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Chapter - 1

Introduction

Prasanta Mahapatra

This is a study about National Burden of Disease (NBD) studies.
Following the publication of the Global Burden of Disease (GBD) results (World
Bank, 1993; Murray and Lopez, 1994, 1996, WHO, 1999), both individuals and
organisations committed to health policy are hoping to gain insights from
comprehensive assessment of disease burden at national and sub-national
levels. The World Health Organisation (WHO) has launched a Global Program
on Evidence and Information for Health Policy. A few national burden of disease
estimates have been made'. Funding agencies and International Financial
Institutions tend to commission NBD studies with an expectation that the ensuing
results from them would inform their deliberations about health sector reform,
planning, and development by countries seeking to reform or develop their health
sector. Given the current aspirations for evidence- based policy formulation, an
important question that surfaces is: what is the appropriate investment in a
NBD study for local data collection? This is one of the two primary motivations
for this study. Burden of disease is now sought to be quantified by summary
measures of population health, that combine information on mortality and
morbidity. Assignment of weights to different health states is a key step that
allows for combination of mortality and morbidity. Nature of the health state
valuations both at the individual and community level have a bearing on the
measurement of disability weights and its use in burden of disease estimates.
Unfortunately, burden of disease estimates have hitherto used disability weights
obtained from convenience samples. It will be helpful to understand the nature
of valuations by individuals of different health states. Understanding the
distribution of values assigned by members of a community to the same health
state facilitates uncertainty analysis as also the interpretation of burden of
disease estimates, A further methodological challenge is to measure health
state values in a partially literate community. This is the second motivation for
this study.

The term naticnal burden of disease (NBD) study is used in a generic
sense to mean local burden of disease estimation for national and sub-national
entities, Diversity in size of countries in the world means that the population in

‘For example, Mexico, Mauritius, and Australia.
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sub-national entities like a state in India or a province in China can equal or
exceed the total population in some countries. The problems and potential uses
of burden of disease estimates for such sub-national entities would be similar
to situations in other countries. The term NBD is used because it has gained
currency of usage to connote a comprehensive assessment of disease burden
for national and sub-national entities.

The work is presented in nine chapters. In this introductory chapter, |
first review the literature available on aids to priority setting in the health sector,
and then 1ry to identify the different motivations for the development of synthetic
measures? of population health status. In the following section, | review various
efforts till date that have attempted to quantify health and iliness. Significant
attempts in the past and current formulations of synthetic measures are high
lighted. The Global Burden of Disease (GBD) study, which provides animportant
background to this study, is then described. Finally | outline the research
questions and conclude the introduction with a discussion about possible
ramifications of this study. | use the situation in Andhra Pradesh (AP} state in
India to build up my arguments and illustrate experiences with a NBD study.
Chapter Two describes data sources and the methodology employed to arrive
at the general demographic estimates required for a NBD study. General
demicgraphic estimates consisting of mortality as well as population statistics
for AP are presented. The subsequent chapter deals with the cause of death in
AP. The importance of cause of death statistics for NBD estimates is briefly
discussed, followed by description of data sources, methodology and cause of
death estimates for the NBD study. Chapter Four presents the general approach
to estimating descriptive epidemiology of diseases for computation of disease
burden. The following chapter takes up tuberculosis as an example and illustrates
steps for estimation of it's descriptive epidemiology using locally available data
on tuberculosis in India and Andhra Pradesh. Ideally one would have liked to
generate such descriptive epidemiological estimates for all diseases.
Unfortunately constraints of time and resources were not conducive to the
achievements of substantial progress in this direction. So | have used the India
epidemiological estimates from the GBD96 study (Murray and Lopez, 1996) as
inputs for estimation of disease burden in AP, with a hope that these two chapters
will help stimulate further work in the country and improve the data base for
estimation of locally anchored epidemiological estimates for most diseases.
Chapter Six describes the methodology of the health state valuation study done
in Andhra Pradesh. It reviews the literature on health status measurement and

describes the methodology of the studies in Andhra Pradesh, including analysis’

2By a synthetic measure of health staius, | mean a formulation that combines monality and
morbidity components. An alternative terminalogy would be summary measures of population
health status, which | use synonymously with synthetic measures.
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in order 10 assess reliability and validity of the measurements. In Chapter Seven
| present results from the community survey of health state valuation, and sum
up the findings from the health state valuation study. Chapter Eight examines
the age weighting and discounting schemes incorporated into the DALY measure
and illustrates how NBD teams can deliberate about available decision options
and connect the same to local preferences about age. The last chapter, i.e.
Chapter Nine, presents results from the burden of disease estimates for AP
with different levels of anchorage to local data. Differences in the burden of
disease results from various estimates are examined in the light of research
questions raised in Chapter One. Chapter Nine concludes with a presentation
and analysis of AP burden of disease estimates and highlights the importance
of some findings for the health policy of the state.

