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FOREWORD

Paediatric Palliative Care (PPC) is an essential component of comprehensive healthcare for
children living with serious, life-limiting, illnesses. It addresses suffering in all its dimensions
and supports children and their families from diagnosis, alongside disease-directed
treatment, and across the illness trajectory.

India bears a substantial burden of childhood illness within a diverse and resource-variable
healthcare landscape. In this context, the need for clear, practical, and contextually relevant
standards for PPC is both urgent and critical.

The Indian Association of Palliative Care (IAPC) is pleased to present Standards for Paediatric
Palliative Care in India: A Consensus Document. Developed through a robust and inclusive
consensus process, this document outlines key domains and minimum expectations for
quality PPC across all levels of care. The standards are aligned with international best practi-
ces while remaining adaptable to India’s healthcare realities.

This consensus statement is intended to guide clinical practice, education, service develop-
ment, research, and policy engagement, and to contribute India’s perspective to the global
advancement of PPC.

I extend my sincere appreciation to all contributors and reviewers whose commitment
and collaboration have made this consensus possible. On behalf of IAPC, | commend
these standards to all stakeholders dedicated to improving the care of children with
serious illnesses.

Dr. Geeta Joshi
The President
Indian Association of Palliative Care (IAPC)



FOREWORD

Children with serious, life-limiting, and life-threatening illnesses represent one of the most
vulnerable populations within any health system. In India, where the burden of childhood illness is
substantial and health inequities are stark, the need for Paediatric Palliative Care (PPC) is both
urgent and undeniable. Thousands of children and families in Low and middle-income countries
live with prolonged suffering without access to timely, appropriate, and compassionate care.
Addressing this suffering is not merely a clinical obligation but a moral imperative.

Over the past few decades, models of paediatric palliative care have largely evolved in
high-income countries of the Global North. While these models have contributed significantly to
the field, their direct translation into low- and middle-income countries (LMICs) such as India is
frequently hindered by differences in disease patterns, health-system structures, resource
availability, sociocultural contexts, and community realities. In such settings, reliance on High
Income Country models can inadvertently widen gaps in access rather than bridge them.

What is therefore needed are approaches that are contextually grounded. This means models that
are feasible, scalable, and responsive to local realities. India, like many countries in the Global
South, requires PPC frameworks that recognise the central role of families, communities, primary
healthcare systems, and culturally embedded care practices, while still upholding global principles
of quality, dignity, and equity.

This consensus document on Standards for Paediatric Palliative Care in India represents an
important step in that direction. Developed through a rigorous, inclusive, and consultative process,
it reflects collective wisdom drawn from clinicians, nurses, counsellors, social workers, policy
experts, families, and international collaborators, all deeply engaged with the realities of care
delivery in LMIC contexts. The standards articulated here are not aspirational ideals detached from
practice, but are grounded, field-tested, and informed by lived experience.

The efforts of the task force and contributors who have shaped this document deserve deep
appreciation. Their work demonstrates what is possible when commitment to children’s well-being
is matched with contextual humility and collaborative intent.

I hope that this document will serve as both a guide and an inspiration for clinicians seeking
practical direction, for institutions aiming to develop or strengthen services, and for policymakers &
advocates committed to advancing paediatric palliative care across the Global South. May these
standards be adapted, adopted, and built upon by those who share the vision of ensuring that no
child, regardless of geography or circumstance, is left to suffer without care, comfort & compassion.

Dr. Suresh Kumar

Director,

World Health Organisation Collaborating Centre for

Building Country Capacity in Palliative Care and Long-Term Care



FOREWORD

The number of children requiring paediatric palliative care has increased substantially, with
an estimated more than four million children in India, along with their families, in need of
palliative care services. While significant progress has been made in the development and
provision of paediatric palliative care across the country, substantial inequities in access
remain, leaving many children and families unable to receive appropriate care.

These standards are central to the continued expansion of paediatric palliative care services
across India. As access is scaled up, it is essential that the quality of care is maintained and
strengthened. Developed by a multidisciplinary team of experts from across the country,
these standards provide a framework to support capacity building and the delivery of
high-quality paediatric palliative care across diverse settings.

The development process built upon existing international and national frameworks and
standards, with consensus achieved on standards tailored to the Indian context. Importantly,
the process incorporated input from children living with serious illness and their families,
alongside healthcare professionals, palliative care organisations, administrators, policy
makers, and ethical and legal advisors. Grounded in the WHO conceptual framework, the
standards address key domains including transitions of care, access to essential medicines,
education and training, ethics, policy, and research.

Considerable effort has been invested in the development of these standards, and ongoing
evaluation of their implementation will be critical to ensure their relevance, effectiveness,
and future refinement. The publication of these standards represents a significant
milestone in addressing inequities in access to paediatric palliative care in India and in
supporting the delivery of high-quality, equitable care for children with life-limiting and
life-threatening conditions.

Prof. Julia Downing
Chief Executive
International Children’s Palliative Care Network



FOREWORD

It is with great pride and a deep sense of responsibility that we present this consensus
document on Quality Standards in Pediatric Palliative Care in India. This work represents the
culmination of one and a half years of dedicated effort by a multidisciplinary group of
professionals—pediatricians, palliative care specialists, nurses, social workers, and allied
health experts—united by a shared commitment to improving the lives of children with
serious illnesses and their families.

Pediatric palliative care is not merely a clinical service; itis a philosophy of care that embraces
compassion, dignity, and holistic support for the child and family throughout the illness
trajectory. In India, where the burden of childhood mortality and chronic complex conditions
remains significant, the need for structured, evidence-based standards is urgent and
undeniable. These standards aim to bridge existing gaps, promote best practices, and ensure
equitable access to high-quality care across all levels of the healthcare system.

This document reflects a rigorous consensus-building process, informed by global
frameworks and adapted to the unique sociocultural and healthcare realities of India. It
outlines ten key domains—from symptom management and drug availability to ethics,
governance, and research—providing practical guidance for implementation at primary,
secondary, and tertiary levels.

We hope these standards will serve as a roadmap for policymakers, healthcare providers,
educators, and community organizations, fostering collaboration and capacity-building to
make pediatric palliative care an integral part of child health services nationwide. Above all,
we envision a future where every child with a life-limiting or life-threatening condition receives
care that is compassionate, comprehensive, and respectful of their dignity and rights.

This is an incredible undertaking that highlights the commitment of the collaborators and
partners in this effort. May this effort inspire continued innovation, advocacy, and
commitment to the well-being of children and their families in India and around the world.

