CANCER SURVIVORSHIP EVENT

Monday December 7th 2009

Feedback from Workshops

The Greater Midlands Cancer Network Psychology Group facilitated workshops on Emotional Aspects of Cancer; Lifestyle Issues and Coping with Physical Aspects of Cancer

The experience of cancer is a very personal and individual one as was evident from the rich and varied responses within the workshops. This is a summary of the main themes that emerged from the workshops.
Responses to Cancer and its Treatment

The groups talked about a range of physical aspects of cancer and its treatment including fatigue and tiredness; memory loss; changes in physical appearance; changes in sexual functioning and in fertility. They talked about the difficulty in explaining non-visible symptoms such as fatigue and that other people do not understand the impact of these less obvious symptoms.

People talked about emotional responses such as shock, fear, denial and feeling out of control. They talked about the huge impact of changes in physical appearance on their sense of themselves: of having to “get used to a new body”. They described the sense of isolation and loneliness of having cancer.
People described the impact on their lifestyle from the change in their energy levels and need to prioritise. They described the frustration at not being able to lead a “normal” life and not being able to plan because each day is different.  
What helps?
People talked powerfully about the personal resources that they had drawn on to adapt to the changes brought about by illness and treatment. 
They talked about personal resources that they had drawn on to cope with these feelings which included humour; fighting spirit; being honest and open about feelings.

They talked about lifestyle changes that they had made including diet and exercise changes; looking after themselves more; clarifying priorities and stopping to re-evaluate and take up new interests. They talked also about the changes partners and families had made in accepting the changes brought about by cancer. 

They spoke of the importance of being able to be open about their experiences with someone who could be trusted both through relationships with medical and nursing staff, through support groups or through partners and other family and friends.
What people wanted from services?
Service User Empowerment
People talked about the importance of responding to people with cancer as individuals, developing services which are flexible and responsive in approach, and for services to be more led by them as customers of the service. They asked for greater choice e.g. in appointment times.

Communication was a theme that emerged strongly throughout the groups. The need for continued improvement with breaking bad news was stressed, clearer explanation about the physical aspects of treatment that does not use jargon and clearer verbal and written information about physical aspects including fatigue and the impact of surgery; about practical concerns including finance and benefits; diet and exercise. They made some practical suggestions including improved information packs; guidelines prior to stages of treatment and information on emotional aspects of cancer.
Better Integration and Coordination of Services
There was concern expressed about the difficulty in communicating between different professionals and services. People described a wish for better communication between different departments and clearer discharge pathways with information about follow-up; support and what to look out for after finishing treatment. 
Support
People in the groups described lack of support in a number of areas including lack of support for help with daily living e.g. with financial aspects, including benefits and hospital transport and parking. They talked about the importance of providing support and information to partners, carers and families; and the importance of improving access to psychological support services. They stressed the importance of good supportive relationships from G.Ps; Clinical Nurse Specialist and other health professionals involved in their care and from support groups.
Action Plan
Marilyn Owens, Psychology and Bereavement Manager summarised the work of the groups and clarified that the concerns raised and suggestion made by the group would be fed back via the Palliative and Supportive NSSG and through the Partnership group and would be taken on board in the network’s project work on discharge planning, survivorship and on developing clearer referral pathways in to support services. She thanked the groups for their continued contribution to the development of services. 
