which was used in the analysis
to correlate this a priori allocation of disability status to that taken on by the participants
themselves.

e Geographical location: urban and rural

e Type of disability and range of chronic conditions: visual, hearing, and physical impairments,
psychiatric illness, head injury, chronic illness, HIV/AIDS, old age, youth, adults, or not disabled
(or not known to be disabled).

e  Provincial spread: all provinces were included except for the Northern Cape.

e Population group and language spread: English, Afrikaans, Tsonga, Tswana, Zulu, Xhosa, Swati,

and Sotho were used in different focus groups. Each group used only one language.

This resulted in an allocation of 21 groups, as shown in Figure2.
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Adapted from http://d-maps.com/carte.php?lib=south africa map&num car=773&lang=en

Figure 2: Distribution of the 21 focus groups with adults

Key to Figure 2:

1 =Visual Imp (rural) (Shangaan)**

2 = Visual Imp (urban) (English)*

3 = Hearing Imp (urban) (English)*

4 = Deaf (urban) (Sign Language)***

5 = Physical Imp (urban) (English)*

6 = Physical Imp (rural) (Tswana/Sotho)

7 = Psychiatric illness (rural) (Shangaan)**

8 = Psychiatric illness (urban) (English/Afrikaans)*
9 = Chronic illness (urban) (English)*

10 = Chronic illness (rural) (Shangaan)**

11 = Older people (rural) (Tswana/Sotho)***

12 = Older people (urban) (Zulu)***

13 = People living with HIV/AIDS (urban) (Xhosa/English)***
14 = People living with HIV/AIDS (rural) (Xhosa)***

15 = Non-disabled adults (Coloured community) (Afrikaans)***
16 = Non-disabled youth (urban) (English)**

17 = Non-disabled youth (rural) (Xhosa)***

18 = Non-disabled adults (urban) (Southern Sotho)***

19 = Non-disabled adults (rural)(Southern Sotho)***

20 = Non-disabled adults (urban) (English/Afrikaans)***

21 = Brain injury (urban) (English/Afrikaans)*

b) Focus group questionnaire and discussion guide

The two instruments developed for this researchwere the questionnaire administered individually

prior to the discussion, and the discussion guide for the group discussion(Appendix 1). These were

developed to cover all the aims of the StatsSA research. For my thesis | only used the responses to

the questionnaires and the discussion on disability versus difficulty.
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I. Questionnaire:
The questionnaire asked for basic demographic information on the focus group participants, and
recorded their responses on three sets of questionson disability: The WG Short Set, the Census 2001
question and ‘Are you disabled?’. The standard StatsSA Census questions for education, marital

status and employment were included as part of the background information for each participant.

Questionnaire translation was undertaken in all official languages except for Venda (no groups were
run in Venda). It was also administered using South African Sign language to the Deaf participants by
a Deaf facilitator, with the assistance of an interpreter and hearing research assistant. The
translation of the questions was undertaken in a group context, with translators from the different
languages discussing and then translating the concepts. The translations were checked by a third
person. Three of the languages (Swati, Xhosa and southern Sotho) were translated by people using
the completed translations in related languages as guidelines. For Swati and Xhosa the translator
used the Zulu completed translation as a guide,and for Sotho the Northern Sotho and Tswana

translation were used.

The questionnaire was administered in different ways, depending on the level of literacy of the
participants. Where the participants were sufficiently literate, they were given the questionnaire to
read and complete by themselves, or the facilitator read the questions and individuals marked their
own responses. Where the participants were not sufficiently literate, the questionnaire was
administered by the focus group facilitator, note taker, or observer to each individual prior to the
start of the group discussion. In groups of blind or partially sighted individuals, the facilitator read

the questions, and the observers and note taker assisted the participants to mark their responses.
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The Deaf participants had the questionnaire administered using sign language and they marked their

own FESDOHSES.24

ji. Discussion guide
The discussion guide was developed with the Terms of Reference for the full StatsSA study in mind.

The topics of the guide relevant for this thesis were the following:

e Eliciting reactions from participants on the questions in the questionnaire in terms of
difficulty in understanding, embarrassment, sensitive topics, time reference and ability to
answer within those time periods, or any other comments,

e Conceptualisation of the notion ‘disability’ generally and in contrast to the notion ‘difficulty’.

e Relevance of the content covered in the questions and need for further questions.

The approach was used to elicit discussion about the participants themselves and their reaction to
various scenarios of people with or without difficulties. This approach allowed for investigating
individuals’ responses to the same scenarios. The scenarios were about adults for the adult groups

and about children for the parent groups.

The discussion guide was not translated into the official languages prior to running the groups. |
trained the facilitatorsto understand the content of the guide and undertake the translation as they

ran the groups.

c) Data collection procedures, transcriptions and data entry
The recruitment of the ‘disabled’ participants was done through different organisations of people
with disabilities, such as the National Council for the Blind and Disabled People South Africa. The

participants for the ‘unsure’ groups were recruited through staff at a local urban hospital for people

*The group of Deaf participants had a Deaf facilitator. In addition an interpreter was present who interpreted
into spoken language for the observer/note taker. The interpreter’s verbalizations were audio recorded. When
required, the note taker provided guidance to the facilitator through the interpreter.
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with chronic illnesses, and a person from a disabled persons’ organisation was employed to recruit
participants with chronic illness in a rural area. An HIV/AIDS project run by Médecins Sans Frontiéres
in Lusikisiki, Eastern Cape, and the Treatment Action Campaign in Cape Town, were asked to assist in
recruitment for the two HIV/AIDS groups. Only people with HIV/AIDS who were open about their
status were recruited, to avoid issues of confidentiality. The remaining groups were recruited from
the general population by paid recruiters in the selected areas. The target for each group was eight
participants and the number ranged from six to eleven participants. The average size of the groups

was eight to nine participants.

The participants were given refreshments before, during or after the group, and were paid an

honorarium of R100 each. Any transport costs incurred were also reimbursed.

The groups were held in a quiet room available at an accessible location, and the discussion was
audio recorded using two audio recorders.” The note taker took notes of the proceedings, to
provide back up to the audio recording. The Key to Figure 2 shows which groups | facilitated (*),

observed (**) or did not observe (***). | was the facilitator for six groups and observed four.

The participants were all asked to complete and sign the consent form prior to participating. If a
participant was not able or unwilling to sign, the facilitator signed as witness to a verbal agreement.
The aims and objectives of the project, process of the discussion and the role of the HSRC and
StatsSA were explained verbally, and the information sheet, with all this information, was given to
the participants to take home. The information sheet also had a phone number of the project
coordinator,to be used if the participants had any issues to discuss after the group had been

completed.

25 . . . ..
The focus groups were recorded on tape recorders, and the Agincourt interviews were all recorded on digital
audio recorders.
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The groups allocated as English or Afrikaans includedparticipantswho were able to participate in
either of these languages. These groups were often mixed in relation to population group and
included White, Indian, Coloured and Black participants. Even after 17 years of democratic rule, the
legacy of apartheid remains, and requires disaggregation of data by these four population groups, in
order to illustrate differences resulting from the social contexts of each of these population groups. |

ensured that the groups included all four population groups.

The audio recordings were transcribed into the original language and translated into English. Names
of the participants were not used on the transcriptions. The responses to the questions on the
guestionnaires were captured onto SPSS for calculating frequencies and cross tabulations.The
transcribed texts were entered into Atlas-ti and coded thematically. The themes identified by the
discussion guide were used as the starting point for coding, and themes emerging from the
transcripts were added to these. For example, the difference between ‘difficulty’ and ‘disability’ was
one of the themes identified in the discussion guide, while different ways of understanding disability

were themes that emerged from the transcripts.

3.7.2 The Agincourt/AHPU interviews

The research team focusing on Adult Health the Agincourt Health and Demographic Surveillance site
(also known as the Agincourt Health and Population Unit- AHPU)* included, as part of their brief,
research on adult functioning. As part of this ongoing work, the AHPU administered the short
version of an adult health and functioning module from the Global Study on Ageing (SAGE) (Sankoh
2010; Kowal et al. 2010), as part of the 2006 annual census round, to adults 18 years and older with
an oversampling of respondents 50 years and older to meet the requirements of the Global Study on

Ageing (SAGE).

**The name Agincourt and acronym APHRU will be used interchangeably when referring to this data collection
site.
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The AHPU, as described by Kahn and colleagues (2007) is located in a rural sub—districtof
Mpumalanga Province in north eastern South Africa. The site comprises 21 villages and has a
population of just over 70 000. The area is densely populated with 174 persons per square
kilometre. The majority of the population are Shangaan speaking, including Mozambican nationals,
who migrated into a number of the villages to escape the war and conditions of poverty in
Mozambique. The villages vary in size and economic conditions, within a narrow range at the lower

levels of economic status.

Infrastructure is limited although there are efforts being made by the government to improve access
to electricity, water and sanitation. Sanitation is basic with little formal systems, and piped water is
provided through communal taps. Electricity is expensive and only few households can afford it. The
roads are mostly gravel and the main transport system is the minibus-taxis. There is a primary school
in each village and several high schools in the area. Rainfall is unpredictable and plots of land too
small for effective subsistence farming. There are high levels of unemployment leading to many

people seeking work outside of the area, albeit temporarily (Kahn et al. 2007).

