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‘Leprosy is, after all, far more than a biomedical phenomenon. It maintains its grip on
those human populations already suffering from poverty, inadequate housing, and
nutritional deprivation.... Society contributes to the suffering caused by this disease,
and society must use every means at its disposal to mitigate that suffering.”'

Introduction

Leprosy is far more than a biomedical phenomenon. Although biomedicine has assisted in
reducing leprosy prevalence in recent years, one team of researchers note that:

‘reduction in prevalence alone is not sufficient as the social consequences of the disease
on the life of the patient are often severe and persist even after its cure. The social aspects
associated with this disease are therefore as important, if not more important than the
biological ones’?

It is these long-term effects of leprosy on patients, families and communities that have to
be addressed, even if the public health goal of eradication is reached.

Leprosy control permits workers in infectious disease control to address health in its
broadest sense. Because leprosy patients require long-term rehabilitation, it is important to
understand the dynamics of care and support for patients in communities. To address ‘health’
rather than disease, and to place leprosy within this context of health, requires biomedical
workers to consider different perspectives for finding solutions to the care of leprosy patients.
If research on leprosy addresses the social, economic and environmental factors that influence
people’s lives then it can help us develop health systems which more effectively meet
communities’ health needs.

Correspondence to J.A. Ogden

0305-7518/99/070129+07 $1.00 © Lepra 129



130 J. A. Ogden and J. D. H. Porter

A qualitative approach to leprosy treatment and control provides an opportunity for
changing prevailing biomedical perspectives through the creation and development of
research. This research will need to include disciplines outside of biomedicine. Through
developing the research tools and conducting the research, investigators have the opportunity
to hear the narratives of leprosy patients and to experience different ways of seeing a health
problem. The qualitative approach also questions whether it is possible or even appropriate to
change patient behaviour or whether as health care professionals we should provide a service
that suits their needs.

It should be stressed here that while social scientists and biological/medical scientists
share an understanding of the word and concept of quantitative research, they tend to mean
different things when they speak of qualitative research. For those in the medical tradition
‘qualitative’ tends to refer to data, which are measured on categorical scales—more than/less
than, yes/no—and the values on these scales are represented by numbers. Social scientists, on
the other hand, will refer to any research which does not use numbers to represent values as
qualitative, ‘presumably because the data, by their nature unenumeratable (sic), should not be
counted’>. In this paper, we discuss a qualitative approach, which draws upon the principle
that the kinds of information sought are not amenable to ‘measurement’ but can none the less
be made intelligible.

In this paper, we explore some principles of qualitative research which address the social
and economic consequences of leprosy and leprosy-related disability. We note some pitfalls
to be wary of, and the opportunities using these methods and perspectives in programme-
related operations research.

Background to qualitative methods

Qualitative approaches to research and intervention are well suited to explorations of the
social and economic impact of disease and disability on individuals and communities.
Qualitative approaches can also help in the development of appropriate and effective
interventions to support programme activities of case detection, case holding and social
and economic rehabilitation.

As efforts at active case finding and effective treatment of existing cases with multi-drug
therapy continue apace and the overall numbers of active leprosy cases continue to fall,
locating adequate numbers of patients to yield meaningful or ‘significant’ statistics will
become moredifficult. In matters concerning human wellbeing, the variables of importance are
often poignantly identified through listening to people’s stories. These variables are not always
amenable to ‘measurement’. In studies of social impact, one needs to know not only the extent
and nature of the suffering of individual patients, but to have a comprehensive understanding of
the broader social context in which that suffering occurs. Important lessons can be extrapolated
from the stories of a carefully selected and relatively small number of informants, and data
gleaned from rigorous and systematic qualitative research can provide a sound basis for
planning and implementing effective and appropriate treatment and patient support.

Past uses of qualitative approaches in leprosy control

Qualitative research is not new to leprosy control. Past studies have included work on
knowledge and attitudes, treatment-seeking and treatment compliance;'*~® gender;>*'°
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beliefs and practices of leprosy patients;'' socio-cultural responses to leprosy; stigma
issues;*'?~'* issues in social and economic rehabilitation’'> and the integration of leprosy
control and primary health care.