Dr. Michael McNeil
Director, Global Palliative Care Program
St. Jude Children’s Research Hospital



FOREWORD

The Sunflower Children’s Network is dedicated to supporting the development of palliative
care globally to ensure that holistic palliative care is available for all children with a serious
illness and their families. We are honored to witness and contribute to the remarkable
progress being made in India, through the establishment of the National Standards for Pedia-
tric Palliative Care.

Children with serious illnesses and their families deserve care that is of high quality and meets
their needs across locations of care; these standards reflect an important step forward in
ensuring that pediatric palliative care is integrated into India’s health system in a way that is
practical and sustainable. They provide a roadmap for quality, equity, and accountabili-
ty—ensuring that children, regardless of geography or circumstance, have access to the care
they need to live well and with dignity.

We have been privileged to work alongside national and global contributors—clinicians,
educators, policymakers, and families—who are deeply committed to this cause. Their
leadership, insight, and vision have inspired this important work, and we are confident that
these standards will strengthen care not only in India but also serve as a model for other
countries working to improve serious illness care for children.

Behind these standards are the children and families, who can now feel confident in acces-
sing palliative care services, knowing that there is a core standard for services. The success of
this initiative shows what is possible when dedicated professionals unite around a shared
vision of compassionate care for every child who needsiit.

With deep respect and solidarity, we congratulate all those involved in the development of
these standards and reaffirm our commitment to supporting their implementation.

Dr. Megan Doherty
Director Pediatric Palliative Care Program
Two Worlds Cancer Collaboration (TWCC)
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FOREWORD

I am Mohammed Abdul Qader's(lbrahim) sister, Sehrish Unnisa. My brother was diagnosed
with microcephaly at 9 months. We resided abroad and received good health care for the
most part.

Upon moving to India our biggest concern was healthcare for my brother and insurance to
afford said healthcare both of which was very difficult to attain here.

When he first got admitted into a public tertiary hospital for children we panicked and didn’t
know if it was the right decision since the treatment process was vastly different here than it
was abroad. However amongst our struggles we met the palliative care team(PPC
physician,PPC nurse and social worker) who introduced us to the palliative care services that
was hospital based home based and also about the exclusive childrens hospice and this
marked the start to something we are grateful for even after the passing of my brother.

The palliative care team provided us with knowledge about treatments here and ways to
handle my brother at home. They immensely helped my parents specially my mother to
overcome her mental challenges as well as did regular checks on the whole family.

My brother was at peace and comfortable at home and receiving treatment at home helped
him recover faster. He no longer had bruises from blood tests or oxygen masks and most of all
he was with his family.

Due to the home care facility we were no longer separated into two units one at the hospital
and one at home but rather spent time together and learned to take care of our little brother
/son together.

From the moment we were introduced to palliative care to the moment of my brother
passing away they made his life easier provided him comfort and elevated his living
conditions, even after his death palliative care provided us with ways to cope, adapt and even
overcome our loss.

Sehrish Unnisa
Sibling of child Mohammed. Abdul Qader who received Palliative Care
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EXECUTIVE SUMMARY

Paediatric Palliative Care (PPC) is an essential component of comprehensive healthcare
for Children with serious illnesses (life limiting or life threatening). Despite its significance,
there are notable deficiencies in PPC services, especially in developing countries
like India. This paper aims to address these deficiencies by offering a detailed exploration of
key PPC domains and presenting practical recommendations to enhance the delivery of
PPC services.

Ten domains of PPC identified through consensus are: Symptom assessment and
management, Transition of Care, Education and training, Drug availability, Ethics, Policy, Law
& Governance, Community based care, Perinatal and Neonatal care, Care of the dying and
Research. Each component outlines key principles and recommendations, to assist
healthcare professionals in delivering high-quality palliative care to Children with serious
illnesses.

Symptom Assessment and Management

Pain assessment should be a routine part of every neonatal and Paediatric care program.
Healthcare professionals should use age-appropriate and standardized tools to screen and
evaluate symptoms in all seriously ill Children. Optimal symptom management and support
should be provided through both non-pharmacological and pharmacological interventions.
It is recommended to use a stepwise approach to analgesia based on pain severity and
persistence, and to consider opioids like morphine for severe, persistent pain.

Drug Availability in PPC

Access to essential pain and palliative care, including opioids, and necessary equipment for
Children with serious illnesses should be available at all healthcare levels, with proper
accountability and appropriate use.

Care of the Dying Child

Holistic end-of-life care should be provided by trained professionals to terminally ill Children
across all healthcare levels. Physical symptoms need to be addressed, psychosocial and
spiritual support aligned with family values and culture should be offered, death with dignity
must be ensured, and support during bereavement should be provided.

12



EXECUTIVE SUMMARY

Transition of Care

PPC can be provided in various settings, including the delivery room, postpartum ward,
neonatal intensive care unit (NICU), Paediatric hospital, nursing home, hospice, or at home.
Healthcare workers should collaborate to ensure a smooth and planned transition of care
between these different settings and transition into an adult palliative care programme. A
designated worker should oversee and coordinate the transition of care, acting as the link
between the child and the various practitioners involved in their support, including the
named general practitioner (GP).

Perinatal and Neonatal Palliative Care

Perinatal and neonatal palliative care offers comprehensive support to families during the
antenatal and postnatal periods, focusing on providing effective care for newborns with
life-limiting or life-threatening conditions. This care includes antenatal counselling,
personalized birth planning, postnatal follow-up, and holistic family support services such as
lactation guidance and bereavement care. Integrating these services into healthcare systems
ensures compassionate, early, and comprehensive support for families and

their newborns.

Community based PPC

Children with serious illnesses should have access to palliative care within their homes or as
close to home as possible, supported by their community. Building the capacity of families
and community health workers, training volunteers to deliver community-based PPC, and
fostering the involvement of local NGOs and schools are essential steps. This approach
creates a nurturing and supportive environment, enabling Children to receive care within
their familiar surroundings. The community serves as a critical safety net, encompassing the
child's home, siblings, family, school, and healthcare facilities.

Education & Training in PPC

PPC education should be an integral part of all Paediatric healthcare professionals' training.
The education curriculum at postgraduate level should include PPC so as to have a palliative
care approach in all aspects of healthcare of the child.

