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Pain - Suffering - Death
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The realty of the problem with distressing consequences
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The two extremes are similar for their vulnerability...

approach towat
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focus on quality of life and dignity, patie
T coordination and continuity o

.. give to age what the age needs
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Children’s Palliative Care
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Original Article

Estimating the Global Need for Palliative Care for Children: ®c:mssm

A Cross-sectional Analysis
Stephen R. Connor, PhD, Julia Downing, PhD, and Joan Marston, RN, MA

Worldwide Hospice Palliative Care Alliance and International Children’s Palliative Care Network (S.R.C.), Fairfax Station, Virginia, USA;
International Children’s Palliative Care Network  (J.1.), Kampala, Uganda; International Children’s Palliative Care Network  (J.M. ),
Bloemfontein, South Africa

Worldwide, there are 20 million children with incurable illness/conditions with
complex healthcare needs

Each year, in the United States more than 500,000 children are born with or
contract an incurable illness/condition.

In Italy, there are more than 30,000 children eligible for children’s palliative care

20% children have cancer disease

Each one of these young patients
impacts the life of 300 people



Technological and scientific advancements




FIGURA 2. MORTALITY RATES IN ITALY FOR CHILDREN UNDER 5YRS FROM 1887 TO 2011
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Table 2. Survivaland Neumdevelop mental Outcomes at 18 to 22 Months of Comrected Age.

Epoch 1 Epoch 2 Epach 3

Outen me (2000-2003) (20042007 ) (2008-2011) PWaluej

i frotal fo, % (95 Ch* ne i ne. U [ DR3E Ol ) * netotal no. % (95 Cipr
Al irfantss;
Surha | wit hout neu odeve ko proe rtal [mpairme m 2171391 16 | 14-18) 25071535 16 (15-18) 276/1348 20 (18-23) 00l
Survival with neurodeveloprm en td Im palm ent 200713491 15 (13-17) 20971535 14 12-15) 21171348 16 | 14-18) 0.29
Death 967713491 0 (67-72) 1076 15345 70 [BE-T2) 611345 64 (B 1-E6) <0.001
Sumvival without neurosensory impa rment 340/ 1350 PR 3911533 26 [23-28) 395/1348 292321 0.0l
Survival with neurcsensary | mpalrment 7371380 5 (41 Bif 1533 4 [3-5) 9271348 a5 0.0l
Infarts bam at 22 wk
Surival without newrod evela prmental mpairment| Ml 13 41274 114} 24 1 o4 080
Survival with neurodeveloprmental rmpalrrnent] 4/ M1 2(1-+4) aratd 3 [2-6) 57234 2(1-5) 046
Death 2357241 98 (95-99) 2617274 a5 @2-an 226234 97 (93-98) (.39
InBrts bom at 23 wk
Survival wit hout reu odeve b proertal [mpairmem 34746 P59 55 /489 11 [@-14) 597450 13 {10-17 0005
Survival with re urodeve keproental irm pa irment 63496 13 {10-16) 41489 & (6-11) 517450 11 {9-15) 00E
Death 1997496 B0 (77-84) 3937459 B0 [77-B4) 3407450 76 (71-19) 011
infnte bam at 24 wk
Survival without neurod evelopmental | mpairment 151654 2B (2431 lalfrrz 25 [22-28) 214/ 664 12 (29-36) 0007
Survival with neurodeveloprm en td Im palm ent 1407654 2] (15-25) 1597772 21 [158-24) 1557664 23 (20-21) 0.44
Death 133654 51 (47-55) 4221772 55 B1-58) 295 /664 44 [41-48) < 0,001

* LInadju sted binomial confidence intervals were determined with use of the Wilson method.

T Pvalues were determined using chi-square fesis

I Included are 4274 infants who had data adlable on the primary ou tcom e

§ Ameong the 27 surviving infanis borm at 22 weeks, the median (interquartile range) gestational age was 22 weeks 5 days (22 weeks 4 days to 22 weeks 6 days) and birthweight was 570 g
(510 1o 620).
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what are the benefits?

Sarah Mitchell," Andrew Morris, ' Karina Bennett," Laiba Sajid,? Jeremy Dale’

ABSTRACT

Background The number of children and young
peaple (CYP) living with life-limiting and life-threatening
conditions is rising. Paediatric palliative care is a
relatively new aspect of healthcare, the delivery of which
is variable, with a wide range of healthcare and
voluntary sector providers involved. Policy
recommendations are for Spedialist Paediatric Palliative
Care (SPPC) services to be supported by a physician with
specialist training.

Aim To examine the research evidence regarding the
distinct benefits of SPPC services, with “Specialist
Paediatric Palliative Care’ defined as palliative care
services supported by a spedialist physician.

Method Systematic review of studies of SPPC services
published in English from 1980 to 2016. Keyword
searches were carried out in medical databases
(Cochrane, PubMed, EMBASE, CINAHL and AMED) and
a narrative synthesis.

