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2011

2013

2018

2015

Level 2 Evidence of broad palliative care provision for children with training 
available and focused plans for development of services and integration into 

health care services.

Progress in Portugal has been substantial



Facts about Perinatal Palliative Care development

Nurses are on the lead of the development of PNPC

Education, taskforces, research, recommendations

Recommendations exists:

Neonatal End of Life Care (Portuguese Neonatal Society, 2014)

Development of paediatric palliative care (Portuguese Governement, 2014)

PNPC programs are spreading but still few

First Program (2009)

One Perinatal Palliative Care team (2018)

Educational plays a very important part in this development
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Facts about Perinatal Palliative Care development

Nurses are on the lead of the development of PNPC

Education, taskforces, research, recommendations

Recommendations on PNPC (Portuguese Neonatal Society)

Few PNPC programs- major focus in NICU, end of life, bereavement

Lack of nursing recommendations for PNPC (fragmented):
Need recommendations for ratios, quality indicators of care, profile of

specialized competencies, nursing pathways



PPC Development- Neonatal

41% Neonatologist

Assess physician readiness to build a 

palliative care and end of life protocol 

that they would accept and practice.

Dimensions of the Protocol

1. Planning NPC

2. Prenatal Palliative Care

3. NPC Criteria

4. Working with parents

5. Medical needs

6. Pain and symptom management

7. End of life care

2014

Consensus was adopted as national guideline



Neonatal Portuguese Society

2018

Ethics and Palliative Care Comission

2014 2022
2017

2016

2016-

Perinatal & Neonatal PC workshops



Scientific taskforces- National

Continuous and Palliative care -
Portuguese Pediatric Society

Pediatric Palliative Care - Portuguese 
Association of Palliative Care

2013 -

Research
National 

guidelines
International 
collaboration

Translation 
documents

Education 
GOVERNEMENT 

AWARENESS

Ethics group - Portuguese Association of 
Palliative Care

2018 -

2013 -



Gold standards and new practices

2015

2012

2013

2017
2018



2005 2006
200
7

2008 2009 2010 2011 2012 2013 2014 2015 2016

IPO Lisboa

IPO– Porto 

H. S. Francisco 

Xavier 

NICU

H. St. Maria – Neonatologia

CHUC – Coimbra

H. St. Maria – Pediatria

H.D. Estefânea

H. St. Marta (Cardiologia)
CH Porto 

ULS Matosinhos

Neonatal Palliative Care Group

2016



Golden Standards 2007-2020

2007

Some activities were replicated throughout the nation

Home away from
home room in NICU Memory creation

Parent’s diaries

bereavement

condolence cards, booklets

memorial services



International collaborative work

Raising awareness and teach how to establish/improve PPC. 

Julia
Downing

Joan
Marston

2018

Presidents of the ICPCN 
offered support to Portugal

2015

2009 Ann Goldman

Anita Catlin

Jonathan Hellman

Marcia Levetown

Danai Papadatou

Richard Hain

Joan Marston

Ricardo Martinez

Eduardo Quiroga

…

2022
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Government awareness

2013

Government committees formed and regulatory documents 
developed

National 
stakeholders 

meeting

Meeting 
report 2015

Ministry of Heath
Tasksforce- National 
recommendations 

PPC

Regulatory Documents
2018

2016



Government awareness

All high level NICU should have palliative care teams
Palliative care should also include perinatal palliative care

2015

2019-2020

Hospital  PPC teams :

Specialized teams (5)

Non specialized (7)

Medicine, nursing, psychology, social 

worker

Education, clinical trained PC specialist

Recommendation: one with neonatal training

Others (+11)



Pediatric Palliative Care hospital based team

CHLO 2018-2020 



EDUCATION

2013-

Catholic University (Lisbon) started 
a post-graduate training certificate 
program

PPC multiprofessional modules started:
Medical & Nursing schools
Specialization nursing courses,
Pos-graduate/master programs

Courses in palliative care, developed by 
the Regional Administrations of Health, 
with the support of the National 
Commission for Palliative Care, started 
a pediatric module

2017-

2019



Academia: New challenges

Nursing Pediatric Department- Lisbon Nursing School 

2022-

Undergraduate 
awareness

Pos graduate 
awareness

Research
Society 

awareness 

National and 
International 
Collaborative 

work 



Facts about Perinatal Palliative Care development

Perinatal Palliative Care is still a priority on the development of

Nurses are on the lead of the development of PNPC

Education, taskforces, research, recommendations

Recommendations on PNPC (Portuguese Neonatal Society)

Few PNPC programs- major focus in NICU, end of life, bereavement

Educational plays a very important part in Portuguese development

of PNCP


