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Guest Editorial

Dementia in Developing Countries
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The 10/66 Dementia Research Group
(2000a) has drawn attention to the un-
even distribution of research evidence
worldwide; although two thirds (66%) of
all persons with dementialive in develop-
ing countries, 10% or less of population-
based research has been conducted in
those regions. The study by Vas and col-
leagues on dementia in Mumbai, India,
published in this issue of International
Psychogeriatrics is therefore most wel-
come. Dementia has a very low profile in
most developing countries. Families of-
ten view it as a normal part of aging, and
few seek help despite experiencing sig-
nificant strain (Patel & Prince, 2001; Shaji
et al., in press). Unsurprisingly therefore
it is accorded a low priority by policy-
makers in the developing world, and there
is little sign of attention being giventothe
development of more responsive health
care or social welfare services. Popula-
tion-based research, well disseminated,
can play an important role in increasing
awareness at all levels of society.
Although the study by Vas and col-
leagues is welcome, it would be wrong to
ignore some methodological shortcom-
ings. Despite its title, this report cannot
be considered to have provided an esti-
mate of the prevalence of dementiain the
population studied. No screening instru-
ment is perfect; therefore a multistage
design requires that in addition to all

screen-positive participants, a sufficient
number of randomly selected screen-neg-
ative participants should be interviewed
in the definitive diagnostic phase to esti-
matethefalse-negativerate forthescreen.
The prevalence estimate can then be ad-
justed accordingly. This was not done for
the Sandoz Clinical Assessment Geriatric
Scale used in this study, an instrument
that was not developed to screen for
dementia cases in the community and
had not been used previously for this
purpose. The authors developed their
own subscale using factor analysis to
identify “cognitive items,” and then ap-
plied an arbitrary cut point of 2 standard
deviations above the mean. This cut point
means that by definition, 2.5% of the pop-
ulation will screen positive (as the au-
thors found), and excludes the possibility
of estimating any higher prevalence than
this. At best, given that the third-stage
definitive dementia diagnosis procedures
seem to have been meticulous, the au-
thors have estimated the minimum prev-
alence of dementia in the population
studied. It is probable, however, that the
true age-specific prevalence of dementia
is much higher than that reported here. It
follows that the comparisons the authors
make between the prevalence of demen-
tia estimated in their survey and that
estimated in other surveys using more
conventional two-stage methodology are
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also not well founded. In particular, read-
ers should be wary of inferring too much
from the fact that the prevalence report-
ed here is lower than in some other stud-
ies from India, and much lower than most
reports from the developed world. This
could but should not be taken to confirm
the view that dementia is rare and there-
fore as yet an insignificant public health
priority in these regions.

