
Why do we need Palliative Care and 
Palliative Care for Children and the 
Global Context
Alex Daniels
Education Manager
International Children’s Palliative Care Network (ICPCN)

1



Areas to be 
covered….

• What is palliative care/ 
paediatric palliative care?

• Why do we need paediatric
palliative care?

• Which children need palliative 
care?

• What is the global status of 
Paediatric Palliative Care?

• What are the challenges to its 
development?



Definition of 
Palliative Care
• Palliative care is an approach that 

improves the quality of life of 
patients and their families facing the 
problem associated with life-
threatening illness, through the 
prevention and relief of suffering by 
means of early identification and 
impeccable assessment and 
treatment of pain and other 
problems, physical, psychosocial and 
spiritual. (WHO 2002)
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Palliative Care….
• Offers a support system to help patients live as actively 

as possible until death
• Offers a support system to help the family cope during 

the patient’s illness and in their own bereavement.
• Uses a team approach to address the needs of patients 

and their families, including bereavement counselling, 
if indicated.

• Will enhance quality of life
• Is applicable early in the course of illness, in 

conjunction with other therapies that are intended to 
prolong life (WHO 2002)





It is a ‘Philosophy’   
of Care
• PPC should be provided across the continuum of 

care
• PPC can be provided from diagnosis through into 

bereavement
• PPC can help the individual’s illness and provide 

support for the family.
• PPC must be an integral part of cancer care not an 

optional extra
• PPC is about living

6



Terminology
Life-threatening conditions (LTC)
• A life-threatening disease is a disease that is 

potentially fatal, likely to result in imminent death
Life-limiting conditions (LLC)
• A life-limiting condition/ illness is an illness which may 

not be immediately life threatening but which imposes 
limits on a person’s quality and/or quantity of life

Serious Health-related Suffering (SHS)
• Describes physical, psychological, social and spiritual 

suffering which cannot be relieved without medical 
intervention but can be reduced by PC and pain relief 



Children 
needing 
palliative care
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Disease trajectories of paediatric conditions 
requiring PC



Bow-Tie 
Model
• Across disease 

trajectory
• Alongside curative 

treatment
• Not just end-of-life care
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Child Mortality

• In 2020, 7.4 million children & adolescents 
(0-14 years) died

• Burden is unevenly distributed with highest 
<5 mortality rate in the WHO AFRO region 
(72 per 1,000 live births) compared to China 
(7 per 1,000 live births)

• < five mortality in Iraq is 25.2 (UNICEF 2022).



Globally - Who needs PC?
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Estimates of people in need of palliative  
care worldwide
The total, all age, global need for palliative care is 56,840,123 people including 
both decedents and non-decedents. The need for non-decedents [31.100,719] was 
higher than for decedents [25,739,404] (Fig 2). Palliative care was needed for 
45.3% of all deaths in 2017.

Approximately 40% of patients in need of palliative care are aged 70 years or 
older, 27% aged 50-69 and, almost 26% aged 20-49 and only 7% are children 
(0-17 years) (Fig 3). 

Figure 3  
Worldwide need for 
palliative care by age 
group (2017)
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Figure 2  
Need for palliative 
care for decedents 
and non-decedents, 
(all ages all sexes; 
2017)

N = 56,840,123 people
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Figure 15 
Percentage of days 
that adults worldwide 
experience serious 
health related 
suffering due to 20 
illness conditions  
for *16 symptoms, 
non-decedents  
(20+ years; 2017)

N = 9069.9 millions days

Anxiety/worry

Nausea/or vomiting 0.9%
Diarrhoea 1.1%
Constipation 3.0%

Dry Mouth 0.8%
Pruritus 1.8% Wounds 1.8%
Bleeding 0.1%

Depressed mood

Confusion/ 
delirium 

Dementia 0.7%

Dyspnea 1.9%

Fatigue
Pain mild

Weakness

Pain moderate to severe 4.4%

15.3%

13.8%

19.2%

7.2%

11.0%

16.9%

Children in need of palliative care worldwide
The estimated global total number of children in need of palliative care in 2017 is 
almost 4 million (N = 3,957,030 children). Children and adolescents aged 0 – 19 
comprise 7% of the total global palliative care needs (Fig. 3). There is a slightly 
higher proportion of males (53.8%) than females. 

The majority of children in need of palliative care are in the African and the 
South East Asian Regions (51.8% and 19.5% respectively), followed by the Eastern 
Mediterranean (12%), Western Pacific regions (7.7%), and Region of the Americas 
(6.2%). In contrast the European region has only 2.8% of the total (Figure 16). The 
African, Eastern Mediterranean, and South East Asian regions have the highest 
rates per 100,000 children (369, 156, 103 respectively) (Figure 17).

