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ABSTRACT

Purpose: This joint position statement, by the Indian Association of Palliative Care (IAPC) and Academy of Family Physicians of
India (AFPI), proposes to address gaps in palliative care provision in the country by developing a community-based palliative care
model that will empower primary care physicians to provide basic palliative care. Evidence: India ranks very poorly, 67™ of 80
countries in the quality of death index. Two-thirds of patients who die need palliative care and many such patients spend the
last hours of life in the Intensive care unit. The Indian National Health Policy (NHP) 2017 and other international bodies endorse
palliative care as an essential health-care service component. NHP 2017 also recommends development of distance and continuing
education options for general practitioners to upgrade their skills to provide timely interventions and avoid unnecessary referrals.
Methods: A taskforce was formed with Indian and International expertise in palliative care and family medicine to develop this
paper including an open conference at the IAPC conference 2017, agreement of a formal liaison between IAPC and AFPI and wide
consultation leading to the development of this position paper aimed at supporting integration, networking, and joint working
between palliative care specialists and generalists. The WHO model of taking a public health approach to palliative care was
used as a framework for potential developments; policy support, education and training, service development, and availability of
appropriate medicines. Recommendations: This taskforce recommends the following (1) Palliative care should be integrated into
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all levels of care including primary care with clear referral pathways, networking between palliative care specialist centers and
family medicine physicians and generalists in community settings, to support education and clinical services. (2) Implement the
recommendations of NHP 2017 to develop services and training programs for upskilling of primary care doctors in public and
private sector. (3) Include palliative care as a mandatory component in the undergraduate (MBBS) and postgraduate curriculum of
family physicians. (4) Improve access to necessary medications in urban and rural areas. (5) Provide relevant in-service training
and support for palliative care to all levels of service providers including primary care and community staff. (6) Generate public
awareness about palliative care and empower the community to identify those with chronic disease and provide support for those

choosing to die at home.

Keywords: Academy of Family Physicians of India, community, Indian Association of Palliative Care, integration, palliative care,
position statement

Introduction

The United Nations (UN) Committee on Economic, Social and
Cultural rights report that it is essential to provide “attention
and care to chronically and terminally ill persons, sparing
them avoidable pain, and enabling them to die with dignity.”!"
Despite being endorsed as an essential health-care service by
the Indian National Health Policy (NHP) in 2017" and other
international bodies; UN, Worldwide Palliative Care Association
and Human Rights Watch,”! palliative care is not available to
most people who need it in India. NHP 2017 also recommends
creation of distance and continuing education programs for
general practitioners in both private and public sectors, which
would upgrade their skills at providing basic palliative care at
the community level in a timely manner and avoid unnecessary
referrals.”

At the World Health Assembly (WHA) resolution
WHAG7.19 (2014), Geneva, a seminal resolution was passed
where member nations committed to integrate palliative care into
their National Health Systems and improve access to palliative
care with emphasis on primary health care, community, and
home-based care. Integration into preservice curricula for health
professionals was identified as crucial to this process.F!

The World Health Organization (WHO) Public Health Strategy
for Palliative Care highlights four crucial components for
effective delivery of palliative care; appropriate policies, adequate
drug availability, education of health-care workers, and public and
implementation of palliative care services at all levels [Figure 1.1

The International Hospice and Palliative Care Association
led a program in 2012 to develop a list of Essential Practices
in Palliative Care to help define appropriate generalist and
primary palliative care and improve the quality of care delivered
globally. The 23 essential practices had different levels of
intervention under the following domains of care: Physical
care, psychological/emotional/spiritual cate, care planning and
cootdination, and communication issues.”) More recently, the
Lancet Commission on palliative carel has suggested a new
category of serious health-related suffering to help identify
and quantify palliative care needs. It also defined essential
package to contain the inputs for safe and effective provision of
essential palliative care and pain relief interventions to alleviate
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Figure 1: The World Health Organization Public Health Strategy for
Palliative Care

physical and psychological symptoms, including the medicines
and equipment that can be safely prescribed or administered
in a primary care setting. The list of essential medicines in
the essential package is based on the WHO?’s list of essential
medicines.!”

This joint position paper describes the vital contribution of
palliative care in achieving universal health coverage; it will focus
on the Indian context and the need for education and training
in the core competencies appropriate for provision of generalist
palliative care. The task force was formed and brainstormed on
integration, networking, and bringing specialists and generalist
physicians under one umbrella, firstly at a conference, and
then through developing this paper electronically. The Indian
Association of Palliative Care (IAPC) and AFMC together make
recommendations that can be adopted jointly to support the
growth of palliative care education and services across primary
care physicians in India.

