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NICaN Regional Patient and Public Involvement Forum

Minutes of meeting Monday 24th September 2007
In the nutshell!
The Forum provided the opportunity for everyone to hear what’s happening within cancer services in Northern Ireland and, most importantly, contribute to the issues that patients and the public consider to be of optimum importance as services are developed. It also afforded time to meet others, learn together and discuss issues which are of importance to individuals affected by cancer. Having representatives from all parts of Northern Ireland added to the sense of coming together that is ultimately the aim of this Forum. 
Overview

Alex welcomed everyone to the meeting and set the scene for the evening, noting the importance of having individuals from all parts of Northern Ireland together. Alex also acknowledged the huge benefit in bringing together individuals with a personal experience of cancer and health care professionals in an environment which seeks to encourage joint understanding.
The aim of the Regional Forum was reiterated i.e. that the Regional Forum will be the mechanism which will  ensure a strong, co-ordinated and effective voice for the involvement of patients and the public in the planning and development of cancer services within Northern Ireland.
Development of standards

Alex then outlined work currently being undertaken through the Cancer Network in relation to taking forward the Cancer Services Framework through the development of standards. The ultimate purpose of developing standards is to ensure care that is patient centred, accessible, safe, efficient, effective and equitable.
· Standards are being developed in the areas of prevention, treatment and care and aim to improve the health and well being of individuals as well as reduce the inequalities which currently exist. 

· Key stakeholders were highlighted with patients and the public being top of the list

· The urgency in having patient and public involvement in the development of standards which will directly affect future services was discussed as was the opportunity which this presents to us as a Forum to be in active partnership with health care professionals

· A Stakeholder Workshop to be held on 12th October was highlighted and an open invitation extended to all
· Facilitated discussion then followed with members asked to discuss the following question:

‘What are the areas that, if developed, will have the greatest impact upon the quality of outcomes of patient care in cancer services?’
Responses gathered were to be fed back via Forum Leads at the workshop and are detailed in the appendix. However, the consensus of opinion very much focused upon the need for information and communication methods to be developed throughout all cancer services.
Chemotherapy

Ms. Alison Porter (Cancer Services Manager, Southern Trust) then gave a very informative presentation on a Chemotherapy project undertaken by the NICaN Chemotherapy group. The work identified a variety of issues in relation to chemotherapy services within Northern Ireland. These included the high levels of practice amongst staff delivering chemotherapy, the high level of activity within chemotherapy services as well as the need for future training for community staff. The willingness of health professionals to look at service provision and the importance of ensuring that services delivered continue to be safe and of the highest possible quality were stressed. The opportunity to have active patient and public involvement in the future planning of chemotherapy services was highlighted. Alison then answered questions and provided a very informative insight into the financial aspects which surround chemotherapy services.
NICaN Regional Tumour Groups
Ms. Madeline Mulgrew, Forum Lead, informed the group of the need to continue to develop patient and public involvement within each of the existing Tumour groups i.e. Breast, Colo-rectal, Gynaecology, Haematology, Lung, Upper G.I., Urology. The need to also have PPI involvement in Theme groups, particularly Supportive and Palliative Care and Drugs and Therapeutics, was also mentioned. Madeline emphasised the very real opportunity which these groups afford PPI in actively shaping services. Madeline also explained that individuals who are part of the Tumour or Theme groups will be supported in their roles as PPI Representatives. Madeline invited anyone interested to contact Janis who can then further explain the role of PPI Representative. Alex referred to specific cancers which, as yet, have no Tumour group e.g. Head and Neck, Sarcoma. Individuals interested in such areas of care can still input into shaping services through the PPI Forum.
Sign Posting Handbook
Ms. Elvira Lowe, Forum member and member of the Sign Posting Subgroup, brought the Forum up to date on progress of the handbook. Elvira explained how the handbook has been developed with the opinions of patients and the public being sought at each stage. The sub group aim to have the handbook completed by end of the year with a view to launching it in January. Further information will follow regarding the launch as soon as details are confirmed.

Patient Information
Ms. Danny Sinclair, Regional Co-Ordinator for Patient Information, explained her role to the Forum. Danny emphasised that a need is recognised for giving individuals affected by cancer information that is both accurate and timely. Information is initially being developed within lung and breast services and will build upon the information systems already established within these areas. Danny noted that she will be seeking input from Forum members with regard to this work. Anyone be interested in being part of this project was invited to contact Danny at the NICaN office.
Next meeting
It was agreed that the Forum would meet twice annually with the next meeting to held on Monday 3rd March 2008., 7pm -9pm. Venue will be confirmed closer to the date. Developments of current or impending work e.g. the Sign Posting Handbook, Patient Information, the Chemotherapy project, will be co-ordinated through Janis and fed out to the Forum. 
Close of evening
Alex then closed the meeting by thanking everyone for taking the time to attend and emphasised the value of their input.
Appendix
Each table was asked to consider the following question:
‘What are the areas that, if developed, will have the greatest impact upon the quality of outcomes of patient care in cancer services?’

The following responses were recorded from the four groups……
Information and Support: which would lead to an ‘easier ‘pathway through illness and allow a better understanding of what is involved in treatment and promote choice for individuals as treatment continues
Information: that is quality assured, consistent and freely available. This would enable the building of trust in health professionals and raise awareness of services that are available

Information: specifically on financial and practical aspects of the journey….availability of ‘experts’ to help individuals complete forms…help with everyday chores. This would allow individuals to maintain family life and help with the quality of life, reducing financial burdens and allowing families to maintain some degree of control over situations.

Communication: this is vital for patients, carers and professionals. Adequate IT systems and timely dissemination of information can make all the difference between merely existing and living a quality life…can even make a difference between living and dying.
Accurate and prompt diagnosis: leading to an increased chance of a good outcome
Acceptance: as an individual…not a number on a production line

Equality
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