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WHO Documents
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WHO Guide Paediatrics

a) What is PPC?
b) Access to palliative care and symptom relief
c) Palliative care and symptom relief as part of

comprehensive paediatric care
d) Essential package of PPC and symptom relief
e) Implementing PPC and symptom relief
f) Ensuring access to essential medicines
g) Integration of palliative care and symptom relief

can strengthen health care systems and promote
Universal Health Coverage (UHC)

h) Research and quality improvement in PPC

WHO Guide re Humanitarian 
Emergencies and Crisis
a) What is humanitarianism?
b) What are humanitarian emergencies and crises?
c) What is palliative care?
d) Palliative care for people affected by various

humanitarian emergencies and crises
e) Essential package of palliative care for

humanitarian emergencies and crises
f) Implementing palliative care in humanitarian

emergencies and crises: practical considerations

g) Ethical issues
h) The research imperative



In the area of 
management

 » Develop, implement and update evidence-based, nationally 
approved guidelines/protocols/standards for management of 
priority cancers

 » Assess human resource requirements and develop plans to scale up 
to meet local needs

 » Ensure availability, a!ordability and accessibility of an essential 
cancer care package"

 » Strengthen coordination of referral system with targets to reduce 
delays to diagnosis and treatment

 » Availability of evidence-based guidelines/protocols/standards for 
management of priority cancers

 » Proportion of patients who complete a course of prescribed 
treatment

 » Availability of national human resource strategies and plans

Strategic interventions Indicators
In the area of 
palliative care

 » Include palliative care within national cancer control plans
 » Develop, implement and update evidence-based, nationally 

approved guidelines/protocols/standards for palliative care
 » Introduce palliative care into the curricula of health care 

professionals
 » Develop a!ordable, multidisciplinary integrated palliative care 

services, including pain relief, psychosocial and spiritual support, in 
both hospital and community settings

 » Ensure availability and accessibility of opioids, analgesics and other 
essential palliative care medicines, addressing legal and regulatory 
barriers

 » Availability of national guidelines/protocols/standards for palliative 
care

 » Access to palliative care assessed by morphine-equivalent 
consumption of strong opioid analgesics (excluding methadone) per 
death from cancer#

 » Availability of training programmes for health care professionals

Strategic interventions Indicators
In the area of 
surveillance and 
research

 » Establish and strengthen hospital- and population-based cancer 
registries that cover a population not less than one million

 » Develop a system to monitor quality of care and the performance of 
national cancer control programmes 

 » Develop and implement a cancer research plan relevant to country 
needs  

 » Cancer incidence, by type of cancer, per 100 000 population#

 » Availability of progress/gap analysis on implementation of national 
cancer control plan

 » Number of peer-reviewed publications related to cancer

" Cancer care package includes diagnostic procedures, medicines and technologies, surgery and radiotherapy, and survivorship care.
$ Tobacco demand reduction measures, WHO NCD Progress Monitor 2017: Increased excise taxes and prices; smoke-free policies; large graphic health warnings/plain packaging; bans on advertising, promotion and sponsorship; 

mass media campaigns.
% Unhealthy diet reduction measures, WHO NCD Progress Monitor 2017: salt/sodium policies; saturated fatty acids and trans-fats policies; marketing to children restrictions; marketing of breast-milk substitutes restrictions.
# One of the 25 indicators of the WHO Global Monitoring Framework on NCDs http://www.who.int/nmh/ncd-tools/indicators-de&nition/en/. 
' Priority cancers for early detection can be selected based on how amenable they are to early detection, and on their incidence (and projected future incidence) within the country.

© World Health Organization 2019. Some rights reserved.

Framework for action on cancer prevention and control in the WHO Eastern Mediterranean Region (continued)

Strategic interventions Indicators

WHO-EM/NCD/145/E

4



Referral for
diagnosis

Primary care
evaluation

Awareness of
key symptoms

Histopathological
ƧȌȁ˛ȲǿƊɈǞȌȁ

Clinical and
radiological

staging

Diagnostic
procedures
and biopsy

Manage
long-term physical,

psychosocial effects 

Prevent, surveil for
new or recurrent

cancers

Routine
primary care

Early detection Diagnosis Survivorship care

Multidisciplinary
care

Disease-directed
therapies

Supportive care

Palliative care

Treatment and palliative care

2.4
CHILDHOOD CANCER 
CARE PATHWAY

Understanding the childhood cancer care pathway, from symptom 
onset through diagnosis and treatment and ultimately to survivorship 
or end-of-life care, is important for the successful implementation 
of the CureAll approach. Health systems must be prepared to 

respond to the needs of children along the entire pathway through 
coordinated services, the provision of multidisciplinary care and 
information systems that identify challenges at each step (Figure 16).

Figure 16. Childhood cancer care pathway

Source: WHO 2020 (56).

