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NCRI Psychosocial Oncology Clinical Studies Development Group 
Introduction
The Group was established as a Clinical Studies Developmental Group in 2004.  During 2007 the Group set a 3 year strategy as a result of which a revised subgroup structure was developed and is now in operation.

Membership and structure

Members come from a wide range of specialisms.  There has been some turnover this year with one new member joining and three stepping down.  There are 3 consumer representatives all of whom are active members.  The Group has a portfolio coordinator and has three subgroups, Psychosocial Effects and Participation in Clinical Trials, chaired by Professor Karen Cox, Impacts of Sides Effects, chaired by Professor Galina Velikova and Transition from Active Therapy chaired by Dr Ziv Amir and Dr Penny Wright. Membership is strong and there is good attendance at main and subgroup meetings.
Portfolio and accrual

There are currently 24 studies in the Group’s portfolio (see Table 1 below).  Of these 8 are closed. The Group has submitted 7 grants which have been developed within the subgroups, 4 were invited for full application all of which were successful. One outline was unsuccessful and the remaining 2 studies are still under review. The study funded by NIHR Research for Patient Benefit looks at the use of the internet to follow up cancer survivors and the second successful study assesses the impact of cancer on patients of South Asian origin. 
920 patients were recruited to Psychosocial Oncology studies in 2007/08, representing 3.6% of total UK accrual. 
Table 1: Psychosocial Oncology CSDG Portfolio

	Acronym
	Title
	PI(s)
	Status

	ACU.FATIGUE  
	The effectiveness of acupuncture and self-acupuncture in managing cancer-related fatigue in breast cancer patients: a pragmatic randomised trial
	Professor Alexander Molassiotis
	Open

	ATT (Attention Control Study)  
	Quality of life (QOL) assessment in the care of individual cancer patients
	Dr Galina Velikova
	Closed

	BresDex 
	A decision explorer for women deciding about breast cancer treatments: BresDex
	Professor Glyn Elwyn
	Open

	BUMPS 
	Behavioural Urinary Management for Prostate Symptoms: A phase II trial for testing feasibility of a self-management interpantion for urinary problems following prostate radiotherapy
	Dr Sara Faithfull
	Closed

	Cancer-related Fertility Impairment 
	The experience of cancer-related fertility impairment among people of South Asian and White origin
	Dr Sangeeta Chattoo
	In set up

	CARIAD 
	The CARIAD Trial: Waiting for genetic risk information: a randomised controlled trial of a brief self-help coping intervention
	Dr Ceri Phelps
	Open

	Clinical meaning & utility of the SPI: longitudinal study 
	Clinical meaning and utility of the Social Problems Inventory (SPI) in oncology practice: longitudinal study
	Dr Penny Wright
	Closed

	Clinical meaning & utility of the SPI:X-sectional study 
	Clinical meaning and utility of the Social Problems Inventory (SPI) in oncology practice: cross sectional study
	Professor Peter Selby
	Closed

	CNS 2005 01 (In-depth QOL for Brain Tumour) 
	An in depth study over time on the effect of child and parent factors on the perceived quality of life of children treated for a brain tumour
	Dr Colin Kennedy
	Closed

	COIN QoL Sub-Study 
	COIN Quality of Life Sub-Study
	Profesor Tim Maughan
	Open

	Communication & Comprehension about Phase I trials 
	Communication and Comprehension about phase I oncology trials
	Professor Lesley Fallowfield
	Open

	Continuity of Care Study-Phase IIb 
	Continuity of care in patients with cancer: Phase IIb-feasibility trial
	Dr Louise Jones
	Closed

	Development of an EORTC Quality of life module for cholangiocarcinoma 
	Development of an EORTC quality of life module for cholangiocarcinoma
	Dr John Ramage
	Open

	Effect of lifestyle intervention 
	The effect of a lifestyle intervention on body weight, psychological health status and risk factors associated with disease recurrence in women recovering from breast cancer treatment
	Dr John Saxton
	Open