13



EXECUTIVE SUMMARY

Ethics in PPC

The unique challenges of medical ethics in PPC arise from Childen's limited decision-making
capacity, vulnerability to harm, and the sensitivity of end-of-life decisions. To promote the best
interests of seriously ill Children, collaborative decision-making between physicians, parents,
and, when appropriate, Children is essential. These decisions should adhere to the four basic
ethical principles: best interest principle, risk-benefit proportionality principle, distributive
justice, and autonomy. Additionally, adherence to legal and ethical guidelines and ensuring
effective communication are crucial in this process.

Policy, law and Governance in PPC

Effective governance, policies, and legal frameworks are crucial to ensuring equitable access
to services, affordable medications, and high-quality, compassionate care. PPC should be
integrated into national and state level plans for child health including dedicated funds for
PPC . Quality indicators related to PPC should be included in the other quality indicators of
child health

PPC: Research, Quality improvement

PPC must transition from being experience-driven to evidence-based to ensure high-quality,
effective care for Children with serious illnesses. Current gaps in research, including
cost-effectiveness, care models, and symptom management, highlight the need for active
research at all healthcare levels. Prioritizing evidence-based practices, investing in training,
and fostering collaboration are essential.

By incorporating these key indicators into palliative care standards, organizations can
systematically evaluate the quality and impact of care delivery, identify areas for improve-
ment, and enhance the overall effectiveness of palliative care services.

14



PREAMBLE

Advances in science and technology have resulted in decline in childhood mortality.
However, millions of Children are still dying globally. An increasing number of Children are
living with chronic complex conditions requiring specialized Paediatric care.24 There are
more than 21 million Children globally , who need palliative care, including 3 million living
with complex chronic conditions. 8 million Children require specialised palliative care. A
study conducted in South India showed that chronic illness affects 3.49% of Children
aged 0-14.2°

In India, despite progress made in recent years, childhood mortality remains high space. India
contributes to 14% of the global burden of under-5 mortality (Table 1).° The mortality burden
is concentrated during the early-neonatal (first one week) and post-neonatal (29 days to 11
completed months) accounting for 48% and 26% respectively of total under 5 mortality.?” The
delayed identification of high-risk pregnancies contributes to an increased risk of
early-neonatal mortality(at 99 per 100000 live births in 2020).

Childhood Mortality In India, Sample Registration System Indicators,
Year 2025 (Deaths per 1000 live birth) -Table 1

Neonatal Mortality Rate Infant Mortality Rate Under 5 Mortality Rate

19 25 29

Leading causes of child mortality in India are prematurity & low birth weight (31.2%),
pneumonia (17.5%), birth asphyxia & birth trauma (9.9%), other non-communicable diseases
(9.6%), diarrheal diseases (5.8%), congenital anomalies (5.7%) and injuries (4.9%).2” The
leading causes of newborn deaths are prematurity & low birth weight (45.5%), birth asphyxia
& birth trauma (15.1%), neonatal pneumonia (12.6%), other non-communicable diseases
(8.0%), sepsis (5.2%) and congenital anomalies (4.9%).

Childhood cancer in India accounts for 0.7-4.4% of total cancer diagnoses. While in a high
income country, the five-year survival rate for childhood cancer exceeds 80%, same is not
true in India. Only around 4-5% of Children receive any form of cancer-directed therapy
before death and the outcome of ALL (Acute Lymphoblastic Leukemia) in hospital-based
studies showed overall survival between 45-81% %

15



PREAMBLE

Suffering in Children Living with Serious Illnesses

Children living with serious illnesses or terminal conditions and their families experience a
variety of physical, emotional, social and spiritual challenges. Physical challenges include
high pain and symptom burden and providing end of life care. As Children with chronic
complex conditions live longer, they require frequent hospitalization, increasing use of
complex medical technologies and demanding therapeutic and care needs (e.g., long-term
home ventilation, parenteral and enteral nutrition, and equipment to compensate for vital
functions such as dialysis systems, urinary catheters and ostomies). Living with such
conditions result in profound level of psychosocial distress like depression, anxiety |,
post-traumatic stress disorder (PTSD), behavioural issues, stigmatization, bullying, guilt,
missed academic or social opportunities and limited social experiences. Children with
complex conditions may need 24/7 care. Care giving presents challenges and demands,
often leading to significant financial burden, time constraints, caregiver stress and burnout.

PPC and Its Need in India

Palliative care for Children is the active total care of the child’s body, mind, and spirit, and also
involves providing support to the family. Ideally it begins when an illness is diagnosed and
continues regardless of whether or not a child receives treatment directed at the disease.®’

Palliative care has been associated with improved patient outcomes, with financial risk
protection for patients and their families and with reduced costs for health care systems.
Improved patient outcomes include better control of pain and other symptoms, decreased
spiritual distress, enhanced quality of life, improved patient and family satisfaction, and
reduced number of physician office visits, emergency department visits, hospitalizations
and days in the intensive care unit at the end of life. Early provision of palliative care has been
associated with prolonged survival and improved adherence to curative or
disease-modifying treatments.3>%3

It is estimated that at any point of time,

4,250,559 Children & 34 per 10,000 population

need PPC in India.** WHO recommends a public health strategy for integrating
palliative care into health care systems to reach all in need.3®
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PREAMBLE

Population that Needs PPC

P Children with acute life-threatening
conditions from which recovery may or
may not be possible

Population Examples

Any Critical Illness or injury, Severe
Malnutrition.

» Children with chronic life-threatening
illness that may be cured or controlled
for a long period but that may also
cause death

Malignancies, Multi-Drug resistant
Tuberculosis, HIV/ AIDS, Cystic
fibrosis, Immotile ciliary syndrome

» Children with progressive
life-threatening conditions for which no
curative treatment is available

Spinal Muscular Atrophy, Duchenne’s
Muscular Dystrophy, Neuro
Regression, Nemaline Rod Myopathy

» Children with severe neurological
conditions that are not progressive but
may cause deterioration and death

Static Encephalopathy, Spastic
Quadriplegia, Spina Bifida with
complications

» Neonates who are severely premature or
have severe congenital anomalies

Severe prematurity, Anencephaly,
Congenital diaphragmatic hernia
with hypoplastic lung, Complex
Congenital heart disease,
Trisomy 13 or 18

» Family members of fetus or child who
dies unexpectedly

Fetal demise (still birth/ IUD),
Hypoxic-ischaemic encephalopathy,
overwhelming sepsis in previously
healthy child, Trauma from motor
vehicle accident, Burns

17



DEFINING INDIAN PPG STANDARDS

AND THEIR SIGNIFICANCE

According to Article 24 of the UN Convention on the Rights of the Child, every child has the
right to attain the highest possible standard of health. Global assessments of PPC
development indicate that India is still in the capacity-building phase, with numerous
ongoing initiatives aimed at strengthening organizational, workforce & policy frameworks.

