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World Health Organisation (WHO)
2014 Palliative Care Resolution



• 20 million people need end of life palliative care 

services each year

• 42% of countries have no palliative care services; 

32% have minimal service delivery 
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• 20 million people need end of life palliative care 

services each year

• 42% of countries have no palliative care services; 

32% have minimal service delivery 

• 80% of the world’s population lack access to 

medication

• 5.5 million cancer patients have no access to 

adequate pain treatment

WHO 2014 Palliative Care Resolution
What is the need?
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WP 3



A European 

collaboration to 

optimise research 

for the care of 

cancer patients in 

the last days of life

2008 -2011

OPCARE9



Work Packages

1. Signs and symptoms of approaching death

2. End of life decisions

3. Complementary comfort care

4. Psychological and Psychosocial support for 
patients, relatives and caretakers

5. Voluntary Service
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Established  

2013



“A world where all people experience a 

good death as an integral part of their 

individual life, supported by the very 

best personalised care.”

The Vision



Ten key principles of care for the 

dying patient



1. Recognition that the patient is dying

2. Communication with the patient 

(where possible) and always with family 

and loved ones

3. Spiritual care

Ellershaw & Lakhani, “Best care for the dying patient”
BMJ 2013;347:f4428, published 12 July 2013

4. Anticipatory prescribing for symptoms of pain, respiratory 

tract secretions, agitation, nausea and vomiting, 

dyspnoea

5. Review of clinical interventions should be in the patient’s 

best interests 

Ten key principles of care for the 

dying patient



Ten key principles of care for the 

dying patient

6. Hydration review, including the need 

for commencement or cessation

7. Nutritional review, including 

commencement or cessation

8. Full discussion of the care plan with the 

patient and relative or carer

9. Regular reassessment of the patient

10. Dignified and respectful care after death

Ellershaw & Lakhani, “Best care for the dying patient”
BMJ 2013;347:f4428, published 12 July 2013



Representing 23 countries 

from around the globe



International Collaborative 

for Best Care for the Dying Person



The Collaborative Website



Overview

• Research

– iLIVE

• The 10/40 Model and Quality 

Improvement Framework

• Get involved



Living well, dying well: 
A research programme to support living until the end (iLIVE)

• EU Horizon 2020 funding of €4.5 million

• Collaboration between 13 countries, led by 

Professor Agnes van der Heide (Netherlands)



Living well, dying well 



2,000 patients will be recruited

NL UK DE SE SI CH ES NO IS AR TOTAL

Cohort 

Study
75 175 200 100 175 100 175 175 200 200 1,575

Medication 

Study
100 - - 100 - 100 - - - - 300

Volunteer

Study
25 25 - - 25 - 25 25 - - 125

TOTAL 200 200 200 200 200 200 200 200 200 200 2,000



Cohort study

• 10 countries

• International empirical framework to study 

patients’, families’ and caregivers’ experiences 

with dying and bereavement

• In-depth understanding of the concerns, 

expectations and preferences of dying patients 

and their formal and informal caregivers.

LEAD: 

Erasmus University Medical Centre 

Rotterdam



Medication study

• Three countries

• Development of a novel clinical tool integrated 

into electronic medical systems

• Optimize medication management 

– improve use of beneficial medication

– avoid use of non-beneficial medication

• Analysis of impact on symptom load of patients in 

the last months of life. 

LEAD: 

Erasmus University Medical Center

Rotterdam



Volunteer study

• Five countries

• Patients who are eligible for the cohort study and 

who have a life expectancy of one month or less

• Development and implementation of a volunteer 

training programme to support dying patients and 

their families in the hospital setting 

• Evaluation of impact upon patients’ quality of life in 

the dying phase and family bereavement.

LEAD: 

University of Liverpool



Work package structure



Expected Impacts

Reduced economic and wider 

societal burden arising from 

increased  number of patients 

in need of end of life care.

Improved clinical  guidelines 

and policy recommendations 

with respect to end of life care. 

Improved quality, 

effectiveness and cost-

effectiveness of end of life 

care services.

Reduced symptom burden 

and suffering of patients with 

chronic illnesses in need of 

end of life care. 
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The 10/40 Model
Developing a clinical document for

best care for the dying person



 

Phase 1: 

Introduction  

STEP 1 
Preparation of the environment to establish the International  

Collaborative 10/40 Model  within an organisation 

Attend Foundation course  

STEP 2 
Clinical audit of the current documentation of care given using the 

Clinical Document Audit Toolkit  

STEP 3 
Development of a new Clinical Document and submission for 

congruence assessment 

Phase 2: 

Implementation  

STEP 4 
Commence Education Programme in pilot sites 

STEP 5 
Implementation of the new clinical document into pilot sites 

Reflective practice of implementation   

Phase 3: 

Development  

STEP 6 
Maintain and improve competencies  

STEP 7 
Evaluation and further training 

STEP 8 
Continuous development of competencies in order to embed the 

International Collaborative 10/40 Model in the clinical environment 

Phase 4: 

Sustainability 

STEP 9 
Organisational educational strategy to ensure that all staff who work 

and care for people who are dying are properly trained   

STEP 10 
To establish the 10/40 Model within the governance/performance 

agenda of the organisation/ institution 

Establish a Reference Centre 

The 10-Step Implementation Process

Quality Improvement Framework

Chart 2 from Excel template
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Supported by tools and document resources



Get involved
www.bestcareforthedying.org

• Recognised formal qualification 

or professional equivalence?

– Medicine

– Psychology

– Nursing

– Social Science

• Actively engaged in research or 

clinical work with people who 

have palliative and/or end of life 

care needs?



Benefits of Membership

• Regular newsletter

• Access to documents and quality assurance tools

• Secure access to members’ section of the 

website

• Opportunity to participate in and benefit from the 

outputs of the various Project groups 

• A reduction in registration fees for Summer School 

and the Annual Symposium



Summer School

• Held annually since 2016 at Cudeca Centre, 

Malaga (Spain)

• Introduction for new members 

– education, training, and quality improvement

• Meeting opportunity for Facilitator Network 
– Quality Improvement 

Framework in 

development for 

implementation of 

International Programme



Summer School

Málaga, 5th to 7th May 2022 
Workshop Streams:

• The International Collaborative 10/40 Model 

• Facilitators Forum

• The iLIVE Project: WP3 Volunteer Study 

• The Serious Illness Communication Programme

• The Spanish Cui-DAR End of Life Care Plan



Seventh
Annual 

Symposium 

Liverpool, UK
10-14 October 2022

Global Research and Future Innovations
in Best Care for the Dying Person



“A world where all people experience a 

good death as an integral part of their 

individual life, supported by the very 

best personalised care.”

The Vision