The disease profile of Agincourt is a combination of high HIV seroprevalence, other infectious
diseases such as acute diarrhoea, malnutrition, accidents and violence, non-communicable diseases
such as Type Il diabetes and, in particular, cardiovascular disease (Kahn et al 2007; Thorogood et al.
2007; Tollman & Kahn 2007).This description is an example of the health transition discussed in
Chapter 2. This in a context of limited access to health care and, in particular, for the management of

chronic illness (Tollman & Kahn 2007).

The households in the AHPU are classified according to socioeconomic status using a relative index
based on a series of questions on household assets. The classification ranges from low to high (Kahn,
Collinson, Tollman, Wolff & Garenne 2003). High socio-economic status, therefore, is a relative

measure and only means households with a high status are better off than other households in the
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area classified as low socio-economic status. But they remain low socioeconomic status households

relative to the whole of South Africa.

Research by the AHPU started in 1992 and, in 2002, it was formally recognised as a Medical Research
Council/ University of the Witwatersrand Rural Public Health and Health Transitions Research Unit
(Agincourt). The aim of the AHPU was ‘to introduce and evaluate innovative decentralized and
primary care-oriented health programmes’ (Kahn et al. 2007:9). The site comprises an administrative
sub-district, and work focuses on primary health care in close collaboration with local health
services. A further aim of the AHPU was to collect data on the population within the catchment area,

to inform the provision of health care services.

The Agincourt site provided an advantageous context from which to do the research. The existing
research infrastructure facilitated the entry into and collection of data at the village level, saving
time and contextualising the research for the participants as coming from ‘you Wits people’.”’ In
addition, the AHPU provided me with the Census 2006 data on the adult health module, which

included the SAGE questions on health states.

At an administrative level, the provision of support structures were invaluable in finding research
assistants, organising employment contractual arrangements, and administering payment of their
salaries. The funding was provided by an external source and deposited into the AHPU account. This
academic and administrative support ensured that the research was able to proceed easily and

efficiently.

a) Data sets from Agincourt
Based on a brief review of the census SAGE results from the 21 villages, | selected five villages for my

data collection. From these five villages | selected respondents (all adults) who had completed the

" The University of the Witwatersrand is the academic institution in which the AHPU is located and is
commonly referred to as ‘Wits’.
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SAGE module in the 2006 AHPU Census. Two data sets were collected from these respondents —the
first was a set of semi-structured interviews with 69, and the second was a series of ten in-depth
cognitive testing interviews with a subset of the 69 respondents. These two sets of interviews are

described below.

i Semi-structured interviews in five villages:

Of the 100 respondents selected from the SAGE respondents in the 2006 census, 69 interviews were
realised. These interviews were conducted in May and June of 2008 by two Shangaan speaking
fieldworkers, whom | trained and observed. While | can understand some Shangaan, this
understanding is limited in relation to detail and nuances. However, by observing over half of the
interviews, | developed a sense of the type of responses and issues raised by respondents. | noted
that the respondents were generally willing to respond to the questions, and were able to engage
with the interviewer. The instruments used for the semi-structured interviews are presented in

Appendices 5a and 5b.

ii. In depth cognitive testing interviews:

As a follow-up to the original semi-structured interviews, further interviews were carried out with

ten respondents in March 2009. Nine of these respondents had been interviewed in May/June 2008,
and one was a person who provided an additional perspective of having epilepsy. The focus of these
interviews was a cognitive interview to evaluate the WG Extended Set of questions on disability and

contributed to the international work of the WG.

These interviews consisted of the following:

e The WG Extended Set of questions provided the standard questions for these interviews. Each
question was posed and the response noted,followed immediately by a series of probes to elicit a
narrative from the respondent, explaining his or her response. This was a ‘thinking aloud’ process

(Miller & Willson 2009). Respondents were also asked to explain what they understood by
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various terms such as depression, about the impact of any difficulties on their daily activities, and
whether any difficulties they had were because of a health problem or something else. This
probing process provided narratives that explained how the questions were understood and
interpreted. The probes used included:

o Why did you answer in that way?

o What were you thinking about when you gave that answer?

o That’s interesting, tell me some more.

o Please, can you clarify or explain your answer?

o Can you give me some examples of what you mean?

e Aseries of open ended questions were asked either before or after the cognitive testing
interview, depending on how the interview was initiated,covering topics such as social networks
(family and friends), the type of community activities available in their village, their main source
of income, and what they considered to be the most important thing in their lives.

e | undertook these interviews with the assistance of an interpreter. While this created a
fragmented interview process at times when the interpreter was translating responses, it did
allow me to retain relative control over the interview and delve in detail into specific issues as

they arose.

The instrument used for the in-depth cognitive interviews is presented in Appendix 2.

b) Translation of SAGE and WG Extended Set questions

The SAGE Short version used in the census of 2006 was translated by the AHPU staff prior to the
census in 2006. This translation was used in the May/June 2008 interviews. The additional questions
from the WG Short Set were translated when tested originally for StatsSA in the focus groups,
described above. The translation was revised by the research assistants before going into the field
for the May/June 2008 semi-structured interviews. This allowed forthe interview content to be

sufficiently familiar and easy to read by the interviewers.
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Research assistants translated the interview guide for the semi-structured interviews. As part of
their training, we discussed the intent of each question and they then translated these and checked

each other’s translation.

For the in-depth interviews in March 2009, the questions already used were retained. The additional
guestions were translated by two Shangaan speakers in Pretoria and the translation was checkedby
the research assistant who also interpreted in Agincourt prior to conducting these interviews. Many
of the translation issues that arose related to dialect differences in different parts of northeast South

Africa.The final translation was based on Shangaan used in the Agincourt area.

c) Selection of villages
Figures 3 and 4 situate the AHPU within South Africa and show the spread of villages within the

research site.

Of the 21 villages in the Agincourt study area, five were selected for the study. The criteria for
selecting these villages ensured variation in size of villages (larger and smaller ones); ones with
predominantly South African nationals and others with predominantly Mozambican ones; and a

range, albeit limited, of socio-economic conditions across the villages.

The poorer villages consisted of mud hut dwellings with thatched roofs, communal water pipes
where people fetched water in large drums using wheelbarrows. These poorer villages were
situated furthest away from the main Agincourt site office. The less poor villages had more brick and
tin roofed dwellings, with a few dwellings having water on their property, in addition to the

communal water pipe. None of the villages had flush toilets.
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28 permission from the AHPU to use figures 3 and 4 is gratefully acknowledged.
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Most dwellings had some land for cultivating corn and vegetables, and there was a range of
livestock, with better households having cows, goats and chickens, while the poorer ones having

only a few chickens.

d) Selection of individuals for semi-structured interviews (May/June 2008)

The sample size of 100 individuals was chosen to provide a range of difficulty responses across
different levels of severity (as measured on the SAGE short version), a manageable number of
interviews, and would allow for replacement of individuals that were not found, refused to take part
or had died since the 2006 census. The aim was not to obtain a representative sample for statistical
purposes. Twenty adult respondents were selected from each of the five villages according to the

following criteria:

e Adult 18 years or older
e Living in one of the villages selected

e Having completed the short SAGE questionnaire in the 2006 annual census.

A further stratification of the selection was done on the basis of the SAGE responses given in the

2006 Census round. The stratification aimed to provide five categories® of respondents, those with:

o No difficulty

o Mild difficulty

e Moderate difficulty
o Severe difficulty

e Extreme difficulty/cannot do

*® The SAGE questions use five response options compared to the four used by the WG Short and Extended
Sets.
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The selection was done electronically from the Census 2006 data set, with the determined

definitions applied for each category or strata. These definitions are provided in Appendix 3.

For each of the five severity categories listed above, four respondents were selected from each
village, with equal distribution by sex, age and socio-economic status (SES). If there were not enough
respondents in one village to fill the required N = 4 for each cell, a respondent from an adjacent cell
was selected to make up the 20 respondents per village. While the selection of the villages was
purposive, the selection of the individual respondents was more structured to ensure a good spread
of respondents. As indicated earlier, a total of 69 interviews were completed out of the 100 selected

respondents.

e) Selection of respondents for ten in-depth interviews of March 2009

The ten respondents for the cognitive testing interviews were selected to ensure a range of
respondents — older and younger, with different degrees of difficulties and from different villages. In
addition, | selected those respondents who had been willing to participate and who provided
generally more detailed narratives in their initial interviews. Ten respondents in three villages were

purposively selected.

f) Transcription and translation of interviews

For the 69 semi-structured interviews undertaken in May/June 2008, the research assistants, who
had conducted the interviews, translated their own interview audio recordings. In order to check for
quality, 10% of these were retranslated by a third native speaker of Shangaan, who also undertook
the data entry from the questionnaires and typed the transcripts of the interviews. The differences

between these double transcribed interviews were not substantial.

While the two research assistants had no particular training in transcribing and translations, the
advantages of using them was their familiarity with the interview content. The first few interviews
were transcribed initially into Shangaan, followed bytranslation into English. However, once it was

M Schneider — The social life of questionnaires 91



clear that the research assistants felt confident in transcribing, they transcribed and translated
directly into English. This allowed the time taken to complete the 69 transcriptions to be significantly

reduced.

For the ten cognitive testing interviews done in March 2009, the use of an interpreter allowed me to
have more control over the direction and detail of the interview. As explained earlier, the impact of
this approach was to create at times a fragmented interview. However, the benefits of allowing me
to understand and direct the interview outweighed, in my opinion, this limitation. The length of the
interviews (on average around 70 — 90 minutes) allowed the respondent, interpreter and myself to
develop a rapport and minimise the impact of the fragmentation. My knowledge of Shangaan, albeit
limited, did allow me to communicate directly on a number of points, which also improved this
rapport. The benefits of having the interpreter was to ensure | did not miss the nuances of what
respondents said. The audio recordings were transcribed and translated into English by the two
research assistants in Pretoria, who had undertaken the original translations. Three of the interviews
were translated a second time to check for consistency, which proved to be good. The original
translation by the interpreter during the interview (and captured on the audio recording) provided a

further translation check.