Quality healthcare means care is effective, timely, safe, evidence based, people centred,
equitable, integrated, coordinated across providers and maximise resources utilization while
minimizing waste.

As India moves toward integrating PPC into mainstream healthcare, developing standards
will serve as a critical framework to build capacity for delivering age-appropriate, high-quality
care across various settings. These standards will provide a roadmap for:

- Ensuring seamless coordination between healthcare professionals

- Promoting best practices based on the latest research

- Supporting training initiatives for healthcare workers.

- Identifying service gaps and improve accessibility and equity

- Quality monitoring

- Healthcare policy makers for systemic improvements.

Consensus Development Process

In February 2023, an in-person meeting was organized during the Indian Association of
Palliative Care (IAPC) conference in Bangalore. This was attended by PPC physicians, nurses,
counsellors, social workers and NGO representatives, funders and international experts in
PPC. This was followed by several virtual meetings with experts. Subsequently, a task force
was formed to develop the standards.

To create a framework for PPC, key domains were identified by reviewing existing
international standards from countries such as Africa, Australia, USA, UK, the EU, and adult
Indian standards and based on World Health Organization (WHO) conceptual framework for
palliative care development (Appendix 1). The domains to be included in the PPC framework
were finalized through consensus-building discussions. Additionally, the levels of care for
each domain (Appendix 2) were also defined.

18



DEFINING INDIAN PPG STANDARDS

AND THEIR SIGNIFICANCE

Sub-task groups were then established to work on specific domains within the PPC
framework. This draft was then presented to key stakeholders at different centers in the
country for their input.

The stakeholders were

- Children with serious illnesses and their families

- Referring doctors like oncologists, Pediatricians, neonatologists
- Palliative care non-government organizations

- Government policy makers

- Hospital administrators

- Ethical and legal advisors

The draft of the final document was sent for both internal and external expert review by
palliative care experts from India and abroad.

19



DEFINING INDIAN PPC STANDARDS
AND THEIR SIGNIFICANGE

INITIAL PLANNING

Task force formed to understand India Based on face to face meeting at APC
specific needs to create paediatric Conference, Bangalore followed by
palliative care guideline for India virtual meetings with experts
FRAMEWORK DEVELOPMENT
Domains finalized to be included in the Based on Review and Analysis,
Indian PPC framework. Examination of existing PPC standards

from Australia, USA, UK, EU and Adult
Indian Standards & Consensus Building

TASKFORCE ALLOCATION
Sub-Task Forces formed focused on Comprised of PPC doctors, Nurses,
specific PPC domains Social workers, Policy makers,

International PPC experts

STAKEHOLDER INPUT

Child patients and families, Palliative care NGOS;
Referring doctors, Government policymakers,
Specialist paediatricians Hospital administrators,
Ethical and legal advisors

REVIEWS

Internal Review \ External Review
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STANDARDS

DOMAIN 1
SYMPTOM ASSESSMENT
AND MANAGEMENT

Introduction

Effective symptom, psychosocial , emotional and spiritual distress assessment and
management are crucial components of PPC. This standard aims to ensure comprehensive,
age-appropriate, and consistent approaches to anticipating, identifying and alleviating
symptoms and distress in Children with serious illnesses across all levels of healthcare
in India.

General Principles

P Pain as the 5th Vital Sign: Pain should be routinely screened and documented as the 5th vital
sign in all Paediatric healthcare settings.

P Anticipatory Approach and Comprehensive Assessment. Symptoms and distress in
Children with serious illness should be anticipated and assessed using standardized,
age-appropriate tools.

P Stepwise Pain Management: A 2-step WHO analgesic ladder approach should be practiced
for managing chronic persistent pain. Each institution should follow a standardised protocol
to manage procedural pain.

P Integrative Approach: Symptom management should incorporate both pharmacological and
non-pharmacological interventions as per evidence- based best practices.

» Advance Care Planning (ACP): Guidelines for ACP should be established in each institution.
Healthcare professionals should receive training in making ACP based on disease trajectory,
child's and family's wishes, preferences and values, including place of care.

21



STANDARDS

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL

» Pain should be routinely assessed and documented for all Children seeking healthcare, using
age-appropriate tools.

P Healthcare professionals should be trained in non-pharmacological & basic pharmacological
symptom management including use of WHO pain ladder.

P Trained health care workers should be available to take care and promote comfort of bed
bound Children and support their families in the community.

P Clear pathways for referral to specialized palliative care services nearest to their homes
when needed, should be available.
SECONDARY HEALTHCARE LEVEL

In addition to Primary Healthcare level recommendations

P Access to a generalist palliative care multidisciplinary team for managing complex
symptoms and psychosocial, emotional and spiritual distress of the child and the family.

P Availability of opioid medications for pain management.
P Availability of dedicated Palliative Care beds for inpatient care.

» Clear policies for referral to tertiary care or primary healthcare facilities should be in place for
seamless transition between home, hospice, primary, secondary, and tertiary levels.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

» Availability of a specialist palliative care interdisciplinary team led by a PPC specialist to
provide care to all age groups from perinatal through young adults to be ensured.

» The team should manage highly complex symptoms and psychosocial, emotional and
spiritual distress of Children and their families.

CONCLUSION

Implementing the standards for symptom and distress assessment and management across
all healthcare levels in India will significantly enhance the quality of life for Children with
serious illnesses and overall care outcomes.
22



STANDARDS

DOMAIN 2
DRUG AVAILABILITY IN PPC

Introduction
Access to essential pain and palliative care medicines, consumables and equipment is
crucial for Children with serious illnesses. Health care workers should be trained in usage of
opioids, procurement, stocking, prescribing, dispensing, disposal and accountability, as per
the NDPS act.

General Principles

» Essential medicines, including opioids, consumables and equipment required for palliative
care, should be easily available, affordable, accessible and in formulations suitable for
Children, at all levels of healthcare, primary, secondary, tertiary including home care

P All formulations of opioids like morphine should be available in the palliative care center
nearest to the child’s home.

» Health care workers who treat Children with serious illnesses should be trained in the safe use
of medications including benzodiazepines, opioids like morphine, and in recognizing their
side effects, toxic effects, and proper dose titration.

P These healthcare workers should also be accountable for safe usage of opioids like
procurement, stocking, prescribing, dispensing, ensuring pill count, follow-up plans for refills
and proper disposal.