	Feedback of trial results 
	Feedback of trial results to participants: A literature review and stakeholder survey
	Professor Karen Cox
	In set up

	FH01-HTA Mammography Trial 
	Evaluation of mammographic surveillance services in women under 50 with a family history of breast cancer
	Dr James Mackay
	Closed

	Living with Secondary Breast Cancer 
	A study of the experience of living with secondary breast cancer
	Professor Jessica Corner
	Closed

	OES/STO Merge 
	A study to combine the EORTC quality of life questionnaire modules, the QLQ-OES18 and QLQ-STO22 to measure quality of life in patients with oesophageal or gastric cancer, or cancer of the oesophago-gastric junction
	Professor Jane Blazeby
	Closed

	P4NET 
	Clinical and Psychometric Validation of a disease specific module in assessing the quality of life of patients with G.I.related neuroendocrine tumours.
	Dr John Ramage

	Open

	PSQ;H&N 
	Quality of Life Assessment in Individual Head & Neck Cancer Patients
	Mrs Sheila Fisher

	Open

	Quality of Life in secondary liver tumours 
	Development of an EORTC QoL questionnaire for patients with malignant carcinoid tumours.(now closed).

Part 2: A study of the clinical and psychometric validation study of a disease-specific questionnaire module(QLQ-LMC21) in assessing the quality of life of patients(open)
	Mr Myrddin Rees

Dr John Ramage

Professor Jane Blazeby


	Closed

	Reducing Fatigue Through Telephone Support 
	Reducing fatigue in individuals with cancer undergoing chemotherapy through telephone support and education
	Dr Emma Ream
	In set up

	SCNSUK05 
	Unidentified or unmet - what are the supportive care needs of people following cancer treatment?
	Maggie Crowe

Professor Alison Richardson
	Closed

	South Asian SDI Study 
	The social impact of cancer on people of South Asian origin: staff and patient interview studies
	Dr Chris Bradley
	Open

	Spiritual beliefs study 
	Study to explore the associations between spiritual beliefs and psychological status in patients with life threatening illnesses
	Dr Louise Jones
	Open

	Survivors of Adult Cancer  
	Survivors of adult cancer: Their use of primary care services and unmet needs
	Dr Peter Rose
	In set up

	TACT Trial Long Term QL (sub-study)  
	TACT Trial Long Term Quality of Life sub-study
	Dr Paul Ellis
	Open

	Teams Talking Trials 
	Development and evaluation of a training intervention for Cancer Teams talking about randomised trials
	Professor Lesley Fallowfield

Dr Valerie Jenkins
	Open

	
	 A randomised controlled trial of a cognitive behavioural

intervention for women who have menopausal symptoms following breast

cancer treatment 


	Professor Myra Hunter
	In set up

	(ASyMS(c) R
	Improving the symptom experience of patients with lung cancer receiving

radiotherapy: Advanced Symptom Management System for Radiotherapy


	Professor Nora Kearney
	In set up


Trials in development

There are a number of studies under development including:
· The use of charity psychosocial oncology help lines

· Interventions for sexual dysfunction 

· Issues surrounding return to work after cancer diagnosis

Meetings

The Group are involved in discussions about a joint Complementary Therapies, Palliative Care and Psychosocial Oncology CS(D)G meeting.  No other meetings have been organized.

Collaborations

The Group is collaborating with the Primary Care CSDG on a study of long term follow up of survivors.  The CSDG collaborate with both Compass and CeCo, Supportive and Palliative Care Collaboratives (SuPaCs), EORTC Quality of life Group, British Psychological Outcomes Society (BPOS) and the International Society for Quality of Life Research (ISQUOL).
Publications

Publications for the reporting year can be found in Appendix 1.
Other activities

Members have been involved in the CRUK’s strategic review of psychosocial research and the activities of the Population of Behavioral Science Committee (PBSC).  The Group continues to review psychosocial research proposals from UK researchers before submission for funding and also for PBSC and CTAAC at the funding stage. A bid for a Project Officer was unsuccessful.
3-year strategy

