
 
 

 Primary Palliative Care Task Force 
Update 4, Lancaster, Oct 2013 

http://www.cphs.mvm.ed.ac.uk/groups/ppcrg/ 
 

Primary Palliative Care Research Group 

http://www.cphs.mvm.ed.ac.uk/groups/ppcrg/




18th to 22 Feb 13 



 
 
 
 
 

 
 
 

 

      
 

International Primary Palliative Care  
Research Group 

 
Prof Geoff Mitchell, University of Queensland, Australia 
Prof Scott A Murray, University of Edinburgh, UK 
Prof Fred Burge, Dalhousie University, Canada 
Dr Eric van Rijswijk,  UMC St Radbound University Hospital, The Netherlands 
Dr Alan Barnard, University of Cape Town, South Africa 
       

International Primary Palliative Care Research Group 

http://www.uq.edu.au/
http://en.wikipedia.org/wiki/File:Dalhousie_University_Logo.svg


Primary Palliative Care Research Group Members 



Role of the group 

Advocacy for pall care in the community 
– Within specialist palliative care 
– Within primary care and secondary care 

• Support and networking 
• Encouragement of palliative care research 

and development in the community 
• Web resource 

http://www.uq.edu.au/primarypallcare  
• Scott.Murray@ed.ac.uk 

http://www.uq.edu.au/primarypallcare


Advocacy in meetings 

Quebec 2005 



Cape Town 2010:   13th -14th September 2010 



 
Palliative care: Family physicians 

can research and treat 

1. All diseases            2. All times                                       
         -earlier rather than later 

4. All  
settings 

3.  All 
dimensions 5. All  

nations 
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5 GP has 20 
deaths per 
list of 2000 
patients per 
year 

Opportunity 1  : cancer and beyond 
 Murray SA, Kendall M, Boyd K, Sheikh A. Illness trajectories and palliative care.  

BMJ. 2005; 330:1007-1011.  
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Opportunity 2   Palliate early, at diagnosis of life-threatening 
illness.  



physical psychological 

social spiritual 

Opportunity 3: impacting on all dimensions 



4 Community based: care 
frameworks 

   Steps : 
  
 

1. Identify 

2. Assess 

3. Plan 
  



Strengthening and Integrating Palliative 
Care into national health systems in 
Kenya, Uganda, Rwanda and Zambia 

Supported by British Government 
2102-15 £1.5M 



 
Palliative care in the community can 

treat and research 

1. Cancer and  life-threatening illnesses  
        2. Earlier rather than later 

4. All  
settings 

3. Holistic care – 
all dimensions 5. All  

nations 



Vision 

Scotland should be a society in which dealing with 
death, dying, bereavement and loss in a healthy 
and constructive way is seen as part of ordinary life 
and where members of the public and health and 
social care professionals and volunteers have 
awareness of these issues and the many ways in 
which communities and individuals can support 
each other 
   Scott.murray@ed.ac.uk 



 
 

• Health Promoting Palliative Care 
• Carers 
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Background 

• Primary care is uniquely placed in the 
community to provide palliative care 

• It is already providing much of the care for 
long term conditions 

• Ongoing relationships facilitate  physical, 
social, psychological and spiritual support 

• Primary care teams require training and 
support to realise this potential 

• Countries have variable primary care 



Aims and Objectives 

• Aim: 
– To help maximise the potential of primary 

care to provide quality last year of life care 
• Objectives 

– To help develop the practice of palliative care 
in primary care 

– To develop guidelines for early palliative care 
for all trajectories and in the community 

– To develop links between specialist and 
primary palliative care and public health 



Year 1: case studies from 20 European countries, 
and analysis of what  factors promote and hinder 
primary palliative care in these countires.  
 
Literature review as to components of  good 
palliative care in the community. Scoping of any 
tools and ways patients are identified for palliative 
approach, and vocabulary used.  
Produce a  holding statement of the importance of 
primary palliative care. 
 

Year 1 activity: 2012 



Further international consultation process with 
Primary Care and Palliative care to produce  
• guidelines for fast-forwarding palliative care in 
the community in European countries. 
•Advocacy document for use at national level to 
promote palliative care in primary care 

Year 2 activity: 2013 



Countries with survey completed 

Denmark 

Albania 

Armenia 

Belgium 
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Malta 

Netherlands 
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Switzerland 

UK 
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France 
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Norway 
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http://www.wallpaperss.com/wp-content/wallpaper/Europe-Map-Countries.gif


Results – number of services 
Country Hospice IP other Hospital teams Home care serv Day service Palliative care beds 