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL

p Health workers should have access to essential medicines in Paediatric formulations,
consumables and equipment as per the WHO palliative care essential drug lists at primary
health centers and for home-based care.

P Healthcare professionals should have essential training in safe use of opioids.
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STANDARDS

P Trained health care workers should be available to take care and promote comfort of bed
bound Children and support their families in the community.

P Clear pathways for referral to specialized palliative care services nearest to their homes when
needed, should be available.

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations

» Anuninterrupted supply of all formulations of morphine should be available at palliative care
centers designated as 'Recognized Medical Institutions' under the NDPS Act for 'Essential
Narcotic drugs.

» A designated and trained 'Registered Medical Practitioner' and a pharmacist should be
available at the palliative care center, responsible for the procurement, safe keeping, stock
maintenance, dispensing, and documentation of opioid medications, in compliance with
legal requirements.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

Uninterrupted supply of morphine, fentanyl and methadone in all formulations suitable for
Children, should be ensured in the designated specialist PPC center

CONCLUSION

Children with serious illness should have access to essential medicines including opioids,
consumables, and equipment and it should be affordable, accessible and available in
formulations suitable for their needs. Due attention to safe prescription, usage, procurement,
storage, dispensing and disposal of opioid medication should be followed as per the legal
requirement.
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STANDARDS

DOMAIN 3
CARE OF THE DYING IN PPC

Introduction

Ensuring holistic, compassionate, and high-quality end-of-life care for terminally ill Children is
a critical component of PPC. Care should focus on providing symptom relief, psychosocial
and spiritual support, and maintaining dignity while avoiding unnecessary interventions that
prolong death. This section outlines standards across different levels of healthcare to ensure
that Children and their families receive appropriate support at the end of life.

General Principles
P Ensure a dignified and comfortable death by anticipating and managing physical symptoms.
» Provide psychosocial and spiritual support tailored to the child's and family’s needs.
» Avoid futile interventions that will potentially harm the child and cause further suffering.
» Encourage memory-making and legacy activities with the child and family.
» Facilitate bereavement support for grieving families.

» Engage community support systems, including schools and faith-based organizations,
to assist families.

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL
» Ensure basic symptom management and comfort-focused care for terminally ill Children.

P Train healthcare providers and community health workers in recognizing and managing distressing
symptoms at the end of life and to give emotional and spiritual support tailored to family beliefs and
preferences.

P Facilitate bereavement support and counseling for families.
P Liaise with local schools and faith communities to offer extended social support.

p There should be an established referral pathways for taking care of difficult end-of-life-care situation.
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STANDARDS

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations

p Designated Palliative Care Facility should take the responsibility of managing difficult child’s
end of life care, in liaison with PPC team

p Facilitate discharge planning to home or hospice, including coordination with local
healthcare teams.

» Provide families with an anticipatory medical kit to manage symptoms at home.
p Offer psychosocial support, ensuring faith-based and cultural practices are respected.

» Maintain documentation and monitor outcome measures to evaluate the quality of
end-of-life care.

P Healthcare Professionals should receive support for self-care and opportunities for debriefing
when dealing with difficult End of Life.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

p Establish an institutional policy for end-of-life care in both ICU and inpatient settings.

» Conduct multidisciplinary meetings including family to reach a consensus on withholding
or withdrawing life-sustaining treatment, adhering to current legal frameworks.

» Ensure healthcare teams receive continuous education and training in best practices for
managing complex end-of-life symptoms, and actively engage with patients’ families to
discuss these aspects of care.

P Provide home-based palliative care services, either directly or through partner organizations,
for Children preferring home as the place of end-of-life care.

b Assign a dedicated care coordinator to oversee transitions between hospital, home, and
hospice settings.

» Offer psychosocial and spiritual care in alignment with family values, including
memory-making and legacy-building activities.
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STANDARDS

P Provide after-hours support from the palliative care team, either directly or through
referral networks.

» Implement a structured bereavement care program, including support for siblings and
monitoring for complex grief, PTSD, or suicidal ideation among family members.

» Establish quality monitoring systems to evaluate end-of-life care standards and patient
outcomes, and foster research and quality improvement initiatives to enhance Paediatric
end-of-life care.

» Develop mentorship programs for primary and secondary-level palliative care teams
supporting terminally ill Children.

CONCLUSION
By implementing these standards across all levels of healthcare, Children can experience a

holistic, dignified and peaceful end of life, while their families receive essential emotional,
social, and bereavement support.
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STANDARDS

DOMAIN 4
TRANSITION OF CARE

Introduction

PPC can be provided in various settings, including the delivery room, theatre, post-partum
ward, neonatal intensive care unit (NICU), Paediatric hospital, nursing home, hospice, or at
home. Children should have access to a continuum of palliative care services and efficient
transition to adult programs when necessary.

General Principles

» Every child with serious illness should be ensured a continuum of care wherever they are and
whenever they need it; in the home, community, and different hospitals they access.

» Astandardized process should be in place to ensure continuity and coordination of care and
services to foster efficient transitioning.

» The child and family must be actively involved in planning and implementing the
transition process.

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL
» Ensure early and appropriate referral to specialized palliative care services for Children.

P Provide training for parents and carers prior to transfer to home to equip them with
necessary skills.

» Linking with locally available organizations, volunteers and resources for complex medical
devices and essential medications.

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations

» Facilitate smooth transitions from hospital-based PPC to community-based services and from
community to hospital when needed.
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STANDARDS

» Ensure comprehensive discharge plans containing relevant information and advice for the
child, family, and community health professionals.

» Provide round-the-clock access to qualified PPC practitioners, including medication access
and symptom control advice.

» Facilitate adequate supply of equipment, consumables, medicines and transport support
before leaving the hospital.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

» Assign a member of the specialist PPC team as the care coordinator to promote seamless
transition and care coordination.

» The team should manage coordination between different services and oversee the transition
from Paediatric to adult services, when appropriate.

P The coordinator should be easily accessible to the family as the first point of contact for
new issues.

CARE TRANSITION TO ADULT PROGRAM

Planning for transition to adult-centred healthcare—including palliative care—involves
preparing, transferring, and integrating young adults into new care settings.

Recommendations
P Initiate adequate transition planning from 1-2 years prior to transfer to adult service.

p Foster partnerships between Paediatric and adult teams to effectively address all aspects of
the transition.

» Standardized guidelines should be developed to ensure effective transition processes.