Future research priorities were discussed at the Group’s strategy away day in 2007. It was agreed that the priorities for the Group for the next three years would be;
· Psychosocial effect of participation in a clinical trial from recruitment through to presentation of results

· Impact of side effects of therapy

· Transition from active therapy and secondary care

As indicated earlier the new subgroup structure reflects these priorities
The Group’s strategy is to concentrate on building the research portfolio, to increase and widen participation in the research portfolio and to acquire full clinical studies group status by the time of the next progress review.  In order to achieve this strategy we will be:
· Successfully implementing and using the Group’s new subgroup structure as a vehicle for focusing on priority key areas in order to drive the development of new research

· Continuing to review membership and identify and fill gaps in expertise

· Co-opting individuals onto the new subgroups in order to include a wider range of expertise and also to start to develop and build new researcher capacity (eg: by the inclusion of post docs, research fellows)

· Inputting into relevant CRUK and NCRI reviews and highlighting funding scarcity and lack of research capacity in the area of psychosocial oncology
· Raising the profile of the Group through stronger links with CSGs, other CSDGs and national and international psychosocial groups.

· Developing a clearer system for identification of portfolio studies

· Developing a more streamlined approach to advising on PBSC funding applications.

Priorities for next year

The priority remains to develop high quality research grant submissions.
Professor Julia Brown, Chair

Appendix 1
2007/08 Publications and abstracts

King M, Jones L, Richardson A, Murad S, Irving A, Aslett H, Ramsay A, Coelho H, Andreou P, Tookman A, Mason C, Nazareth I.  The relationship between patients’ experiences of continuity of cancer care and health outcomes: a mixed methods study Br J Cancer. 2008 Feb 12;98(3):529-36. Epub 2008 Jan 29

Amir Z., Moran T., Walshe L., Iddenden R. & Luker K., Return to paid work after cancer: A British experience,  J. of Cancer Survivorship, 2007,1:129-136 

Amir Z., Neary D., Luker K., 2008, Cancer survivors’ views of work 3 years post diagnosis – A UK Perspective, European Journal of Oncology Nursing, 2008, In press, Epub 2008 March 25 

 L Fallowfield, V Jenkins, R Coleman Which Bisphosphonates do Oncologists Prescribe for Women with Metastatic Breast Cancer and Why?   Results of a UK Survey.  The Breast (E-published 5th May 08 ahead of print) 2008

Jenkins V, Atkins L & Fallowfield L. Does endocrine therapy for the treatment and prevention of breast cancer affect memory and cognition? EJC. 1342-1347 2007
Shilling, V. and V. Jenkins, Self-reported cognitive problems in women receiving adjuvant therapy for breast cancer. Eur J Oncol Nurs.  Jul 14; 11, 6-15 2007
Smith AB, Rush R, Velikova G, Wall L, Wright EP, Stark D, Selby P, Sharpe M (2007) The initial development of an item bank to assess and screen for psychological distress in cancer patients. Psychooncology 16: 724-732

Smith AB, Wright P, Selby P, Velikova G (2007) Measuring social difficulties in routine patient-centred assessment: a Rasch analysis of the social difficulties inventory. Qual Life Res 16: 823-831

Velikova G, Awad N, Coles-Gale R, Wright EP, Brown JM, Selby PJ (In press) The clinical value of quality of life assessment in oncology practice – a qualitative study of patient and physician views. Psychooncology

Wright P, Marshall L, Smith A, Velikova G, Selby P (In Press, published on line) Measurement and interpretation of social distress using the social difficulties inventory (SDI). Eur J Cancer

Smith AB, Wright EP, Selby PJ, Velikova G (2007) Agreement between the summary indices of the FACT-G and EORTC QLQ-C30: A preliminary analysis. Psychooncology 16: S241-S242

Wright P, Smith AB, Roberts K, Selby PJ, Velikova G (2007) Patient-centered assessment using the Social Difficulties Inventory (SDI): Guidance for staff. Psychooncology 16: S9-S10