Palliative care

The WHO defines palliative care as “an approach that improves
the quality of life (QOL) of patients and their families facing the
problems associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification
and impeccable assessment and treatment of pain and other
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problems, physical, psychosocial, and spiritual.”® The key
principles and components of palliative care are listed in Table 1.

Currently, there are over 908 palliative care centers in India,
which are accessible to <1% of a population of over 1.3 billion
population.” India ranks at the bottom of the Quality of Death
Index. The Quality of Death Index, commissioned by the Lien
Foundation, Singapore, measured the quality of palliative care
in 80 countries around the world, using 20 quantitative and
qualitative indicators across five categories: The Palliative and
Healthcare environment, human resources, the affordability of
care, and the level of community engagement; while the UK and
the US ranked 1% and 9™, respectively; India ranked 67.1 In
addition, in the Indian context, increasing numbers of patients
spend their last days in intensive care settings without adequate
goal planning and perhaps futile and expensive interventions
despite excellent joint work from the IAPC and Indian Society
of Critical Care Medicine."! The battiers to palliative care include
lack of community awareness, inadequate trained health-care
providers, and difficulty in opioid access.

Palliative care needs are evident not only in cancer but also in other
diseases including chronic infectious diseases such as HIV/AIDS
and tuberculosis; solid organ failure such as kidney failure,
chronic obstructive pulmonary disease, and cardiac failure; and
neurodegenerative diseases including Parkinson’s disease, motor
neuron disease, and Alzheimer’s disease.['" There is evidence that
palliative care helps patients and families navigate through the
difficult disease process, facilitates treatment decision-making
and advance care planning, promotes health-care utilization,
reduces health costs by reducing length of stay in hospital and
hospital admissions, enhances patient and caregiver satisfaction,
and improves QOL and survival.*'¢

The overwhelming need and challenges for palliative care in
India can be addressed through an internationally recognized
approach termed, “Primary palliative care”.l'"! In countries
where primary care system is in place, general practitioners
deliver the majority of palliative care to patients in the last year
of life."™ Screening of disease, delivering bad news, offering
family counseling, guiding in treatment decision-making,
offering good and comprehensive care by networking with
other GPs, specialists, other community health/social worker
and volunteers, and providing domiciliary palliative care are
very important aspects of family medicine practice. Thus,
empowered family physicians and community health teams are
an important fulcrum for continuity of palliative care [Table 2].
Integration of palliative care into the practice of family
medicine will also ensure that quality care is provided to the
vulnerable population more tailored to the patient’s choice.!"”

Policy and Advocacy

Palliative care should be available wherever the need is greatest
and this will often mean domiciliary care, especially at the end
of life. This is difficult to provide with full coverage by specialist
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Table 1: Principles of palliative care

Provides relief from pain and other distressing symptoms

Affirms life and regards dying as a normal process

Intends neither to hasten or postpone death

Integrates the psychological and spiritual aspects of patient care

Offers a support system to help patients live as actively as possible until
death

Offers a support system to help the family cope during illness and
bereavement

Uses team approach to address the needs of patients and families

Table 2: Advantages of incorporating palliative care in
the practice of family medicine

Local availability and accessibility in the community

Preexisting rapport and trust

Knowledge of patient and family including psychosocial and financial status
Work with and in the local community

Able to journey alongside with patient and family as part of continuity

of care

Able to offer basic pain and symptom assessment and management

Able to provide holistic care, including psychosocial and spiritual care
Able to make appropriate referrals to specialist palliative care physician
Continue with care of the family and provide bereavement care

teams and hence the integrated approach empowering and
working with generalists, community teams, and family physicians
is crucial. In our country, specialists in hospitals work in isolation
from generalists in the community. This disjointed approach
results in increased burden and suffering among patients and
family as they have to rush to the specialists even for minor
ailments. There is thus a necessity for good referral pathways
and communication between specialists and generalists to ensure
continuity of care.

