glebal

(om0 cplits

Reports

Nulkar A, Paralikar V, Juvekar S. Dementia in India - a call for action. Journal of Global
Health Reports. 2019;3:2019078. doi:10.29392/joghr.3.e2019078

Dementia in India - a call for action

Amit Nulkar', Vasudeo Paralikar’, Sanjay Juvekar'
1 King Edward Memorial Hospital Research Centre (KEMHRC), Pune, India
Keywords: ncds, india, dementia

https://doi.org/10.29392/joghr.3.e2019078

Journal of Global Health Reports
Vol. 3, 2019

In 2016, there were 47 million people living with demen-
tia worldwide. With ageing populations across the world,
this number is estimated to rise to 131 million by 2050. Not
only does it have a significant impact on the people living
with dementia, their families and the wider society; but it
also has a huge economic impact. Dementia was already ex-
pected to be a trillion-dollar disease by 2018, from a 2016
estimate of US$ 818. In addition, most people with demen-
tia remain undiagnosed and are therefore unable to access
care and treatment. When dementia is diagnosed and care
services exist, they often are patchy, fragmented, inacces-
sible, expensive and not suited to meet the needs of peo-
ple suffering from dementia or their families.! This not only
leads to increased suffering for people with dementia and
their carers, as well as impacting significantly on the fi-
nances of the family through indirect costs of illness and
loss of productivity, but also undermines the credibility of
the health services and the practice and science of medi-
cine itself. The care provision for people with dementia is
even more inadequate in low and middle-income countries
with lack of awareness in the communities, limited trained
and skilled resources, inequitable allocation of available re-
sources, unaffordability of treatment, and lack of priority
given to dementia as a public health priority.

India’s population in 2018 is estimated to be around 1.35
billion, the majority of which is in the working age with
only around 10% of the population above 60 years. This pro-
portion is projected to rise to 12% by 2031 and to 19% by
2050 when India is expected to have a population of 1.70
billion indicating an ageing population. With demographic
ageing, comes the problem of dementia and India is ex-
pected to have one of the largest number of elders with
dementia. In 2015, an estimated 4.1 million persons aged
over 60 years had dementia in India.2 This is estimated to
rise to 6.35 million by 2025 and to 13.33 million by 2050.
This indicates that the burden of dementia in India is al-
ready significant and is expected to rise rapidly over the
next two to three decades. The proportion of people with
dementia in age groups of 60-75 years is expected to in-
crease steadily over time. On the other hand, a steep in-
crease in dementia is expected in the over 75-age group af-
ter 2030. The cost of dementia care in India in 2010, was
estimated to be US$ 3.4 billion, with more than half being
informal care cost (US$ 1.9 billion), nearly one third being
direct medical cost ($1 billion) and the rest being direct so-
cial cost.3 A study in 2010 found the prevalence of dementia
in Pune city to be 4.1% in those aged above 65 years. This
indicates a very significant burden of the illness in the local

region. Burden of care was associated with caring for elderly
with dementia with increasing severity of dementia. Social
network had a protective effect on severity of dementia.*
Such increased numbers of people with dementia will have
a marked impact on the states’ healthcare systems, families
(emotional and financial burden, poor quality of life) and
the society at large (directly through government expendi-
ture or indirectly through loss of productivity).

The treatment or service gap for dementia in India is
thought to be nearly 90%, with only one in 10 people with
dementia receiving a diagnosis, treatment or care. The rea-
sons for this are manifold, but the main ones appear to
be very poor awareness of dementia in society as well as
among health care professionals, very low specialist or
trained human resource capacity for the care of those with
dementia, and lack of public health priority for dementia.3
This results in almost all care being delivered by the family
at home and without information or financial support. The
capacity of suitable care centres is very low. For instance,
4.1 million people have dementia, but full-time care capac-
ity is estimated to be available for less than 2000 people.2
Additionally, there are issues with only partial appropria-
tion of the illness of dementia in Indian cultural settings
with its financial, political and family-interpersonal rela-
tionship implications in addition to the complexities of
clinical-cultural and biomedical-social encounters.*