3.8 Data analysis

The different data sources called for different data analysis strategies. These are discussed
individually.

3.8.1 Focus group data

The focus groups yielded both questionnaire data and focus group discussions. The data from the
guestionnaire were captured onto SPSS (Versions 12.0 and 17.0) and analyzed using basic
frequencies and cross-tabulations, with various recoding of variables. For example, absolute age into
age categories, different cut-off points for responses and composite scores for all questions were

usedto give high and low prevalence estimates. The results are presented using percentages.
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The Census 2001 question wasanalyzed using a composite score of positive responses30 on one or
more of the listed options except for the ‘none’ option. Each individual was counted only once, no

matter to how many domains they gave positive responses.

The WG Short Set analysis followed the analysis put forward by the Washington Group (Washington
Group 2005). Three cut-off points were calculated: D1, included all positive responses (‘some
difficulty’, ‘a lot of difficulty’ and ‘unable to do’); D2 included only responses of all ‘a lot of difficulty’
and ‘unable to do’; and, D3 included only the ‘unable to do’ responses. Thus D1 gives larger estimate

than D3, with D2 somewhere in between. Only D1 and D3, were used to simplify the analysis.

The analysis compared the WG Short Set, the Census 2001 questions, and ‘Are you disabled?’.
Responses to individual questions and the computed composite scores for all the questions were
analyzed. Cross tabulations were run for the responses from the three different groups of disability
status (‘disabled’, ‘unsure’ and ‘non-disabled’) to allow for comparison of these responses. The
responses provided to the three different questions (‘Are you disabled?’, Census 2001 question, and

the WG Short Set) were compared across the groups.

The qualitative data were analyzed thematically using the computer software Atlas-ti (Scientific
Software Development GmbH n.d.). The transcripts were thematically coded and the consistency of
responses were analyzed across the 21 groups. Overall patterns of response for the participants,
stratified by allocated disability status, were compared. The themes were a) derived from the topics
covered in the focus group discussions, and b) those that emerged from the discussions. Examples of
some of the themes that emerged included permanence and visibility of disability, the inability to

‘cure’ disability, and difficulty being less severe than disability.

o positive response was when a person has a disability.
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The focus of the analysis was to identify patterns of differences and similarities in the responses to
guestions and in the comments made, and to recommend ways in which these patterns could be

confirmed or rejected in a follow up national survey undertaken by StatsSA (2006).

The three groups of allocated disability status were analyzed separately — all ‘disabled’ groups
together, all the ‘unsure’ groups together, and all the ‘non-disabled’ groups together. The list of
codes applied across the three sets of groups were the same. The codes were compared across the

three disability status groups.

3.8.2 The Agincourt data

a) In-depth cognitive testing interviews - March 2009

These ten interviews were analyzed for consistency of responses across respondents and patterns of
interpretation of questions, as is suggested for cognitive testing interview analyses (Miller & deMaio

2006; Miller & Willson 2009; Willis 2005). The focus of the analyses considered the following:

e The ease of question administration, the need for repetition and explanation of the question, and
whether respondents felt these questions were of relevance to their lives.

e The interpretation of the question intent as evidenced from responses to probe questions asked,
and the elicited narrative.

e The patterns (if any) of misinterpretations across the ten respondents for the different domain
questions. The analysis looked for congruence between the interpretation provided by the
respondent and the one intended by the question designers.

e The consistency of interpretations (congruent ones and misinterpretations) in the

narrativesacross the ten respondents and within those of individual respondents.
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b) Semi-structured interviews - May/June 2008
The data from the 69 interviews were entered into Excel and exported to SPSS (version 17.0) for
analysis. A lengthy process of data cleaning and coding was undertaken. This is described in detail to

ensure replicability.

i Coding of open ended responses:
The responses to open-ended questions were reviewed, coded and added to the data set as
guantitative codes. For example, respondents were asked if they were satisfied with their lives, and
the responses were coded into 1=Satisfied, 2=unsatisfied, and 3=non-committal. These codes were
added to the database for the analysis. Similarly, codes for the list of factors listed in Appendix 6a,
were included in the Excel data set, together with notes on the comments made by respondents.
The coding was based on grading of responses given by respondents and observations during data
collection in the five villages.*" All the codes are based on self-reporting by the respondents. For
example, disability status was the response given by the participant, when asked, at the end of the
interview, ‘Are you disabled?’. As these were semi-structured interviews, the codes reflect the
information that was elicited through the questions, and does not include aspects that might have
been mentioned in less structured and more in-depth interviews. Since the process of coding was a
relatively technical one (as shown in Appendix 6a), it was deemed sufficient to do one round of

coding only.

ji. Computing domain scores and total functioning scores
Different approaches can be used to analyze and summarise data on functioning (Murray & Evans
2003; Mont & Loeb 2008; Loeb, Eide& Mont 2008; Mont & Loeb 2010). The approach used in this

study is an adaptation of the one described by Mont and Loeb (2008) to create a scale of scores

*! Observations included the structure of the dwelling, presence of livestock, other people living in the
dwelling, etc.
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using a simple weighting system. This scaling approach is a simple technique that allows the scores
to be analyzed in a comparative manner, where each domain contributes the same weight to the
overall score, even if different domains include varying numbers of questions. Other researchers
have used more complex methods to scale responses and calculate summary measures of health (for
example, see Murray and Evans 2003). However, the aim of this study is to explore the performance
of these questions rather than creating summary measures. Hence the simpler approach was used

to facilitate analysis.

A scaling process was applied to ensure that any one domain score had the same weight on a scale
from 0 to 140, where a higher score reflects worse functioning or more difficulties. The scale of 0 to
140 was used practical reason that there were seven domains and each domain contributed

maximum of 20 points to the overall score.

The scale | used has the following characteristics:

e  Only the questions from the SAGE questionnaire were used, to allow for testing of the
findings from my analysis against the full AHPU Census 2006 data set at a future date.

e There wereseven domains covered by the SAGE questions. The two domains not covered in
SAGE are that of communication, which was covered by the use of a single question in the
WG Short Set, and hearing. The sensory domain in the SAGE comprises of only a vision
guestion. The WG Short Set did not include the domains of affect, pain and sleep.

e The questions each have five response options (1 — 5) with ‘1’ being ‘no difficulties’, and ‘5’
being ‘extreme difficulty/unable to do’. The sum of the response codes for all the questions
in one domain, was used as the total score for that domain. The higher the score for a
domain the worse the reported difficulty.

e |norder to ensure the same contribution of a score out of 20 by each domain, where the

different domains have different numbers of questions, a multiplier factor was applied to
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the total score for that domain (sum of question scores).The total score possible for any
domain was the number of questions X 5 (response options). This total (5, 10 or 15 in Table
Ab6in Appendix 6b) was then divided into20 — the allocated proportion for the domain. The
result gavethe multiplier factor to be applied to each total domain score. For example, for
three questions, the total score was 15. The division of 20 by 15 yielded a multiplier factor of
1.33; similarly for two and one questions the multiplier factor was 2 and 4 respectively.
Thus, if a person had responded ‘2’, ‘3’,’ 2’ on each of the three mobility questions
respectively, the total domain score for that respondent was 7. The domain score for the
scale is therefore 7 x 1.333 (multiplier for 3 questions) = 9.331. This score was then added to
the total score for the other six domains for that respondent, to give the final score on a
scale 0-140.*
The seven domains used in the analysis of the SAGE data are sensory, mobility, cognition, self-care,
affect, sleep and pain. The WG data includes the additional domain of communication and an
additional subdomain, hearing, for the sensory domain. Reponses to the two additional questions
(communication and hearing) from the WGShort Set were reviewed, and the responses indicated
very few people reporting difficulties. Any influence they may have if they were included in the
analysis, would be minimal and would reduce the overall functioning score. | decided that this was
sufficient reason to focus on the SAGE questions only.** Thus profiles of functioning for the 69
respondents were created by calculating total scores based on seven domains of the SAGE

guestions. The details of this scoring process are presented in Appendix 6b).

*No respondent had a TFS of less than 39 as ‘no difficulty’ used the code '1’.

**|f the WG Extended Set had been used for the 69 interviews, a similar procedure would have been applied as
that applied to the SAGE questions, as there is a better match of the domains between these two sets than
between the SAGE and WG Short Set.
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jii. Categorization of the data into functioning profiles
The data were coded into twotypes of profiles or typologies — 1) type of difficulty and 2) severity of
difficulty —basedon the responses of the functioning questions and the calculated TFS. These profiles
wereanalyzed in relation to the different life context factors coded from the respondents’

descriptions of their life context (see coding of the open ended questions described above).

1. Severity and type of difficulty profile.

Severity of difficulty

Severity was coded into five categories based on the total score for each domain:

o no difficulty —TFS=0-39

o mild difficulty — TFS =40 - 59

e moderate difficulty — TFS =60 - 79
o severe difficulty — TFS =60 - 99

e extreme difficulty/cannot do — TFS = 100+

Type of difficulty

The type of difficulty was determined by the domain that contributed the highest score out of 20 to
the TFS. This was the domain reported with the most difficulty by a respondent. For example, if pain
and fatigue both had the same and highest scores (out of 20), the type of difficulty would be noted

as being pain and fatigue (pain/fatigue).