Podmore EJ, Marshall LC, Wright P, Selby PJ, Velikova V (2007) Routine Assessment of Social Difficulties: are we opening Pandora’s box? Psychooncology 16: S123-S124

Evans MA, Shaw ARG, Thompson E, Falk S, Turton P, Thompson T, Sharp DJ.  Decisions to use complementary and alternative medicine (CAM) by male cancer patients: information-seeking roles and types of evidence used. BMC Complementary and Alternative Medicine 2007;7:25

Evans MA, Shaw ARG, Sharp DJ,  Thompson EA,  Falk S, Turton P, Thompson T.  Men with cancer: Is their use of complementary and alternative medicine a response to needs un-met by conventional care? A qualitative study. 

European Journal of Cancer Care 2007;16(6):517-525.

Hollinghurst S, Shaw A, Thompson EA. Capturing the value of complementary and alternative medicine: including patient preferences in economic evaluation. Complementary Therapies in Medicine 2008;16(1):47-51.

The FH01 Management Committee, Steering Committee and Collaborators, The challenge of evaluating annual mammography screening for young women with a family history of breast cancer, Journal of Medical Screening  Vol 13, Number 14, 2006 

Pollock, K, Wilson, E , Porock, D and Cox, K (2007) Evaluating the impact of a cancer supportive care project in the community: patient and professional configurations of need.  Health and Social Care in the Community 15(6):520-529.

Cox, K, Wilson, E, Jones, L, Fyfe, D.  (2007). An exploratory, interview study of oncology patients’ and health care staff experiences of discussing resuscitation. Psycho-oncology 16:985-993.

Wilson, E and Cox, K (2007) Community palliative care development: Evaluating the role and impact of a General Practitioner with a Special Interest in Palliative Medicine. Palliative Medicine 21:527-535.

Wilson, E, Elkan, R and Cox, K. (2007). Closure for patients at the end of a cancer clinical trial: literature review. Journal of Advanced Nursing 59(5):445-53.

Elkan, R, Avis, M, Cox, K, Wilson, E, Patel, S, Miller, S, Deepak, N. Edwards, C, Staniszewska, S, Kai, J. (2007) The reported views and experiences of cancer service users from minority ethnic groups: a critical review of the literature. European Journal of Cancer Care 16, 109-121.

 

Cox, K, Sharp, D. Mitchell, A, Upton, D and Maher, J. (2007). The structure and function of the psycho-social care team in the cancer setting. Psycho-oncology 16:S19.

Bird, L., Cox, K, Arthur, A, Stone, R. (2007). Addressing recruitment challenges in clinical trials of complex interventions in cancer settings. Psycho-oncology 16:263.

 

G Velikova, S Sheppard, L Campbell, A Smith, N Awad, P Selby, J Brown.  Randomized trial of quality of life measurement in oncology practice – do oncologists need to know?  Abstract 9586, ASCO Annual Meeting, May 30-June 2 2008, Chicago, Illinois, USA.

Lagergren P, Fayers P, Conroy T, Stein HJ, Sezer O, Hardwick R, Hammerlid E, Bottomley A, Van Cutsem E, Blazeby JM; European Organisation for Research Treatment of Cancer Gastrointestinal and Quality of Life Groups. Clinical and psychometric validation of a questionnaire module, the EORTC QLQ-OG25, to assess health-related quality of life in patients with cancer of the oesophagus, the oesophago-gastric junction and the stomach. Eur J Cancer. Sep;43(14):2066-73. (2007)

On behalf of the CCLG (formerly UKCCSG  Bull KS, Spoudeas HA, Yadegarfar G and Colin R. Kennedy CR. Reduction of Health Status 7 years after addition of chemotherapy for craniospinal irradiation for medulloblastoma: A follow-up study in PNET 3 trial survivors - Journal of Clinical Oncology September 20th  vol 25, no 27 (2007)


- 6 -


