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ICPCN......

* |s the global network of individuals anc
organisations working together to reach the
estimated 21 million children with life-limiting
conditions and life-threatening ilinesses

e We believe that:

— All children and young people and their families have
the right of access to PC

— That PC should begin at diaghosis and continues into
bereavement

— The family are the primary caregivers and need to be
empowered

— That CPC is about living life to the full C)




ICPCN CARES

ICPCN'S STRATEGY 2015 - 2023

ICPCN's goal for 2019-2023: To reinforce our postion as the global expert in CPC,
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C) WORLD HEALTH ORGANIZATION'S

DEFINITION OF
PALLIATIVE CARE FOR CHILDREN

Palliative care for children is the active
total care of the child’s body, mind and
spirit, and also involves giving support

to the family. It begins when illness is
diagnosed, and continues regardless of
whether or not a child receives treatment
directed at the disease. Health providers
must evaluate and alleviate a child’s
physical, psychological and social distress.
Effective palliative care requires a broad
multidisciplinary approach that includes
the family and makes use of available
community resources; it can be successfully
implemented even if resources are limited.
It can be provided in tertiary care facilities,
in community health centres and even in
children’s [own] homes.
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It is a ‘Philosophy’ of Care <ccn

palliative care network

e CPCshould be provided across
the continuum of care

e CPCcan be provided from
diagnosis through into
bereavement

e PC can help the child’s illness and
provide support for the family.

 PC must be an integral part of
care not an optional extra

e PCisabout living
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Categories of life-limiting and life-threatening conditions

(Together for Short Lives) (Wood et al 2010, Downing et al 2015).

Category 1
Life-threatening conditions for which

curative treatment may be feasible but
can fail

Access to palliative care services may be necessary when treatment fails or during an
acute crisis, irrespective of the duration of threat to life. On reaching long-term
remission or following successful curative treatment there is no longer a need for
palliative care services.

Examples: cancer, irreversible organ failures of heart, liver, kidney.

Category 2
Conditions where premature death is

inevitable

There may be long periods of intensive treatment aimed at prolonging life and
allowing participation in normal activities.

Examples: cystic fibrosis, duchenne muscular dystrophy.

Category 3
Progressive conditions without curative

treatment options

Treatment is exclusively palliative and may commonly extend over many years.

Examples: batten disease, mucopolysaccharidoses.

Category 4
Irreversible but non-progressive

conditions causing severe disability,
leading to susceptibility to health

complications and likelihood of
premature death

Examples: severe cerebral palsy, multiple disabilities, such as following brain or spinal
cord injury, complex health care needs, high risk of an unpredictable life-threatening
event of episode.

Category 5
Neonates with limited life expectancy

Category 6

Members of a family having
unexpectedly lost a child from a disease,
an external cause or during the
perinatal period

Additional proposed categories (Wood et al):




Global Population

e 35% of the
population

* In2014:

— 26% population <15

years

— Up to 40% in low income

countries

e Despite this, the
development of CPC has |
lagged behind
development for adults
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Why we need CPC? "=~
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children needing PC at EoL
is >7 million

Neuropsychiatric conditions 1.92% - Respiratory diseases 1.31%

Greatest number died from Carciovascular cisease 2.18% | | | [Encocrine discrders 0.94%

Nephritis and neplrosis 0.57%
Maligrant neoplasms 3.05%

perinatal conditions (67.7%) Veniogts §58% e

49% of these children are in | ,\\

Africa

97% of children needing
palliative care at the end of

. Ceongenital anomalies 9.84% Pearinatal conditions 67.72%
live belong to low and

middle income groups

(Connor and Sepulveda Bermedo 2014) ©
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Lancet Commission Report
Serious Health Related Suffering (SHS)

The Lancet Commission on Global A o Pallia nd Pain Relie
10 Facts about Children’s Suffering and Need for Palliative Care
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>5.3 million children <15
years experience SHS each
year globally

Children account for 9% of all
people experiencing SHS

1/3™ children who died in
2015 experienced SHS

2.5 million children die
annually needing PC and pain
relief - 98% from LMICs @

icpgn
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Global need for CPC

e Total Need: 21.644
Million

e Specialist Need: 8.163
Million

e 44.42 per 10,000
children

* Range—21->100 per
10,000 children

* Important —not based

on mortality figures
(Connor et al 2017)

9/3/2019




Review of CPC (2010)

e 65.6% countries had no
known CPC activity

* 18.8% had capacity
building activities

* 9.9% had localised
provision

 5.7% had provision
reaching mainstream
providers

(Knapp et al 2017)
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Global Status of CPC - 1980




