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WHO 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.

http://www.who.int/cancer/palliative/definition/en/



http://www.who.int/cancer/palliative/definition/en/

 provides relief from pain and other distressing symptoms

 affirms life and regards dying as a normal process

 intends neither to hasten or postpone death

 integrates the psychological and spiritual aspects of patient 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 patients illness and 

in their own bereavement

WHO Definition of Palliative Care

 uses a team approach to address the needs of patients and their families, 

including bereavement counselling

 is applicable early in the course of illness, in conjunction with other 

therapies that are intended to prolong life, and includes those investigations 

needed to better understand and manage distressing clinical complications

 will enhance quality of life, and may also positively influence the course of 

illness



Patients with Parkinson’s disease and ALS 

were cared for by St Christopher’s hospice

In 1967 the first MND patient was admitted

(Clark 2002, p. 322)

"You matter because you are you, 

and you matter to the end of your life. 

We will do all we can not only to help 

you die peacefully, but also to live 

until you die"

• Anger

• Finding meaning

• Regrets

• Loss of faith

• Fear of the unknown

• Isolation

• Loss of job – role

• Financial concerns

• Dependency

• Worries for family

• Fear of suffering

• Past experience of 
illness

• Anxiety – depression

• Feeling  burden

• Disease related
symptoms

• Comorbidities

• Treatments

Physical Psychological

SpiritualSocial

TOTAL PAIN



Precisazioni sulle cure palliative

• Approccio palliativo

• Cure palliative generaliste o primarie

• Cure palliative specialistiche

• Medicina palliativa

• Settings

– Domicilio

– Hospice

– Ospedale

– Nursing homes – care homes

Art 2) Definizioni

Legge 15 marzo 2010, n. 38 "Disposizioni per garantire

l'accesso alle cure palliative e alla terapia

del dolore" G.U. n. 65 del 19 marzo 2010.



 There is a gap between medical, legal and ethical guidelines for 
the care of dying patients and the beliefs and practices of many
neurologists, suggesting a need for graduate and postgraduate
education programs in the principles and practices of palliative 
care medicine

End-of-life care: a survey of US neurologists' attitudes, behavior, and knowledge. Carver AC, et 
al. Neurology. 1999 Jul 22;53(2):284-93.

Education in palliative care



 Many neurological illnesses are progressive and incurable.
 The relief of suffering and easing the burden of death are among

the most important benefits that physicians can privide to these
patients

 The optimal care of such patients requires that neurologists
understand and apply the principles of palliative medicine

Palliative care in neurology. The American Academy of Neurology Ethics and Humanities 
Subcommittee. Neurology 1996 Mar;46(3):870-2

 Neurologists have a duty to provide adequate palliative care
 Neurologists should encourage improved physician education on 

palliative care
 Patients have the right to refuse life-sustaining treatment
 Neurologists do not have a duty to provide assisted suicide or 

active euthanasia

The neurologist and the dying patient. Bernat JL, Goldstein ML, Viste KM jr. Neurology. 1996 
Mar;46(3):598-9. Editorial

Education in palliative care



Education in palliative care

 Neurologists receive little formal palliative care training yet
 Often need to discuss prognosis in serious illness
 Manage intractable symptoms in chronic progressive disease
 Alleviate suffering for patients and their families

 Because patients with neurologic disorders often have
 major cognitive impairment
 physical impairment, or both,
 with an uncertain prognosis,

 their palliative care needs are particularly challenging and they remain largely 
uncharacterized and often unmanaged

Neurologists as primary palliative care providers
Claire J. Creutzfeldt CJ et al Neurology: Clinical Practice Jan 2016,









Cure palliative in neurologia: sindromi

• Malattie del motoneurone (SLA)

• Stroke

• Malattie demielinizzanti (SM)

• Tumori cerebrali

• Parkinson’s (PD) e disordini correlati (MSA-PSP)

• Demenze

• Malattie infettive (CJ, HiV)

