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Abstract

Palliative care in Nepal has been developing over the last 20 years, led by

pioneering doctors and nurses who have gained experience in the specialty,

often while working overseas, or who have had the opportunity to do clinical

attachments abroad. Recently, in collaboration with international palliative

care specialists, a national strategy has been developed and adopted to guide

future development so that palliative care for all who need it can be provided.

This article explores the faith-based context for palliative care and describes

the particular issues Nepal faces, the work of Christian mission organizations

in supporting palliative care development, and the need for religious and

cultural sensitivity.

Faith and the Development of

Hospice and Palliative Care

Care of the dying is a recognized part of
nearly all ancient religious philosophies and
ways of life. Nepal is a majority Hindu country
with a sizeable Buddhist population, each with
its own beliefs and practices around the end of
life and after death.

In Hindu philosophy, death is not seen as
being the opposite of life, but the opposite of
birth." Death is a process whereby the soul
migrates to the next life or to heaven. The soul
is enabled to transmigrate by various rituals
being observed, such as cremation taking place
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in sacred places near to water. The famous
Pashupathinath Aryan Ghat on the banks of the
Bagmati River, a tributary of the sacred
Ganges, is traditionally where cremations take
place in Kathmandu. Faithful Hindus may
prepare for death by travelling there, as some
Indians travel to the holy city of Banares in
preparation for death.” An ashram has been
provided on the Pashupatinath site, where the
old, infirm, and those who are dying are often
brought and cared for. In recent years, this
service has incorporated some of the practices
and principles of modern palliative care.® (see
figure 1).
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Figure 1 — The ‘Hospice’ Ashram at Pashupatinath Temple (note the body prepared for cremation in the foreground).
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While Buddhists also believe in the
transmigration of the soul, pre-death rituals and
the site of death are not so important. In
Buddhist philosophy, one should always be
ready for death and banish all fear of it.*
Buddhists prepare for death by caring for the
dying  person, particularly  for  their
psychological and spiritual state, keeping them
calm and focused, enabling them to progress
smoothly to the next life.” Caring for those who
are dying is an important service to perform and
Karuna-Shechen, a Buddhist charity, set up a
hospice in 2000 as part of a medical service in
the grounds of the Shechen Monastery in
Bouddha, an area of Kathmandu with a large
Tibetan Buddhist population.

For Christians, palliative care with its
holistic, patient-centered approach resonates
with the principles Jesus summarizes in the
Great Commandments — love God, and love
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your neighbor as yourself. Ferngren suggests,
“It was the Christian belief in personal and
corporate philanthropy as an outworking of
Christian concepts of agape and the inherent
worth of individuals who bore God’s image that
introduced into the classical world the concept
of social responsibility in treating epidemic
disease.”® Christians, caring for people
suffering with plague, were potentially a
significant contributor to the rapid church
growth of the second and third centuries.’

Early Christianity adapted Jewish service
ideals of generosity and hospitality, linking
these to faith and salvation, especially by
serving the poor and afflicted. As Christianity
spread and developed, institutions to care for
the sick and destitute were established
frequently linked to places of worship and
monasteries.® Hospices, as places to care for the
sick and dying traveler, were set up by the
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Knights Hospitaller in the 14" Century during
the time of the Crusades.®

Increasing formalization of services with
development of institutions later led to
depersonalization, segregation, and
commercialization of health services.® Catholic
and Protestant missionary revivals of the 19"
Century led to the establishment of hospices to
care for the dying such as the Hospice of the
Association des Dames de Calvaire in Lyon and
that of the Sisters of Charity in Dublin.
Towards the turn of the 20" Century in London,
amongst other Christian institutions founded to
care for the dying, was the Hospital of St John
and St Elizabeth and St Lukes’ and St Joseph’s
Hospices,g where Dame Cicely Saunders,
founder of the modern hospice movement was
later to work.’® Up until the development of the
modern hospice movement in the UK, most
hospices were Christian charities.’