Figure 16 
Worldwide need for 
palliative care for 
children by WHO 
region (20+ years, 
2017)
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Care at the End of  Life
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London, UK 2020
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Worldwide 
need for PPC 
by condition
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The Illness condition that generates the greatest need for palliative care among 
children is HIV/AIDS (29.6%), followed by premature birth and birth trauma 
(17.7%) congenital anomalies (16.2%), and injuries (16%). Cancers only account 
for 4.1%) (Fig. 18).

Progressive non-malignant diseases excluding HIV/AIDS, generate the greatest 
need for palliative care among children in all WHO regions except Africa. Cancer 
generates a small proportion of the need in every region (Fig. 19).

Figure 17 
Worldwide need for 
palliative care for 
children per 100,000 
population by WHO 
Region (0-19 years; 
2017)
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Figure 18 
Worldwide need for 
palliative care for 
children by disease 
groups (0-19 years; 
2017)
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Why we 
need PPC?

• 3.9 million (Connor 2021)

julia.downing@icpcn.org
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estimates of the global need for CPC (Connor et!al. 2017) and the Lancet Commission 
on Alleviating the access abyss in palliative care and pain relief—an imperative of 
universal health coverage (Knaul et!al. 2017). Two of these studies utilise the WHO 
de"nition of CPC (WHO 2002) and the other looks at SHS (Table!1.1).

The global atlas of PC at the EoL (Connor and Sepulveda 2014) utilised a frame-
work published by the WHO in 2007 (WHO 2007) to estimate the number of children 
in need of PC at the EoL through considering mortality data from conditions requir-
ing PC, and adjusted by the estimated pain prevalence for each disease category as an 
indicator of symptom burden (Higginson 1997). The atlas focuses on EoL and identi-
"ed diseases requiring PC for children between the ages of 0 and 14!years. It esti-
mates the global number of children in need of PC at the end of life (EoL) as being 
>2.5 million, including half at the EoL and half prior to EoL.!The greatest number of 
children needing CPC was for congenital anomalies (25.06%), neonatal conditions 
(14.64%), malnutrition (14.12%), meningitis (12.62%), Human Immunode"ciency 
Virus (HIV)/Acquired Immune De"ciency Syndrome (AIDS) (10.23%) and cancer 
(5.85%). Whilst overall children needing PC for progressive non- malignant disease 
constitute the highest proportion of all children, with HIV/AIDS and cancer being a 
small proportion, this will vary by country and region, for example, countries in sub-
Saharan Africa have high numbers of children with HIV/AIDS.

Table 1.1 Summary of studies estimating the global need for CPC

Study Data source Age range Results
•  Global atlas of PC at 

the EoL (Connor 
and Sepulveda 2014)

•  Utilised mortality data 
for conditions requiring 
palliative care, adjusted 
by the estimate pain 
prevalence for each 
disease category.

• 0–14!years •  Global number of 
children in need of PC 
at the EoL is >2.5 
million.

•  Estimate of the 
global need for CPC 
(Connor et!al. 2017)

•  Disease prevalence data 
was used instead of 
mortality for the 
majority of conditions 
requiring PC.

•  Representative sample 
of countries covering 
59.5% of the world’ 
population strati"ed by 
region and World Bank 
income groups.

• 0–19!years •  The estimated global 
number of children in 
need of PC was 
identi"ed as 21.1 
million, with greater 
than eight million 
requiring specialised 
service provision.

•  Lancet Commission: 
Alleviating the 
access abyss in 
palliative care and 
pain relief—an 
imperative of 
universal health 
coverage (Knaul 
et!al. 2017)

•  Utilised the concept of 
Serious Health-related 
Suffering (SHS) 
associated with illness 
or injury that could be 
helped by PC and pain 
treatment.

•  Utilised WHO mortality 
data and did not include 
prevalence.

• 0–14!years •  >5.3 million children 
aged under 15!years 
experience SHS each 
year worldwide, with 
1/3rd of children who 
died in 2015 
experiencing SHS.

1 The Need for!and!Gaps in!Provision of!Children’s Palliative Care Globally

julia.downing@icpcn.org
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Childhood Cancer
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More than 90% of children with cancer live in LMIC, settings 
where health systems are least prepared to manage the 
disease burden. The consequences are inaccessible care, 
avoidable deaths and social and economic hardship.

Archivo AYUVI/ Unidad Nacional de Oncologia Pediatrica -UNOP-
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1.2.3 ACCESS TO CHILDHOOD 
CANCER SERVICES 

1.2.4 SOCIAL AND ECONOMIC 
IMPACT OF CHILDHOOD CANCER 

While the past two decades have seen scale-up of capacity in 
select LMIC, access to childhood cancer services remains limited 
in most LMIC and generally correlates with expenditure on health 
and broader health system capacity (6). There are currently no 
global data on the availability of childhood cancer services in 
different countries (33).

