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NCRI Primary Care Clinical Studies Group
Introduction

The Primary Care Clinical Studies Development Group (PCCSG) continues to be busy and productive.  We have maintained our application development subgroup structure and all four of these subgroups remain very productive.  

The Group is approaching its sixth year of activity now; there is a sense within the Group that our activity is now reasonably well established as we have a good profile within the cancer research community.  Several national initiatives are of great strategic importance to our group at the moment; these include the National Cancer Survivorship Plan which is in the process of developing a research agenda and the Early Diagnosis initiative which is emphasising the importance of more timely diagnosis in primary care. 

The Group had a Progress Review in February 2008 which provided many new and constructive ideas for taking our activities forward. These include:

· the importance of delivering on our currently funded studies

· addressing many of the themes and priorities to come out of the new NCRI  

Strategy and the Cancer Reform Strategy

· strengthening and formalising our links with other groups

· undertaking some careful succession planning for the new chair
The key strengths of the Group and issues that the Group need to address identified at the review can be found in Appendix 1.

Membership and structure

Miss Andrea Corkhill, Professor Irwin Nazareth, Professor Theresa Marteau and Dr Emma Wood have left the Group and Mrs Rosalind McNally and Professor Peter Sasieni have joined the Group since the last review. Ms Alison Clutterbuck has joined the Group as a consumer representative. The membership has remained reasonably stable. 
With the addition of Dr Paul Aveyard to the Group we have hoped to increase our prevention/behavioural research activity (targeting for e.g. the third round of the National Prevention Research Initiative).  
Our membership continues to be multidisciplinary; we have strong focus on attracting newer and younger members to the group.  One issue which remains salient for us is that there is still a relatively small pool of primary care and cancer researchers from which to draw - this means that it has been sensible to have a lower turnover than some other more established groups.  One particular recommendation from our previous progress review which we have not taken up as fully as we should is to establish stronger links with our service colleagues, particularly those in general practice and nursing. This remains a strong priority for us.  Chairmanship of the group is due to rotate in 2009 and discussions have begun about appointing a successor to the current chair, Professor David Weller.  
In the previous 12 months we had recruited a number of new members to our application development sub-groups and these new members have been making a solid contribution. 

Portfolio and accrual

An issue for us remains the appropriate badging of studies in order to strengthen and broaden our portfolio.  There are still many studies with an identifiable primary care component which do not appear in our portfolio. 293 patients were recruited to primary care studies in 2007/08.
We are in communication with the NCRN about prevention and screening trials; our group has generated a number of ideas about adapting the NCRN infrastructure to make it more able to readily accommodate these different kinds of trials.  
Table 1: Primary Care CSDG Portfolio

	Acronym
	Title
	PI(s)
	Status

	Barrett's Oesophagus
	A sibling pair study to identify Barrett's oesophagus susceptibility genes.
	Dr Rebecca Fitzgerald
	Open

	Chest symptoms that call for action
	Reducing time to presentation with symptoms of lung cancer: phase II complex intervention study
	
	in Set-up

	RON DEFICIENCY ANAEMIA
	Iron deficiency anaemia and delayed diagnosis of colorectal cancer
	Professor Sue Wilson
	in Set-up

	MMP9 and FOBt
	Establishing the added benefit of measuring MMP9 and FOBt as part of the colorectal cancer screening programme
	Professor Sue Wilson
	Open

	MMP9 CR-UK
	Evaluation of the suitability and acceptability of serum MMP9 as a screening test for colorectal cancer
	Professor Sue Wilson
	Closed

	MMP9 UHB
	A prospective study to assess the value of MMP-9 in improving the appropriateness of urgent referrals for colorectal cancer
	Professor Sue Wilson
	Closed

	MOLEMATE
	TheMOLEMATE UK trial: The management of suspicious pigmented lesions in primary care.
	Dr Fiona Walter
	in Set-up

	PICT
	Establishing the potential for primary care to tackle social inequalities in established colorectal cancer (components 2 and 3)
	Dr Neil Campbell
	Open

	Self test study
	Self test kits for cancer: Prevalence of use, characteristics of users and implications of self-testing for health care services - a feasibility study
	Professor Sue Wilson
	Closed

	Survivors of Adult Cancer
	- Survivorsof adult cancer: Their use of primary care services and unmet needs
	Dr Peter Rose
	in Set-up

	TIME
	Time to consult with symptoms of lung cancer: Is it related to deprivation or rurality
	Dr Neil Campbell
	Closed

	Understanding the Experience of Colposcopy 
	Understanding the experience of colposcopy: A step towards service improvement
	Ms Dawn Swancutt
	Closed


Trials in development

We have categorised these under our subgroup headings.

