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Patient & Public Involvement in the Planning 

& Development of Cancer Services

Record of discussion points for Planning meeting 5th June 2006

Overall aim of meeting

Janis began the meeting by welcoming everyone to the group. It was noted that this was the first time in Northern Ireland that individuals from all parts of the province & a variety of backgrounds had met to plan patient & public input into the planning & development of cancer services.  The role of NICaN was briefly outlined as was that of Janis as Facilitator for Patient & Public Involvement in the Planning & Development of Cancer Services. 
The main aim of the evening was to give those present the opportunity to begin discussions on how patient & public involvement can best be established in a way which is meaningful & not tokenistic.
The ultimate goal of establishing a Cancer Experience Forum was briefly highlighted. 
· The Cancer Experience Forum will be seen as the means through which the voice of patients & the public will be best heard. 

· The Cancer Experience Forum will ensure the participation of patients and the public from all areas of Northern Ireland and all walks of life in the planning and development of cancer services 

· The Cancer Experience Forum will be the centre point where co-ordination of patient and public participation will occur for Northern Ireland, both creating and maintaining links throughout the province in voluntary, statutory and private sectors.  
· Patient and public involvement will occur through the Forum at a variety of levels – there will be room for all ‘voices’ to be heard and to be heard equally. 

Mapping services

Feedback was given from the patient and public meetings which had been held in April. The events highlighted some specific issues for patients and the public regardless of which part of the province they lived in. Whilst there are a lot of individuals & groups in the province doing a lot of good work, not everyone is necessarily aware of what groups are out there to provide help. How to access such groups at the right time is also an issue for many people diagnosed with cancer & their carers. It was considered important, therefore, to attempt to begin to map groups throughout Northern Ireland.

At the outset of the meeting individuals at each table were asked to note on cards any services which they were aware of in three main areas:

· Patient advocacy groups i.e. groups in which patients & the public are actively involved in planning services

· Patient support groups i.e. groups which offer support to patients on any aspects e.g. counselling ,financial assistance, etc…
· Carer support groups
The cards were then posted onto a large map attached to the wall – please find enclosed a condensed version of the details gathered (page 1). This now gives us an idea of which groups are in the province in each of the three areas being considered. We can now, over the next few months, add to the details by group members checking out locally in their home areas details regarding each separate area. 

HOMEWORK FOR THE SUMMER!!  

Included at the back of these records are details of the various groups which we are aware of within Northern Ireland (page 1 …plus maps). In order to ensure that there are no groups left out of the picture could everyone, over the forthcoming weeks, please check out if any other groups should be added to the list from groups in their local communities? 

1.  Patient advocacy groups

2. Patient support groups

3. Carer support groups. 

Could everyone please fill in the form attached (page 2) regarding any groups which have been overlooked & contact Janis if there are any additions to be made? This way we can either add to the map or at the very least confirm the details of the groups which we are aware of. 
Who else?

We then looked at who else needs to be involved in our meetings as we seek to establish the Cancer Experience Forum. The individuals/groups noted below were highlighted. Who is asked into or in some way connected to the group and how we go about doing this will have to addressed in the not-too-distant future.
	· GPs – facilitators, special interest

	· Community Nurses

	· Citizens Advice Bureau

	· Social services

	· Allied Health Professionals –Dieticians

	· Community transport

	· Politicians involved in Health

	· Pharmacists

	· Complimentary therapists

	· Palliative care

	· Department of Health Representatives

	· Oncologists

	· Lead Cancer Nurses.. specialist nurses re chemotherapy; Macmillan nurses

	· Trainers/counsellors

	· Risk Managers

	· Carers

	· Patients currently having treatment

	· Psychologists

	· Social Workers

	· Hospital Boards

	· Parents of children with cancer

	· Spiritual care advisors

	· Ethnic minorities

	· Mental health / Learning disabilities

	· Councils

	· Media


Resources  
The question asked was 

‘What do we need to make the Cancer Experience Forum work?’ 