Education

As a first step, it is imperative to agree the core competencies
required for generalists and family physicians to identify and treat
patients who might benefit from palliative care and to design a
model robust training module format [Appendix 1]. This will
include Level 1 and 2 competencies as defined in the WHA
resolution. The training should be flexible and take into account
the time constraints for general practitioners in the community,
who often have overwhelming workloads. The competencies
and training framework must be accredited to both the national
bodies of palliative care and family physician to add credibility
for practice. Every state body must take the responsibility at
their level to conduct regular training programs and devise a
mechanism for networking and ensuring continuity of education
including empowering family physicians as trainers and providing
opportunities for clinical rotations in specialist palliative care
settings. While this collaboration gains momentum, the national
bodies of palliative care and family physicians must persuade the
Medical Council of India (MCI) to ensure that palliative care is
made mandatory in the curricula of undergraduate (MBBS) and
postgraduation in family medicine.
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Service development

The national bodies of palliative care and family physicians
should design standard operating procedutres for collaboration
between the specialist and generalist physicians, define roles
and responsibilities of family physicians, and agree pathways
for referral to and from generalist to specialist which include
other key members of the multidisciplinary team. There
should be meticulous documentation of care at follow-up
and cross-referrals as this will ensure seamless integration of
services. Regular meetings at state and national levels will further
strengthen the opportunities for better collaboration.

Research collaboration

The national bodies of palliative care and family physicians
should conduct audits of the work done and expand the scope
for innovation and improvisation in the existing practices.
Research is an integral component of service and education to
ensure quality, evidence-based care that is focused on the needs
of patients and families. Both the associations should collaborate
to design research protocols to identify and care for patients in
primary care and understand the patient and family experience,
using relevant outcome measures.

Education and Training

Palliative care education

Education is one of the pillars of the public health strategy for
palliative care.”! This should include education of professional,
nonprofessional team members, and laypersons, who assist
as semi-skilled home-based caregivers or family caregivers.
The training must be appropriate and holistic including
physical, psychosocial, and spiritual aspects with an emphasis
on empowering basic palliative care practice. Particular care
should be taken to educate and inform opinion leaders in health
departments, government services, and community leaders on the
benefits and successes in palliative care as affording dignity®” and
respecting human tights?! and to encourage those responsible for
budgets and services to include palliative care in budgets. Those
responsible for the drafting and implementation of policy and
guidelines should be made aware of the benefits of palliative
care and the international and national imperatives to meet the
WHA resolution targets.”

Competencies

Core competencies represent essential knowledge, skills,
attitudes, and values that a clinician is expected to acquire to
deliver good palliative care. They underpin quality practice and
may require behavioral and value based change. Competencies
required by generalists in the community to care for patients
with life-limiting and chronic diseases should be set at the level
of primary palliative care [Appendix 1]. Quill and Abernethy®!
refer to a generalist plus specialist palliative care model in the
community as a sustainable model. The vast majority of palliative
care should be provided by generalists from any discipline, with
clear, timely, and accessible support from specialist palliative
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care. The skills necessary in generalist or primary palliative care
include the following: basic symptom control management of
pain and symptoms, anxiety and depression, and the ability
to have basic appropriate advance care discussions including;
prognosis, goals of treatment, suffering, and discussion
on resuscitation and intensive care in the event of further

deterioration.?’!

Palliative care education and training should be available
and accessible to medical practitioners, nurses, pharmacists,
physiotherapists, occupational therapists, speech and language
pathology practitioners, social workers, chaplains, and spiritual
workers; and all other disciplines who are involved in palliative
care. It should be a part of the curriculum of all health-care
professionals at undergraduate and postgraduate levels include
members of the public, volunteers, and policymakers to
advocate for eatly palliative care and to encourage the adoption of
palliative care policies and practices in all the health-care facilities.
The current opportunities for formal palliative care education
in India remain sparse. Palliative medicine as a postgraduate
specialty course was recognized by the MCI in the year 2011, but
few MD seats ate available at present. Details of the residential
and distant learning courses available, for all categories of staff
involved in palliative care service, in different parts of the country
are provided in Appendices 2-5. Core domains for palliative care
have been delineated in several settings and include the following:
(1) basics of palliative care, (2) psychosocial and spiritual,
(3) ethical and legal, (4) communication skills, and (5) teamwork

and professionalism.?**"

Delivery of education

In India, primary care is delivered by a wide variety of medical

practitioners with differing types of training, which include

AYUSH as well as allopathic. To have a set of recommendations

on how best to teach palliative care in various clinical and

educational settings one must focus on 5 topics;

1. Rationale for training

2. Core competencies for the appropriate level of practice and
cadre

3. Content and modes of teaching

b

Portals to facilitate teaching
5. Positive outcomes and barriers.