Caring for children with cancer carries unique specificities along the 
cancer continuum that must be included in packages of essential 
interventions in order to meet children’s needs. These include:

Early detection, including primary care: careful attention to signs 
and symptoms in young children who cannot always describe 
symptoms; parents as well as primary care providers must be aware 
of the specific signs in order to achieve early diagnoses including 
timely diagnosis and staging. 

33
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PC and Symptom 
Relief as Part of 
Comprehensive PC

• Generalist vs Specialist Palliative 
Care

• All health professionals should 
have at least basic training on PPC

• Linkages between hospital and 
home care where possible

• PC needed across the continuum of 
are

! —  ASSESSING THE DEVELOPMENT OF PALLIATIVE CARE WORLDWIDE: A SET OF ACTIONABLE INDICATORS    

What can be done to address gaps in palliative care?    
  
The PHC approach aims to ensure that the full spectrum of health needs of individuals 
is met throughout the life span by assuring access to integrated promotive, protective, 
preventive, curative, rehabilitative and palliative services(!"). The integration of palliative 
care within a national health system can be understood as its capacity to o#er preven-
tion and relief from serious health-related su#ering, according to existing needs, with the 
right balance between available resources, whether specialized palliative care services or 
palliative care resources integrated into other areas of health services(!$).

Palliative care development should be considered across all levels of health services to 
meet the di#ering needs of people requiring palliative care (Figure %). At the primary care 
level, community-based resources and a palliative care approach are essential to support 
the needs of people with chronic diseases(!&). To achieve this, it is necessary to have 
empowered people and communities, a PHC workforce trained in the basic approach 
of palliative care and the availability of medicines and health policies that integrate this 
focusing of the patient and the family as well as the referral of the patient when required. 
At the specialist level, the provision of palliative care in integrated platforms for the 
provision of health services implies the existence of a governance and policy framework 
that considers palliative care as an integral part of the care process and the availability of 
specialized models of care in palliative care for adults, children and essential medicines 
for symptom control.

FIGURE !. DIFFERING PATIENT NEEDS FOR PRIMARY AND SPECIALIST PALLIATIVE 
SERVICES THROUGHOUT THE ILLNESS TRAJECTORY 

 

Source: MacDonald %"!'(!().

A small number of 
patients with complex 
needs require transfer 
of care to specialist 
palliative care services

Some patients may 
occasionally require 
assistance of a specialist 
palliative team  
(a consultation or 
shared care support)

Most patients require 
only primary-level 
Palliative Care 
(Palliative Care 
Approach)

• Family medicine clinic
• Oncology team
• Internal med clinics
• Cardiology clinics
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all levels of health services to 
meet the di!ering needs of 
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Specialist Doctors e.g. 
Paediatricians

• All who frequently care for children 
with life-threatening conditions e.g. 
oncologists and haematologists

• Health systems – ensure PPC is part of 
their official responsibilities

• Integrating PC with the curative and 
disease modifying treatment for 
children

• Training will help them identify when 
curative treatment is more harmful 
than beneficial 8



Specialist PPC

Review

Hain R, Heckford E, McCulloch R. Arch Dis Child (2011). doi:10.1136/archdischild-2011-3004322 of 4

through a number of auditable guidelines and care pathways. 
Establishing PPM as a new specialty has meant regulation of 
training, which is a fi rst step to ensuring that children have 
access to the same degree and consistency of expertise among 
PM specialists that adults can already expect. PPM competen-
cies are now laid out in the PPM training curriculum.9 Not all 
PPM is specialist territory; clearly some competencies in PPM 
are generic to all physicians caring for children, and most chil-
dren need input from specialist and generic services at differ-
ent stages of their illness (see fi gure 1).

Those working in PPM must have an excellent understand-
ing of pharmacology and therapeutics, communication skills, 
abilities in logical and analytical thought, and also well-devel-
oped skills in empathy and intuition. The challenge of PC is 
often to be incisively analytical by the drug chart, and warmly 
integrative at the bedside.

Quantifi cation of the need for PPM, however, is compli-
cated by uncertainty defi ning both population and specialty. 
Research is beginning to resolve this; data suggest that around 
50% of all childhood deaths occur in children with life-threat-
ening or life-limiting conditions (LTLLCs),10 and that approxi-
mately 20 000 children in England are living with conditions 
likely to require PC input.11

Other studies are under way to establish the extent to which 
these needs are currently met.12 Recent research has shown 
that families of children with LTLLCs continue to have nega-
tive experiences of provision of medical care, particularly in 

relation to information giving.13 Most children with LTLLCs 
still die in hospital14 despite research evidence that the prefer-
ence is usually for home or hospice.15 There is evidence that 
choices around death can be improved by the increasing use of 
advanced care planning.16

The relative youth of PPC as a subspecialty brings a num-
ber of advantages. There is a sense of shared vision and 
enthusiasm for change. The diversity of clinical backgrounds 
from which practitioners currently emerge into PPM imparts 
‘hybrid vigour’, with the opportunity for cross-pollination of 
skills. With the example of the adult specialty before us, we 
can learn not only what techniques have worked well, but also 
what mistakes to avoid. For example, the paediatric specialty 
has from its outset encompassed non-malignant LTLLCs, has 
never been limited to inpatient or hospice care, and remains 
collaborative with the team already caring for the child, rather 
than taking over care.

