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Event Details

A patient participation group for people affected by cancer was held by HVCCG on the 6th of December 2018, at the Stanborough Centre in Watford.

Invites were sent to the PPG network, which currently stands at about 130 patients and then shared through individual practice patient groups. Due to this, we are unfortunately unable to report the actual numbers of people who received an invitation to attend. Flyers were handed out at the WHHT Health and Wellbeing Event on the 23rd of October 2018 at YMCA, Highfield in St Albans and flyers were disseminated via the CCG Hospice leads.

Eight patients attended (4 males, 4 females).

The event was led by Dr Sonal Mapara (Macmillan GP) and Kathryn Cremins (Macmillan Practice Nurse Lead), with support from Rowena Howell (Macmillan Partnership Manager Herts & Beds) and Renate Scheffer (Macmillan Project Support).

Format of the session included an update on changes to cancer services within HVCCG, discussion regarding cancer performance data trends, information on work being done within HVCCG for patients living with and beyond cancer, and presentation of results from the recent National Cancer Patient Experience Survey. An interactive session followed, entitled “Hearing your voice” where participants were given the opportunity to share their personal cancer experiences using sticky notes. 

Feedback from patients regarding the event was positive, with patients commenting that they felt listened to and that the event was well organised. Suggestions for future events included trying to target a wider audience to include a broader age range, although others commented that having a small group was beneficial. 

Key Themes Identified
Whilst many patients commented on positive aspects of their care, here is a summary of the less positive themes identified, with accompanying actions taken as a result of the patient feedback.

1.  Lack of information about the early signs and symptoms of cancer
Patients commented on feeling that prior to diagnosis, they had a lack of knowledge regarding the early signs and symptoms of cancer, which in some instances lead to a delay in them presenting to their GP.

· ACTION: Our focus as a CCG is to increase early diagnosis of cancer, and increased awareness aligns to this. We are confident that the national campaigns for increasing awareness around the signs and symptoms of cancer (namely the “Be Clear on Cancer” campaigns) are very effective and we aim to support and promote these campaigns within HVCCG practices as part of our education programme. 

2.  Issues surrounding privacy, dignity & pain management in West Herts Hospitals NHS Trust
Some participants shared distressing stories about their personal experiences. 

· ACTION: Whilst we are aware that these incidents are anecdotal, we feel that privacy and dignity are fundamental rights of a patients. Therefore, we have raised the concerns with the Head of Cancer and Palliative Care and the Lead Cancer Nurse at West Hertfordshire Hospitals NHS Trust. They have assured us that they take such issues very seriously and will action appropriately.
 
3. Difficulty in contacting the West Hertfordshire Hospitals Breast Team
We were made aware that two patients had shared similar experiences of being unable to get through to the breast team on the phone number given to them. 

· ACTION: We have raised this with the Head of Cancer and Palliative Care and again they have assured us that they take such issues very seriously and will action appropriately.

4.  Limited contact with Primary Care following a diagnosis of cancer
Many patients reported being unaware of whether they had had a cancer care review with their GP after initial diagnosis of cancer. 

· ACTION: We aim to promote the use of the cancer care review within primary care as an opportunity to holistically review the patient, rather than seeing it as a tick-box exercise where some patients may not even be made aware by their GP that a “cancer care review” is being performed. Therefore, another focus for the CCG is to train practice staff around the benefits of supporting their patients with cancer in Primary Care, ideally using a formal template for the cancer care review. This will be included in the HVCCG GP Cancer Education Programme for 2019/20. Furthermore, the Practice Nurse teaching programme is up and running and we expect that many of the nurses will be able to take on the role of performing cancer care reviews as well as holistic needs assessments, having attended the course.
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