• Distrofie muscolari

• Epilessie

• Malattie neurologiche pediatriche



Cure palliative in neurologia: sintomi

• Spasticità

• Disfagia-cachessia

• Disturbi della comunicazione

• Convulsioni e miocloni

• Dolore

• Nausea e vomito

• Perdita di mobilità

• Fatigue

• Stati confusionali acuti

• Sintomi respiratori

• Sintomi intestinali

• Sintomi urologici

• Sintomi psichiatrici

• Fasi avanzate-terminali 

– Dispnea grave, crisi asfittiche

– Infezioni ricorrenti 

– Lesioni da pressione

– Stato epilettico

– Locked in syndrome 



Cure palliative in neurologia: aspetti etici e multidisciplinari

• Perdita di identità personale

• Alimentazione ed idratazione

• Sedazione palliativa

• Direttive anticipate

• Rifiuto o sospensione dei 

trattamenti

• Suicidio medicalmente assistito 

- eutanasia

• Consenso informato

• Bisogni psicologici

• Bisogni sociali

• Bisogni spirituali

• Aspetti culturali

• Formazione 

professionale





 Include un requisito di qualità per la fine della vita (QR 9) 

 Riconosce come tuttora siano scarsamente affrontati i temi 

di fine vita in queste condizioni (EoLC) con questi malati.

 Riconosce come spesso non siano riconosciuti i 

cambiamenti cognitivi e quindi suggerisce che le decisioni 

di fine vita vengano affrontate più precocemente.

 Evidenzia come le Cure Palliative possano migliorare la QoL

durante tutto il decorso delle malattie

 Sottolinea come un approccio olistico ai bisogni dei malati 

sia necessario.

 Invoca il coinvolgimento delle cure specialistiche 

multidisciplinari nelle fasi terminali delle patologie

The National service framework for long term
conditions (2005)



The quality requirements (QRs)

Quality requirement 1: A person centred service 

Quality requirement 2: Early recognition, prompt diagnosis and treatment 

Quality requirement 3: Emergency and acute management 

Quality requirement 4: Early and specialist rehabilitation 

Quality requirement 5: Community rehabilitation and support 

Quality requirement 6: Vocational rehabilitation 

Quality requirement 7: Providing equipment and accommodation

Quality requirement 8: Providing personal care and support 

Quality requirement 9: Palliative care

People in the later stages of long-term neurological conditions are to receive a comprehensive 

range of palliative care services when they need them to control symptoms, offer pain relief, and 

meet their needs for personal, social, psychological and spiritual support, in line with the principles 

of palliative care. 

Quality requirement 10: Supporting family and carers

Quality requirement 11: Caring for people with neurological conditions in hospital or other 

health and social care settings

Le persone affette da patologie neurologiche in fase avanzata hanno il diritto di 

ricevere un ampio spettro di servizi di cure palliative per ottenere un buon 

controllo dei sintomi, in particolare sollievo dal dolore, ed essere aiutati nei propri 

bisogni personali, psicologici, sociali e spirituali, in linea con i principi delle cure 

palliative.





LE sfide da affrontare per organizzare adeguate EoLC per persone con malattie neurodegenerative

• Lunga durata delle malattie

• Morte improvvisa (SLA, MSA)

• Difficoltà di previsione del decorso, fluttuazioni (malattia di 
Parkinson)

• Cure multidisciplinari complesse (sclerosi multipla)

• Trattamenti specialistici (stimolazione cerebrale profonda nel
Parkinson, pompe intratecali al baclofen nella SM)

• Problemi neuropsichiatrici complessi (cambiamenti umorali e 

comportamentali)

• Le patologie rapidamente progressive possono richiedere cure palliative già

dalle prime fasi

• Molti malati muoiono non a causa della patologia neurologica, ma per le 

complicanze o comorbidità

• Le patologie hanno decorsi variabili e diversi tra loro rendendo difficile

l’organizzazione di programmi di cura di fine vita



Prevalence          Estimated numbers+          Annual deaths*

Parkinson’s disease 110-180/100,000 120,000 7700

Multiple sclerosis 110-140/100,000 100,000 1500

Motor neurone disease 6/100,000                          5,000 1500

Huntingtons’ disease 6-10/100,000                     5,000 240

Multiple Systems Atrophy 5/100,000 4,500 200

Progressive Supranuclear Palsy  6/100,000 5,000 310

+ Assuming a England of population 50 million

*The condition is mentioned on the ONS return from the death certificates during the period 

2002-2010. 