The multidimensional nature of PPC is central to what it 
should provide. It sits naturally and comfortably alongside 
many other paediatric specialties as well as with primary care. 
In emphasising the subjective priorities of patient and family, 
this approach can often reframe complex clinical scenarios in 
such a way that apparently insoluble problems can give way to 
practical ways forward. Managing uncertainty, accepting that 
cure is impossible, and combining the available objective evi-
dence with the expressed subjective experience, are all valu-
able skills that allow PPC to support other paediatric teams.

Figure 1 Paediatric palliative medicine (PPM) competencies: fl uctuating needs of an individual patient over time. GP, general practitioner; 
LLC, life-limiting conditions; PM, palliative medicine.
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• Some children have refractory or 
complex symptoms and need 
specialist PPC

• Few specialist PPC in LMICs, and 
limited specialist training 
programmes

• PPC should be recognised as a 
specialty or sub-specialty

• Aim is that children’s hospitals 
should have PPC services directed 
by a PPC specialist 9

(Hain et al. 2011)



Cancer Centres

• PPC specialists and IDTs are 
especially important in 
paediatric cancer centres

• Many distressing/ complex 
symptoms in advanced cancer 
are treated inadequately

• Need a broad IDT – hence 
importance of nurses, 
pharmacists, social workers, 
therapists etc.

10



PPC Essential Package
• Minimum PC and symptom 

relief that should be accessible 
by any child in any setting

• Based on essential package of 
PC from Lancet Commission 
(Knaul et al)

• Adapted for children based on 
expert opinion

• Together can prevent and 
relieve suffering – physical, 
psychological, social and 
spiritual

11

Consists of:
• A set of safe, effective, inexpensive, 

off-patent and widely available 
medicines
• Simple and inexpensive equipment
• Basic social support – essential to 

promote dignity
• Human resources need to apply 

the package appropriately, 
effectively and safely, and 
accompany children and their 
families throughout the course of 
their illness.



Integrating palliative care and symptom relief into paediatrics

26

Table 5. EP Ped: interventions, medicines, equipment, human resources and social 
supports

Interventions Inputs
Social supports Medicinesa Equipment Human resourcesb 

Prevention 
and relief of 
pain or other 
physical 
su!ering,d 
acute or 
chronic

Amitriptyline, oral

Bisacodyl (senna), oral

Dexamethasone, oral and 
injectable

Diazepam, oral and injectable

Diphenhydramine 
(chlorpheniramine, cyclizine, 
or dimenhydrinate), oral and 
injectable

Fluconazole, oral

Fluoxetine (sertraline or 
citalopram), oral (>8 years 
old)

Furosemide, oral and injectable

Haloperidol, oral and injectable

Hyoscine butylbromide, oral and 
injectable

Ibuprofen (naproxen, diclofenac, 
or meloxicam), oral (>3 
months old)

Lactulose (sorbitol or polyethylene 
glycol), oral

Loperamide, oral

Metaclopramide, oral and 
injectable (>1 month old)

Metronidazole, oral, to be crushed 
for topical use

Morphine, oral immediate release 
and injectable

Naloxone, injectable

Omeprazole, oral

Ondansetron, oral and injectablef 

(>1 month old)

Oxygen 

Paracetamol, oral

Petroleum jelly

Pressure-reducing 
mattresses

Nasogastric drainage and 
feeding tubes

Urinary catheters

Opioid lock boxes

Flashlights with 
rechargeable batteries 
(if no access to 
electricity)

Diapers (baby and adult) 
or cotton and plastic

Doctors (with basic 
palliative care 
training)

Nurses (with basic 
palliative care 
training)

CHWs (if available)

27

A WHO guide for planners, implementers and managers

Prevention 
and relief of 
psychological 
su!ering,e 
acute or 
chronic

Amitriptyline, oral

Dexamethasone, oral and 
injectable

Diazepam, oral and injectable

Diphenhydramine 
(chlorpheniramine, cyclizine 
or dimenhydrinate), oral and 
injectable

Fluoxetine (sertraline or 
citalopram), oral

Haloperidol, oral and injectable

Lactulose (sorbitol or polyethylene 
glycol), oral

Diapers (baby and adult) 
or cotton and plastic

Doctors (with basic 
palliative care 
training)

Nurses (with basic 
palliative care 
training)

Social workers, 
psychologists, or grief 
counsellors

CHWs (if available)

Prevention 
and relief 
of social 
su!ering, 
acute or 
chronic

Income and in-
kind supportc

Social workers

CHWs and/or volunteers 
(if available)