Each respondent was allocated a categorization of both their severity and type of difficulties, and the
relevant code added to the database. The data were analyzed using basic frequencies and
correlations to determine the relationship between the profiles and respondents’ life context

factors. No statistical tests were applied.
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2. Life context factors

The semi-structured interviews collected information on a range of factors, as described and coded
above. These factors were analyzed individually in relation to the severity and type of difficulty
profiles. The factors considered are presented in the section above on coding open-ended
responses, and included: receipt of a social assistance grant; salary or income available other than a
social assistance grant; one or more statements of religious belief; level of activity described (moving
around the dwelling only or beyond); assets (e.g. livestock); savings (whether savings are possible or
not); social networks (who they interact with — just family or beyond the family); andinvolvement in
community events and organizations (e.g. burial societies, church groups).The remaining variables
(age, sex, presence of a health condition, disability status, satisfaction) were used asreported
without any further coding. Crosstabulations calculated includedthe relationship between the
different profiles and level of satisfaction, self identified disability status and/or presence of a health

condition, and age.

3.9 Ethical considerations

Ethics clearance was obtained from the University of the Witwatersrand’s Human Research Ethics
Committee (Medical) prior to the start of the focus groups (Protocol Number: M060125). The
certificate is included in Appendix 8. The ethical clearance was given without any conditions
attached. All focus group participants were given information on the project before being asked to
given written consent. While the focus group participants were given a cash honorarium, none were
informed of this prior to their participation, other than that their transport costs would be
reimbursed. All participants were given an information sheet with a phone number to call if they
should need any support after the group. When asked after the focus groups whether they felt good
or bad about the topics discussed, no one expressed any negative feelings, while a number said they
had enjoyed being able to discuss these sometimes difficult feelings and thoughts in an open
manner.
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The data collection procedures in Agincourt were submitted for ethical clearance to the Research
Ethics Committee for Human Subjects (Medical) at the University of the Witwatersrand and
clearance was given with no conditions attached (Protocol number: M080222). The clearance
certificate is attached in Appendix 8. In addition, the project was discussed and authorised by the
AHPU staff and an ethics clearance application was submitted to the Department of Health and

Social Services of the Mpumalanga Provincial Government.

The information letters were translated into Shangaan by the AHPU staff and a copy given to each
respondent. As for the focus group participants, the information on the project was explained to
everyone, before inviting them to participate. A phone number was provided on the information

sheet, in case a respondent felt distressed from the interview or needed further information.

The consent form was signed by the respondents for the initial interview (May/June 2008), the audio
recording of the initial interview and for taking part in the second follow up interview (10 interviews

from March 2009), and audio recording of that interview.

The respondents interviewed in March 2009 were provided with a small incentive to thank them for
agreeing to provide a further interview. This was only given to them at the end of the interview and
was not mentioned until then, and, thus should not have biased their willingness to be interviewed

in any way.

When asked at the end of the interview and the focus group discussions if respondents had any
guestions or were worried by anything that had been discussed, no complaints were made, other
than four respondents mentioning concerns about the time taken and the lack of immediate benefit
in the improvement of services. More commonly, people reflected on the good feeling they had
from discussing and reflecting on the topics of the interview. The consent process included
information on the confidentiality of the information, the voluntary nature of the respondents’
participation, their ability to withdraw at any point in the process, and that they would not benefit

M Schneider — The social life of questionnaires 100



directly from this research. However, it was explained that the research findings would be beneficial

for policy makers.

There were no untoward incidents related to ethics in any of the data collection phases.

3.10 Reflexivity

Reflexivity is an important component of any research and most importantly when doing qualitative
research, where reflexivity is integral to the data collection process, as described by Lynch (2000),
for example. Lynch states that ‘[reflexivity] is an unavoidable feature of the way actions (including
actions performed, and expressions written, by academic researchers) are performed, made sense
of and incorporated into social settings. In this sense of the word, it is impossible to be unreflexive.’
Given this statement, Lynch goes on to critically discuss a range of different approaches to reflexivity
which vary in the degree to which they are part of the underlying theoretical or methodological
approach of the research. He concludes that all approaches to reflexivity ‘involve some sort of
recursive turning back’ and at the basic level, includes reflection on what one’s relationship is as a
researcher, with the group of people who are the participants in the research. He refers to this latter
approach as ‘methodological self-consciousness’. | have embodied in my thesis a number of

features of ‘methodological self-consciousness’. Examples include:

e The analysis of the limitations of trying to do in-depth qualitative work as a white English
speaking person, but that knowing some Shangaan allowed me to establish a good rapport
with the respondents. | discuss this in the methodology chapter where | describe the change
in how | ran the 10 follow up interviews, compared to the initial 69 interviews (Sections 3.7.2

aandb)

e The recruitment of people only with disclosed HIV status for the HIVAIDS focus groups, to

avoid the group disclosing someone’s status inadvertently after the group discussion.
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e The use of a method (cognitive testing of survey questions) to go beyond my own
assumptions about how questions are interpreted, and to find the voices of the

respondents.

My selection of the AHPU as my base for doing the 69 and 10 follow up interviews, was a reflection
of my awareness of what it means to go into an area where one is ‘foreign’ to do interviews. The
‘readymade’ infrastructure offered by the AHPU allowed me to contextualise myself and my
research for the participants, who are used to being part of research conducted by the AHPU. |
reflect on this in Chapter 3 (Section 3.7.2) and in the limitations of the study in Chapter 8 (Section
8.2). My “foreigness’ was further attenuated by my knowledge, albeit limited, of Shangaan and of the

area because of having grown up in that part of South Africa.
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Chapter 4

The difference a word makes - ‘disability’ and ‘difficulty’.

This chapter presents the results on the effect of question wording, comparing three questions that

asked about ‘difficulty’ or ‘disability/disabled’ (red card at the back of thesis):

a) WG Short Set (Difficulty in seeing, hearing, walking and climbing stairs, remembering
and concentrating, self-care, and communication ) (see red card)

b) the 2001 South African Census question on disability (‘Do you have any serious disability
that prevents your full participation in life activities (such as education, work, social life)?
—none, sight, hearing, communication, physical, intellectual, emotional)

c) ‘Areyou disabled?’

The structure of the chapter flows from these three questions. | start by comparing the responses to
these three questions of the 185 adult participants of the 21 focus group. | then look in more detail
at the three sets of focus groups (‘disabled’, ‘unsure’ and ‘non-disabled’) to see whether an a priori
allocation of disability status is replicated in the differences in responses. This leads me to discuss
what these results indicate about the effectiveness of the WG Short Set. The chapter concludes with

a review of how the focus group participants and Agincourt respondents understood disability.

The specific research questions to be addressed in this chapter are: a) How many people report a
difficultyor disability on the three sets of questions?; b)What are the major differences between
people who are ‘disabled’, ‘non-disabled’ and ‘unsure’ (allocated disability status) in how they
respond to the three sets of questions — WG Short Set, 2001 Census Question and ‘Are you
disabled’?; c) How do people’s description of what disability is fit with their understanding of and

attitudes on disability?
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The data used for this analysis included the structured questionnaires administered to respondents
prior to the focus groups, the comments made by the focus group participants on the meaning of
‘disability’ and ‘difficulty’, comments made by the 69 interviewees on their own reported disability

status, and further discussion of their understanding of disability.

Because of the many different references of the term disabled (or disability), | use the term
‘disabled’ with inverted commas, to refer to the status of the person when counted in the statistics
for each measure or to the a priori disability status | allocated to the different focus groups. The use
of the term disabled without inverted commas, refers to self-identified status or a general use of the

term.

4.1 Comparison of responses to three disability questions

The responses on the focus group questionnaire are presented first. (See also Schneider 2009). As
described in the analysis section of the previous chapter, the responses were coded into two
different levels of severity, as proposed by the WG in the analysis of the Short Set (Washington
Group 2005): D1 included all people who had responses indicating ‘some difficulty’, ‘a lot of
difficulty’ or ‘unable to do’ for one or more of the questions;D2 included all respondents who
indicated having ‘a lot of difficulty’ or ‘unable to do’ for one or more of the questions; and D3
included only people who reported ‘being unable to do’ for one or more of the questions. An initial
analysis showed that the D2 results were consistently in between D1 and D3, and are not presented

here.

The results are presented for each of the three allocated disability status groups (‘disabled’, ‘unsure’,
‘non-disabled’) and similarities and differences highlighted. The results on the quantitative
guestionnaire are presented as simple frequencies. In total, 185 adults took part in the focus groups

and the demographics for this group are presented in Table 4.
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The adult sample showed a wide range of ages, as expected from the stratification applied. The
majority were women and the education levels varied, with the majority having only primary or
some high school education. Just over half of the participants were employed. The majority had
never married, a fact that reflects a high number of young and/or disabled people, who are often

not married due to social stigma.