In the 2019 World Health Organization (WHO) NCD Country Capacity 
Survey, over 90% of HIC reported having all fundamental cancer 
diagnosis and treatment services, namely pathology services 
(laboratories), cancer surgery, chemotherapy and radiotherapy, 

Children with cancer and their families, both in HIC and LMIC, 
suffer short- and long-term psychosocial, emotional, social 
and economic consequences secondary to cancer and 
its treatment. 

Families incur direct and indirect expenses related to childhood 
cancer care, creating three domains of financial hardship (material 

being generally available to 50% or more of the patients in need 
(Figure 9) (34). In comparison, 55% of LIC reported having none of 
these services available. 

The proportion of countries with such services for children are 
estimated to be even lower given the added level of competencies 
and specificities required to care for children with cancer. For 
example, the availability of radiotherapy and complex surgical care 
for children is also contingent on paediatric anaesthesia, which is 
required for those services to be available and effective (see Sections 
2.4.2 and 3.2 for palliative care). 

conditions, psychological response, coping behaviours) (Figure 10) 
linked to the child, familial and economic impact of the disease 
(see Section 1.5). Direct costs can include travel to the cancer centre, 
payment for services and/or purchasing of products related to 
the care of their children. Indirect costs can also be substantial, 
such as reductions in their incomes due to interruption or loss of 
employment for parents (35). These result in negative short-term 

Figure 9. Percentage of countries with the availability of cancer services, by World Bank income group, 2019

Source: WHO 2020 (34).
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• Each year – 400,000 children 0-19 years 
develop cancer globally

• In 2019 100,000 children died of cancer
• Access to treatment varies
• In LMICs 80% may present with advanced 

disease

(WHO Global Initiative for 
Childhood Cancer (GICC)
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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

16
(WHO Global Initiative for 
Childhood Cancer (GICC)



Incidence of childhood cancer and mortality in Iraq 
(Fadhil et al. 2022)
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However, these estimates assume that the new cases of children with cancer are different from those 
who die, and there is likely  some overlap – this overlap is confirmed by data from CWTH which 
suggests that nearly 13% of inpatients died within 30 days of the first admission (Basbous et al. 2021). 
Regardless, this is still over 1,800 children with cancer and their families who needed access to 
palliative care in 2020 but could not access such care. 
 
Table 1: Incidence of childhood cancer and mortality in EMRO and Iraq (Fadhil et al 2022) 
EMRO 
Incidence (new cases) of childhood cancer (0-14 
years) in EMRO in 2020 

23,847 

Crude incidence rate for childhood cancers in 
EMRO in 2020 

9.9 per 100,000 children at risk 

Age-standardised incidence rate for childhood 
cancers in EMRO in 2020 

10.1 per 100,000 children at risk 

Age-standardised incidence rate for childhood 
cancers in males EMRO in 2020 

11.2 per 100,000 children at risk 

Age-standardised incidence rate for childhood 
cancers in females in EMRO in 2020 

8.7 per 100,000 children at risk 

Deaths from childhood cancer in EMRO in 2020 10,535 
Age-standardised mortality rate for childhood 
cancers in EMRO in 2020 

4.4 per 100,000 children at risk 

Cancers with the Highest proportion of 
childhood deaths in EMRO in 2020 

Leukaemia – 30.6% 
Brain and CNS tumours – 15.1% 
Non-Hodgkin Lymphoma – 9.4% 
Renal cancer – 6.1% 
Hodgkin Lymphoma – 4.5% 
Liver cancer – 2.2% 

Estimated number of children with cancer in 
EMRO in need of palliative care in 2020 

(23,847*80%)+ 10,535 = 29,616 

Iraq 
 
Incidence (new cases) of childhood cancer (0-14 
years) in Iraq in 2020 

1,589 

Age-standardised incidence rate for childhood 
cancers in Iraq in 2020 

10.5 per 100,000 children at risk 

Deaths from childhood cancer in Iraq in 2020 602 
Age-standardised mortality rate for childhood 
cancers in Iraq in 2020 

4.1 per 100,000 children at risk 

Cancers with the highest proportion of 
childhood deaths in Iraq in 2020 

Leukaemia – 31.4% 
Brain and CNS tumours – 18.6% 
Non-Hodgkin Lymphoma – 7.6% 
Hodgkin Lymphoma – 6.5% 
Renal cancer – 5.5% 
Liver cancer – 1.8% 