Prevention 
and relief 
of spiritual 
su!ering

Local spiritual counsellors

 
a  Based on WHO 2017 (45). Acceptable alternative medicines are in parentheses: ( )

b  Doctors may be paediatricians, general practitioners, family practitioners, surgeons, anaesthesiologists, intensivists, neonatologists, 
infectious disease specialists, palliative care specialists, clinical officers, or others. Nurses may include nurse-anaesthetists.

c  Only for patients living in extreme poverty and for one caregiver per patient. Includes cash transfers to cover housing, children’s 
school tuition, transportation to health care facilities or funeral costs; food packages; and other in-kind support (blankets, sleeping mats, 
shoes, soap, toothbrushes, toothpaste).

d  Other physical suffering includes breathlessness, weakness, nausea, vomiting, diarrhoea, constipation, pruritus, bleeding, wounds 
and fever. 

e  Psychological suffering includes anxiety, depressed mood, confusion or delirium, dementia and complicated grief.

f  Only in hospitals that provide cancer chemotherapy or radiotherapy.

Sources: Knaul et al. 2017 (3); Krakauer et al. 2018 (22).

12



Morphine

• Most clinically important of the essential PC 
medicines

• Must be accessible in the appropriate form and 
dose for children

• should be accessible at every referral, provincial 
and district hospitals, and in the community

• Health professionals should be trained and legally 
empowered to prescribe morphine

• Need to provide in adequate supplies for the 
child

• Wherever possible use oral medications 13



Human Resources 
and Training

• Generalist vs Specialist PPC
• Any doctor should be able to 

competently prescribe opioids to treat 
pain

• Nurses can provide this care in some 
settings

• Everyone including CHWs have an 
important role to play in PPC.

14



Augmenting the 
Essential Package
• EP includes only the minimum that should be 

available – not sufficient to meet all PC needs
• May be augmented:

• Medicines and other treatments
• Equipment
• Human resources

• Special considerations in humanitarian settings

• Also interventions for specific patient populations 
e.g Dying children, Malnutrition. Neonates

15



Implementing PPC and Symptom Relief

• Assessing the development of PC worldwide: a set 
of actionable indicators

• Consensus reached on the core components 
required for PC development

• Aim to ensure access by all children experiencing 
serious health-related suffering to timely and 
effective PC

• Adaptation from Stjernsaward et al. (2007)

(WHO 2021)

16



Health Policies
• Needed at all levels – without policies its 

unlikely PPC will be accessible or sistainable
• For PC Integration:

• Nartional PC policy that requires access 
for all

• National PC strategic plan
• Inclusion of PPC in any other national 

strategies/ policies e.g. Cancer, NCDs
• Need data to inform policy
• Need evidence-based measures for 

governments to measure progress
• Bottom up and top down approaches together

17



Education

• Training needs to be initiated at 
all levels

• Variety of models of delivery
• Theory and practice important
• Needs to be competency-based
• Important:

• To get PC into the universities
• Recognition of the training by 

professional bodies and government

18

“to aim to include palliative care as an 
integral component of the ongoing education 
and training offered to care providers, in 
accordance with their roles and 
responsibilities, according to the following 
principles:
• basic training and continuing education 

on palliative care
• intermediate training for all routinely 

work with patients with life-threatening 
illnesses,

• specialist palliative care training”
(WHA Resolution 2014)



Integration of   
Palliative Care into 
existing services

• Variety of models for PC have evolved
• Important that they are culturally 

appropriate
• Can’t just lift one model and put it 

elsewhere
• Important to understand existing models 

in order to scale up services
• Evidence of effectiveness has been 

lacking
• Cancer centres are a good place to start



Integrating palliative care and symptom relief into paediatrics
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n	 a provider at a third-level hospital must be able to reach the appropriate person at a CHC to provide 
information about a patient who will be sent home for home palliative care.

Typically, this communication will be by mobile phone. Texting usually is inadequate to convey important 
clinical information. For LMICs with inadequate established referral systems, a standardized palliative 
care handover form that records the patient’s clinical and social history, including disease-modifying and 
palliative treatments, key family members and caregivers, and any agreed-upon goals of care, is very 
conducive to optimum care. Budgets for palliative care should include funding for telecommunications 
and printing of such forms as well as for transportation for CHC staff members to visit patients at home 
as needed.

It also is crucial that palliative care training of all levels be integrated into the health care education 
system in each country or region for all types of palliative care providers, including physicians, clinical 
officers, assistant doctors, nurse practitioners, midwives, nurses, pharmacists and social workers. Typically, 
this training should be offered by a university that has a medical school, nursing school, pharmacy school 
and social worker school, but sometimes the training may be offered in separate schools for different 
professions. Creation of a department of palliative care or palliative care training centres at universities are 
encouraged (Figure 5).

Figure 5.  Referral patterns for patients in need of palliative care 

CHC, community health centre; CHW, community health worker; CO, clinical officer; IDT, interdisciplinary team; PC, palliative care; PPC, 
paediatric palliative care
a Temporary inpatient care that provides a respite from caregiving for the family.