Albania 0 0 1 5 1 0 

Armenia 5 1 10 8 5 59 

Belgium 0 45 150 28 6 379 

Catalonia 0 61 49 76 50 650 

Denmark 17 3 28 28 1 33 

France 0 78 309 84 0 1615 

Germany 185 238 56 1500 No valid data 1707 

Ireland 8 2 30 34 8 171 

Luxembourg 1 2 1 2 0 28 

Malta 0 1 1 1 0 10 

Netherlands 84 4 50 Not known Not known 716 

Norway 2 12 16 1 3 220 

Poland ? 3 321 11 145 1675 

Portugal 1 3 1 3 1 53 

Spain 0 106 51 167 32 1186 

Serbia 0 0 2 3 0 Not known 

Sweden 0 0 2 3 0 Not known 

Switzerland 5 28 13 18 0 276 

UK 158 63 305 356 257 2515 

Ukraine 7 55 0 6 0 985 



Teaching 

• Undergraduate: 15/20 countries have 
some form of undergraduate teaching 

 
• All countries reported postgraduate 

training opportunities 
– Ranging from PhD/MSc/diploma to 2 day 

sensitisation programmes 



Place of Death 
Country Hospital Home Hospice Care Home Other 

Albania (ca) 5 93 0 0 2 

Armenia 14 86 0 0.4 n/a 

Belgium 50 23 0 24 4 

Catalonia 52 Variable Variable 10 15 s-h cen 

Denmark 55 26 n/a 18 1 

France 70-80 20-30 n/a Unknown Unknown 

Germany 42 27 1-2 20 5 

Ireland 48 25 4 20 3 

Luxembourg 60 21 0 17 3 

Malta 57 15 0 13 3 

Netherlands - - - - - 

Norway 35 15 - 44 6 

Poland 50 38 6 ? 6 

Portugal 61 30 - (included in home figures) 9 

Serbia 33 (cancer)  - - - - 

Spain 40 50 - 11 - 

Sweden 38 6 5 45 6 

Switzerland 34 15 <1 51 - 

UK 58 18 4 17 3 

Ukraine 70 26 4 2 1 



Profile of Primary Care 
Country Range GPs per 

practice 
Average no. GPs Community 

nurses? 
Size of registered 
list 

Pay for 
consultations? 

Albania  1-12 4 No 2500 No 

Armenia - 1 rural, 25 urb Yes 2000 No 

Belgium 1-3 2 (median1) Yes – practice  No not for pc 

Catalonia 5-20 10 Yes to group 1800  No 

Denmark 1-9 2 Yes  1600 No 

France 2-3 Unknown No No reg. list Yes 

Germany 1-3 2 Few No reg. lists Yes 

Ireland 1 -6  2 No 800 Yes 

Luxembourg NK NK No No Yes (36E) 

Malta Solo paid grps - - - - 

Netherlands 18% single, 54% 
group 

- No 2400 No 

Norway - - No formal link - Free up to age of 
16 

Poland 1-12 2 Yes 1800 No 

Portugal 4-50 20 Yes 1478 Yes 

Serbia - 1 dr, 4 nurses for 
25,000 

No 2000 No 

Spain - - Yes 870 No 

Sweden 3->20 Unkown Yes 2000 Yes 

Switzerland - 1.5 Yes Yes but ? Yes 

UK 1-12 4 Yes 1800 No 

Ukraine 2-6 4 Yes Regional No 



Development of Primary Palliative 
Care 

• Do GPs keep a register of “palliative care 
patients”?   Only 3/20 

• Are any frameworks used?   4/20 
• How are patients identified: usually not: if 

identified it is by hospital and primary care 
• Percentage of cancer patients: average 80% but 

ranged from 19-95% 
• All countries had specialist advice by phone, 

most via outpatient service or in the home and 
about half in a day centre 



Terminology used 
• No locally accepted European-wide terminology: some 

stigma of the term palliative care but few know it’s meaning 
• Current term used translates as ‘relief care’ 
• Taboo with the term ‘palliative’ but this is diminshing 
• Increasingly, the term ‘care of the critically ill and dying’ is 

used 
• Hospice care, palliative care, terminal care, supportive care 

and end of life care all used. 
• Stigma exists around ‘hospice care’ as it is seen as 

somewhere people are abandoned and rejected and die 
• The terms palliative and hospice are not frequently used 

with pateints as they are not understood 



Policy Developments 
• Range including 

– Production of national standards (Albania, Armenia) 
– Action plan by Ministry of Health (Albania) 
– New identification tools in Belgium, Holland, Catalonia 
– Development of out of hours specialist advice (Denmark) 
– Legal right to palliative care in statute and ‘Charter for the 

critically ill and the dying’ (Germany) 
– National steering committee in Primary Palliative Care 