Table 4: Demographic descriptors (in %) for the 185 focus group participants by disability status**

Variables ‘Disabled’ ‘Unsure’ ‘Non-
(N=75) (N=54) disabled’
(N=56)
N % N % N %
Sex
° Male 40 53 12 22 20 36
° Female 32 43 41 75 36 64
Age
. <=30yrs 29 39 17 31 33 60
° 31-60yrs 45 60 29 53 21 38
. 61+ yrs 1 2 9 16 2 4
Education Level
. No schooling 3 5 6 11 1 2
. Primary school 11 15 14 26 12 22
. High School 44 58 31 57 21 38
° Post school 16 21 2 4 20 36
o Don’t know/other 1 2 1 2 1 2
Employment status (employed last 7 days)
° No 35 47 16 29 17 30
° yes 40 53 38 71 39 70
Marital status
o Never married 25 34 18 33 20 35
. Married/cohabiting 42 56 23 43 31 56
. Widower/widow/ 8 10 13 24 5 9
divorced/ separated
Living context
. Independent 46 61 33 62 47 84
. With personal attendant 20 26 15 27 6 11
) Institution/hospital 7 10 3 6 1 2
Total for each variable 100 100 100

** The selection of participants was entirely purposive and, therefore, the percentages presented in the table are a
reflection of this and are not representative of the general population of ‘disabled’, ‘unsure’ and ‘non-disabled’. The
percentages are rounded and missing data are not included.

Figure 5 presents the comparison between the three sets of questions on disability —the WG Short

Set, the South African Census 2001 question, and the question ‘Are you disabled?’.
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The results for the Census 2001 and ‘Are you disabled?’ were similar, suggesting that both questions
counted people who self-identified as disabled. However, the respondents answering these two
guestions were not always the same. Some physically impaired and blind respondents responded
‘no’ to the Census 2001 question, but ‘yes’ to ‘Are you disabled?’ The reason they gave was a
reaction to and response focussed on the introductory phrase of the question, which asked about
being prevented from participating in everyday life. They said, quite categorically, that they were
participating in everyday life. These physically disabled and blind respondents were, therefore, not

counted as ‘disabled’.

‘Unsure’ respondents were clear about not being disabled (‘no’ for ‘Are you disabled?’) but some
seemed comfortable responding ‘yes’ to the Census 2001 question. This may be because of the

various impairments listed in the second part of the question.

Focus group data on three question sets
(Adults respondents 18 years+, N=185)

140
120
100
80
60
40
20
0 | | "~ ‘Are you

WG Core 6 WG core6 Census 2001 disabled?’

‘High’ (D1) ‘Low’ (D3)

Questions sets

Figure 5: Comparison of responses given by 185 focus group participants for Census 2001
questions, WG Short Set composite score and ‘Are you disabled?’
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The WG D3 estimate (‘unable to do’) generated the lowest number of ‘disabled’ people in the
sample, suggesting that this question identified people only with significant difficulties in
functioning. People who see themselves or are seen by others as disabled, did not necessarily have
the most severe difficulties (‘unable to do’). This is shown by the estimates for the other two
guestions being higher than those for D3 —i.e. fewer people reported being ‘unable to do’ one or
more activities than reported that they were disabled. Reporting ‘yes’ to having a ‘serious disability’
is not consistently related to having severe difficulty in doing various activities, or severe functional

limitations.

The WG D1 estimate reflects the inclusion of a high proportion of people with mild difficulties, who
responded as having ‘some difficulty’ and were counted as ‘disabled’. These people did not see
themselves as being disabled, but were willing to report some difficulty in functioning in one or more
of the domains included in the WG Short Set questions. Their ‘some difficulty’ is useful information
to ensure that services are provided to prevent these difficulties becoming ‘a lot of difficulty’, and as
a baseline measures of functioning for comparison with later measures, for example, in a population

based survey.

In the results presented in Figure 5, a respondent was categorized as ‘disabled’ if he or she had

responses that met the following criteria:

e Reported any difficulties on the WG Short Set
e Responded ‘yes’ on the Census 2001 question

e Responded ‘yes’ to ‘Are you disabled?’
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4.2 Allocated disability status and responses to the three questions
As described in Chapter 3, each of the 21 adult groups was allocated one of three disability status
categories: ‘disabled’, ‘unsure’ or‘non-disabled’. Figure6 presents the estimates for each question

for these three status categories. The results show some important trends.
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Disabled Unsure Non-disabled
3 sets of questions

Figure6: Percentage of participants in each allocated disability status category identified as
‘disabled’ on each of three question sets

The majority of ‘disabled’ group participants were counted as ‘disabled’ by the WGShort Set (91%)
and ‘Are you disabled?’ (78%). In contrast, only 58% of participantsfrom this group responded ‘yes’
to the Census 2001 question. Just under 80% of the ‘unsure’ group participants were counted as
‘disabled’ by the WG questions (i.e. reported having difficulties) but fewer (just over 40%) were
counted as ‘disabled’ by the Census 2001 questions. The ‘Are you disabled?’ question identified very
few participants (15%) from the‘unsure’ groups as ‘disabled’. Few participants (30%) from the ‘non-
disabled’ groups indicated having any difficulty in response to the WG questions, but none

responded as being disabled (‘Are you disabled?”) or ‘yes’ to the Census 2001 questions.

Figure 7 presents a further breakdown of the group response patterns for a selected number of
illustrative groups. The apriori allocated disability status was: ‘disabled’ for the ‘vision disabled’ and
‘schizophrenia’ groups; ‘unsure’ for the ‘HIV/AIDS’, ‘chronic illness’ and ‘elderly’ groups; and ‘non-

disabled’ for the remainder of the groups.
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Figure7: Number of adult participants counted as disabled on the three question sets for a
selection of individual groups

The physically and vision disabled groups were much less likely to respond as ‘disabled’ to the
Census 2001 questions, compared to their responses to the WG Short Set and ‘Are you disabled?’
guestions. This suggests that the two ‘disability’ questions were more likely tomeasurean identity
status, than level of functioning. A number of participants (notably in the groups of blind and
physically disabled people) responded ‘no’ to the Census 2001 question. When this response was
queried in the focus group discussion, they explained that theydid participate in life activities (as
asked in the introductory phrase) and hence responded with ‘none’. The same participants
responded ‘yes’ to ‘Are you disabled?’, reflecting their sense of identity as a disabled person. They
further explained that they experienced difficulties in some domains of functioning because of their

specific impairment, but despite these, they were able to do most of what they would like to do.

The trend among participants of the ‘unsure’ group was a consistent reporting of difficulties (WG
Short Set), varied responses on the Census 2001 questions, and strongly rejected the notion of being
‘disabled’. In focus group discussions, participants acknowledged having difficulties but emphasised

that they were not disabled:
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| am not disabled but there are times when this pain is so severe that | can hardly wash

myself. But | am not disabled. [rural, HIV/AIDS group]

Youth and adults in the ‘non-disabled’ group were generally clear that they did not have any
difficulties and were not ‘disabled’. The two exceptions were some ‘non-disabled’ participants in
rural groups who indicated ‘some difficulties’, whilemaintaining the position of ‘no serious disability
affecting their participation in daily activities’ and ‘not being disabled’. This is a consistent response,
if the two ‘disability’ questions are assumed to identify more severe difficulties or disability. This

latter ‘non-disabled’ groups did not have severe difficulties.

4.3The effectiveness of the WG Short Set

Quantitative analysis show that the WG D1 estimate identified many more people as having
difficulties than either the Census 2001 or ‘Are you disabled?’ question. The next step is to
understand whether this is accurate or an over identification of the number of people, who have
difficulties or who would be counted as ‘disabled’. A criticism of these measures can be that they
are over-inclusive and not sufficiently discerning to be useful. One can argue that if too many people

are counted in, the whole purpose of addressing the needs of severely disabled people may be lost.

This criticism appears warranted given the information from the focus group responses. However,
further interrogation of the responses obtained on the WG Short Set shows that this is not entirely
the case — it depends on the cutoff point that is applied for counting a person as ‘disabled’. The
data,in themselves, areinsufficient to determine the prevalence estimate. A political or
administrative decision is required to decide where the cutoff should be placed. For example, in
determining who should be eligible for disability-related benefits, respondents reporting only ‘some
difficulty’ should not be counted as ‘disabled’; but when planning and estimating the cost benefitsof
an accessible transport system, all people who report any, even ‘some difficulty’ in walking and

climbing stairs,should be counted ‘disabled’. This would be an accurate reflection of the population
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who would derive benefit from such a transport system.**The decision on where to place the cutoff
point, or, in other words, what definition of disability to apply, is largely a factor of political will and

financial and human resources available.

A national population based survey, using a representative sample of 6000 households, was carried
out by Statistics South Africa (the government statistical office) to further test the proposed
questions for Census 2011(StatsSA 2006; Schneider, Dasappa, Khan & Khan 2009). The results of the
survey replicated the responses from the focus group participants. The WG Short Set provided
higher estimates of prevalence of disability in the population than did the Census 2001 question. Of
the population 15 years and older, 2.5% reported ‘unable to do’ at least on one activity, 9.9%
reported ‘a lot of difficulty’ on at least one activity, and a further 20% reported ‘some difficulty’ on

at least one activity. These are weighted estimates for the population 15 years and older.

The vagueness of the Census 2001 question, which used the phrase ‘serious disability,” is highlighted
by the fact that 23% of respondents, who only reported ‘some difficulty’ on one or more activities
(WG Short Set), responded ‘yes’ to the Census 2001 question (StatsSA 2006). These could be
explained asbeing, firstly, an identity status response to the census 2001 question; secondly, a
reflection of the presence of facilitators in the environment, thus, reducing the impact of activity
limitations;*or, thirdly, an underestimation of their difficulty as reported on the WG Short Set.
Whatever the explanation, the phrase ‘serious disability’ (which presumably should only identify ‘a
lot of difficulty’ and ‘unable to do’ responses), in fact also identifies mild difficulty. The findings of

the WG/UNESCAP coghnitive interview and field testing of the WG Short and Extended Sets (UNESCAP

* The point can be made that there is no need for a survey to determine how many people need accessible
transport. All built environments should adhere to a basic generic level of accessibility for all impairment types.
However, statistics are useful to generate the political will to create the generic level of accessibility.