Global Status of CPC - 1998




Global Status of CPC - 2011

ICPCN ESTIMATE OF GLOBAL ©

CHILDREN'S PALLIATIVE CARE PROVISION




Global Status of CPC - 2018

Q

L]
international children’s
palliative care network

The Bahamas

Nﬁ
vinican Republic

- PleroRio

i\
Evidence of broad provision of children's i 3 . N\
palliative care, training and integration inio health
care services, Ghie ;

Evidence of broad provision of children's

palliative care, training and plans for development

of services and integration into health care
services

- 5;:3:;::::,‘:“”“ provision of children’s New Zealand }
Evidence of capacity building activities for the
provision of children’s palliative care

I:I No known provision of children’s paliatve care
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By 20602??

* Globally, 87% increase in
SHS by 2060 (48mil)

e SHS will decrease among
younger age groups (0—4
years, 5—14 years, 15-29
years, and 30-49 years)

* Inlow-income countries -
5% increase in SHS among
children aged 5-14 years,
between 2016 and 2060.

* SHS amongst 0—4 years
will decline in all World
Bank regions.

(Sleeman et al 2019)
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Figure 4: Changes in the number of people dying

with serious health-related suffering, stratified by age
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Global Health Priorities:
PC and SDGs

e Sustainable development goals

— 17 SDGs and 169 targets to end extreme poverty, fight
inequality and injustice, and protect our planet by 2030.
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Global Health Priorities:
PC and UHC

* Universal health whpa o et b
Cove ra ge Umversal Health Coverage

and Palhative Care
Don'’t leave those suffering behind

* ‘Leaving no-one IS o

\ I |
|
- .
-

behind’

£

72 World Health
% Organization
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Global Perspective:
Lancet Commission Report

* ‘Alleviating the access abyss in palliative care and pain
relief-an imperative of universal health coverage’
* 5 Key messages:

1.  Alleviation of the burden of pain, suffering, and severe
distress associated with life-threatening or life-limiting health
conditions is a global health and equity imperative.

2. An affordable, Essential Package of palliative care and pain
relief interventions should be made universally accessible

3.  Publicly financing and fully integrating the Essential Package
into national health systems as part of UHC, using cost-
effective models is essential

International collective action is necessary
5.  Effective policy making requires better evidence and priority-

tti
setting C)

a

(Knaull et al 2017)



Global Health Priorities: O
Astrana Declaration on PHC =

te ato nal children s

9/3/2019

“Promotive, preventive, curative,
rehabilitative services and palliative care
must be accessible to all. We must save
millions of people from poverty,
particularly extreme poverty, caused by
disproportionate out-of-pocket spending
on health. .....We must address the
shortage and uneven distribution of
health workers.”

“We will prioritize disease prevention

and health promotion and will aim to
meet all people’s health needs across the
life course through comprehensive
preventive, promotive, curative,
rehabllltatlve services and pall:at:ve@
care.” Pol e el e
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In some 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
 Therefore children’s
palliative care is even more

important @

9/3/2019 !:EEI:%ME
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Barriers and Challenges to CPC
Development

e Lack of recognition of the need for
CPC

e Lack of policies

e Lack of integration into health
services for all ages

e Lack of access to:
— Education
— Treatment
— Trained professionals

— Medicines
* Fear of the use of opioids
* Lack of prescribers

Lack of resources ©
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WHO Foundation Measures for a
Palliative Care Service:

A ‘
- -
- e '
gy A Policy
— N * Palliative care part of national health plan,

policies, related regulations
* Funding / service delivery models support palliative care delivery
+ Essential medicines
(Policy makers, regulators, WHO, NGOs)

Drug Availability Education
+ Opioids, essential * Media & public
medicines advocacy
+ Importation quota * Curricula, courses —
* Cost professionals,
* Prescribing trainees
e + Distribution X * Expert training
PO I I Cy « Dispensing Implementation » Family caregiver
* Administration * OPi'“iO“ leaders training & support
(Pharmacists, drug * Trained manpower (Media & public,

regulators, law * Strategic & business healthcare providers &

[ ] [ ] [ ]
Drug Availability |« g o v sl
infrastructure experts, family caregivers)
* Standards, guidelines
measures

Education (Conmmpiy s iisoders,

Implementation (Stjernsward 2006) ©

Research (Harding et al 2013)

ingernational children's
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1. Policy

Needed at all levels

PC policy and integrated
into others — must
included CPC

Need data to inform policy

Need evidence-based
measures for governments
to measure progress

Bottom up and top down
approaches together

“to develop, strengthen and
implement, where appropriate,
palliative care policies to
support the comprehensive
strengthening of health systems
to integrate evidence-based,
cost-effective and equitable
palliative care services in the
continuum of care, across all
levels, with emphasis on
primary care, community and
home-based care, and universal
coverage schemes.”