Rationale for training

The basic core knowledge required to provide high-quality
palliative care and excellent primary care overlap in many
aspects:*
delivering comprehensive, integrated care for patient and

| relationship-centeted care; communication skills;

family; attention to psychosocial—spiritual concerns and cultural
diversity; emphasis on QOL and maximizing function; respect
for the patient’s values, goals, and priorities in managing illness;
and providing care in the community in collaboration with
other professionals (including specialists), thus reinforcing
#30 Added emphasis on
preparing primary care physicians for this role has the potential

and strengthening each other’s role.
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of enhancing the professional satisfaction and confidence among
[31-33]

physicians.
Proposal of Strategies for Palliative Care in India
(expert group report) from Directorate General of Health
Services, Ministry of Health and Family Welfare, have given a
plan to incorporate principles of long-term care and palliative
care into the educational curricula, including action plan and
topics needed to be covered.P!

Content and modes of teaching

Case-based discussion, role play, standardized patient exercises,
and practical sessions in communication skills such as breaking
bad news and advance care planning and lectures should be
used to expose learners to the range of palliative care issues.
As part of rotations as undergraduate (MBBS) or postgraduate
trainee in Family Medicine, each student should participate
in collaborative, longitudinal palliative care setting or hospice
experiences, including interdisciplinary team meetings, patient
home visits, and telephone contact with patients, families, and
caregiver nurses. Assessment methods should be summative and
formative and include ways to assess clinical competency as well
as knowledge. This can include modified objective structured
clinical examinations designed to assess communication, clinical
skills, decision-making, clinical reasoning, and ethical problem
solving around the end-of-life issues.

Portals to deliver the teaching

Family physicians at any and every stage of their career should

have the opportunity to avail formal palliative care education, as

well as self-directed learning. Recipients should include all general
physicians including mid-career clinicians and training should be
conducted periodically.

*  MCI - Incorporating modules of palliative cate training into
existing undergraduate training programs will be needed. An
oversight body with responsibility for reviewing palliative
care content across the entire curriculum would facilitate
appropriate inclusion of this material in preclinical education
and clinical teaching sites. “Modules on palliative care” has
been submitted to MCI for consideration to be included in
UG medical education curriculum, in 2013 by the WHO
Collaborating Centre for community participation in palliative
care and long-term care. In Vision 2015, in Strategies For
Large-scale Faculty Development for India, MCI, has
recognized that palliative care has a major role to play?

* Indian Medical Association (IMA) — Most Indian doctors
are members of this organization which has branches and
chapters across the country. It organizes periodic Continuing
Medical Educations (CME’) and workshops, in which
palliative care should be included. As a part of the advocacy
for community-based palliative care, the IAPC and Academy
of Family Physicians of India (AFPI) will approach the IMA
to start a short certificate course in palliative care by college
of physicians run by IMA

e E-learning — Many organizations such as Cousera run free
online courses on a wide vatiety of subjects. These courses
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do not offer formal certification but are very popular because
of high quality and ease of access. Some paid courses include
contact sessions and offer formal diplomas. These types of
courses targeted to family practitioners over 6—8 weeks would
be very attractive to busy practitioners®

* Blended learning — Distance education is one of the very
important methods of training health professionals. Christian
Medical College, Vellore, one of the largest teaching hospitals
in India, has been offering a blended education family
medicine training program, of 2-year duration, since 2003,
and has incorporated palliative care modules. This program
uses textbooks as teaching modules and has practical aspects
of consultation, counseling, and pain management using
patient clinical scenarios during contact programs. These
contact sessions have introduced the concept of palliative
care to many general practitioners in various parts of the
country and have encouraged them to incorporate it into
their practice. More recently, a blended learning Masters in
Family Medicine linked with the University of Edinburgh
has been delivered at CMC Vellore

e National Board of Examinations (NBE) — The syllabus for
postgraduate course in family medicine includes palliative
care. However, adequate training probably does not occur
due to lack of trainers and training sites. IAPC should offer
to train selected faculty who are running Family Medicine
courses throughout the country. The IAPC will work with the
NBE to suggest how palliative knowledge, skills, and attitudes
can be adequately included in the assessment (formative and
summative) on a regular basis. This will drive greater emphasis
on the subject

*  AFPI—Major primary care organization for the development
of education in primary care has the opportunity to assume
leadership roles in improving education in palliative care.
Primary care CME programs done by AFPI must include
palliative care as core content.