CONCLUSION

Children and their families experience multiple transitions alongside chronic complex
medical conditions, including changes in care environments, transition into adulthood,
illness-related changes, and school integration challenges. A standardized PPC transition
process should be established to ensure continuity and coordination of care.
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STANDARDS

DOMAIN 5
PERINATAL AND NEONATAL
PALLIATIVE CARE

Introduction

Perinatal palliative care is a specialized medical care for a fetus or newborn with a life-limiting
or life-threatening condition, and their family. This includes access to antenatal counselling,
individualized birth planning, and postnatal follow-up with services like, transition to neonatal
palliative care, lactation and bereavement support to the mothers.

Neonatal palliative care focuses on providing comfort, dignity, and support for newborns with
life-limiting conditions and their families.

General Principles

P Once a fetus is diagnosed with a life limiting/ life threatening anomaly, antenatal holistic
support to the family and an individualized birth plan should be developed with the help of
palliative care consultation.

» Open and honest communication and care plan among healthcare providers, families, and
extended support systems is critical, aligned with family preferences, values, cultural and
religious beliefs.

» There should be comprehensive training and education on perinatal and neonatal palliative
care for healthcare professionals, including obstetricians and neonatologists, nurses, and
social workers, to enhance their knowledge and skills in this specialized field.

» The triggers for neonatal and perinatal palliative care referral should be considered
(refer appendix for the criteria for perinatal and neonatal palliative care referral)

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL

» Staff should be trained to identify antenatal mothers with foetal anomalies and provide initial
counselling and emotional support to the family and refer for specialized care.
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STANDARDS

P Ensure awareness of triggers for palliative care referrals, such as antenatal/postnatal
diagnoses incompatible with long-term survival or conditions causing significant morbidity or
unbearable suffering.

» In the event of baby dying, bereavement support should be available to the family .

» In the event of baby surviving, follow -up support and appropriate care transition should
be ensured.

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations
Equip palliative care providers to manage antenatal counselling of family, developing

individualized birth plan, and to provide initial symptom management/ end-of-life-care to
babies born at secondary level hospital.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

P Develop and implement comprehensive training programs for obstetricians, neonatologists,
nurses, and social workers in perinatal and neonatal palliative care .

P Facilitate evidence-based practices using appropriate assessment tools, medication dosing,
and pain scales for neonates.

» Support legally appropriate and ethical decision-making processes while ensuring culturally
and religiously sensitive care.

» Promote collaboration for research, audits, and continuous quality improvement in perinatal
and neonatal palliative care.

CONCLUSION

Perinatal and neonatal palliative care should be an essential component of any obstetrics
and Paediatric program. By integrating care early in the illness journey, healthcare systems
can ensure that families and newborns receive compassionate, comprehensive support
tailored to their needs.
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STANDARDS

DOMAIN 6
COMMUNITY BASED PPC

Introduction

Palliative care should be available for every child with serious illness either in their homes or
closest to their homes in the community. The community provides the child the safety
network of home, sibling, family, friends, neighbours and school.

General Principles
» Recommendation at all levels of care.

1. Every child with serious illness should have access to support from their community,
whenever they need it, home, hospital or hospice.

2. Family should be adequately trained and empowered to take care of the child in
their homes

3. Community health workers, such as Anganwadi and ASHA workers, should be sensitized
to support Children and their families at home and serving as vital links between families
and healthcare institutions.

4. Volunteers can be a key part of community-based PPC and should be sensitized and
trained to provide effective care of Children with specialized needs.

5. Local NGOs, village communities, faith-based organizations, and school staff should be
encouraged to actively participate in providing medical and non-medical support, as well
as resources, for Children with palliative care needs and their families and siblings.

CONCLUSION

Every child with serious illness should have access to palliative care in their homes and
should be supported by the community they live.

32



STANDARDS

DOMAIN 7
EDUCATION & TRAINING IN PPC

Introduction
Education and training in PPC are essential for building sufficient expertise to deliver
high-quality care for Children with serious illnesses.

General Principles

p All healthcare providers involved in child health like doctors, nurses, social workers,
psychologists, physiotherapists, community health workers should adopt a palliative care
approach when caring for Children with serious illnesses. Therefore, appropriate training in
PPC must be provided to these professionals (Appendix 3).

p Paediatric specializations and related field such as Paediatric neurology, nephrology,
cardiology, endocrinology, neonatology, critical care, and fetal medicine—should integrate
generalist-level training in PPC.

p Subspeciality in PPC should be developed to create more number of specialists in PPC to
meet the increasing needs of Children with chronic, complex conditions.

» Ongoing education and training for healthcare workers should be encouraged to build
capacity and ensure the implementation of best practices in PPC.

p Awareness of PPC among healthcare professionals and public should be increased to ensure
better access, acceptability, and timely referrals through training and creating IEC resources.

STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL

» Healthcare professionals treating Children with serious illnesses should be trained in a
palliative care approach to manage symptoms such as pain and others, and to provide
psychosocial and spiritual support to Children and their families.

» Community health workers (e.g., ANMs, ASHAs) should be trained to identify Children with
palliative care needs and make appropriate referrals when necessary.

» Family should be educated and empowered to provide basic care for bed-bound and
terminally ill Children at home.
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STANDARDS

P Awareness should be raised among community volunteers, school teachers, caregivers, and
the general public to improve access to PPC.

» Ongoing training for healthcare workers should be promoted to build capacity and ensure
the adoption of best practices.

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations
Paediatricians and professionals in related field such as Paediatric neurology, nephrology,

cardiology, endocrinology, neonatology, critical care, and fetal medicine should receive
generalist-level training in PPC.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

P Paediatricians, Paediatric nurses, psychologists, and social workers should receive specialist
level training to develop dedicated PPC services.

P Palliative care modules should be created for Paediatric and palliative postgraduate students,
general and specialist Paediatric and palliative care physicians, allied professionals (e.g.,
psychologists, social workers, physiotherapists, pharmacists), and volunteers. A sufficient
pool of trainers should be built through "train-the-trainer" programs.

P Protocols and guidelines based on evidence should be established for managing Children
with serious illnesses.

P Child and family- centric resources, information leaflets and videos should be developed to
address various conditions, symptoms, and services in PPC. This should be disseminated
through social and print media to raise community awareness.

CONCLUSION

Education and training in PPC for healthcare providers are vital for delivering high-quality care
to Children with serious illnesses. A comprehensive strategy that includes customized
curriculum and ongoing education ensures that healthcare providers acquire the essential
skills and knowledge needed. Additionally, raising community awareness is critical for the
early identification of needs and access to care.
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STANDARDS

DOMAIN 8
ETHICS AND LAW IN PPC

Introduction

Medical ethics in the context of Children is distinct and challenging due to factors such as
limited decision-making capacity, reliance on caregivers for critical decisions, vulnerability to
potential harm from medical treatments, and sensitive end-of-life considerations for seriously
ill or frail Children.