Estimated number of children with cancer in 
Iraq in need of palliative care in 2020 

(1,589*80%)+ 602 = 1,873 

 17



The Need for PPC in Iraq

• No specific data available as yet
• Estimated that >80% of those children with 

cancer will be diagnosed with advanced disease 
and need PC

• Rough estimate is >1,800 children with cancer 
needed PC in Iraq in 2020 but could not access 
such care
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Global Status 
of PPC - 2011
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Global Status 
of PPC - 2019

20



 

 

 

SIXTY-SEVENTH WORLD HEALTH ASSEMBLY WHA67.19 

Agenda item 15.5 24 May 2014 

Strengthening of palliative care as a component of  
comprehensive care throughout the life course 

 
The Sixty-seventh World Health Assembly, 

Having considered the report on strengthening of palliative care as a component of integrated 
treatment throughout the life course;1 

Recalling resolution WHA58.22 on cancer prevention and control, especially as it relates to 
palliative care; 

Taking into account the United Nations Economic and Social Council’s Commission on 
Narcotic Drugs’ resolutions 53/4 and 54/6 respectively on promoting adequate availability of 
internationally controlled licit drugs for medical and scientific purposes while preventing their 
diversion and abuse, and promoting adequate availability of internationally controlled narcotic drugs 
and psychotropic substances for medical and scientific purposes while preventing their diversion and 
abuse; 

Acknowledging the special report of the International Narcotics Control Board on the 
availability of internationally controlled drugs: ensuring adequate access for medical and scientific 
purposes,2 and the WHO guidance on ensuring balance in national policies on controlled substances: 
guidance for availability and accessibility of controlled medicines;3 

Also taking into account resolution 2005/25 of the United Nations Economic and Social Council 
on treatment of pain using opioid analgesics; 

Bearing in mind that palliative care is an approach that improves the quality of life of patients 
(adults and children) and their families who are facing the problems associated with life-threatening 
illness, through the prevention and relief of suffering by means of early identification and correct 
assessment and treatment of pain and other problems, whether physical, psychosocial or spiritual; 

Recognizing that palliative care, when indicated, is fundamental to improving the quality of life, 
well-being, comfort and human dignity for individuals, being an effective person-centred health 
service that values patients’ need to receive adequate, personally and culturally sensitive information 
on their health status, and their central role in making decisions about the treatment received; 

                                                   
1 Document 67/31. 
2 Document E/INCB/2010/1/Supp.1. 
3 Ensuring balance in national policies on controlled substances: guidance for availability and accessibility of 

controlled medicines. Geneva: World Health Organization; 2011. 

Global Health Perspective
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Serious Health-
related Suffering 
(SHS)

• A concept for measuring the global burden of 
suffering that is not captured in mortality or 
morbidity statistics. 

• Describes physical, psychological, social and 
spiritual suffering which cannot be relieved 
without medical intervention but can be 
reduced by PC and pain relief. 

• PC focuses on relieving the SHS that is 
associated with life-limiting or life-threatening 
conditions, or end of life

• In 2015 – 61.1 million people globally 
experienced SHS and required PC – 80% in LMICs 
>5.3 million children >15 years (Knaull et al 2017)



Universal Health 
Coverage (UHC)

• UHC means that all people can use the 
promotive, preventive, curative, rehabilitative 
and palliative health services they need, of 
sufficient quality to be effective, while also 
ensuring that the use of these services does 
not expose the user to financial hardship. 

• Palliative care is a component of the essential 
and needed spectrum of health services within 
UHC, as defined by the WHO. 



Some of the 
Principles of PC in 
Children with Cancer

• Across the Continuum of Care
• Pain and Symptom Management
• Emotional Support
• Social Issues
• Spiritual Issues
• End-of-Life Care
• Bereavement Care
• Communication
• The family and significant others
• Financial issues
• Teamwork



Challenges to PPC 
development?
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In many 
countries …
• Even where cure is theoretically 

possible, it is often not realistic 
owing to:
• Uneven distribution of services
• Children presenting late
• Expense
• Awareness
• Technical skills and expertise

• Lack of recognition of the need for 
PPC

• Lack of policies
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• Lack of access to:
• Education
• Treatment
• Trained professionals
• Medicines

• Lack of integration into health services for all 
ages

• Lack of resources
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Challenges…
• How do we recognise the complex needs of children 

requiring palliative care and deliver palliative care that 
meets their needs

• Cure vs Care
• Model of CPC provision
• Fear of providing PC for children
• Culturally appropriate care
• Across the care continuum e.g., Hospital, Home etc.
• Stigma
• Not wanting to be seen as ‘giving up’….
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Thank You

• education@icpcn.org
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