Palliative Care in Low and Middle-

income Countries

Palliative care services are developing in
low- and middle-income countries, with
Christian organizations often at the forefront.
Palliative care embraces a holistic approach
with patient-centered care spanning physical,
psychological, social, and spiritual domains.
However, for care to be effective, models, in
addition, need to be socially, economically, and
culturally appropriate. With reduced health
resources and individual poverty, normally
treatable conditions may well be palliative at an
earlier stage in low-income settings. This can
include acute surgical conditions such as major
burns or acute abdomens occurring in remote or
inaccessible areas that lack services and
clinicians able to provide necessary curative
care, medical conditions requiring intensive
care, or where resistance to treatment has
emerged (e.g., HIV/AIDS or multidrug-resistant
TB).!
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As hospice and palliative care services
developed in industrialized settings, their main
focus was on advanced cancer.’? In Africa,
particularly, palliative care developed to care
for huge numbers suffering from HIV/AIDS .

Palliative care has also responded to local
and more esoteric needs, for instance, with an
innovative approach to end-of-life care for
patients suffering from rabies in an infectious
diseases hospital in Manilla and a service
focusing on the palliative needs of the
transgender population in Delhi.***

Currently, the demographics of nearly
every country is changing with ageing
population trends, but in low- and middle-
income countries, this demographic change is
particularly significant with a rapid increase in
Non-Communicable Disease (NCD) in areas
where death was previously commonly due to
infections and maternal and child health
conditions.’® Nepal, compared to other low-
income countries, is ahead of the curve, with
already 60% of deaths occurring from NCDs
according to WHO modelling."

Palliative Care Development in

Nepal

Nepal is a low-income country reported as
being 145 out of 187 countries globally in terms
of its UN Human Development Index.*® The
geography of Nepal is hugely varied and
challenging, with the high Himalayan range in
the North, hills in the Central Zone, and plains
(Terai) on the southern border with India. In
Nepal, eighty-three per cent of the population
lives in rural areas that can be very remote. It
can take up to 4 days to reach the nearest
district level health facilities."® Nepal’s health
care system is based on local health posts,
referring up to district, zonal, regional, and
tertiary hospitals. Health, in general, in Nepal
has improved with life expectancy, increasing
from 45 to 69 years between the mid 1980s and
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today:® however, much of the focus of
healthcare provision has until recently
concentrated on achieving the Millennium
Development Goals. This has led to some
marked successes; for instance, maternal
mortality rates have reduced from 870 per
100,000 live births in 1990 to 380 per 100,000
by 2008.* Despite these achievements,
universal health coverage remains a somewhat
distant aspiration.

Palliative care in Nepal started to emerge
in the late 1990s with cancer specialist doctors,
nurses, and others becoming aware of the
specialty through working in other countries or
having had the opportunity to study abroad. The
first modern hospice was established in 2000 in
the capital, Kathmandu, followed by others,
either stand alone hospices or palliative care
units, part of cancer hospitals mostly in
Kathmandu or other major cities.?” Also, there
has been interest and support from abroad,
particularly through the International Network
for Cancer Treatment and Research (INCTR).?
The Nepalese Association of Palliative Care
(NAPCare) was established in 2009, bringing
together those interested in palliative care and
providing a vehicle for training and advocacy.
In 2013, the Ministry of Health established a
two-week introductory course, facilitated by
NAPCare. Through the efforts of the NAPCare
community, supported by the Pain and
Palliative Care Policy Unit in Wisconsin,
morphine has been made available in palliative
care formulations manufactured in Nepal by a
Nepalese pharmaceutical company.