University-based palliative care department or centre

Training: all levels for all members of IDTs except CHWs
Research: needs assessment, outcomes research, quality assurance
Technical assistance for policy writing, clinical service implementation
Advocacy

First-level (district) hospital

Small palliative care IDT:
n generalist physician(s)
n nurses
n social worker(s)

Small inpatient unit, outpatient clinic

CHC

PPC provided by:
n generalist physician, CO or assistant doctor with basic PPC training or 

nurse with advanced PC training that includes PPC
n nurses with basic PC training
n social worker

Outpatient clinic, inpatient hospice care in special cases

Second-level (provincial)/third-level (regional) hospital

Palliative care IDT: 
n palliative care specialist physician(s) (physicians with intermediate-level 

palliative care training until specialists available)
n nurses
n social workers and/or psychologists
n spiritual supporters

Inpatient ward, inpatient consultation, outpatient clinic

Home care

CHW or volunteer supervised by nurse at CHC
Nurse based at CHC as needed
Sometimes doctor, CO or assistant doctor based at CHC, as needed

Inpatient hospice (in some countries)

IDT:
n part- or full-time palliative care specialist physician (physicians 

with intermediate level palliative care training until specialists 
available)

n nurses with at least basic PC training
n social worker and/or psychologist

Terminal inpatient care when home care not desirable or possible; 
also respite carea

acute care facility/nursing home 
(in some countries)

n Nurses with at least basic PC training
n Supervision by generalist or PC specialist physician
n Simple inpatient care for patients with minimal or no symptoms 

when home care not desirable or possible
n Respite carea

20

• Communication is key
• Defined referral 

pathways
• Therefore, education is 

key at all levels



Training in PPC 
– Review of 
114 courses

41

A WHO guide for planners, implementers and managers

As soon as possible, palliative care IDTs at second- and third-level hospitals should be led by palliative care 
specialist physicians. Thus, LMICs should work to develop palliative care specialist training programmes that 
can supply palliative care specialist physicians for their country or region. Specialist training programmes 
should last at least one year but will vary according to each country’s postgraduate medical training 
regulations. 

Although it is best if clinicians providing PPC are fully trained in paediatrics and provide care only for 
children, generalist clinicians such as general practitioners, family doctors and primary care nurses can 
and should be trained and competent to provide PPC whenever paediatric specialists are not needed or 
not available. Basic and intermediate-level palliative care training aims not at specialization but rather at 
essential competencies (57). General domains of competency in palliative care include:

n	 principles of palliative care

n	 communication

n	 optimizing comfort and quality of life

n	 care planning and collaborative practice

n	 loss, grief and bereavement

n	 professional and ethical practice in the context of palliative care

n	 professional resilience.

Essential competencies in PPC are described in Table 8. Generalists providing PPC should be able to obtain 
advice by telephone at any time from a paediatrician with intermediate-level palliative care training or a 
palliative care specialist physician. Such task shifting and task sharing is especially crucial in rural areas.

Table 8. Essential competencies in PPC
Key competency Key components
Paediatric symptom assessment (pain 
and non-pain)

Use age-specific methods to assess symptoms such as pain, nausea, dyspnea, anxiety, 
depression, etc.

Appropriate medication selection, 
dosing and administration 

Implement age and weight-based dosing with attentiveness to paediatric metabolism 
and excretion
Use non-opioid, opioid and adjuvant therapies aligned with WHO principles; include 
appropriate use of scheduled along with as-needed doses for breakthrough pain
Create/disseminate pharmacologic and non-pharmacologic treatment plan to 
include emergency plan; place emergency medications in the home with training for 
caregivers
Refer to higher level for more specialized palliative care when needed

Psychosocial assessment and 
intervention (patient and family)

Identify and address the child’s and family’s illness understanding, fears and concerns, 
including those of siblings
Assure child and family they will not be abandoned
Identify child’s and family’s coping and communication styles and adjust care plan 
accordingly
Communicate with child in a developmentally appropriate fashion
Gently explore previous experiences with death, dying, other traumatic life events 
or special issues such as substance abuse or suicidal ideation, and adjust care plan to 
minimize further psychosocial stress
Use play therapy such as music, storybooks, art for expression, reflection and 
distraction.
Recognize impact of child’s illness on larger community (faith groups, school, etc.) – 
o!er to family to help communicate with school or community agencies
Assess family’s resources for bereavement support; make bereavement follow-up plan 
as needed

21

Generalist
75%

Specialist
25%

LEVEL OF TRAINING

AFRO
16%

AMRO
26%

EMRO
1%

EURO
31%

SEARO
10%

WPRO
16%

REGIONS TRAINING IS PROVIDED
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Indicative Content of the Generalist Courses on Paediatric Palliative Care 

Introduction to the field Communication Psychosocial / Spiritual issues  Symptom Assessment and Management End of life (EoL) 
• Introduction to PPC / 