Although intrinsically interesting, this type of research often looks primarily or exclu-
sively at so-called ‘traditional customs’ or beliefs, leaves out rigorous investigation of
important social structural factors and is not always useful or easily applied to policy and
programmes. It can also lead researchers to make ’immodest claims of causality’'® by
masking the importance of structural inequalities. Rao er al.,” for example, note that among
Indian women, ‘lack of time, money and mobility are more often causes for poor treatment
compliance among female (leprosy) patients’ than are ‘traditional customs’. The better
sociological research articles are those which clearly and rigorously address the cultural
dimensions of relevance, while placing these within their broader social-structural and/or
political-economic context (for leprosy'*'”). This orientation is discussed in detail below.
Useful guidelines exist for assessing qualitative health research papers.' 82!

A word (and a warning) about ‘qualitative methods’

It may seem obvious that qualitative research methods are only as good as the scientists
using them. An important weaknesses of much qualitative research has been the use of the tools
without an understanding of the theoretical principles underlying and underpinning them.

A problem of this ‘tool-orientation’ relates to the recent proliferation of Rapid Assess-
ment Procedures (RAPs). Known by their supporters as ‘practical anthropology’, RAPs have
been used to gain community and target-group views about the causes of and cures for ill
health. They are also used to assess people’s reactions to specific interventions. A specific
package of techniques has been designed, with the non-specialist in mind, to gain information
about health-related beliefs and behaviours. As Scrimshaw and Hurtado?? note, obstacles to
the use of anthropological approaches and data within the health field have included the long
periods normally spent in the field by anthropologists, and the collection of a large amount of
theoretical material required within the discipline.

‘Another’, they write, ‘has been that the theoretical concerns of anthropology have not
been those of applied health or nutrition programmes. Although the ideal ethnography
may be built from both of these elements, a great deal of practical, diagnostic, and applied
work can be accomplished in a shorter time and by using a simpler approach.’

‘Thus a built-in assumption of these methods is that they leave the theory out, relying
instead on a user-friendly toolbox approach to rapidly investigating the sociological
dimensions of illness and healing. As Manderson and Aaby*® put it:

‘..It would be unrealistic to expect theoretically informed anthropological interpretations
of social life or cultural issues when the data are collected by researchers without a
background in the discipline, notwithstanding the technical skills that may be relatively
readily acquired’.

A related problem arises when quantitative researchers employ qualitative tools as if they
were the same as quantitative tools. Lacking knowledge about the principles of qualitative
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research, these researchers subsequently get nervous with the small numbers required for
conducting qualitative work, and the lack of ‘measurement’ employed. Thus the counter-
productive attempt to measure the unmeasurable begins, producing data of questionable
utility.

It is important that qualitative research carried out for leprosy is facilitated and analysed
by those with social science training. There are key foundational principles that can be used
by health professionals when conceiving a research project in relation to leprosy.

Some basic principles

From our perspective, the first of the ‘basic orientations of qualitative methods’ spelled out by
Green and Britten®* is the most important. They note that qualitative research is based on a
commitment to ‘naturalism’: ‘health behaviour’ is understood in the context of everyday life.
Illness and health are understood and approached differently by lay people than by
practitioners. Lay people experience and react to illness in the context of their whole life,
while the perspective of the epidemiologist, doctor or pubic health professional is narrowed
by the requirements of scientific enquiry or clinical practice.”” Health professionals see
patients in terms of their illness, whereas the patient is managing the illness within a range of
competing needs, priorities, expectations and social roles. Thus our research needs to look
beyond the leprosy patient and his experience of illness to see how this experience is
influenced by the household and community of that individual. His choices will be crucially
framed and constrained by broader social and cultural structures.

Thus, it is important to enquire beyond the experiences of individual patients to address
issues in the household and community. It is equally important to look at provision of care
and support within the health and social services: what services are available, how they are
used and why. Widening the scope still further, these services are themselves resourced and
constrained by features in the national and international policy landscape, which may also
need to be addressed.