Palliative care is still a relatively new
specialty for Nepal, and there is only one
Nepali trained medical palliative care specialist,
a limited number of experienced Nepali
palliative care nurses, and almost no trained
palliative care allied health professionals. Early
palliative care in Nepal was mainly cancer-
focused. Cancer is a significant palliative care
issue since although only around 8% of deaths
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are due to cancer, up to 75% of people are in an
advanced stage at the time of diagnosis.*
HIV/AIDs is an issue mainly within specific
subgroups of migrants and sex workers across
the open border with India, but the epidemic
remains numerically small overall.”® Our own
survey of an inpatient unit in a mission hospital
in  Western Nepal revealed that chronic
respiratory illness was by far the most common
illness requiring palliative care.”® A recent
survey in one rural area has indicated that
chronic disease management (CDM) is a
significant challenge, and most people with a
chronic illness do not receive any effective
management (paper in preparation), so any
palliative care intervention in rural areas will
need to be embedded within the context of the
spectrum of CDM.

In Nepal, like other low- and middle-
income countries with little subsidized health
care or health insurance, catastrophic household
debt can easily be precipitated by health
expenditure, particularly from accessing the
private sector.?” This health expenditure can
often be futile in people with advanced non-
curable illnesses. Palliative care training can
empower health workers in remote, rural areas
to care for people with good symptom
management, rather than sending patients &
families away for clearly inappropriate and
expensive treatment. So palliative care can have
a significant role in the reduction of poverty for
surviving family members.”®

Challenges for Nepal

The number of frail elderly is increasing
in Nepal, as people live longer, with a 2011
survey reporting that over 65s made up 6% of
the population, increasing from 4% over seven
years.”® As a result, there is a rapidly increasing
incidence of multi-morbidity and complex
medical issues associated with increasing NCDs
in an aging population.* In industrialized
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countries, geriatrics and palliative care have
developed as separate specialties. However, for
low- and middle-income countries, this may not
be a replicable model due to limitations in
health resources. New ways of developing care
of the elderly including palliative care need to
be explored.*

Nepal is experiencing another significant
demographic shift as many of the younger
generation move from their rural homes to other
parts of Nepal for work, or, increasingly,
leaving Nepal as migrant workers or for
opportunities to study abroad. The Nepal
Household Survey 2012 revealed 27%
households have at least one family member
working overseas and 28% of households have
female heads.? In addition, many mothers with
school age children will migrate from rural
areas to the city for education. This means that
the traditional extended family structure that
has supported the elderly and infirm is now
breaking down, and an increasing number of
older people are living alone.*

Palliative care development in Nepal
needs to be considered in its particular
geographical, demographic, and economic
context. Its low-income status is reflected in its
rudimentary healthcare provision, particularly
in rural areas. However, with its burgeoning
incidence of NCDs, palliative care is an
important facet of universal health coverage if
the people are to have access to the type of
healthcare they need. Over the last two years,
NAPCare along with partners from the
Government of Nepal, WHO, and some
international partners has been involved in
developing a national strategy. This takes a
public health approach®® with the aim of
integrating palliative care into the health system
of Nepal so it is available to all who need it.
The Ministry of Health in Nepal has now
adopted the strategy as government policy.*
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Serving the Poor and Marginalized

In Nepal, two Christian INGOs, United
Mission to Nepal (UMN), and International
Nepal Fellowship (INF) have been seeking to
serve the poor and marginalized for over 6
decades.® This has been done through health
and community development, education, and
various innovative models of economic and
industrial development. UMN and INF have
both established mission hospitals that seek to
model holistic care.*® *® Under INF’s umbrella,
this concern for the poor and marginalized has
led to health work with people affected by
leprosy, TB, spinal cord injuries, and those
needing rehabilitation. Over the past 4 years,
this has expanded to the inclusion of palliative
care development at both the local hospital
level and in partnership with NAPCare on a
national level. Through supporting Nepali
colleagues, the INF program has included needs
assessment research (funded by the health
development charity EMMS International),
education, and advising on the development of
the national strategy.

The church in Nepal has been in existence
for 60 years and now has a greater vision for
social outreach to care for the vulnerable in
surrounding communities.® Following the 2015
earthquake, churches and Christian
organizations, along with many others, reached
out to those in need. Churches are recognizing
the increasing numbers of frail aged members
and others in their communities who have
significant care needs. Up to the present, there
have been almost no old-age homes in Nepal,
but there is a need emerging as the extended
family support system is breaking down. A few
churches are already responding to this need in
appropriate ways. Churches are also requesting
and receiving training for volunteer members to
learn about caring for the frail elderly and those
with palliative care needs.®” There is great
potential to expand this type of community
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training with community groups including
churches and others, although whether
community palliative care services similar to
those in Kerala® can be established remains to
be seen.

