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Aims  

•  To involve patients with cancer, and their 
carers, in designing a framework for providing 
effective care for people with advanced 
cancer in primary care in Scotland 

•  To evaluate the running of this framework  in 
5 pilot general practices  

•  To assess the feasibility, benefits and 
drawbacks of such user involvement 

 
Project Outline/Methodology 

•  We organised 2 discussion groups of patients 
and carers which met monthly throughout the 
project to develop the framework and support 
its implementation. 

•  Evaluation consisted of in-depth interviews 
with patients and their family and 
professional carers, and researcher field-note 
and observations within practices. 

•  We assessed the process of user involvement.  
 
Key Results  
1.Participants recognised five key times in the cancer 
journey, and five major issues of concern - see grid.               

 
The groups developed a checklist of recommended 
interventions for each stage in the illness trajectory, 
and suggested how they might be implemented in 
primary care. 
Patients and their carers think there is an important 
and unique role for primary care in offering 
supportive care and information from diagnosis of 
a life-threatening cancer to cure or death or to 
bereavement. Some professionals however 
expressed concern about early pro-active contact. 

2. The 5 general practices responded positively to the 
framework by adapting it to plan care in advance.  
Local innovations included an intranet-based register, 
information sheets, and regular multidisciplinary 
meetings.  Continuity of care, teamwork, pro-active 
care, and support and information for patients and 
carers were achieved, through various approaches. 
3. Patients and carers were actively engaged in 
planning their care. 
 
Conclusions 
This study successfully integrated patient, carer and 
professional perspectives to develop an evidence-
based framework which primary care teams may use 
to develop locally relevant anticipatory care from the 
time of diagnosis of cancer. 
 
What does this study add to the field? 
Little evidence exists regarding effective care for 
people with cancer in the community. 
We provide new research evidence and a tool to run 
locally organised cancer care in Scotland that is 
patient-centred. Most patients want ongoing contact 
and support in primary care from diagnosis of 
cancer, not just when it is advanced. 
 
Implications for Practice or Policy 
Proactive and ongoing contact with the primary 
health care team should be the central plank of 
supportive cancer care in the community. Practices 
can use this framework to plan and implement 
anticipatory cancer care. These findings will inform 
the Gold Standards Framework project. Patients and 
carers can be centrally involved in planning, 
implementing, and evaluating service developments. 
 
Where to next? 
Intervention studies are needed: of the process and 
outcomes of primary and secondary care follow-up of 
people with cancer; and to assess when and how it is 
most appropriate to follow up patients with 
cancer and other progressive diseases 
for anticipatory care in the community. 
 
Further details from: 
Primary Palliative Care Research Group 
University of Edinburgh, EH8 9DX 
Marilyn.Kendall@ed.ac.uk, Scott.Murray@ed.ac.uk 
www.chs.med.ed.ac.uk/gp/research/ppcrg.php 

WORKING WITH PATIENTS AND THEIR CARERS TO DEVELOP AN EFFECTIVE APPROACH TO THE  
DELIVERY OF CANCER PALLIATIVE CARE IN PRIMARY CARE. 

 

Chief Scientist Office, St Andrews House, Regent Road, Edinburgh, EH1 3DG Tel:0131 244 2248

www.show.scot.nhs.uk/cso/index.htm 

Scottish Executive Health Department Chief Scientist Office