** It is not clear whether respondents do or do not include the impact of these factors in giving their responses
to any of the questions except for the seeing and hearing questions on the WG Short Set which specify with
use of eye glasses or a hearing aid respectively.
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2010) suggests that people report ‘some difficulty’ when these are, as described in the narratives,
minor andmore like everyday niggles, that may cause them some concern but not much. However,
the 23% of respondents who had only ‘some difficulty’ also reported ‘yes, seriously disabled’ on the
Census 2001 question, suggesting that, while these may reflect ‘mild niggles’, they nevertheless are
significant enough to elicit an identity of being ‘disabled’. The Census 2001 question, it seems, fails
to provide transparent information on severity, and the statistics generated by this question are

difficult to interpret for policy and programmepurposes.

The WG Short Set used four response options (‘no difficulty’, ‘some difficulty’, ‘a lot of difficulty’ and
‘unable to do’) compared to the ‘yes/no’ response options provided for the other two questions. The
high rate of responses indicating ‘some difficulty’ (reflected in the difference between WG D1 and
D3) suggests that people are comfortable reporting ‘some difficulty’, if given the option, but remain
reluctant to commit themselves to a ‘yes’ when this is the only alternative to ‘no’. The use of
‘ves/no’ response options for the two ‘disability’ questions, suggests the need for further research to
determine the effect of a different number of response options. For example, what would the
difference in responses be to using yes/no versus four response options when asking about

‘difficulty’ for both?

In conclusion, the results from the focus group data, substantiated by the survey findings (StatsSA
2006), suggest that the WG Short Set provides a more accurate and transparent measure of severity
of difficulty than the Census 2001 question. The Census 2001 does not provide a clear indication of
severity on its own, supporting the explanation that it is measuring an identity statusrather than
functional status. The survey did not compare the three sets of questions, as was done in the focus
group data, and, thus, it is not possible to say how the ‘Are you disabled?’ question would compare
to the Census 2001 question, in the response patterns for the whole population of people 15 years

and older.
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The WG (D3) gave a lower estimate of disability than either the Census 2001 or the ‘Are you
disabled?’ question. This suggests that the D3 measure only identifies people with very severe
difficulties, while the Census 2001 and ‘Are you disabled?’ questions identified people with less

severe difficultiesas also ‘disabled’, as shown from the survey data above.

The WG Short Set is, therefore, more inclusive and provides a more pragmatic and descriptive,
andsimpler way of counting people, who experience a greater or lesser degree of disability. It is a
more effective measure of functional status. The criticism that it is too inclusive can be countered by
the argument that it depends on where the cutoff point is situated — adecision dependent on
political will, administrative requirements and available resources. The use of different cutoff points
gives rise to different statistical estimates. Any estimate of disability must be understood in relation
to the measures used and the cutoff definition applied to the data. There is no single disability

estimate.

The WG Short Set questions were seen as being ‘good’ questions, ‘easy to answer’ and ‘not too long
to remember’. Participants in one ‘non-disabled’ group expressed emphatically that, since the
guestions were about ‘disabled’ people and they were ‘normal,’ they had to say ‘no’ to all the
questions. The focus group study was introduced as being about testing questions on disability,
which led to this statement. Few problems were noted with the questions themselves and they were

seen as reflecting people’s lives, as indicated by a remark from two participants:

And what | liked a lot about these questions is that there are things that happen in our daily
lives of which we aren’t willing to discuss them with people around us, because they might
look down on us but here [in answering the questions], we get a chance to voice those

things. [rural, elderly Zulu group]

These are the kind of questions which... | don’t know how you are going to do this, but this

must be elevated. These people [referring to those using the statistics] must see how we
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are, how we feel as physically challenged and disabled. They must know about us. [urban,

head injury group].

4.4 Understanding disability

| set out how disability is understood and defined in Chapter 2. However, this understanding is not
necessarily the same as that of people not disabled and not involved in any disability related field of
work. Their understanding offers a lens on explaining why disability remains a highly stigmatized
phenomenon. The majority of focus group participants and all the Agincourt respondents were from

lower socio-economic and educational backgrounds.

4.4.1 Focus group participants

Participants in all groups regarded disability as a permanent feature of an individual, it renders a
person dependent on others as they are unable to do ‘anything’ for themselves, and it is
predominantly a physical and visible attribute of an individual. In addition, a condition that defines
disability is not ‘solvable’ nor ‘curable,” nor ‘can it be changed’. There was a strong notion of ‘them’
and ‘us’ expressed by the ‘non-disabled’ and ‘unsure’ participants, and even by some of the

‘disabled’ participants about people with impairments different to theirs:

What is the meaning of disabled? Why do you say that blind people are disabled or people in
wheelchairs are disabled? Just because they can’t use their legs, disabled in that sense they
can’t walk, but they can, they are able to do many things, whatever... It depends on what, in

what situation you are. [urban, vision disabled group]

Very often, able bodied people do not want disabled people to participate in activities with
them. They regard disabled people simply as people who want to interfere in their affairs.

[rural, psychiatric group]

Similar views were expressed by participants in the ‘non-disabled’ groups:
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When | think of disabilities, | always think of people in wheelchairs or blind. | do not actually
think of those people who cannot see at a distance or with emotional or social problems.

[urban, youth, non-disabled group]

According to me, having a disability is not having the use of all of one’s limbs. It’s a visible
disability, as in the case of having lost an arm, an eye, or your hearing. That is how | see

someone who is disabled.[rural, non-disabled group]

The ‘unsure’ groups also gave clear descriptions of a disabled person being someone ‘who is not able
to do things for themselves and (is) always sleeping’, ‘without hands or eyes’, ‘with no legs’. One

participant with a chronic illness made it clear that she was not disabled:

Participant: ...disabled is when you can’t do nothing [anything].
Moderator: So do you see yourself as being disabled or not?
Participant: No, | don’t think so because | can still walk and | can still see. [rural, chronic

illness group]

This understanding of disability suggests strong negative connotations with the term ‘disability.’
People recognise the stigmatising nature of disability. These negative connotations discourage self-
identification as disabled, even by people with significant functional limitations. The quantitative
results bear this out as the number of respondents counted as ‘disabled’ was much higher for the

WG Short Set (D1) which used the term ‘difficulty’ instead of ‘disability’ (see figures5 - 7 above).

Disability is seen as permanent, and without solution or resolution:

To have a difficulty is something which I’'m faced with, like not having things you would like
to have. For difficulties, one can change or can have a solution, unlike disability, there is no

solution there. [rural, vision impaired group]
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A disabled person is someone who is always in the wheelchair and cannot do anything for
him or herself. They rely on family members for help. This we call a disability. Then a person
with difficulty is a person who has stress from different illnesses, for example, heart
problems. So when they have to do things they face difficulties. So this person is having a

difficulty - not disabled. [urban, chronic illness group].

The participants in the Deaf group, in particular, raised the economic value of using the label
‘disabled’ for specific purposes, such as when applying for social assistance benefits, but did not,

necessarily, want to adopt the label as an identity:

| think that | would like to support the word disability and that | am disabled, because | then

have lots more access [to support] if | say that I’'m disabled. [urban, Deaf group].

4.4.2 Agincourt respondents

The 69 respondents from Agincourt were asked ‘Are you disabled?’ at the end of the semi-
structured interview. Of these participants, 14 said they were disabled, 54 said they were not
disabled, and one had a missing response. The explanations given by the respondents are analyzed
thematically, and reflect similar themes to those identified by the focus group participants. The

majority of respondents who reported difficulties did not identify themselves as disabled.

a) Inability to do anything

As for the focus groups, the interview participants were quite clear on what disability entails —
disabled people are unable to do anything for themselves and need to be cared for. Of the 69
interviewees who made a comment, 38 indicated that a disabled person is unable to do things.
People who self-reported being disabled explained that they were not able to do the things they

wanted to. These comments situate disability strongly within the realm of functioning.

A disabled person is seen as someone who, for example, ‘cannot do things properly on his own’ or ‘is

unable to do things and unable to think carefully like | do’. The respondents described different
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types of impairments of a physical, sensory and mental nature. A respondent who reported being
‘not disabled’ said: ‘My legs, hands and mind are functioning well. I'm able to do everything | want
but a disabled person can't do things’, while another respondent said disabled people were ‘deaf,
blind, dumb and wheelchair users’. Those respondents who reported being ‘disabled’ described
themselves as having difficulties doing things: ‘I'm unable to do my different activities as | wish’ or ‘I

cannot stand or walk’.

One respondent raised the notion of being ‘better’ than a disabled person: ‘I'm far better than a
disabled person. I've got eyes to see, hands to work and legs to walk; I'm just facing the hardships of
this world.” The last part of this comment resonates strongly with the analysis in chapters 5 and 6,
where respondents report minimal difficulties on the traditional domains of disability, including
seeing, hearing, mobility, communication and self care, but report problems with anxiety,
depression, pain, and sleep/fatigue. This particular respondent reported quite high levels of difficulty
with affect (anxiety and depression), sleep and pain on the SAGE questions analyzed in Chapter 6,

and no difficulty on the traditional domains of disability.

b) Loss and religion as part of disability

The word for disability in Shangaan is ‘tsoniwa’ and for difficulty ‘tikeriwa’. When discussing with
Shangaan speakers the connotations of the word ‘tsoniwa’, the notion of a loss as part of what being
disabled means, was mentioned by a number of respondents. Being an orphan or not having a family
who loves them were examples of loss that is seen as disabling. Some of the participants referred to
being an orphan, but also added that a disabled person had various impairments: ‘Adisabled person
is someone who is an orphan, who lost his/her parents; I'm disabled because I lost all my parents’; ‘I
lost my parents [and therefore am disabled]’ and the same respondent continues with: ‘A disabled
person is unable to do anything - a crippled one’. These references to loss raise an interesting point
about stigmatization. If people are stigmatized because of disability, the question is whether they

are stigmatized in a similar way if their tsoniwa is due to a loss of family rather than loss of function.
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The narratives from the respondents did not include discussions on these different types of loss to

allow me to comment further on this.