PPC Defining PC  
• Definition and Principles 

of PPC  
• Background and basic 

principles in PPC  
• History and 

development of PPC  
• Categories of children 

requiring PPC  
• Care of the Child and 

Family with Palliative 
Needs  

• Models of care 

• Communication  
• Communication & 

Counselling  
• Communication with 

children  
• Communicating with 

children and families  
• Communicating with 

children and emotional 
issues  

• Communication in PPC  
• Talking to children about 

illness and death  
• Breaking bad news 

• Psychosocial assessment  
• Psychosocial issues  
• Spirituality in children and 

spiritual care  
• Spiritual care in PPC  
• Cultural, Spiritual and 

Bereavement Considerations  
• Childhood development  
• Child development and Play in PPC 

Family support  
• Family care 

• Pain Assessment and Management 
• Pain and pain assessment of children  
• Assessment of children  
• Assessment tools and techniques  
• Symptom Assessment and Management  
• Holistic assessment and management 

planning Basic and Clinical assessment of 
children  

• Symptom Mx in Children requiring PC  
• Common Symptoms and Mx  
• Approach to Symptom MX  
• Procedural Pain Management Strategies 

Neuropathic Pain Management and Adjuvant 
Analgesia  

• Management of Respiratory Symptoms 
Management of Refractory Distress 

• Management of Gastrointestinal Symptoms 
• Management of Emotional Behavioural 

Symptoms 
• Management of Neurological Symptoms 
• Chronic Complex Pain 
• Opioid Selection and Opioid Rotation 
• Multimodal analgesia 
• Symptoms other than Pain in PPC  

• Care at the Time of Death 
• ‘What would I want if I were 

dying?’ 
• Advance Care Planning and 

ReSPECT 
• Advance care planning at 

end of life 
• EoL care using case studies 
• PPC Pathway 
• Grief and Bereavement 
• Grief and Bereavement in 

PPC 
• Symptom Management at 

the EoL 

Nursing  Setting specific Ethics and Legislation Teamwork Other 
• Nursing Care of the Child • PPC in special settings 

• Neonatal Palliative Care 
• Palliative Care for 

Adolescents 
• Transition and Family Care 
• NPC: An introduction 
• PPC in Humanitarian 

Settings  

• Ethics, Law, grief and 
bereavement 

• Ethical Decision Making 
• Ethics, Law, Communication, Grief 
• Children's rights 
• Ethics 

• Inter-professional care 
• Caring for yourself 
• Teamwork 

• Service development and 
organisation 

• National Guidance on PPC 
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Access to 
Essential 
Medicines

23



Access to Essential 
Medicines
• Need to maximise access to opioids and minimize 

risk

• Ensuring balance guidelines being redeveloped by 
WHO

• Overseen by the UN Single Convention on Narcotic 
Drugs

• Opioid stewardship:
• Appropriate procurement, storage, prescribing 

and use of opioids, disposal of unused opioids
• Goal to ensure the rational use of opioids, 

meeting the needs of those who require pain 
control, whilst minimizing harm

(WHO 2020)

World Health Organization  
Model List of Essential Medicines 

7th List
2019

for Children

24



Barriers to 
Access

• Overly restrictive regulations on 
opioid prescribing and dispensing

• Inadequate education in pain 
control and the appropriate use of 
opioids

• Lack of understanding of 
appropriate use of opioids among 
regulators – often focus on risk 
and not on making medicines 
available,

25



Strengthening UHC

• Improved Quality of Life and patient outcomes
• PC may improve adherence to treatment, 

including cancer treatment
• PC can improve comfort but also strengthen 

the ability of health care systems to effectively 
treat life-threatening conditions

• PC interventions can lower costs
• Promotion of UHC



Research and Quality 
Improvement in PPC 

• Research and QI are essential
• Lack of robust evidence in the field
• Much of practice is based on expert 

opinion
• Medications are used off license
• Service development based on evidence 

from limited number of countries
• Barriers to PPC research in LMICs
• Much of the evidence comes from the UK, 

Europe, USA/Canada, Australia and NZ

Palliative Medicine
2016, Vol. 30(10) 902 –903
© The Author(s) 2016
Reprints and permissions: 
sagepub.co.uk/journalsPermissions.nav
DOI: 10.1177/0269216316675570
pmj.sagepub.com

Editorial: To research or not to 
research – An important question in 
paediatric palliative care

“Is it ethical to conduct research on children in palliative 
care as they are such a vulnerable group and it would be 
hard to get ethical approval?” This is a question that I am 
often asked and is a concern of many people working in 
children’s palliative care. Indeed in the paper by Beecham 
et al [1], who identified some of the barriers to undertak-
ing research in children’s palliative care, the process of 
getting ethical approval was highlighted as a key barrier. 
Whilst an important and appropriate question to be think-
ing of, as any research in children’s palliative care needs 
to take into account the vulnerability and well-being of 
the child and their family, to me, the more important 
question is “Is it ethical not to conduct research in chil-
dren’s palliative care?”.