A qualitative approach, therefore, understands the patient and their experience, choices
and needs as being nested within many layers of context. The impact of disease and disability,
the ability of the patient to adhere to therapy and the choices they makes in relation to advice
given, will all be influenced by each layer that surrounds them. The simplest and most
straightforward analogy would be of an onion: the innermost portion being the patient herself,
each subsequent layer representing a dimension of context for the patient. Research can and
should be conducted at each level to develop an understanding that is both comprehensive and
useful for policy.

Methods: getting the whole picture

Throughout this paper we have used the term qualitative approach rather than qualitative
methods for two reasons. Firstly we want to stress the importance of conceptual under-
standing in employing the tools. Secondly, is the point that within a qualitative approach it
may be useful and appropriate to use quantitative tools. Rigorous and systematic research on
health behaviour should employ a range of methods, held together within an overall
framework that takes an essentially qualitative orientation (as described above and in
Green and Britten24).
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Figure 1. Structure of a qualitative approach

The key domains and methods, which can be employed in this research, are outlined
below. While not intended as a formula, this outline can provide a guide to the approach
advocated.

IN THE COMMUNITY

To understand the main resources and constraints to health in the community, mapping, focus
group discussions (FGD) and key informant interviews can be undertaken.>*?°~?® Research
teams need to ask: what are the aspects of this community that may influence the wellbeing of
leprosy patients? Key questions in addition to mapping may include: what are the main health
problems in this area; what are the main sources of care; how do people normally seek
treatment; what are the main constraints to health? Participant observations may also be
carried out through field diaries recording daily general information.

IN THE HOUSEHOLD

Household data may be useful: 1) to get more detail on socio-economic and demographic
features of the community; 2) to understand approaches to treatment-seeking; and 3) to
get further details on specific patient households. For the first and second domains, a
semi-structured questionnaire may be appropriate (e.g. an ethnographic survey.”® Infor-
mal interviews with members of specific patient households can also be carried out (see
below).
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AMONG PROVIDERS

Interviews can be carried out among the local providers. The aim is to learn who is treating
leprosy patients, how these providers understand, diagnose and treat people with leprosy,
the extent to which they refer patients on and what they charge for treatment. Normally
a semi-structured, open-ended interview schedule is appropriate, although if there are
many providers in the area a more structured pre-coded questionnaire may be employed.
Non-participant observations may be conducted to get a further perspective on the treatment
process at the key sources of care.

WITHIN THE PROGRAMME

If the research is to feed into programme operations, it is important to involve the programme
at an early stage and to maintain their involvement. FGDs and/or key informant interviews
with various cadres of programme staff may help researchers to identify problems and
potential within the programme.

AMONG PATIENTS

Again, it is appropriate to combine methods. It may be useful to conduct some general
interviews and observations at drug delivery points and take a sub-sample of those patients
for further study. Gathering illness narratives through open-ended, in-depth interviews will be
essential and it may be useful to obtain these narratives from a range of patients: those
currently on treatment (with various levels of disability), those released from treatment, and
those who have left treatment. Case studies can be conducted of a sub-sample of patients,
ideally from each of the three categories above.>”

AMONG POLICY MAKERS AND DONORS

While this level of analysis may seem abstract, in fact it is quite specific to the problems at
hand. A policy or stakeholders analysis may enable the research team to identify potential
barriers to uptake of recommendations and also the support for taking forward the changes or
projects suggested.

Situating the central research questions about the impact of illness and disability on leprosy
patients in their broader social context enables key nodes for intervention to be identified.
Programmes based on research of this kind will not focus on changing patient behaviour, but
will address specific changes within the health and social services which can be made to better
support patients and communities in dealing with this disease and its repercussions.

Conclusions

The qualitative approach described provides an opportunity to ensure that the broader social,
economic and environmental factors affecting people with leprosy are addressed in the
provision of appropriate care. The approach also encourages research across disciplines and
the inclusion of other important sectors like housing and education. This multi-disciplinarity
and cross sectoral approach to infectious disease programmes is being increasingly encour-
aged to provide innovative means to addressing the control of infectious diseases like leprosy
and tuberculosis.*'
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