Prevalenza e Mortalità in UK

Deaths from neurodegenerative diseases in England 2002-2008  

www.endoflifecare-intelligence.org.uk



Strumenti utili

• Liverpool Care Pathway for the Dying patient (LCP)

• Gold Standards Framework (GSF)

• Advanced Care Planning

• Preffered Priorities for Care

• Necesidades Paliativas Programme (NECPAL)

• Supportive and Palliative Care Indicators Tool 

(SPICT)

• Grandi insufficienze d’organo “end stage”: cure 

intensive o cure palliative? SIIARTI

www.endoflifecareforadults.nhs.uk/tools



Discussions as 

end of life 

approaches 

Discussions as 

end of life 

approaches 

Assessment, care 

planning and 

review

Assessment, care 

planning and 

review

Delivery of  high 

quality services

Delivery of  high 

quality services

Care in the last 

days of life

Care in the last 

days of life

• Strategic 

coordination

• Coordination of 

individual patient 

care

• Rapid response 

services

• Identification of the 

dying phase

• Review of needs 

and preferences 

for place of death

• Support for both 

patient and carer

• Recognition of 

wishes regarding 

resuscitation and 

organ donation

• Recognition that 

end of life care 

does not stop at 

the point of death.

• Timely verification 

and certification of 

death or referral to 

coroner

• Care and support 

of carer and 

family, including 

emotional and 

practical 

bereavement 

support 

Care after deathCare after death
Coordination of 

care

Coordination of 

care

• High quality care 

provision in all 

settings 

• Hospitals, 

community, care 

homes, hospices, 

community 

hospitals, prisons, 

secure hospitals 

and hostels

• Ambulance 

services

• Agreed care plan 

and regular review 

of needs and 

preferences

• Assessing needs of 

carers

Support for carers and families

Information for patients and carers

Spiritual care services

The End of Life Care Pathway

Step 1 Step 2 Step 3 Step 6Step 5Step 4

• Open, honest 

communication

• Identifying  triggers 

for discussion

The End of Life Care Pathway



“Triggers” for end of life care

Generali per le patologie neurologiche

– Richiesta dei pazienti

– Richiesta dei famigliari

– Disfagia

– Declino cognitivo 

– Dispnea

– Infezioni ricorrenti e ricoveri non programmati

– Perdita di peso

– Marcato scadimento delle condizioni generali



Triggers in months prior to death

Hussain et al:Triggers in advanced neurological conditions: prediction and 

management of the terminal phase. BMJ Supp Pall Care 2014; 4: 30-37



Quando coinvolgere le cure palliative?



Early integration of care

Palliative care should be considered early in the 
disease trajectory, depending on the underlying 
diagnosis



Multidisciplinary team

Assessment and care should be provided by 
multidisciplinary approach

• At least three professions

• Physician

• Nurse

• Social Worker

• Psychologist / counsellor



Communication and 
planning 

• Communication should be 

• Open 

• Set goals and therapy options

• Use structured models, SPIKES

• Early advance care planning encouraged
Especially if  expectation of

• Impaired communication

• Cognitive deterioration



Tools for ACP

This intervention increased the occurrence, documentation,

and quality of goals-of-care communication during routine 

outpatient visits and increased goal-concordant care at 3 

months among patients with stable goals, with no change in
symptoms of anxiety or depression.





Symptom management

1. Physical symptoms

a. Diagnosis

b. Pharmacological and non-pharmacological 
management

c. Regular review

2. Proactive assessment of  

a. Physical issues

b. Psychosocial  issues

3. Principles of palliative care symptom management 
should be used



Carer support

1. Needs of carers assessed regularly

2. Support of carers – before and after death

3. Professionals should reduce emotional 
exhaustion and burnout by 

a. Education

b. Support

c. Supervision



End of life care

1. Continued and repeated discussion

As continual changes

a. Physical

b. Cognitive

c. Preferences 

2. Encouragement of open discussion about dying 
process

3. Encourage open discussion about the wish for 
hastened death



Training and education

1. Palliative care principles should be included in the

training and continuing education of neurologists.

2.  The understanding and management of neurological

symptoms of patients in the advanced stages of 

neurological diseases should be included in the training

and continuing education of specialist palliative care

professionals.



52 diadi
12 settimane
Paziente: POS, POS-S-MS
Caregiver: ZBI

2010



MS, MSA, PD, ALS
50 diadi
16 settimane
Paziente: SEIQoL-DW, VAS sintomi
Caregiver: CBI

2015



76 diadi
24 settimane
Paziente: POS-S-
MS, SEIQoL-DW, 
HADS, EQ-5D
Caregiver: ZBI, SF-
36, HADS, EQ-5D

2018



5 centri UK / MS, MSA, PD, 
ALS
356 diadi (target)
6-8 settimane
Paziente: 
• IPOS-Neuro-5, POS, HADS, 

costi, ospedalizzazioni,    
EQ-5D 

Caregiver:
• ZBI-12, SF-12, FAMCARE 2

2019?