People who reported being ‘not disabled’ also juxtaposed the two types of loss in their definitions of
disability, and stated that they had neither type and, hence, were not disabled: ‘l have a wife. A
disabled person is a person who cannot see, has no hands and also using a wheelchair’ or ‘A disabled
person is person who does not have a family, cannot walk, see or do manual work. I've got a family -
I'm not disabled’. Two respondents referred to the family loss only, and not the functional loss, but
added the reference to being a churchgoer as a reason for not being disabled: ‘I'm not disabled
because I'm a Christian. A disabled person is someone who lost his parents” and ‘I go to church |
have God. A disabled person is someone who does not go to church, who has lost [his or her]

parents, and is an orphan’.

The importance of religion is noted in the latter quotes, but were not evident in any comments
made by people who reported being ‘disabled’. The notion of ‘healthworlds’, put forward by
Cochrane & Germond, (2010) explains the unity of body, mind and spirituality as a marker of
wellbeing. If this unity has been lost it could be identified as disability, in the sense of a loss.

This loss of unity could also explain one respondent’s comment that a disabled persons is‘onewho
walks with a wheelchair, does not have hands or fingers, or his mind. He is not a true Tsonga.’36 A
description of the history of the Shangaan/Tsonga people in the Bushbuckridge region, where
Agincourt is located, shows the different conflicts that have arisen between the Tsonga and other
tribes in the area, such as the Sotho people (Niehaus 2002). The conflicts were as much about

territory and land, as about identity. The loss of this identity may also be part of the loss of disability.

*® The terms Tsonga and Shangaan are used interchangeable as they refer to the same linguistic and ethnic
group of people.
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c) Difficulties are part of normal life

A number of respondents spoke about their difficulties (not disability) being part of normal life and
the ageing process, as explained by one respondent: ‘No, | was born being fine [i.e. able to do

everything and with no impairments] - it happened as life goes on’.

The analysis shows that respondents have clear notions of what disability means, and they apply
these in their responses to the question ‘Are you disabled?’. The main aim of my thesis is to show
that the wording has an effect on responses, and not to analyze the meaning of disability. But this
brief foray into the realm of meanings of disability provides interesting evidence of many different

themes that underlie these meanings.

4.5Implications of findings on the effect of wording

The results presented in this chapter highlight two major findings. The first is the difference between
measuring an identity status and measuring functional status, and the complex layers of meanings
attributed to the term tsoniwa in Shangaan, particularly. The second, related but more technical
finding, is the importance of asking about ‘difficulty’ rather than ‘disability’, and using a scale of

response options rather than a dichotomous ‘yes/no’ response.

The use of the word ‘disabled’ or ‘disability’ in a question generally elicits an identity-related status
response, without a clear indication of the level of severity. Asking about difficulties provides a
more transparent measure of functional status.Measuring identity is important but not a sufficient
measure of disability. The ‘disabled’ identity is generally linked to experiences of disadvantage,
discrimination and stigma, and this stigma goes back along time in history and across different
religions and culture, as eloquently described by, for example, Baynton (2001), Garland-Thomson
(1997) and Miles (1995). This long history, according to Miles (1995), is an indication of the deep

entrenchment of this stigma, and the need to distance oneself from such a stigmatized identity.
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Baynton (2001) writes about disability as a justification for inequalities in American history, and
concludes that disability was central, for example, to all arguments in favour of slavery of African
Americans who were perceived as ‘defective’, the subjugation of women because of ‘their physical,
intellectual and psychological flaws’ noted as ‘frailty, irrationality, and emotional excesses’ (Baynton,
2001: 41), and, of course, relegation of disabled people to a lower status in society, through
‘contempt and pity’. Baynton concludes his essay by saying that ‘disability is everywhere in history,
once you begin looking for it, but conspicuously absent in the histories we write’ (2001: 52). These
writings underpin the meanings given to disability in the narratives from my respondents,
underscoring the universality of the stigma associated with disability as described by Baynton (2001),

Garland-Thomson (1997) and Miles (1995) in a range of different areas of the world.

The stigmatized notion of disability is closely linked to the notion of personhood, as described by
Ikdheimo (2009) and reflected in comments about ‘us’ and ‘them’ made by focus group participants.
Those respondents in the ‘disabled’ focus groups, who responded ‘yes’ to the two questions with
‘disability’ wording, referred to themselves as ‘us’ (people with disabilities) versus ‘them’ (non-
disabled people). Similarly the people allocated to the ‘unsure’ and ‘non-disabled’ focus groups and
who do not identify as being disabled, also referred to themselves as ‘us’ (non-disabled people)
versus ‘them’ (people with disabilities). Furthermore, a disabled person was described by the
‘unsure’ and ‘non-disabled’ participants as being someone who cannot do anything for themselves
and needing help or, in Ikdheimo’s terms, lacking in personhood, by virtue of not contributing and
not worthy of contributive valuing. The person is, therefore, not worthy of being included in the ‘we’

of ‘normal’ or ‘non-disabled people’. | revisit this theme in Chapter 7.

The role of an identity marker is to monitor changes for the group of people so identified, such as
increased access to employment, education and social inclusion. However, measures,such as the
Census 2001 questions,will reflect a holistic experience of a person, without any clear reference to

what aspects are causing the lack of access to opportunities, for example. Measures of identity are
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categorical in nature — the person is allocated to a category and much of the person’s abilities and

disabilities are assumed from there. These measures are, therefore, not good measures of identity
either. The question ‘Are you disabled?’ provided a clear differentiation between the ‘disabled’ and
‘unsure’ focus group participants, and may prove to be a good question to add,as an identity status

measure, to functional status measures, to describe a person’s overall experience of disability.

Measuring functional status provides information that augments and enhances the description of
people’s experiences. Information is obtained on the degree of severity and response profiles of a
person’s activity limitationsacross different domains. A range of analyses, using different cutoff
points, such as D1 and D3 described above, can be used to determine, for example, the domains of
difficulty or degree of difficulty that ‘pushes’ a person into an identity asdisabled. The measures of
functional status include not only all people who identify as disabled, but also many more people
who experience difficulties. The service, policy and accommodation needs of the latter are as
important as those of the former. The WG Short Set questions are a better option for measuring
functional status, than questions that include a reference to disability. The measurement of identity
status should be achieved with a separate measure. The investigation of the cutoff point that starts
off a process of stigmatization, or the type of functional profile that would generate a reaction of ‘us’
and ‘them’, is possible using the combination of functional measures and a measure of identity

marker.

4.6 Conclusion

| can now provide answers for the specific questions asked at the start of this chapter. Firstly,
guestion wording does have an effect on the responses people give to questions on disability. If the
term ‘difficulty’ is used, more people report difficulties. In addition, all people who say they are
disabled, also report difficulties. The WG Short Set (and similar questions), thus, provide a more
inclusive and transparent measure for identifying disability. While this finding is not new, | have not

been able to find clear documentation, as noted in Chapter 2, on the size of the effect of differences

M Schneider — The social life of questionnaires 121


/while

between asking about ‘disability’ and ‘difficulty’. The fact that countries like Canada, USA and
Australia, ask questions predominantly about ‘difficulty’ suggests that they have found differences,
and my thesis provides further evidence of how this difference affects the statistics and in a

developing country.

Secondly, the people who respond positively, and are counted as ‘disabled’, on all three questions,
are those people who identify as disabled. Those who report difficulties only on the WG Short Set
do not identify as disabled. Thirdly, the major differences between different groups of people
(‘disabled’, ‘unsure’ and ‘non-disabled’) are, predominantly, between ‘disabled’ and ‘unsure’ groups
of people. These differ in their identity status as disabled. The ‘disabled’ groups all responded
positively to the WG Short Set, Census 2001 questions and ‘Are you disabled?’, while the ‘unsure’
group were less likely to respond ‘yes’ to the Census 2001 questions and ‘Are you disabled?’, but

were highly likely to report difficulties on the WG Short Set.

Lastly, people, who see disability as being unable to do anything and as a mostly physical condition,
are consistent in applying this understanding to their responses. Those respondents who felt they
were unable to do anything, because of blindness, for example, were likely to say ‘yes’ to ‘Are you
disabled?’, whereas those, who had difficulties but able to be independent, said ‘no’ to the same
guestion. The meaning attached to the word ‘disabled’ as ‘unable to do anything’ determined the

responses given.