PPC, should ensure compassionate , ethical and informed care for the best possible
outcomes in the interest of Children with serious illnesses.

General Principles
Recommendation at all levels of care.

1. Shared decision-making , based on honest and sensitive communication regarding a
child’s health and disease prognosis should involve physicians, parents, and the child
when possible and developmentally appropriate.

2. Children’s rights to autonomy, supported by their parents or guardians, must be
respected by ensuring they are fully informed of available options and are empowered
to engage in Goals-of-care discussions to the extent of their ability.

3. Parents or guardians must provide informed consent, while a child's assent—expressing
willingness or preference—should be obtained based on their age, mental capacity,
and maturity, for any therapy, procedures, care, or research participation.

4. Every child is entitled to effective medical treatment that prevents serious harm,
suffering, or death.

5. ltisvital to adhere to institutional, regional, state, and national regulations/ policy
regarding ethical practice and law.

CONCLUSION

Medical ethics in Paediatric practice address the unique challenges and vulnerabilities of
Children. It promotes their best interests through a collaborative decision-making process

within the legal and ethical framework, delivering compassionate and equitable care. 35



STANDARDS

DOMAIN 9

POLICY AND GOVERNANCE
IN PPC

Introduction

Effective governance and policy frameworks are critical for PPC services. The World Health
Organization’s (WHO) public health strategy for palliative care identifies enabling policy as
one of its pillars, alongside drug availability, education, research and people and community
engagement. Such policies and fund allocation must be integrated into Children’s national
and state level health plans across all relevant health and social care programs.

General Principles
Recommendation at all levels of care.

1. Policies for PPC should focus on equity, accountability, inclusivity, and high
service standards.

2. Integrated PPC services embedded in a primary healthcare (PHC) approach are essential
to achieve universal health coverage (UHC) in Paediatric health.

3. Financial resources must be allocated specifically for PPC within the National Program for
Palliative Care (NPPC).

4. Ensure the availability of essential medications, consumables, equipment and resources
for PPC at community levels.

5. Encourage partnerships with community-based service providers to create tailored,
child-centered care plans, including preferences for place of death and
bereavement support.

6. Policy should include strategies to educate and train healthcare workers to address basic
and complex Paediatric palliative needs and inclusion of PPC in the curriculum of post
graduate training program.

7. Legal frameworks must address advance care directives, organ and tissue donation,
end-of-life decision-making, and limitations of medical treatment in PPC.
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8. Governance structures should monitor and evaluate PPC services through audits,
feedback mechanisms, and reporting. Quality improvement efforts and strategic
linkages with Paediatric health initiatives should also be prioritized.

9. Establish Paediatric-specific palliative care services as part of UHC health benefits
packages and private insurance plans.

10. Facilitate access to compassionate leave, tax benefits, and homecare support for
family caregivers.

11. Establish dedicated PPC directorates for strategic planning, policy oversight,
and governance.

12. Include provisions for specialized care settings, such as Paediatric hospice units, and
ensure constant availability of advanced medicines and technologies.

13. Facilitate research and innovation in PPC to improve clinical practices, resource
management, and care outcomes.

CONCLUSION

By embedding PPC policies across all levels of healthcare, fostering governance structures,
and ensuring equitable access to resources and training, healthcare systems can deliver
high-quality, compassionate, and child-centred palliative care.
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STANDARDS

DOMAIN 10
PPC - RESEARCH AND
QUALITY IMPROVEMENT

Introduction

Children deserve evidence-based, evaluated, and quality health care, yet much of PPC is
shaped by clinical experience rather than robust evidence. Research on cost-effectiveness
and effective care models remains limited, and significant gaps exist in evidence for
Paediatric symptom management. Strengthening the evidence base can revolutionize
clinical practices, set standards, inform funding decisions, and formulate effective
training programs.

General Principles

P Evidence-based practices in PPC must integrate clinical expertise with high-quality research
and child and family preferences.

» Strategic investments in researchers, training, and facilities are crucial to advancing PPC.

» PPC research should focus on Clinical and health services research, need assessments and
situational analysis.

» Audits and research must incorporate diverse perspectives, including those of patients,
families, professional care providers, culture and communities.

» Research and data management should adhere to national guidelines and ethical standards
specific to Children as a vulnerable population.

P Minimum and aspirational quality indicators should be introduced to strengthen
implementation and accountability. Examples include:
- Routine symptom assessment documentation
Family satisfaction and experience measures
- Timeliness of PPC referral
- Alignment between preferred and actual place of care/death

P These indicators should be adaptable for low-resource settings, using feasible approaches
such as simplified tools, minimal datasets, and periodic audits to ensure consistent
monitoring across all levels of care.
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STANDARDS FOR IMPLEMENTATION ACROSS HEALTHCARE LEVELS

PRIMARY HEALTHCARE LEVEL

P Service providers should contribute to research through collaboration and networking with
higher-level providers and other partners, particularly in data collection and documentation

SECONDARY HEALTHCARE LEVEL
In addition to Primary Healthcare level recommendations
P Health care providers should independently or collaboratively initiate and conduct audits

and research on key areas such as organizational management, holistic care provision,
education, training, and information management.

P Processes must be in place to ensure that audit and research findings are effectively
incorporated into service development and implementation.

b Access to resources such as peer-reviewed journals and online research platforms should be
provided.

P Health care providers should be supported to publish findings and disseminate them to local,
regional, and international audiences.

» Research should include patient, family, and care provider perspectives, ensuring alignment
with local socioeconomic and cultural contexts.

TERTIARY HEALTHCARE LEVEL
In addition to Secondary Healthcare Level recommendations

» Dedicated infrastructure, time, and personnel should be allocated to advancing the
research agenda.

» Training and mentorship programs should be made available to providers at primary and
secondary levels.