EAN Guideline on Palliative Care of 
People with Severe Multiple Sclerosis

PICOs
1. Terapie sintomatiche

2. Riabilitazione multi-disciplinare

3. Advance care planning 

4. CP generali

5. CP specialistiche

6. Training/formazione dei caregiver

7. Supporto pratico/emotivo ai
caregiver

8. Training/formazione in CP del 
personale sanitario dedicato alla SM

9. Training/formazione in SM dei
palliativisti

10. Discutere con il personale sanitario il
desiderio di anticipare la morte



EANO palliative care task force  
Stockholm october 12th 2018

Aims of the project: to produce a systematic 
review and expert opinion on

 Capacity to give informed consent

 Capacity to consent to clinical treatment

 Capacity to consent to research

 Capacity to participate to EoL treatment decisions

 Role of surrogated decisors

 How to support people with reduced capacity



Composition of the network

EANO palliative care task force composition

Andrea Pace, Linda Dirven, Johan AF Koekkoek, Heidrun Golla, Jane Fleming, 

Roberta Rudà, Christine Marosi, Emilie Le Rhun, Robin Grant, Kathy Oliver, 

Ingela Oberg, Helen J Bulbeck, Alasdair G Rooney, Roger Henriksson, Roeline

W Pasman, Stefan Oberndorfer, Michael Weller, Martin JB Taphoorn, Simon 

Kerrigan, Simone Veronese,  Tobias Walbert,Marike Broekman, 

EANO scientific board

Literature 
review
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Full-text	articles	assessed	
for	eligibility		
(n	=	341)	

Full-text	articles	excluded,	with	

reasons	(n	=	215)	
	

· Article	without	original	data:	
n=133	

· Not	about	mental	capacity:	
n=42	

· Other	patient	population:	n=10	

· <10	patients:	n=4	
· Not	in	English	or	published	in	a	

peer-reviewed	journal:	n=3	
· No	full-text	available:	n=12	

· Other	reason:	n=9	
	

Records	identified	through	database	searching	in	

PubMed/Medline	(n=11.719),	Embase	(n=9.040),	
PsycINFO	(n=4.059),	Emcare	(n=3.454)	,	Cochrane	

library	(n=1.958),	Web	of	Science	(n=6.542)	
(n	=	36.772)	

	

Records	screened	after	duplicates	removed	

(n	=	16.156)	

Records	excluded	
(n	=	15.815)	

Total	number	of	studies	
included	in	the	review	

(n	=	126)	



Topics proposed

 MC in brain tumor patients and other neurological 
diseases

 MC and patient- and treatment-related factors

 Tools to measure medical capacity  

 MC and consent to research 

 MC and EOL treatment decisions

 Surrogate decision making (proxy and HCP view)

 Interventions to improve medical capacity 



Survey EAN 
EAPC

Countries

Italy

Spain

Netherlands

Germany

Belgium

Ireland

France

Denmark

Russia

Croatia

Poland

Slovenia

Rumania

Portugal

UK





EURO NEURO survey

• Due versioni online (professionisti di cure palliative e neurologi)

• Si accede tramite link (computer, tablet, smartphone)

• È anonima, gratuita e validata (KCL, CSI, KENT)

• 10-15 minuti per completare

• I neurologi stanno partecipando con entusiasmo. 

• Chiedetemi il link: simone.veronese@fondazionefaro.it

• Perseguitatemi e diffondetela ai colleghi interessati! 

Neurologi        https://www.smartsurvey.co.uk/s/N1WAQ/

Palliativisti https://www.smartsurvey.co.uk/s/DKDV6/   

mailto:simone.veronese@fondazionefaro.it
https://www.smartsurvey.co.uk/s/N1WAQ/
https://www.smartsurvey.co.uk/s/DKDV6/


Survey GdS



Per concludere

• I pazienti affetti da patologie neurologiche (ed i loro cari) hanno 
molti bisogni di cure palliative

• La collaborazione tra neurologia e cure palliative è la via 
maestra

• Le società scientifiche riconoscono la necessità di collaborare e 
della mutua formazione

• Abbiamo prove di efficacia delle cure palliative nei malati 
neurologici, ma la forza delle raccomandazioni non è ancora 
adeguata

• C’è fermento nella produzione di linee guida 



Grazie per l’attenzione.Grazie per l’attenzione.

Grazie per l’attenzione