(Ireland) 
– National Plan for Palliative Care (Portugal) 
– National strategy for palliative care (Serbia) 
– National strategy for palliative care moving to community 

care (Switzerland) 
– End of Life initiative in UK gives financial incentives in 

primary care (UK) and specific incentives in Scotland 



Some Barriers 
• Lack of training, funding, resources and time 
• Issues of bureaucracy, including around opiates 
• Task distribution between specialist and primary 

care 
• No reimbursement yet for palliative care services 

by insurance companies 
• Poor handover out of hours 
• Part of the population not yet covered by a GP 
• Limitations of community nurse support 
• Payment structure for GPs favours hypertension 

etc. over palliative care 



Some Opportunities 

• Increasing awareness of public, politicians and 
healthcare professionals of palliative care 

• GPs could work to identify palliative care 
patients 

• GPs well situated to provide good care 
• National frameworks being developed 
• Educational opportunities being developed 
• Possibility of developing better working with 

community nurse services 



Summary of  suggested three steps for earlier identification  

Step 1 
Ask the Surprise Question 

Would you be surprised if the patient were to die in next months, weeks or days?  

Step 2 
Do they have 

General Indicators of Decline? 

NO 
Don’t Know YES 

Reassess 
regularly 

YES Don’t Know NO 

Step 3 
Do they have 

 Specific Clinical Indicators?  

YES NO 

Begin GSF Process  

Identify Include the patient on the GP’s GSF/QOF palliative 
care register or locality register if agreed. Discuss at 
team meeting. 

Assess Discuss this with patient and carers, assess needs 
and likely support and record advance care planning 
discussions.  

Plan Plan and provide proactive care to improve 
coordination and communication. 

Reassess 
regularly 

Reassess 
regularly 

Identify 



SPICT TM 



NECPAL CCOMS-ICO© 



RADPAC 



• Holding statement 
• Circulate GPs in European countries thru WONCA Europe 

 
• Produce Guidance /advocacy for use by Primary care and Palliative 

care organisations to advocate, plan and develop primary palliative 
care 
 

• WHO model: advocacy, training, services, medication 

Next steps 



Statement: The potential of palliative care in the community.  

 More patients can receive palliative and end-of-life care if it 
is delivered in the community by Primary Healthcare Teams. 
For this to happen GPs and nurses working in the 
community will need training and support by specialist 
palliative care teams.  They will also need adequate time 
and financial and practical resources. 
Primary Care has a great potential to deliver effective 
palliative care. It can 
• Reach patients with all life-threatening illnesses 1 
• Start at diagnosis of life threatening illness 2 
• Meet all dimensions of need: physical, social, 

psychological and spiritual 3 
• Provide care in clinics, care homes and at home, and 

prevent unnecessary hospital admissions 4 
• Support family carers and provide bereavement care 5 

 



(Stjernsward, 2007) 



Barriers  Frequency 
of reporting 

WHO Model  

Lack of resources 3 Policy 

Lack of time 2 Policy 

Private medical system 1 Policy 

A law regulating palliative care with euthanasia and 
assisted suicide 

1 Policy 

No national coordination 1 Policy 

 

Opportunities 

    

Good infrastructure of primary health care 6 Policy 

National strategy 6 Policy 

Increased political pressure 2 Policy 

Reform of the way palliative care is financed 1 Policy 

Reform of the management structures of GPs 1 Policy 



Barriers Frequency 
of 
reporting 

WHO Model 

Lack of knowledge and skills among GPs 9 Education 
Poor identification of patients requiring palliative care 4 Education 
Poor public awareness 1 Education 
Limited understanding of the English language 1 Education 
GPs reluctant to talk about palliative care or death and 
dying with their patients 

1 Education 

GPs see only a small number of palliative care patients 
each year 

2 Education 

 

Opportunities 

    

Increased training opportunities available 5 Education 
GPs are available to provide care 4 Education 
90% of the last year of life is spent at home 1 Education 
Increased awareness of importance of palliative care 1 Education 
Conversations about euthanasia can be used to 
introduce palliative care 

1 Education 



Barriers Frequency 
of reporting 

WHO Model 

Poor handover to out of hours services 2 Implementation 

Financial systems not permitting reimbursements 9 Implementation 

Lack of professional or specialist support 5 Implementation 

Poor structures of primary healthcare teams 4 Implementation 

GPs bypassed by hospital and palliative care teams 2 Implementation 

Part of the population not yet covered by a GP service 1 Implementation 
 

Opportunities 

    

GPs know the family well 5 Implementation 

The majority of patients want to die at home 1 Implementation 

Availability of out of hours specialist advice for GPs 1 Implementation 

Registered lists of palliative care patients 1 Implementation 

New pathways for palliative care patients 1 Implementation 

Development of a palliative care network 1 Implementation 



Barriers Frequency 
of 
reporting 

WHO 
Model 

Issues with opiate prescribing 6 Prescribing 



Developing palliative care in 
primary care: a handbook 

• Rationale and purpose 
• Advocacy within government, GP, pall 

care, 
• Need for education UG, PG, how to 

support generalists, pub health 
• Structures that help: financial, large multi-

disciplinary teams, time, continuity of care, 
OOH care 

• Prescribing 
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