CONCLUSION

Incorporating research into PPC standards enables systematic evaluation of care quality,
identification of improvement areas, and enhanced service effectiveness to foster a culture of
evidence-based practice and continuous learning.
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OVERALL CONCLUSION

In conclusion, this document provides a
comprehensive overview of key domains in PPC,
including symptom assessment and
management, education and training, drug
availability, governance, care of the dying, quality
standards, and research. Recommendations
provided in each domain set standards for
achieving the highest quality care in PPC.
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APPENDIX 1

WHO Conceptual Frameworks

Reference - https://share.google/images/5bdx87e0RvYSIflVU
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APPENDIX 2

L evels of Health Care in the
Indian Context

These levels represent different types of care involving varying degrees of complexity?223

» Primary Care Level
Primary health care or essential healthcare is provided by the primary health centers and their
sub-center through multipurpose health workers, ANM, ASHA, Anganwadi worker, village
health guide and trained dais, home care through government, NGO and private agencies,
private dispensaries.

» Secondary Care Level
A more complex level of care is provided in district hospital, area hospitals and the community
health center, private hospitals and clinic and government, NGO and private agencies led
hospice facility which also serve as the first referral level.

P Tertiary Care Level
A more specialized level of care that requires specific facilities and attention of highly
specialized health workers. This care is provided by the district hospitals, medical college
hospitals, specialized/ apex government and private hospitals, nursing homes and hospices.
Care approach in all aspects of healthcare of the child.

42



APPENDIX 2

L evels of Health Care in the
Indian Context

Districts: 25 lakhs Population | Medical College Hospital: 750 beds
Medical Colleges and Sub-district Hospitals include both Government & Private Providers

» Tertiary-level HRH 6.9 lakhs
» Medical Colleges 4.1 lakhs
» District Hospitals 2.8 lakhs
» Secondary-level HRH 18.2 lakhs
» Sub-district hospitals  11.3 lakhs
» CHCs 6.9 lakhs
» Primary-level HRH 24.7 lakhs
» PHCs 12.1 lakhs
» SHCs 12.6 lakhs

Medical Colleges

District Hospitals

Sub-district Hospitals

Community Health Centres
(CHC) 80,000-120,000

Nurses (18). Head Nurse. PHN, LHV.

ANM. Health Asst. & HW (Male).
Doctors-allopathy (6).AYUSH, Dental Specialists (6)
Physiotherapist, Pharmacist (3)1
Lab. Tech (3), Radiographer, Ophth Tech.
Health Prog/HMIS/Accounts Managers, DEO
Total Health Workforce 6.9 lakhs

ary Health Centres (PHC)
20,000-30,000 Population

Nurses (5), LHVs (2).ANM, Health Assistant & HW (Male),
Pharmacists (2), Lab. Technicians (2), Doctors-allopathy (3).
Doctors-AYUSH & Dental (2). Accounts Assistant, DEO (2).
Total Health Workforce 12.1 lakhs

Sub-Health Centres (SHC) 3000-5000 Population

Rural Health Care Practitioner,ANMs (2) and Health Worker - Male
Total Health Workforce 12.6 lakhs

Villages & Low income urban populations

19 lakh CHWs (L per 500 rural population & 1 per 1000 urban vulnerable populations)
and Nurse Practitioners in urban areas (I per 5000 population)

Levels of Health Care 43



APPENDIX 3

Pyramid of
PPC Education Competency+

Provided by:
Inter-disciplinary, full-time team with advanced training Aim: Follow and support
patients and families with complex care needs

SPECIALIST
PALLIATIVE CARE

GENERALIST
PALLIATIVE CARE

Provided by: Professionals who
have had some training in palliative care
Aim: Short-term palliative care consult
around isolated care needs

PALLIATIVE CARE

APPROACH
Provided by: All health professionals
and lay people in the medical field
Aim: Promote physical and psychosocial well-being of
all people, advocate for Palliative Care Approach (community and policy)
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GLOSSARY

A
Advance Care Planning (ACP) - Process of discussing and documenting care preferences.
Analgesia - Pain relief management, including pharmacological and non-pharmacological approaches.
ASHA (Accredited Social Health Activist) - Community health worker providing primary care support in India.
B
Bereavement Support - Psychological and emotional support for families after a child’s death.
Breakthrough Pain - Sudden, severe pain episodes despite ongoing analgesia.
C
Community-Based PPC - Palliative care services provided at home or within the community.
Complex Chronic Conditions (CCC) - Long-term illnesses requiring specialized care.
Continuum of Care - Seamless care transitions across different healthcare levels.
D
Disease-Modifying Treatment - Interventions aimed at slowing disease progression.
Do Not Resuscitate (DNR) - A medical directive to withhold CPR or life-saving measures.
E
Ethical Decision-Making - Process involving physicians, families, and legal frameworks in PPC.
End-of-Life Care - Specialized care for Children in terminal phases of illness.
H
Hospice Care - Comfort-focused care for Children with life-limiting conditions.
Holistic Care - Multidimensional care addressing physical, emotional, social, and spiritual needs.
L
Life-Limiting Conditions (LLC) - Medical conditions where a cure is unlikely.
Life-Threatening Conditions (LTC) - Illnesses where treatment may or may not be successful.
M
Multidisciplinary Team (MDT) - Healthcare professionals providing coordinated PPC.
Morphine - Common opioid used for Paediatric pain management.
N
Neonatal Palliative Care - PPC provided for newborns with life-limiting conditions.
Non-Pharmacological Pain Management - Approaches like massage, physiotherapy, and distraction therapy.
(0]

Opioids - Strong pain-relief medications used in palliative care.
Outpatient PPC Services - Palliative care provided in clinics rather than inpatient settings.
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GLOSSARY

Pain Ladder (WHO) - Stepwise approach to pain management.

Perinatal Palliative Care - PPC for fetuses and newborns with life-limiting diagnoses.
PPC: Paediatric Palliative Care

PHC : Primary Health Center

Psychosocial Support - Emotional and mental health care for patients and families.
PTSD - Post-Traumatic Stress Disorder

Referral Pathway - The process of directing patients to appropriate PPC services.
Respite Care - Short-term relief care for caregivers of Children with serious illnesses.
Right to Dignified Death - Ethical principle ensuring comfort-focused end-of-life care.

Secondary and Tertiary PPC Services - Higher-level PPC care provided in hospitals.

Serious Illness : Life limiting and life threatening

Shared Decision-Making - Collaborative care planning involving healthcare teams and families.
Spiritual Care - Addressing religious and existential concerns in PPC.

Symptom Management - Strategies to control pain, breathlessness, and other distressing symptoms.

Transition of Care - Movement between different care settings (home, hospital, hospice).
Triggers for PPC Referral - Indicators for initiating palliative care.

Universal Health Coverage (UHC) - Healthcare model ensuring access to essential services, including PPC.
Uncontrolled Symptoms - Symptoms that persist despite treatment interventions.

WHO - World Health Organisation
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