Setting priorities in health sector:

Real operations of a health system, on a day to day basis, treat certain
problems, meet certain requirements and bypass some others. Priorities are
set explicitly orimplicitly®. It is important to recognize that health sector priorities
are ultimately set through social and political processes. Linkages between
health policy and social political process have been fairly well documented (see
for example; Walt 1994; Mckeown et al 1994; Carr-Hill 1991). Analytical
approaches to priority - setting operate within the socio - political environment.
They modify the socio- political environment by changing peoples information
set. On the other hand socio political interests may engender development of
specific analytical approaches. Although expressions like “priority - setting
techniques” and its minor variants are used in health policy literature they actually
refer to technical and analytic aids to priority - setting. This semantic distinction
is important, since a good deal of criticism of specific aids to priotity - setting
arise from an apprehension that they are formulaic. The expression "health
priority setting” is used here to mean analytic aids to priority - setting in the
health sector.

Analytical aids to priority setting consist of processes and criteria (Goold
1996). Priority setting criteria refer to the variables considered relevant for the
ordering of alternative choice for instance, age, sex, capacity to benefit from
treatment etc. Priority - setting processes refer to the procedures followed to
arrive at certain criteria, and application of these chosen criteria to specific
data. Both procedural justice and the shared criterion of fairness appear to be

Priorities may not be set at all and things may be allowed to drift, either due to bureaucratic habit
or political corruption. The social political remedy for such a situation is te ask for explicitly set
priorities and seek action conforming to those priorities. While this problem is maore fundamental,
the starting point for this work is that declision makers do recognise the need for priority setting
and are willing for change.
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important for health priority setting. Analytical aids to priority setting can either
be qualitative or quantitative. While this study is about quantitative aids to policy
analysis, usefulness of qualitative information, such as case studies, should
alsa be kept in perspective (Filstead 1981).

At the macro level, two distinct forms of health priority setting can be
distinguished, namely: (a) systemic and (b) benefit package definition or
rationing. Systemic priority - setting is about health sector wide policies. For
example, allocation of financial and manageral resources hetween public health
oriented interventions and clinical services; speciality profile of outputs from
education and training institutions, fechnology assessment, regulatory paolicies
to discourage undesirable activities, and incentive regimes o encourage
desirable services, Although systemic priorities would encourage certain services
(say the ones considered cost-effective) and discourage expensive services,
there may still be scope for a few persons to receive the expensive services. In
other words systemic priorities act on the overall volume of services rather than
on specific cases. Rationing is implicit in a systemic priority setting, although its
application to individuals may vary. Explicit rationing by definition of benefit
packages may be based on the same set of ethical principles and allocative
criteria, but apply at an operational level.

Aids to priority setting in the health sector:

To understand both the process as well as data requirements for health
priority setting it will be useful to review actual priority - setting exercises in the
recent past. | have reviewed four such efforts undertaken during the 1980s and
early 1990s. Two of these are country - specific (US and UK) and two were
undertaken by international agencies. These are: (a) domestic health policy
consultation for US undertaken by the Carter Center, (b) interdisciplinary
commitiee on health promotion constituted By a group of four health care
organizations in the UK, {c) UNDP - sponsored moncgraph on establishing
health priorities, and {d) the World Bank’s World Development Report 1993 on
investing in health. All these efforts were directed towards determination of
systemic priorities. A large body of literature focusing on rationing and benefit
package definition exists (see for example Malek 1994). A well known example
of priority setting exercise for rationing of health care is the Oregon experiment
(Strosberg et al. 1992). They are not reviewed here for two reasons, namely:
(a) the present work is concerned with the perspective of the developing country
and (b) the four efforts for systemic priority setting specifically reviewed here
provide enough understanding of the role of quantifying of disease burden,
which is the focus of this study, for priority setting.
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Table - 1.1 US “Closing the gap” project - common data format.