In view of the immediate need of human resource, linking up
with existing training workshops, certifications, and fellowships
will be helpful. Distance education is one of the very important
methods of training health professionals.

Barriers and opportunities

An awareness of the barriers and incentives can help to foster
integration of palliative care educational content across the
educational spectrum.

Barriers

1. As palliative medicine is an emerging discipline, the lack
of institutional palliative care programs or linkages with
community hospice programs are likely to hinder the
development of educational opportunities for students in
primary care

2. Tack of avision of excellence in chronic disease management
and end-of-life care may limit aspirations and expectations
of both students and faculty, resulting in acceptance of
suboptimal care processes and outcomes
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3. TLack of adequately trained faculty to promote and implement
this vision and these new educational offerings and increasing

the availability of continuing education.P”

Opportunities

1. The confluence of primary care and palliative care education
improves both through integrated teaching

2. Improvements in palliative care education will have benefits
for dying patients and their families, including many other
primary care patients, for example, geriatric patients and those
with chronic illnesses.

Service Development for Community
Palliative Care

Preamble: Distribution of palliative care services
in the country

Lack of awareness about palliative care and poor availability
and accessibility to existing services result in vast suffering and
poor QOL and death.”! Successfully piloted and established
community-based palliative care models allow care to be
undertaken in patient’s homes. This will ensure that holistic care
is practiced taking social, cultural, and economic background
into consideration. Widening the home-based care network
with trained multidisciplinary teams can enhance palliative care
delivery.

Examples of existing home care models in the
country

The “Neighborhood Network in Palliative Care,” a WHO
demonstration project, was developed in Kerala to empower local
communities to supplement the work of home-based palliative
care health providers. This is a collaborative program between
the government and nongovernmental organization (NGO)
sector.”® Volunteers work in close collaboration with medical
professionals in providing essential emotional and spiritual
support, nursing care, nutritional support, and empowering
family caregivers. The model has made palliative care a people’s
movement, thus transferring responsibility and ownership to the
community. This serves as an alternative to the present expensive
overmedicalized and specialized institutional care of the dying;
Replicating this model in the country remains a challenge due to
dependency on committed community volunteers and outlining
their level of involvement.

A community-based palliative cate program for rural/tribal
population was initiated in the state of Maharashtra as a
collaborative project between National Health Mission and Tata
Memorial Center, Mumbai. The program aimed at utilizing the
existing health system to provide palliative care. Community
volunteers like the Accredited Social Health Activists (ASHAS)
were trained to identify patients with palliative care needs. She
is an important link between the community and physicians in
Primary Health Centers (PHCs). The ASHAs and auxiliary nurse
midwives provided regular follow-up, notified physicians, and
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organized for patient transport to PHC. The major challenge
is that the physicians in the PHCs are inundated with many
government-run programs that take precedence over palliative
care. Much time is spent in preparing reports for different
programs, leaving little time for palliative patient care and
counseling

Lesson to be learned from Hospice Africa Uganda

Uganda has achieved much in palliative care in a low-income setting
and is making progress advanced in integrating palliative care into
the health-care system. Hospice Africa Uganda was started as a
pilot project in 1993. A purely nurse-led home care model was
started, oral liquid morphine was formulated locally, and medical
professionals were trained in palliative care. Nurses underwent
9-month training in palliative care and the government provided
legislation for them to presctibe morphine in the community.?”
In the past 10 years, family medicine has emerged as a separate
postgraduate discipline with agreed integrated competencies
for palliative care in Makerere University and all postgraduates
complete 4 weeks clinical rotation in specialist palliative care.

Model of care

Considering our large population and disparate distribution of
health services and health system hierarchy between rural and
urban areas, it is difficult to develop a unified model of care
across the country. Integration of services into existing health
systems seems to be the only feasible solution as it will ensure
both accessibility and sustainability of services. Thus, a model of
care that empowers health-care personnel from the community
up to tertiary center will be a practical solution to the present
problem [Figure 2.