Results Eight studies were identified, most of which
were retrospective surveys undertaken within single
institutions; three were surveys of bereaved parents and
three were medical notes reviews. Together they
represented a heterogeneous body of low-level evidence.
Cross-cutting themes suggest that SPPC services improve
the quality of life and symptom control and can impact
positively on place of care and family support.
Conclusions Current evidence indicates that SPPC
services contribute beneficially to the care and
experience of CYP and their families, but is limited in
terms of quantity, methodological rigour and

What is already known on this topic?

» The number of children and young people
(CYP) living with life-limiting and
I|fe-threate ning condmons is nsmg wni\

There are mtemanc-nal recomme ndanc-ns and
standards for Spedialist Paediatric Palliative
Care (SPPC) services, but this is a relatively
new subspecialty and is inconsistently
avalld:-Ie

recommendamm and standards requires
significant investment of resource, which is
difficult to achieve.

What this study adds?

» This is the first systematic review of research

The review identifies a summary of the
evidence that suggests that SPPC provides
benefit to CYP and familis
» Key themes tified to inform
future service development and research in
paediatric palliative care.
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TAVOLO TECNICO TERAPIA DEL DOLORE
E CURE PALLIATIVE PEDIATRICHE

Monitoraggio ed analisi dello stato di realizzazione e

sviluppo delle Reti regionali di Terapia del Dolore e Cure
Palliative Pediatriche

5% of children with incurable illness in Italy have access to children’s
palliative care services (15% of children with cancer)

Access to children’s palliative care is conditioned by the child’s pathology,
age and place of residence
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Palliative care for older people
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Palliative care for older people

Often older people have limited access to palliative care
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Spiritual Needs
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Numbers
The value of the individual
The goals of palliative care for children and older people
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To influence culture, habits and choices to encourage the
integration of dedicated palliative care services for children
and older people to all national healthcare systems
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THE ROLE OF THE RELIGIONS

respect the value and dig
regardless of a X, social

Religions can offer s ary and provide guidance to the
patient and family in making their care choices



The Religions of the World Charters For Palliative
Care for children

Clinical Perspectives
Patients and Families Perspectives
Human Rights Perspectives
Spiritual and Religious Perspectives

Soliciting Discussion

ideas document

———

Maruzza Foundation - Pontifical Academy for Life



The Religions of the World Charters For Palliative Care for children

The Roman Catholic Church

The Lutheran Evangelical Church
The Anglican Church

The Eastern Orthodox Church
Hinduism

Buddism

Islam

Judaism

4 Roundtables - 43 Signatories

Revised

document Clinical Perspectives

Patients and Families Perspectives
Human Rights Perspectives

Spiritual and Religious Perspectives

Maruzza Foundation - Pontifical Academy for Life

Vatican City ,Rome, 10" November 2015



The Religions of [ GGG < for children

CARTA DELLE RELIGIONI
PER LE CURE PALLIATIVE PEDIATRICHE

PREMESSA

To formulate and underwrite a document that highlighted the role
and commitment of the main world religions in the support and
endorsement of dedicated palliative care provision for babies,
children and adolescents with serious and incurable illness



THE OUTCOME

It is the fundamental right of every child and family
affected by incurable illness to receive dedicated palliative
care appropriate to the child’s age

By uniting the different voices of experts in palliative care
and human rights, of patients and their families with those
of theologian, religious and spiritual leaders, we fervently
support the main world religions in their actions directed
at the promotion, development and expansion of access to
palliative care for all eligible children worldwide
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IL VIAGGIO DELLA CARTA

The World Religions Charter For
Children’s Palliative Care has been
translated into 11 languages

It has been presented in events in
Argentina, Germany, Russia, Scotland
and Ireland

It has been endorsed by over 1000
supporters



The Religions of the World Charters For Palliative For
Older People

Clinical Perspectives
Patients and Families Perspectives
Human Rights Perspectives
Spiritual and Religious Perspectives

Soliciting Discussion

ideas document

———

Maruzza Foundation - Pontifical Academy for Life



The Religions of the World Charters For Palliative Care for Older People

The Roman Catholic Church
The lutheran Evangelical Church
The Anglican Church

The Eastern Orthodox Church
Hinduism

Buddism

Islam

Judaism

4 Roundtables - 44 Signatories

Revised

document

Clinical Perspectives
[[{Patients and Families Perspectives
Human Rights Perspectives
Spiritual and Religious Perspectives

Maruzza Foundation - Pontifical Academy for Life
Vatican City, Rome, 315t March 2017



RELIGIONS OF THE WORLD CHARTER
PALLIATIVE CARE FOR OLDER PEOPLE

WHEREAS
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HEREFORE

Patients and Farses Porspectives

T Mghts Perspectives

AV2, FONDAZIONE
MARUZZA

TOGETHER, FOR A BETTER TODAY

Support and share the universal right to palliative care: the best solution to
guarantee dignity and a better quality of life to older people with advanced
chronic conditions or approaching the end of their life



THE OUTCOME

Access to dedicated and appropriate palliative care for older
persons with incurable and chronic illness is a basic Human Right

We strongly support the representatives of faith organizations
and religions by uniting different perspectives: patients and their
families, palliative care experts, human rights advocates,
religious and spiritual leaders , to call for the broadest possible
dissemination of palliative care for older persons
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Paediatric Palliative Care
Palliative Care for Older People

Unacceptable

Denied

Impossible

Challenging field
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