Having shown the benefits of using the WG Short Set, | now turn, in Chapter 5, to considering

whether these questions perform as intended by the question developers.
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Chapter 5

Interpreting and understanding the question

This chapter applies the Cognitive Assessment of Survey Methodology approach (CASM)(Willis 2005)
to evaluate ten respondents’ understanding and interpretation of the WG Extended Set of questions.
In Chapter 1, | described the CASM approachfor question evaluation. The approach underscores, as
Miller and Willson (2009) describe, the role of respondents as informants about their lives, but
where these informants do not have knowledge on the underlying reasons for asking the question or
guestion intent. They can, as a result, understand and interpret the question quite differently to its
intended meaning (Miller et al.2010). The aim of cognitive assessment of survey questions (or
guestion evaluation) is to document these different understandings and interpretations. A good
guestion, according to Miller and Willson (2009), is one that is relevant not only for answering the
research question, but also relevant to experiences of targeted respondents. If the question is
relevant to respondents’ lives and reality, it will be easier for respondents to make sense of the
guestion and map their experiences onto the given set of response options. In the process of
developing good questions, cognitive assessment or question evaluation draws our attention not
only to what is wrong with the question, as reflected in incorrect interpretations, but also to identify
the potential range of non-problematic interpretations. This information is crucial for a correct

analysis and interpretation of survey data (Miller et al. 2010).

The second objective of this thesis is to undertake an evaluation, or cognitive testing, of the
guestions used to measure disability. In this chapter,| analyze the nature of respondents’
interpretation and understanding of the Washington Group’s Extended Set of disability questions
(WG Extended Set). (These questions are presented on the green card at the back of this thesis.) In
this chapter, | investigate: a) whether the questions are understood and interpreted by the

respondents as intended by the question developers; and b) the patterns of misinterpretations or
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misunderstandings that highlight potential sources of respondent error in survey data generated by
these questions. Understanding the performance of questions allows for an informed use of the data

rather than making assumptions about what is being measured.

The structure of the chapter is similar for the ten functioning domains comprising the WG Extended
Set. For each domain, | specify the question focused on in the evaluation (the first question), and
report how many of the respondents had difficulty, and interpreted the question intent correctly or
incorrectly. | then present an analysis of the themes arising from the question evaluation for that
domain based on the narratives provided by the respondents. The themes include the
misinterpretations and the different possible interpretations that nevertheless fall within the scope
of the question intent. | use quotes from the respondents’ narratives to illustrate these different
themes. | follow the analysis of the ten domains with two case studies. The first is that of
Respondent 3, an elderly woman, who struggled to provide responses from the given set of options,
but interpreted the questions correctly. The second case study is that of a middle-aged man who
both interpreted the questions correctly and was able to use the response options effectively. The

chapter ends with a review of some major themes that cut across the different domains.

The question evaluation analysis is based on the ten in-depth cognitive testing interviews carried out
in March 2009 in Agincourt. These were conducted as cognitive testing interviews, as described in
Chapter 3.The WG Extended Set comprises: a) the six WG Short Set questions; b) additional
guestions for each of the Short Set domains (e.g. separate questions for far and near vision; hearing
in noise and hearing in quiet; walking different distances; separate questions for remembering and
concentrating); and c) a number of questions for each of four additional domains - affect (anxiety
and depression), upper body mobility, pain and fatigue. The analysis is focused on the first question
for each domain with additional comments made about some of the extended questions where
patterns of responses require this. | focus on the first question as this is the question that will usually

determine whether further questions are asked or not, as set out in skip patterns for the questions.
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For example, if a respondent says he or she has ‘no frequent pain’, the questions on the intensity of

the pain will not be asked.

In the analysis | focus on: a) the extent to which the response given by a respondent fits the
explanations of and examples considered in formulating that response; b) whether the respondent
understood and interpreted the question correctly as intended by the question developers; and, c)
the extent to which the question is understood and interpreted correctly by the ten respondents. |
can comment, from this analysis, on the performance of the WG Extended Set questions, and
describe the main patterns of potential misinterpretations to consider when analysing survey data
obtained with these questions. This question evaluation process contributes to establishing the

validity of the questions.

| use the term ‘misinterpretations’ (or incorrect interpretation and understanding) with caution. The
WG disability questions are phrased for a particular purpose — to get information on the level of
functioning, or functional status of respondents. Each question has a narrow intent related to that
domain of functioning. The range of potentially correct interpretations are determined by a number
of social factors (Miller and Willson 2009), which are discussed in part in the analysis for this chapter,

and are the main focus of the next chapter.

In Table 5, | present a summary of the intended meanings of the first questions with their
corresponding response options. These intended meanings are compared to the meanings given by
the respondents to the same questions in the analysis. The aim of the questions is to obtain a self-
report and not a formally and objectively assessed level of functioning, but the extent to which the
subjective response approximates an approximate level of functioning is assessed in part by my
observations during the interviews, and the examples provided by the respondents. This does not

replace an objective measures, for example of vision by an optometrist.
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Appendix 5 provides the narratives of all ten respondents for two domains (mobility and anxiety) to
give more detailed information on the process of analysis. A table summarising the demographics for

the ten respondents is also provided in Appendix 5.

5.1 Vision

The question asked for the vision domain was ‘Do you have difficulty seeing even when wearing

glasses?’.

All respondents understood the question as being about vision difficulties. All ten respondents gave
explanations and examples of using their vision and the difficulties they experienced, if any.
Examples included reading generally, differences in reading small and large print, reading in poor
light, recognising someone at a distance, or measuring glass for a window as noted by one
respondent who was a builder. The level of difficulty reported corresponded to the explanations
given for all respondents. This is not necessarily the same level of vision that would be ascertained

through a formal assessment by an optometrist.

5.1.1. Understanding the intent of the vision question

Respondent 1 (female, 55 years) answered: ‘I have no difficulty when wearing glasses, but when |
don’t have them, | have difficulty because | cannot see properly.” Respondent 2 (male, 65 years)
answered: ‘It’s a lot of difficulty because my eyes can no longer see when | ... like what you’ve
written, | can’t see.” Respondent 5 (male, 70 years) answered: ‘I don’t have difficulty seeing’ which
he qualified with ‘but if a person is very far | don’t recognise them. | just see it’s a person. | think |
have difficulty there when it’s far — a distance from here to that tree. See that tree? When a person
is there, | can’t see who they are, but | can see if it’s female or male.” When given the response
options again and asked to confirm his response, he said he had ‘some difficulty’. Respondent 10
(male, 64 years) reported ‘no difficulty’ and explained this as follows: ‘l don’t have difficulty seeing,

but at night | can’t read the bible or read small letters; but during the day | have no difficulty.” He
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confirmed that he has ‘no difficulty’ by saying: ‘I feel | have no difficulty because the time | work is

during the day and seeing during the night | have no difficulty.’

The use of response options by respondents 5 and 10 reflects the grey area between reporting
‘some difficulty’ and ‘no difficulty’. For respondent 10, the fact that he struggles to read small print
at night does not create sufficient overall difficulty to warrant a response of ‘some difficulty’.
Respondent 5, on the other hand, does feel that not recognising someone at a distance constitutes
‘some difficulty’, but only after he has unpacked the activity and thought about it. He is clear what
his ‘some difficulty’ refers to — far vision, a specific component of vision covered in a later question.
Similar trends may be noted between the response options of ‘some’ versus ‘a lot of difficulty’, and
‘a lot of difficulty’ versus ‘cannot do’, but the sample of interviews is too small to provide enough

examples to determine this.

5.1.2 Misinterpretation: responding to the ‘even with glasses clause’

Respondent 6 (female, 39 years) said: ‘No, | don’t wear glasses. | have never tried them.” This
respondent focused on and responded to the last clause of the question (wearing glasses). When
this was clarified, she responded appropriately. This confusion was also noted in the WG/UNESCAP?’
project (UNESCAP 2010) and is a feature of this question that needs to be understood in analysing

survey data across countries.

%7 As described in earlier chapters, the WG/UNESCAP was a project that undertook cognitive and field testing
of the WG Extended Set questions in 2009. The project comprised 150 cognitive testing interviews in 10
countries, followed by field testing of the revised WG Extended Set in six Asia-Pacific countries. The countries
were Cambodia, Kazakhstan, Maldives, Mongolia, Philippines and Sri Lanka for the field test and included
Canada, USA, South Africa and Fiji for the cognitive testing interviews (UNESCAP 2010). Seven of my ten
cognitive testing interviews were included in this study.
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Table 5: Summary comments on intended meaning of questions

Questions Intended meaning
1. Do you have difficulty seeing, even when wearing glasses? | Ability to use eyes to see; if person uses glasses her response must be about difficulty seeing
e No difficulty with his or her glasses, or without glasses if she does not have any.
e  Some difficulty
e Alot of difficulty
e Cannot do/unable to do
2. Do you have difficulty hearing, even when wearing a Ability to use ears to hear; if a person uses a hearing aid their response must be about
hearing aid? hearing with his or her hearing aid.
e Nodifficulty
e  Some difficulty
e Alot of difficulty
e Cannot do/unable to do
3. Do you have difficulty walking or climbing stairs? Ability to walk an unspecified distance and climb an unspecified number of stairs. The
e No difficulty intention is report without use of any assistive devices but this is not controlled for in the
e Some difficulty initial question (it is in the extended questions which ask about difficulty with and without
e Alot of difficulty use of assistive devices.
e Cannot do/unable to do
4. Do you have difficulty remembering or concentrating? Ability to remember names, phone numbers, and do important things, etc. and
e No difficulty concentrating on a task for an unspecified period of time.
e  Some difficulty
e Alot of difficulty
e Cannot do/unable to do
5. Do you have difficulty with self-care, such as dressing or Ability to use one’s upper body to wash and dress, and some indications of being able to be
washing all over? independent in other self-care activities such as choosing appropriate clothes for different
e No difficulty social and weather conditions.
o  Some difficulty
o Alot of difficulty
e Cannot do/unable to do
6. Using yo