Learning from other community models, an “integrated model of
care” with ongoing care provided by primary care physicians with
expert inputs from specialist palliative care physicians seems a
feasible approach.?’ Primary palliative care in the community can
be provided by general practitioners, family physicians, and public
health physicians in the outpatient clinics or through domiciliary
care after obtaining mandatory training in basic palliative care.
The physician provides the first aid for emergencies and refers
the patients to the specialist palliative care physician for more
complex cases or cases demanding inpatient care. The specialist
palliative care physician will provide care for more complex
physical and psychological symptoms and admits patients who
need inpatient care. The physician will also provide medical advice
and education support to primary care physicians and volunteers
in the community. In addition, the specialist will be responsible
for providing managerial input on the running of the program
on a timely basis and amend the program as appropriate.

Essential Palliative Care Medicines
Availability

The WHO defines essential medicines as, “that satisfy the priority
health care needs of the population; they should therefore be

Volume 7 : Issue 2 : March-April 2018



SMIAGZIUMIPXZOBBAROATIAEIDYIASALLIAIPO0AEIEAHION/AO AUM

VIXOMADYOIAXOHISABZIYU 1A+ NIOITWNOTZTARY HASSHAAUE Ag odwil/woa mm| sjeusnoly/:dny wouy papeojumoq

€202/90/50 uo

Jeba, et al.: Community based palliative care

Higher centers with Palliative care
specialist palliative specialist
care N
Primary palliative Family Physician/general
care practitioner
A
A 4
Community level ASHA
Worker/Anganwadi
workerfvolunteers/family

Figure 2: Algorithm depicting patient flow

available at all times in adequate amounts and in appropriate
dosage forms, at a price the community can afford.”l The
essential medicines list needs to be country specific addressing
the disease burden of the nation. The WHO Model List of
essential medicine for both adults and children,*” serves as a
guide for the development of essential medicine lists. In the
year 2013, the WHO created a new separate section “Medicines
for Care and Palliative care.” The new section included a list of
medications used in palliative care to treat the most common
symptoms based on the recommendation given by experts and
organizations like IAHPC.I*!

People with illness highly value the avoidance of pain and
suffering, yet most health-investment decisions, both public and
private, focus on extending life and increasing productivity. This
obsession with extension of life and treatment of disease has
displaced adequate attention to human dignity and QOL. The
dying patients are ignored and excluded from most health-care
planning, Stringent regulations on opioid medications like oral
morphine for analgesia, scarcity of trained health professionals
in palliative care are critical factors that affect palliative care

reaching the needy.[

The cost of caring for patients with serious, complex, or
life-limiting health problems is often borne out-of-pocket by
most patients and their families. This put them at serious financial
risk and risk of exhaustion and health problems of their own.
Data on low cost, cost-effectiveness, and cost-savings impacts
of palliative care need to be communicated with government
and decision-making bodies. Universal health coverage must
include access to pain control and palliative care with financial
protection as a fundamental goal. However, most essential
packages typically do not include drugs and other interventions
to alleviate pain and suffering.*”! India has a National List of
Essential Medicine (NLEM)™ and each state their own list of
essential medicines. The section on “Analgesics, Antipyretics,
Nonsteroidal Anti-inflammatory Medicines, Medicines used to
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Functions: 1. Manage complicated symptoms,
physical and psychological. 2. Inpatient
admission for symptom management. 3.
Stocking and dispensing morphine and other
drugs. 4. Education and research. 5. Monitor the
service in the community

Functions: 1. Screenfdiagnose palliative
patients.2. First referral for basic management
like wound care, basic medications. 3. Maintain
records of patients/basic palliative care
medicines 4. Provide holistic home-based care
using a multi-disciplinary team.

Function: 1. Identification and referral of
patients

2. Follow up with holistic home care, family
empowerment

Treat Gout and Disease-Modifying Agents used in Rheumatoid
Disorders” of NLEM mentions oral morphine.

Way forward

Community-based palliative care programs where care continues
to reach the patient at the doorstep and is recognized as an
essential part of the UHC needs to be implemented across the
country. This can only be implemented by concerted efforts
between specialist palliative care physicians, general physicians,
and family physicians with the aid of support teams like the
community nurses, social workers, and community volunteers.
To ensure that palliative care reaches the distant villages and
tribal population, palliative care must be integrated into the
existing health system. The integration must be all-encompassing
including patients, family, and community volunteers such as
community-based volunteers.