Cultural and Religious

Considerations

In Nepal, as in India, most people believe
in God and are religious.* Religious practices
are very evident and commonly observed in
temples, roadside shrines, and around peoples’
shops and houses as an aspect of everyday life.
On the day of writing, people in Nepal are
honoring the “eternal spirit” in dogs, placing
garlands around their necks and tikkas on their
foreheads. For those from other cultures, some
practices can seem strange. One of the authors
was struck whilst visiting the ashram at
Pashupatinath (see figure 1) by the thick smoke
from a funeral pyre seeping into the room
where a person was dying. When he inquired
how dying people reacted to this, the response
was that they found it comforting, as the smoke
and aroma reminded them that they were
“passing on” in a holy place.

Hospices, even those that are not
religious, will often have prominent pictures of
Hindu deities that patients frequently find
comforting and give them a focus for spiritual
care.”* Water containing tulsi (holy basil) leaves
are given to a dying person to aid passage of
their soul to the next life. Hospices (and many
houses) have tulsi plants growing in their
gardens. Another ritual of enabling the dying
person to hold onto the tail of a cow is similarly
said to enable the soul’s passage,**and we have
also observed this practice in a hospice garden.
It is important, when working with those from
other faiths and cultures, to seek to understand
the customs and rituals and so be able to
practice in a way that is respectful and enabling
to patients and their families.
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For the Christian, practicing palliative
care is often seen as part of the calling to serve
the poor, marginalized, and those who suffer.
Unlike Nepal, in India, Christians were at the
forefront of palliative care provision in the early
days of its development. This was not without
some concern that Christians caring for those of
other faiths could lead to difficulties, including
conflict in families if the dying person wanted
to convert.* It is vital that Christians caring for
those of other faiths and cultures understand
and respect their beliefs and practices,
particularly at a time of great vulnerability,
such as for the patient receiving palliative care.

In our travelling in India and Nepal, we
have also observed that Christian hospitals have
often developed a culture of patient centered
medicine upon which palliative care services
can be built. Of course, such an approach is not
exclusive to Christian hospitals, but such
patient centered institutions can provide
excellent sites for palliative care model
development and training, as we are currently
piloting in one large mission hospital in West
Nepal. So, we believe that Christian health care
institutions can play an important role in the
development of palliative care in Nepal as they
have been doing in India, for instance, in the
Emmanuel Hospital Association palliative care
programme.*®

Conclusion

Palliative care in the majority Hindu
country of Nepal has been developing over the
last 20 years. Recently, Nepal has established a
palliative care strategy to guide development of
appropriate palliative care over the next 10
years. This has been led by the NAPCare,
supported by expatriate specialist physicians
from INF. They have been undertaking needs
assessment research to promote an evidence-
based approach to palliative care development
in Nepal. The next step for the Nepali palliative
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care community and its supporters is working
toward implementation of the national strategy.

Palliative care development in Nepal aims
to identify and respond to the local needs and
contexts in an appropriate way, which is
respectful to local customs and religious
practices. Appropriate palliative care will
necessitate incorporating end-stage care into
emerging chronic disease management models,
establishing frail elderly care, and defining
appropriate models for rural and remote areas.
There continues to be a need for overseas
trained palliative care clinicians to be involved
in supporting palliative care development,
particularly, in the coming few years while
more national staff can be trained and gain
experience. Christian health care workers have
an opportunity to be a part of this.

Local churches can take a lead in
developing social care in their communities and
can respond to the need for elderly and
palliative care by setting up volunteer services
and collaborating to serve their communities. In
this way, they will carry on the Christian
tradition of caring for the sick and dying
established nearly two millennia ago.
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