Early Diagnosis Subgroup

· The “Caper” study is examining new diagnostic algorithms to improve diagnostic performance for colorectal cancer in primary care.  This has been submitted to the HTA and has progressed to the stage of invitation for a full application.
· Teenage and young adult cancers - a collaborative group which includes Dr Christine Campbell, Dr Una MacLeod, Professor David Weller, Dr Bob Grant and members of the TYA CSDG (Professor Tim Eden, Dr Jeremy Whelan, Dr Ian Lewis, and Dr Lorna Fern) is working on an application to CRUK with the aim of improving the diagnosis of cancers in this age group.  The proposal will be based on an analysis of existing primary and secondary care pathways, extensive surveys of GP’s, consultants and patients and the identification of paths to diagnosis.  This proposal is progressing well.

· Lung – Dr Willie Hamilton is working with a number of colleagues including Dr Lucy Brindle, Professor Jessica Corner, Professor Sue Wilson and Dr Steve George on a proposal to the MRC aimed at creating and validating a scoring system for people who are sent for chest x-rays by GP’s.  Also on the topic of lung caner, we are pursing the formation of an early diagnosis lung cancer collaborative with the lung cancer CSG - this is likely to move forward under the NCRI Initiative on early diagnosis later this year.

· Ovarian cancer – Dr Clare Bankhead is leading on behalf of the early diagnosis group, an initiative to take forward ideas on early diagnosis, and develop further applications. These ideas were discussed at a recent DH meeting on key messages for ovarian cancer. This will be in collaboration with the Gynae CSG.
· Bladder – we are working in conjunction with Mr John Kelly on an NIHR programme proposal on prevention, disease detection and therapeutic technologies in cancer prevention. Next meeting is in September
· Pancreas – Dr Richard Neal is working with Mr Colin Johnson to develop a proposal looking at the early diagnosis of symptomatic pancreatic cancer.
· Other activity – A number of activities are arising out of the National Awareness and Early Diagnosis Initiative; an important activity for our group will be a national audit of cancer diagnosis in primary care in collaboration with the RCGP.  Dr Greg Rubin is leading this initiative and it will involve an analysis of general practice research database data, an audit-based analysis of cancer diagnoses in UK general practice, and the development of a detailed audit tool to be implemented from April 2009 onwards.

Prevention Subgroup
· HPV core-messages project – this is being funded by CRUK PBSC; it has a strong focus on the development of appropriate education materials and is about to start.

· Melanoma – Dr Christine Campbell is working with Professor Rhona MacKie and others on the Melanoma CSG on a submission to CRUK PBS Committee in Nov 2008.  This preventive study will have a particular focus on older men.
· Smoking – we are keen to develop this year a smoking proposal, one potential target is the National Prevention Research Initiative which has a deadline for outline proposals of Sept 18th.  Discussions are taking place between Dr Paul Aveyard, Professor Theresa Marteau, Professor David Weller and others to develop this proposal
· Exercise and cancer project – this involved the development of a physical activity booklet for cancer survivors and has been adopted by the Wales Cancer Trials Network.  It is to be submitted to the BUPA Foundation for funding, please note that Miss Alison Clark from the consumer liaison group joined the prevention sub-group in July 2007 as consumer representative.
Follow-up Subgroup
This subgroup continues to develop work in a number of areas:
· Lung cancer – a proposal to the NCRI SuPaC Lung Cancer Initiative was successful.  Grant holders are; Professor David Weller, Dr Christine Campbell, Dr Peter Rose, Dr Richard Neal and Professor Scott Murray.  This is due to commence and will examine the optimal roles of primary care in lung cancer follow-up.

· Survivorship research within the UK – a proposal is to be submitted to the Lance Armstrong Foundation by December 2008.  It will address the needs of patients who have survived cancer and examine how primary care can best meet these needs.

· A working party is developing a “gold standard framework” for cancer care in primary care.  This will include better information exchange, education programmes and improved mechanisms for patients to transfer in and out of specialist care.