The first step toward developing a community program in
palliative care includes training and empowering physicians and
nurses in the community on the principles of palliative care.
There are multiple courses ranging from basic palliative care to
more specialized training in palliative care conducted throughout
the year across the country. To ensure standardized care across
the country, the training program must be unified under the
umbrella of IAPC and the AFPI. Training must be initiated in
the MBBS and nursing curriculum as this will ensure that every
doctor and nurse imbibe the principles of palliative care right
at the inception of their career, and the training must continue
into the postgraduate curriculum as well. Initiating palliative care
and sustaining the efforts is resource intensive. This demands
strong leadership and continued political will to support the
endeavor. There is thus a need for multiple stakeholders including
community leaders, government, NGOs, CBOs, media to be
actively involved in advocating for the cause, and generating
public awareness. Every individual in the community must be
sensitized to the needs of patients with palliative care needs and
empowered into supporting the cause.
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Although some of the barriers inaccessibility to palliative care
have been overcome, there still exist challenges in large parts of
the country, especially in the rural and tribal areas. There are larger
reforms needed in the health-related policies in the country. The
specialist palliative care physicians must harmoniously work with
generalists in the community, thus ensuring continuity of care.

And finally, as Mark Twain put forth, “Do the right thing. It will
gratify some people and astonish the others.”
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Appendix 1: Core competencies for generalists to provide primary palliative care

Domains

Competencies

Principles of
palliative care

Physical care

Essential palliative
care medications
Psychosocial and
spiritual care

Care of the dying

Nursing care

Communication

Ethical aspects of
care

Integrate care
and network with
other health-care
providers

Teamwork

Self-care

Identify patients needing palliative care, understand the principles of palliative care and be able to practice holistic care, and to
improve patient QOL dignity in death, through effective teamwork

Understand and integrate palliative care in the different life-limiting, life-threatening, and chronic illness

Demonstrate comprehensive symptom assessment

Understand the different domains that could contribute and affect pain and other symptoms (including breathlessness, nausea/
vomiting, fatigue, and constipation)

Understand the different etiologies of pain and other common symptoms in palliative care

Demonstrate confidence in pain and symptom management and show good rationale in choice of appropriate medications and
use of nonpharmacological interventions

Be able to identify refractory symptoms and make necessary referrals in a timely manner, for palliative care specialist advice
Undertake good assessment and reassessment of individual symptoms

Practice evidence-based, cost-effective medication management

Be familiar and confident with the use of essential palliative care medications, their effects, side effects, and precautions

Be able to initiate conversation to assess, identify, and address the different psychosocial and spiritual needs in patients and
families

Ensure that psychosocial and spiritual care are provided by appropriate members in the team

Be able to understand the family well including their weaknesses and strengths, in their cultural context, to offer appropriate
support and plan care

Have knowledge of major cultural and religious practices relevant to the care of dying people

Provide help and support with coping with diagnosis and prognosis of disease and support the patient and family through grief
and bereavement

Assess socioeconomic status, including financial ability to cope with disease-related treatment, help with identifying funds for
treatment/palliative cate, and financial rehabilitation

Describe different disease trajectories and prognostic indicators and the signs that a patient is dying

Be able to manage symptoms at end-of-life, to provide care to the dying and support the family and communicate with patient
and family at the end-of-life

Develop skills to coordinate/manage end-of-life care within the community (including aftercare for the body and bereavement
for family)

Appropriately seck advice from specialist so that patient’s wishes regarding preferred place of care/death are fulfilled

Wound care, stoma care, tube care, and care of the bedridden patient

Be able to practice good (open/honest) and effective communication skills to build rapport, gather, and share information
identify the patients/family’s agenda in terms of outcome and wishes

Provide opportunities to patients and families to discuss disease-related issues such as diagnosis, treatment options, and prognosis
Understand the concept of advance care planning and its legal stand in India

To conduct family meeting to discuss goals of catre

Understand and work within an ethical (and legal) framework; patient autonomy, beneficence, nonmaleficence, and justice

Be able to build rapport with families, get their support to share information with patient, and involve patient in the
decision-making process

Be able to apply ethical principles in making decisions throughout the patient’s disease trajectory, and especially at times of
reduced patient capacity and end-of-life

Facilitate integration of palliative care in the health-care system

Develop systems which facilitate seamless/timely referral to colleagues and other health-care professionals who made be a better
place to promote good palliative care for patients and their families

Develop systems to monitor you (and the team’s) standard of care through regular audits

Share “good practice” /knowledge with colleagues

Understand the dynamics of teamwork including understanding your role(s) within the team(s) within which you work
Acknowledge the opinion of others within this team

Support the learning and development of multiprofessional colleagues within your team

Be able to identify stress and conflict in team and address them either with one’s own knowledge and skill or have the insight to
seek help from others with more expertise if necessary

Be able to understand the process of grief in others.