In looking through the literature on children’s palliative 
care, there is a lack of robust evidence within the field. 
Much of the children’s palliative care practice is based on 
evidence from adult palliative care, or on clinical/ expert 
practice. Medications are used in ways that they are not 
licensed for, and the development of services is based on 
evidence from a limited number of services and countries, 
with much of the existing evidence coming from the UK, 
Europe, North America, Australia and New Zealand. In 
order to improve the care of children with life-limiting or 
life-threatening illnesses around the world, it is essential to 
increase and broaden the evidence base for such care. This 
lack of evidence has been identified in a wide variety of 
settings – most noticeably in the development of the WHO 
guidelines on the pharmacological treatment of persisting 
pain in children with medical illnesses [2]. In the develop-
ment of these guidelines the lack of robust evidence posed 
a challenge, with there being many examples in the guide-
lines where they are unable to make a recommendation for 
the use of specific medicines, due to the lack of evidence. 
They go on to say that “given the paucity of studies in the 
paediatric population with persisting pain, a meaningful 
revision of these guidelines will need the international sci-
entific community to invest in research on the topics that 
were identified as evidence gaps during the development 
process” [3. p1017]. Similarly, a review of children’s 

palliative care in sub-Saharan Africa in 2010 noted that the 
evidence base in Africa was almost non-existent at that 
time, with only five peer reviewed articles being identi-
fied. Key recommendations from the report included that 
“Researchers urgently need to provide evidence in paedi-
atric palliative care across the fields of intervention/ ser-
vice development, activity, outcomes and costs.” [4 p5].

In order to develop a global research agenda for chil-
dren’s palliative care, the International Children’s 
Palliative Care Network (ICPCN) undertook a Delphi 
study to identify global research priorities. Top priorities 
included those on children’s understanding of death and 
dying, pain management, funding for and the cost of chil-
dren’s palliative care, training needs, interventions and 
models of care [5]. Thus the need for evidence within the 
field is not limited to the use of specific medications, but 
encompasses service development, models and outcomes 
of care and the cost of providing such care. The cost of 
providing children’s palliative care is an important issue, 
both in low and middle income countries, where resources 
are limited, but also in high income countries, where 
resources may not be so readily available, with cost cut-
ting needing to be carried out without impacting service 
provision. Indeed, the World Health Assembly resolution 
on palliative care, signed in 2014 [6] urges member states 
to “develop, strengthen and implement, where appropri-
ate, palliative care policies to support the comprehensive 
strengthening of health systems to integrate evidence-
based, cost-effective and equitable palliative care ser-
vices…”. It also goes on to encourage research on 
effective models of palliative care for low and middle 
income countries, and encourages improved collabora-
tion for palliative care service delivery and research, par-
ticularly in resource poor settings.

The call for increasing the evidence base is a timely  
one, as there are attempts to both increase the evidence base 
for children’s palliative care and implement the WHA reso-
lution in countries where such services are limited. In 
reviewing the WHO definition of palliative care for chil-
dren [7], one is reminded of the complexity of children’s 
palliative care, the need to ensure that care is provided 
across the ages and illness trajectory and the variety of 
models of provision of care. This, along with individual 
uniqueness, is reflected in the papers published in this edi-
tion with papers focusing on neonates and adolescents, 
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The evidence…
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Indicators and 
Research Priorities

  — !" 

Part A. Selecting indicators: methods, results and implications

 
Among these !" indicators, two subsets of indicators were identified: (i) !# core indica-
tors for the comparative and in-country evaluation of palliative care development; and (ii) 
$ strategic indicators, more relevant and feasible for countries at initial stages of palliative 
care development (Table %).

TABLE !. CORE AND STRATEGIC INDICATORS FOR MONITORING PALLIATIVE CARE DEVELOPMENT  
&SEE ANNEX ! FOR METADATA OF INDICATORS'

INDICATOR CORE STRATEGIC

Integrated palliative care services

! Number of specialized palliative care programmes in the country per population ( (

) Number of specialized palliative care programmes for paediatric population in the country (

Health policies

* Existence of a current national palliative care plan, programme, policy or strategy with defined 
implementation framework ( (

% Inclusion of palliative care in the list of health services provided at the primary care level in the 
national health system (

+ Existence of national coordinating authority for palliative care (labelled as unit, branch, 
department) in the Ministry of Health (or equivalent) responsible for palliative care (

Use of essential medicines

, Reported annual opioid consumption – excluding methadone – in oral morphine equivalence 
(OME) per capita ( (

- Availability of essential medicines for pain and palliative care at all levels of care (

" General availability of immediate-release oral morphine (liquid or tablet) at the primary care 
level (

Education and training

$ Proportion of medical and nursing schools with palliative care formal education in 
undergraduate curricula ( (

!# Specialization in palliative medicine for physicians (

Empowerment of peoples and communities

!! Existence of groups dedicated to promote the rights of patients in need of palliative care, their 
families, their caregivers and disease survivors ( (