Primary Palliative Care Subgroup
This subgroup remains very active and is developing a number of proposals, not all of which are listed here: 
· Breathlessness – a proposal has gone into the NCRI SuPaC Lung Cancer Initiative.

· Role and needs of older carers and access to end of life support (target CRUK)

· Dignity in end of life care (outline submitted to DIMBLEBY)

Meetings

The International Primary Care and Cancer Conference was held on April 24th and 25th in Edinburgh. This received support from the NCRI, Cancer Research UK, the National Cancer Institute, the Danish Cancer Society and the National Cancer Institute of Canada.  This was a very successful event with over 60 delegates from North America, Europe and Australia.  It has led to a framework for international collaborative research with a number of ideas to take draft proposals forward.  The group is led by an executive and planning is already underway for the next meeting in Copenhagen in April 2009.

The Primary Palliative Care Subgroup in conjunction with the NCRI COMPASS Collaborative held a meeting on March 6th entitle ‘Primary and Palliative Care – taking stock’. 80 people attended which generated considerable interest and debate.

A meeting entitled “Minimising Delays to Diagnosis of Cancer and Primary Care” was held at the Royal College of Physicians in December 2007. It was funded by the NHS Policy Research Programme and led by Professor Greg Rubin. This was a very successful event which sought to identify features that are common across the spectrum of cancers as well as the key issues which require further research.  It led to a number of research ideas particularly in the area of bio-markers, delay research, research into delay symptoms and research into re-referral practice and protocol.  Both the Cancer Reform Strategy and the NCRI Strategic Plan place a strong emphasis on early diagnosis and this workshop clearly contributed to the national debate on this issue.

Collaborations

Our group continues to work with a number of other CSG’s, most of which have already been mentioned: 

Lung Cancer CSG – the formation of an early diagnosis collaborative

TYA CSDG – a major proposal currently under development

Melanoma CSG – similarly a proposal is now recently well advanced

Bladder CSG – ongoing meetings with Dr Alison Birtle and Mr John Kelly
3-year strategy
The aim of the Group is to continue to build capacity.  We have achieved a good degree of focus after the last couple of years and this has paid off with a number of funded studies.  The current application development sub-group structure is likely to continue as it does appear to be productive in its current form.  
We will continue to examine our membership closely and ensure that we have all appropriate disciplines covered.  
Importantly we wish to strengthen our international activities and will continue to invest significant time and efforts in our International Primary Care and Cancer Research Group which is due to meet again in Copenhagen in 2009.  
We will also contribute to the national initiatives emerging from the Cancer Reform Strategy, many of which involve a considerable focus on primary care. 
Finally, we will further strengthen our links with CSGs and other cancer research colleagues.

Priorities for the next 12 months

· To make sure we deliver on currently funded projects; it is vital that the projects that we now have funded are undertaken to a high standard and that they contribute to our track record.  

· To continue our capacity building and obtain funding for 3 possibly 4 new major trials in each of our application sub-development group areas.

· To further strengthen our links with other CSG’s and across the cancer research community.

· To undertake careful succession planning so that the new chair is well in place in early 2009.

Professor David Weller, Chair

Appendix 1
Key strengths and issues from the Progress Review, February 2008
The key strengths of the Group identified at the review are:

· Addressing many of the issues from the previous review and making progress on a number of fronts

· Good progress since the 2006 review

· The funding of a number of studies initiated by members of the Group

· A number of studies in development and others going forward for funding 

· Successful restructuring  of the subgroups

The Panel identified the following issues which the Primary Care CSDG needs to consider:

· Appointing primary care nurses and practicing clinicians at the next membership rotation

· Broadening the geographical spread of members

· Succession planning for the Chair and the possibility of a period of overlap to enable the new chair to input into the Group’s strategy

· Strategically focussing on what will be the future flagship studies and developing ones which people are interested in

· Setting up a process for agreeing what studies will be prioritised

· An away day to develop a strategy and implementation plan

· Formalising links with GPFR, PCR, and the Schools of Primary Care 

· Continuing links with the Urological and Lung CSGs whilst at the same time making links with other CSGs such as Colorectal

The Panel agreed that the NCRN needed to:

· Consider increasing the portfolio coordinator resource

· Discuss succession planning with the Chair

The Panel agreed with the Group’s wishes to remain a CSDG.