Recognize own strength and vulnerabilities. Be able to identify grief and loss in one’s own self

Take approptiate steps/measures that would promote self-care

QOL: Quality of life
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Appendix 2: Palliative care courses available in India

Courses Applicants

Offered by

Residential/distant (duration)

MD (palliative medicine) Doctors

Foundation course in palliative medicine Doctors
Basic certificate course
Certificate course in essentials of
palliative care

Fellowship in palliative medicine Doctors
Postdoctoral fellowship
Postdoctoral fellowship

Certificate course in palliative care for ~ Doctors and nurses

West Bengal

Certificate course in Palliative care for ~ Nurses
nurses for West Bengal

Postdoctoral fellowship (Rajiv Gandhi ~ Doctors
University)

National fellowship in palliative
medicine

National fellowship in palliative nursing  Nurses

Doctors, nurses, ANMs
Doctors, dentists, nurses

Post-MD (any specialty)
Post-MD (any clinical specialty)

Doctors and dentists

TMH, Mumbai (since 2013)
AIMS, New Delhi (since 2016)
Pallium, Trivandrum

IPM, NHM, Pallium, India
IAPC

Christian Medical College, Vellore
Kaloji Health University

Tata Medical Center

NHM and Tata Medical Center

ELNEC in collaboration with Tata
Medical Center

Residential (3 years)

Residential (10 days)
Residential (6 weeks)
Distant (2 months)

Residential (1 year)
Residential (1 year)
Residential (2 years)

2 days followed by hands-on
field-based training

2 days followed by hands-on
field training

Kidwai Memorial Institute of Oncology ~ Residential (1 year)

Institute of Palliate Medicine, Kozhikode = Distant (1 year)
and Christian Medical Association of India

Same as above

Distant (1 year)

Fellowship in pediatric palliative care Doctors MNJIO and RCC Residential (2 years)
Hyderabad

ANM: Auxiliary nurse midwife; NHM: National Health Mission; IPM: Institute of Palliative Medicine

Appendix 3: Palliative care training centers in various

states
State Number Different courses
of centers
Kerala 26 NHM, IAPC, IPM Kozhikode, Trivandrum
Institute of Palliative Sciences, Institute of
Palliative Care, Thrissur

Karnataka 8 TAPC course, fellowship
Tamil Nadu 4 IAPC certificate course
Maharashtra 2 MD, IAPC course
UuP 2 TAPC course
Orissa 2 TAPC course
Pondicherry 1 BCCPM at by IPM
AP 1 TAPC, 1-year fellowship, 1 month certificate
MP 1 IAPC course
Gujarat 1 IAPC, CCPN, CCPM
Rajasthan 1 IAPC, CCPN, CCPM
Delhi 1 MD, IAPC course
Punjab 1 IAPC course
Chandigarh 1 IAPC course
Uttarakhand 1 IAPC course
Jharkhand 1 TAPC course
Kolkota 3 2-year fellowship, IAPC course, NHM, ELNEC
NHM: National Health Mission; IAPC: Indian Association of Palliative Care; IPM: Institute of Palliative
Medicine; BCCPM: Basic Certificate Course in Palliative Medicine; CCPN: Certificate Course in
Palliative Nursing; CCPM: Certificate Course in Palliative Medicine
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Appendix 4: Training opportunities for different categories of staff in India

Category Training available in India Foundation course Residential course Advanced
Doctors Yes Yes Yes Yes
Nurses Yes Yes Yes Yes
Palliative nursing aide/ANM Yes No Yes No
Community health worker No No No No
Volunteers Yes Yes No No
Psychologist No No No No
Pharmacist No No No No
Social worker Yes No No No

ANM: Auxiliary nurse midwife

Appendix 5: Training modules - duration/frequency of programs

Modules Duration Number of programs per year
1 Training program module for general practitioners/ GNMs/family physicians 10 days 4
2 Health-care workers (ASHA workers/Anganwadi workers/ ANMs/volunteers) 2 days 4-8
3 Awareness program for Palliative care 8h 4-8
4 Social workers/volunteers training program in palliative care 10 days 4

ANM: Auxiliary nurse midwife; GNM: General nursing midwifery; ASHA: Accredited Social Health Activists
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