Health outcome Statistic

Mortality Deaths, Crude death rate, age standardized death rate,
age specific mortality rates, years of potential life lost before
the age of 65.

Morbidity Incidence rate, annual period prevalence, days of hospital
care, hospitalizations, physician visits, days lost from work
or major activity.

Complications Blindness, paralysis, amputation.

Quality of life Individual (disability, missed education opportunity, training,

employment), Family (transportation to health facility etc.)
Sacial (greater dependency etc.).

Direct costs Short stay hospital care, physician and other professional
care, pharmaceuticals, special equipment and long term
institutional care.

Soon after its establishment in 1981, the Carter Center in the United
States of America (US) appointed a health policy task force to identify domestic
problems in the health field. This task force identified reduction in the size of
disease burden, preventable or treatable with current technology as a priority.
In effect this was a full - scale health sector priorities review. The emphasis was
on generic risk factors (also referred to as precursors in the study report) for
several health problems. The study was named as “Closing the gap”.
Methodological details and results of this consultation have been published
(Foege, Amler and White 1985; Amler and Dull 1987). Major health problems in
the US were identified in September 1983 by an expert panel using five criteria,
namely: (a) point prevalence and temporal trends, (b) severity of health impact
and cost, (c) sensitivity to intervention using current scientific or operational
knowledge, (d) feasibility of such interventions, and (e) generic applicability of
such interventions to other health problems. Identified problem areas included:
alcohol dependency, arthritis, cancer, cardiovascular diseases, dental diseases,
depression, diabetes mellitus, digestive diseases, drug dependence, infectious
and parasitic diseases, respiratory diseases, unintended pregnancy and infant
mortality, unintended injury and violence. Definition of these prablem areas are
so broad that real prioritization must depend on additional criteria and data
sources used to study each of them. Each problem area was assigned to a
consultant, and an expert panel from different specialties, both of whom followed
a common data format (Table-1.1) to quantify illness and its component
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attributable to specific risk factors. Four out of the five groups of data relate to
guantification of disease burden.

In 1985 a group consisting of four health care organizations* in the
United Kingdom (UK) sponsored a research fellowship in health promotion and
appointed an interdisciplinary committee to guide the project (Smith and
Jacobson 1988). The main focus of this committee was to identify priorities for
health promotion efforts. This committee listed three overall health goals and
six criteria to identify health sector priorities. The three goals were: attainment
of {(a) longevity, (b) a good quality of life, and (¢) equal opportunities for health.
The six priority setting criteria were: (a) need for action and strength of supporting
evidence, (b) feasibility or effectiveness of action and strength of evidence
supporting it, (¢) public support and acceptability, (d) professional support, (e)
political support, and (f) economic benefits. To identify needs for action, the
committee explicitly analyzed mortality patterns by broad age groups. Priorities
for reduction of mortality and improvement of quality of life were identified using
the mortality analysis and group consensus. Top causes of current or emerging
disease burden implicitly identified by the committee include: circulatory
diseases, cancers, sexually transmitted diseases, road safety, mental health,
congenital abnormalities, prematurity and low birth weight, vaccine preventable
diseases and dental diseases in childhood.

Some time before 1988, the United Nations Development Program
(UNDP) cormmissioned Julia Walsh to prepare a monograph on establishing
health priorities in the developing world {Walsh 1988). Walsh reviewed literature,
discussed with scientists and program officers in the World Health Organization
(WHO), the United Nations Children’s Fund (UNICEF), UNDP, World Bank,
non prefit funding agencies and members of the faculty drawn from a few
academic institutions. These consultations suggest an effort to structure the
monograph contents around the prevailing consensus about priorities in health
sector, even though no formal consensus method was used. In the monograph
Walsh first takes stock of the burden of iliness, relying mainly on causes of
death. About 20 disease categories were identified as leading causes of illness
and death in the world. She then listed available interventions, their cost and
efficacy, and discussed factors affecting effectiveness. Although the monograph
does not give details about the manner in which estimates of mortality and
intervention efficacy were gathered, it does bring out the sequence of analytical
steps required for identifying priorities in health service provision and research.

“The Health Education Council named The Health Education Autharity from April 1987, King
Edward's Hospital Fund for London, The London Schoot of Hygiene and Tropical Medicine and
The Scottish Health Education Group.