This has, however, been a pioneering
effort. Many useful lessons can be learned
from the investigators’ experience. First-
ly, more is not necessarily better. In the
first phase of this study they attempted to
survey 30,000 persons aged 40 and over.
By any standards this is an enormous
undertaking, and one cannot but be im-
pressed by the scale of their achievement,
signified by the response rate of 82%.
Early studies of dementia in the develop-
ing world tended to set the lower age limit
for inclusion below the 65 years that is
conventional in the developed world (10/
66 Dementia Research Group, 2000b). The
rationale for this decision is the conten-
tion that in the developing world, biologi-
cal aging occurs morerapidly, hencethose
who would be considered to be middle-
aged in developed countries could be prop-
erly thought of as aged. From evidence
now available to us, we can be clear that
this contention does not apply to demen-
tia; early-onset dementia (before the age
of65) is as vanishingly rare in the develop-
ing as in the developed world (10/66 De-
mentia Research Group, 2000b). For the
population-based study of dementia, it is
thus highly inefficient to include partici-
pants under the age of 65 years. In this
study 20,566 (84%) of the achieved sample
of 24,488 was aged under 65 years. Ten
cases of dementia were identified in this
age group, a prevalence of only 0.0004%.
Ninety-one (90%) of the 101 cases of
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dementia were identified in the remaining
3,922 participants aged 65 years and over.
The investigators have explained their
cursory first-phase screening methods on
the basis that only thus could they man-
age the logistics of such alarge survey. In
retrospect, it would have been much bet-
ter to have concentrated upon applying a
more rigorous methodology to a much
smaller number of participants in the age
group most at risk for dementia.
Secondly, before the prevalence of de-
mentia in unfamiliar settings is estimated,
wefirst need to identify locally valid meth-
ods for case ascertainment. If these meth-
ods can be demonstrated to be valid
cross-culturally, enabling meaningful com-
parisons to be made between countries
and regions, then so much the better. In
recent years much progress has been
made in our understanding of what is
required (10/66 Dementia Research Group,
2000b). Educational bias is a major prob-
lem. Items that can be used to discrimi-
nate between those with and without
dementia in the west often fail to do so in
developing countries where educational
levels are very low and illiteracy is com-
mon. Even where the appropriateness of
the method to the educational status of
the population has been attended to, many
items require some adaptation to render
them culturally appropriate, or capable of
being translated into the local language.
Ganguli and colleagues (1995) have shown
that most items in the Mini-Mental State
Examination (MMSE) needed to be sub-
stantially revised or substituted to arrive
at a culture- and education-fair assess-
ment for use in northern India. The origi-
nal version of the MMSE is unlikely to be
an appropriate method for screening for
dementia in any population with low lev-
els of education and highlevels ofilliteracy.
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New approaches have also been de-
vised. One promising development has
been the technique of screening infor-
mants to enquire after decline in the index
person’s cognitive and functional abilities
(Jorm et al., 1991; Ritchie & Fuhrer, 1992).
This approach has been shown in differ-
ent cultures to be at least as effective as
cognitivetesting and is free of educational
bias (Fuh et al., 1995; Law & Woilfson,
1995; Morales et al., 1995). The Communi-
ty Screening Instrument for Dementia (CSI-
D) (Hall et al., 1993) combines culture-fair
cognitive testing of the participant and an
informant interview into a single predic-
tive algorithm. It is perhaps the best and
most extensively validated culture- and
education-fair dementia screening instru-
ment (Hall et al., 2000). The cognitive com-
ponent of CSI-D was developed from
existing cognitive screening instruments
with a view to identifying items that were
equally discriminating for participants
with high and low levels of education and
literacy, and for participants from devel-
oped and less developed communities.
The instrument has been used and vali-
dated to date in Cree American Indians
(Hall et al., 1993; Hendrie et al., 1993),
Nigerians in Ibadan, and African Ameri-
cans in Indianapolis (Hendrie et al., 1995).
The addition of the informant interview
significantlyimproved the predictive pow-
er of the CSI-D in both Indianapolis and
Ibadan. It has achieved 83% specificity at
87% sensitivity for a diagnosis of DSM-III-R
dementia (Hall et al., 1993). The 10/66
Dementia Research Group (2000b) has
been attempting to build on the CSI-D for
aone-stage approach to dementia diagno-
sis. Pilot studies have been compieted in
25 centers in Latin America, Africa, India,
China, and Southeast Asia. One-stage com-
prehensive diagnostic procedures allow
information on other psychiatric diag-
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noses to be collected for all participants,
thus closely mimicking normal clinical
practice and adding to the informative-
ness of the survey. Most importantly, giv-
en the high attrition rate between Stage 1
and Stage 2 interviews in developing coun-
tries research, they reduce bias in the
assessment of prevalence and etiologic
associations and simplify statistical anal-
ysis (10/66 Dementia Research Group,
2000b).

Thirdly, the investigators have focused
their efforts upon the third-stage defini-
tive dementia diagnosis, including alloca-
tion of dementia subtype diagnosis
following a comprehensive clinic-based
assessment. This included clinical, neuro-
logical, and radiological assessment, to-
gether with an informant history of the
course and onset of the disorder. As with
other similarly meticulous studies from
the developing world, they report a pre-
dominance of cases of Alzheimer’s dis-
ease (AD) with a ratio of 1:0.45 for AD to
vascular dementia. Further detailed eval-
uation of representative series of demen-
tia cases nested within epidemiological
surveys can greatly increase their value.
However,itisimportant toremember that
these further evaluations can usefully in-
clude social as well as biological or clini-
cal parameters. The investigators report
that almost half of the persons with de-
mentia in their survey were single or wid-
owed. Anecdotally, they report having
come across persons with dementia with
no family member to care for them, who
were reliant upon their neighbors for sup-
port. We need more studies of care ar-
rangements for people with dementia in
the developing world, which furthermore
assess the impacts of caring upon family
caregivers. In traditional societies the as-
sumption is that the family should be
available to provide care where needed.
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With social and economic development,
trends towards the globalization of cul-
ture, increasing workforce mobility, and
emancipation of women are all tending to
undermine the basis of this assumption.
Data from future studies of this kind will
help to inform the coming debate about
the balance of roles and responsibilities
for family, community, and state in tradi-
tional societies in rapid transition.

In conclusion, although thereis aclear
need for more research into dementia in
developing countries, it is vital that we
give proper emphasis to methodologi-
cal rigor. Akeyrole for these studies will
be to provide an evidence base to drive
and inform policy development; this can
only be done with confidence when we
are as sure as we can be of the validity of
our methods. Future research will inev-
itably move beyond estimation of prev-
alence and incidence to identification of
etiological factors (both genetic and en-
vironmental) and to estimates of the
impact of dementia upon developing
societies. A major challenge for the fu-
ture will be the development and deliv-
ery of supportive and therapeutic
interventions both for people with de-
mentia and for their caregivers; again
research can play an important role in
promoting and evaluating new models
of care.

Martin Prince, MD, MSc, MRCPsych
Section of Epidemiology

Institute of Psychiatry

London, UK
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