(WHA Resolution 2014)

®,




2. Access to Medicines

e National, Regional and International co-
operation

* Need to continue to work at this — both
for analgesics but also others e.g. O?,
Laxatives etc.

 Need to explore issues across the
supply chain e.g. nurse prescribing

 Whenever work being done on access —
ensure children’s formulations are
available

 Need to use the medicines we have e.g.
Paed Morphine : © __
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The Access Abyss

Western Europe
18316 mg (870%)

Afghanistan Russia
24mg(02%) 124mg(@%) - -

China
314 mg (16%)

\ﬁei:na:_lm
W 125 mg {9%)

&
== Haiti
: = /5.3 mg (0:8%)

Mexico
562 mg (36%) ;
Bolivia
74 mg (6%)

Figure 1: Distributed opioid morphine-equivalent (morphine in mg/patient in need of palliative care, average 2010-13), and estimated percentage of need
that is met for the health conditions most associated with serious health-related suffering
Source: International Narcotics Control Board and WHO Global Health Estimates, 2015. See additional online material for methods.

(Knaull
et al
2017)
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3. Education

“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)

9/3/2019

Variety of models of delivery

Theory and practice
iImportant

Not just CPC skills but wider
skills important

Needs to be competency-
based

Important:

— To get PC into the universities

— Recognition of the training by
professional bodies and
government ©

0
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@ |International Children’s
icocn Palliative Care Network: e-learning

icpcn elearning W English (en)» & My courses» & This course »

Julia »
Dashboard © My courses © Intro to PC (#Turn editing on
éha NAVIGATION = Introduction to palliative care in children
# Dashboard
» Site home Your progress ()
B8 Site pages Overview
& My courses
& Intro to PC This course will give you a brief introduction to children's palliative care.
W Participants It will address issues around what palliative care is, which children need palliative care, the
differences between adults and children's palliative care, and the global situation of children's
U Badges 2l
. palliative care.
@ Competencies
& Grades © 2012 ICPCN
@ Overview ‘
. ; i =] (7
@8 Introduction to Children’s B Welcome
Palliative care ﬁ
ick Navigation Guide a
B Final Activity = Quick Nawigatiort G
B Where Next? L@J Announcements
@B Evaluation Form
8 Pain
& Communication Introduction to Children’s Palliative care
B Play
i B v
@ Grief and Bereavement = Introduction to Children’s Palliative care 24
@8 End-of-life - o
8 Introduction aux SP de I'enfant a? Which children need palliative care? 4
@8 La douleur Iﬂ CPC is a Global Concern v
S GHTRTHI L& the Global Picture v
@8 Beezenve .
s More... < Reflective Activity Ld

-
Iﬁ‘ Differences hetween children’s and adult nalliative care



4. Implementation

Variety of models for CPC
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 ;’l !
scale up services 5;-‘
Evidence of effectiveness |l '
has been lacking oA
9/3/2019 ICOPGN
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Key Elements of an Effective CPC
Programme

Clear and strong leadership N
Focused on the vision

Linked to what makes the programme unique
Different components of care

Holistic approach to care

Clear strategy

In touch with changes in the environment
Adaptable (but not losing focus)

Consistency in approach

Acceptance by the community and collaboration

Access to a variety of education programmes ©

(Downing et al 2017) '“P 1
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5. Research

Lack of robust evidence in
the field

Much of practice is based
on evidence from adults or
expert opinion

Medications are used off

it

A call for increased paediatric palliative
care research: ldentifying barriers

N o
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Emma Beecham', Briony F Hudson'-, Linda Oostendorp’,
Bridget Candy®, Loulse Jones®, Vickey Vickerstaff®,
Kate Hall, Thinet Caneshamoorthy, Margaret Comac®
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Current Issues. .........

More understanding of the

need for CPC in specific

groups e.g.:

e Perinatal/Neonatal
Palliative Care

* Adolescents and Young
People

* Transitions

e Children in situations of
humanitarian crisis

9/3/2019
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Developments & the Future
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Still a long way to go but:
* The timeis right

 The Lancet Commission and
Universal Health Coverage
are opportunities

e Stakeholder engagement is
key

e Collaboration is essential —
need to learn from each
other

* Exciting to hear about what©
happening in Austria '



Thank You!

julia.downing@icpcn.org
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