The World Bank has classified India as a lower middle-in-
come country and it is projected to be a high middle-income
country by 2047.5 India spends just over 1% of its gross do-
mestic product (GDP) on health and only a mere 1-2% of
the health budget is spent on mental health. However, the
Government of India has recently committed to spending
2.5% of its GDP on health by 2025. Also, India now has a
new Mental Health Care Act, 2017, which gives every person
the right to access mental health care operated or funded
by the government; good quality and affordable health care;
equality of treatment and protection from inhuman prac-
tices; access to legal services; and right to complain against
coercion and cruelty. This commitment from the govern-
ment towards spending more on health and the existence of
an enabling legal framework that protects the rights of peo-
ple with mental health problems and promotes inclusion
are positive developments for mental health as well as for
dementia. However, the benefits of this are unlikely to affect
the care of people with dementia unless there is a recogni-
tion of this as a health priority. This requires advocacy by
patient and carer groups as well as researchers with pol-
icy makers. However, no health problem can be addressed
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without an effective, accessible, equitable, feasible and ac-
ceptable intervention. Therefore, there is an urgent need to
gather evidence about such models of care delivery at pri-
mary, secondary and tertiary levels for people living with
dementia. India is a country that is very diverse in region,
language and culture. Hence a ‘one size fits all’ approach is
unlikely to work. Therefore, any intervention or model of
care delivery for dementia will need to be such that it can be
customised to the regional, cultural and language contexts
of the place where it is to be implemented.

The World Alzheimer Report, 2016, states that the mod-
els of healthcare delivery for people living with dementia
need to be continuous, holistic and integrated. The current
specialist model of health care delivery for dementia is nei-
ther likely to provide full coverage to meet the growing
demand for services nor is it likely to be affordable. With
a large service gap, lack of awareness in the community
and lack of adequate specialist trained resources in low and
middle-income countries like India, there is a need to in-
volve not only primary care services in the delivery of de-
mentia care but also community health workers trained to
do specific tasks, in dementia care provision. Evidence sug-
gests that when the responsibility of dementia care is
placed with primary care physicians, care outcomes are
compatible with that provided by specialists.

Indeed, memory clinics have been successfully run in
primary care by primary care physicians. However post-di-
agnostic continuing care for dementia through primary care
remains an area of research.!

Collaborative community-based care (CCBC) models in-
volving task shifting to lay health workers have been tried
in the management of persons with Schizophrenia in India
and have been found to be modestly more effective than
facility-based care alone.® In case of dementia care, CCBC
models could include lay health workers conducting aware-
ness sessions in the communities they work with, identi-
fication and screening of at risk people, referral to an as-
sessment centre and following up with the family after a
diagnosis has been made to provide psychoeducation, en-
courage concordance with medications and supporting the
families in managing the illness and addressing carer stress.
There is an urgent need to develop and pilot such models
of service delivery for dementia, and assess their quality, ef-
fectiveness, feasibility and acceptability. Additionally, per-
forming an economic assessment of these services and
modelling the overall cost of proper vs improper manage-
ment of dementia in the existing setting would be useful
in establishing the cost-effectiveness of such a service. This
can inform policy and enable service delivery at scale, in an
equitable, affordable and sustainable manner. Such a model
of care will address the problem of the large service gap in
dementia, mobilise untapped resources in the local commu-
nities and most importantly equip the health systems to be
prepared for the large increases in number of people with
dementia anticipated over the next few decades.

Task shifted models of care, where primary care services
are involved in prevention, early identification, screening,
diagnosis and early treatment of dementia with support,
training and supervision from specialist resources, would
allow early identification, diagnosis and initiation of treat-
ment. To enable this to happen, there is an urgent need

to develop and validate screening and diagnostic instru-
ments to assess cognitive functioning. Such tools can be
used by non-specialists through adequate training and su-
pervision, if available in the local language. This would re-
duce the problem of under-detection, under-diagnosis and
under-treatment in India thereby helping to reduce the
large service gap.