!) Existence of national policy or guideline addressing advance care planning of medical decisions 
for use of life-sustaining treatment or end-of-life care (

Research

!* Existence of congresses or scientific meetings at the national level specifically related to 
palliative care (

!% Palliative care research on the country estimated by peer reviewed articles (
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American children [40]. Thus, factors other than age,
play an important part in children’s understanding of
death and dying and understanding these issues is
confronted in sociology, religion, communication, phil-
osophy, child development, and health care. Moving
from single discipline and culture studies, to multiple,
along with updating the evidence base, is important to
understanding how children develop these ideas, com-
municate them, and act out their feelings. Health care
may also benefit from more evidence as they play a vital
role in caring for the child and the family. Knowing
when to intervene when a child is struggling with this
understanding and whom to ask for help is not always
obvious.
For the two educational priorities, some progress has

been made. While there are many accredited palliative
care training programmes, many of them are costly.
ICPCN recently developed seven online training mod-
ules in CPC. Participants can learn about CPC including
issues on pain and symptom management, communicat-
ing with children and emotional issues, child development
and play, end-of-life care, and grief and bereavement, and
receive a certificate once they have completed the courses.
Admittedly, these modules are limited in scope and lan-
guage, although they are currently available in English,
Spanish, French, Portuguese, Serbian, Russian, Dutch and

Mandarin. However, results from this survey can be
used to develop new modules in the areas identified as
priorities for research such as models of care. Other
organisations can also benefit from the result of this
study, which can inform their education agenda. Revis-
ing the curriculum is a long-term goal that will require
coordination between educational institutions, accredit-
ing agencies, and the health care labour market.
When comparing the results of this international study

with those done in Scotland [16, 17] Canada [18] and
the USA, some similarities exist. For example pain and
symptom control, education and the palliative care
needs of children are overlapping themes, yet whilst
this might be the case in terms of overall themes, par-
ticular areas for research include some of those more
traditionally seen as issues in low-resource settings e.g.
managing pain in children where there is no morphine,
the use of opioids and funding for and the cost of CPC.
Other core components identified in the international
research and not seen so much in the national research,
included interventions and models of care for CPC, the
global need for CPC, and, ethical issues in CPC. All of
these link into the international, rather than national
agenda, and such differences were to be expected.
As with any Delphi study, there are limitations. During

the initial stage of identifying research priorities, content
analysis was used and this can introduce bias as the re-
searcher does not have the opportunity to discuss their
responses directly with participants. To mitigate this the
content analysis was shared with working group mem-
bers who commented on it and changes were made as
appropriate. The stability of responses within the study
is an important factor, and in particular what happens
between Delphi rounds, however as there are no direct
ethical issues in this study with regards to the identified
priorities, this is not considered to be a significant issue.
Parents and patients were not invited to participate
although their opinions are certainly important in setting
priorities and it is hoped that the opportunity will arise
to look at these priorities with an international parent
organisation. Finally, no definitions were provided and
respondents were left to interpret terms on their own.
Despite these limitations, this is the first study to pri-

oritise research needs in CPC. National and international
organisations can look to this list for guidance and con-
firmation as they work through their own initiatives.
Listing the priorities is only the first step in a long
agenda that must be carefully planned and executed and
more work needs to be done in order to ascertain the
differences in research priorities between high and low
resource settings, or between different continents. As we
move forward in making strides in CPC research, it is
crucial that we stay family-focused and drive our deci-
sions by evidence when possible.

Table 5 Top ten priorities by category
Research priorities Broad research

category

1 Children's understanding of death and dying Psychological
issues

2 Managing pain in children where there is no
morphine (Strong opioids)

Clinical care

3 Funding for and the cost of CPC Policies and
Procedures

4 Training needs for CPC Education

5 Assessment of the WHO two-step analgesic
ladder for pain management in children

Clinical care

5 Pain management for non-cancer children with
chronic life-threatening illness

Clinical care

6 Interventions and models of care for CPC Interventions and
models of care

6 Measuring outcomes of care Interventions and
models of care

7 Integration of CPC into core health curriculum Education

8 Use of opioids in children Clinical care

8 The global need for CPC Other

9 Ethical issues in CPC Legislation and
ethics

10 Children's rights and palliative care Legislation and
ethics

Downing et al. BMC Palliative Care  (2015) 14:36 Page 8 of 10

(Downing et al. 2015) (WHO. 2021)



Needs Assessment 
and Situational 
Analysis

• Need information on PPC needs in-
country

• Basic or complex
• Use of surveys, CPOS, SHS data etc.
• Need to understand cultural and 

religious issues
• Important for policy
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Humanitarian Settings

• Providing PC in settings where there may have been 
breakdown in health care system and society, forced 
displacement, death and suffering on a massive scale

Overlap in mission of PPC and humanitarianism: 
• relief of suffering, 
• respect for the dignity of all, 
• support for basic needs, 
• accompaniment during the most difficult of times.
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Thank You

• julia.downing@icpcn.org
• www.icpcn.org
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