Such primary care services of identification, screening,
early diagnosis and treatment initiation, must be comple-
mented by seamless continuing care services. These ser-
vices could involve active case management by specifically
trained dementia health workers to deliver specific inter-
ventions to the person with dementia and their families
such as psychoeducation, adherence management, family
support and advice, advocacy, enabling access to social wel-
fare schemes and services, access to care facilities like day
care and ensuring access to care for psychological and phys-
ical health problems. A clearly defined intervention package
focusing on these aspects would ensure standardisation of
the care being delivered, quality control and enable super-
vision.

Appropriate referral pathways would need to be estab-
lished for complex cases where specialist input and further
investigations may be required. Since dementia is a pro-
gressive illness, any model of care will need access to hos-
pital care or specialist assessment and support for confir-
mation of diagnosis in complex cases, treating reversible
dementias, management of physical health problems if nec-
essary, advice on treatment of psychological and behav-
ioural symptoms of dementia and lastly access to end of life
or palliative care. Explicit guidelines regarding care deliv-
ery, risk identification and management and referral path-
ways would make the service integrated across primary, sec-
ondary and tertiary care. Such a model of care would be
continuous, holistic and integrated as recommended in the
World Alzheimer Report, 2016.!

Additionally, any model of care for dementia will need
to link with the private healthcare providers as they form
the mainstay of health care provision in India. Nearly two-
thirds of all health care in India, in urban as well as in rural
areas, is provided by the private medical sector.” Currently,
dementia care too, is provided mainly by private tertiary
hospitals having specialist driven care with hardly any en-
gagement with primary care, government health services
or community care services. Thus, dementia care services
are largely hospital-based, expensive, fragmented and in-
equitable. In order to make dementia care services avail-
able and accessible to the vast numbers of people with de-
mentia, involving private healthcare providers in the model
of dementia care delivery is essential. However, the high
cost of private health care which is usually met with out
of pocket expenses (Catastrophic Health Expenditure-CHE)
can push many families into poverty.8 Therefore, cost-shar-
ing models of care need to be developed to enable the pri-
vate healthcare services to be available, accessible and af-
fordable to the wider community. In this respect, the
recently launched Ayushman Bharat Scheme by the Govern-
ment of India is critical. This is National Health Protection
Scheme, which will cover over 100 million poor and vulner-
able families (approximately 500 million beneficiaries) pro-
viding coverage up to 0.5 million Rupees ($7150) per fam-
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ily per year for secondary and tertiary care hospitalization.
This could take care of the cost of hospitalisation for the
most vulnerable people with dementia.

The provision of care and security for elderly, especially
elderly parents, is important to Indian society. The weaken-
ing of the consanguineal family unit, especially in the urban
areas, has contributed to the challenges faced by elderly, es-
pecially people with dementia. Many ended up living alone
without sufficient financial, emotional, social and physical
support. The Maintenance and Welfare of Parents and Se-
nior Citizens Act, 2007 casts obligations on children to
maintain their parents/grandparents and also the relative of
the senior citizens to maintain such senior citizens.? Hence
involving families in care delivery should be an important
component of any service delivery model. Lastly, for any in-
tervention to be effective, a cultural acceptance from the
community and the end-user is desirable. Study of the ex-
planatory models of people with dementia and their carers
may help in retaining what is helpful in the processes of de-
tection and care, while identifying and addressing the cul-
tural beliefs. This would be useful in curtailing the delay in
help seeking as well as helping in better acceptance of the
illness and minimization of perceived burden.

CHALLENGES AND FUTURE DIRECTIONS

There is already a significant burden of the dementia in In-
dia and with an ageing population it is only expected to
grow over the coming decades. The current care services
for dementia are vastly inadequate. There is an urgent need
to prioritise development and piloting of tiered, integrated
and holistic dementia care services accessing resources in
public and private healthcare. It should be using a collab-
orative community-based care model to enable such a ser-
vice to be universally available, accessible, equitable, effec-
tive and affordable to population at large.

India is a diverse country with a multitude of languages
and dialects and vastly varying educational levels. Hence,
language and education dependent screening and cognitive

assessment scales would be a challenge. The use of content-
free speech analysis to predict dementia years before its on-
set could be a vital innovation in the prevention or early
recognition of dementia.10
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