Thoughts from folks on this area were: 

	Attitudes: 

· needs to be more than tokenism

· patient / carer voice must be accepted on an equal footing with professional commitment but flexibility eg carer’s treatment

	Money:

· Travelling expenses

	Venue:

· Rotate but in central areas e.g. Cookstown , Antrim

	Meet:

· Monthly – depending on issues involved but could be updated by email

· Good to establish eg first Monday of each month etc

· Try smaller group meeting to start but emphasis on feedback to larger group

	Training valuable

	Need links to feed funding through

	Valuable – quick win if identified 

	Confidentiality

	The word ‘Forum’ may scare people off ?? re think

	Make it clear that it is not a support group, it’s really an action group

	Communication

	Partnership

	Awareness of who is ‘out there’ involved in cancer issues

	Enthusiasm / motivation to drive issues forward

	Action not just talk

	‘Pooling’ expertise of those who are at the ‘chalk face’

	People who genuinely care and are committed

	Resources for:

· booking room

· travelling expenses

· secretarial support (taking notes)

· monitor co-ordinator

	Good communication

	People with drive – not afraid to speak out

	Facilitator – lead

	Rotating venue

	Initially one by one meeting

	Share travelling


Once again, we need to begin to address these issues in the not-too – distant future.
How do we set up the Cancer Experience Forum

The process of how actually we go about putting the Cancer Experience Forum in place was addressed. We need to look at how the Forum members will link out to others in the various groups & communities within the province. Ideas are:

	· Clear outline of what NICaN is doing and where it is going

	· To motivate them and ensure they feel they can contribute using their expertise

	· Personal contacts

	· Write to them inviting them to a forum or meetings to address cancer survivors / cancer carers’ issues

	· Alternatively for ‘us’ to be invited to a meeting with some of the above to address issues of survivors / carers

	· Barriers to getting involved

	· accessibility

	· time, venue / has to be local

	· people working in cancer

	· confidentiality – may not want to commit / involved in forum

	· At least 50% patients / carers

	· Network Board

	· Lobbying

	· Invitation

	· Medical advertisement (NICaN produced?)

	· NICVA

	· Media advertisement

	· Word of mouth

	· Nominations

	· Networking

	· Websites


Finally, it was important to agree as a group the When & Where of our Venue : Glenavon House Hotel, Cookstown (for hotel details tel. 02886 764949 ;www.glenavonhotel.co.uk  or see map attached for directions)

Date: Wednesday 27th September 2006
Time: light buffet 6.00-6.30 pm  :meeting taking  place 6.30pm - 8.30pm

Could everyone please contact the NICaN office if they plan to attend the next meeting: 0289056 5860? 

next meeting. All agreed with the suggestion that a central venue would be preferable to rotating the venue each time we meet. Hence the Glenavon House Hotel, Cookstown, was agreed as a central point. Further discussion on venues can always be held at future meetings.
Next meeting:

Details of possible work which we may wish to think of undertaking as a group are included below. Such work will ultimately be based on the overall aim of the group which will be to give a strong voice to patients & the public in Northern Ireland in the future planning and development of cancer services. This is no mean task! It is, however, a vital one. 
Over a number of years many organisations within Northern Ireland have sought to provide help and support for patients and their carers. Once again I acknowledge the importance of their input, both now and into the future. We are now starting to build together upon this work, through the Northern Ireland Cancer Network, the means by which the issues that matter to all individuals affected by cancer can be brought to the fore….. issues that will reflect the thoughts of people from all the corners of our province.
This will hot happen overnight! But it will happen. Given that we will be limited by how often we can meet and being aware also that people are put off by continually attending meetings which seem to have no active work being undertaken, can I suggest the following? That before our next meeting :
· …everyone reads through this possible definition of the Purpose of the Cancer Experience Forum and brings with them any changes or alterations which they would like to make to this definition to the meeting in September.

The Cancer Experience Forum will exist in order to provide the means through which Patient & Public Involvement in the planning and development of cancer services within Northern Ireland is ensured a strong, co-ordinated and effective regional voice. 
· …everyone gives some thought to the ‘credentials’ of the person who should actually Chair the group. For example, you may consider it to be very important, in fact crucial to the group, that this person should have had their own experience of cancer or have been a carer of someone who has had cancer. This individual will also have to be available to attend meetings and liaise with group members between meetings – hence involving a large time commitment. Should we possibly have 2 individuals to co- chair the group? It will be necessary, in the not-too-distant future, to discuss who will chair the group… firstly,  however, members must have the opportunity to  the opportunity to know one another – this will very much be the focus of the next meeting.
· …everyone considers the following suggestions as to how we begin to address areas in which individual group members may wish to become involved. I have noted some possible areas …please feel free to bring your own ideas!!
· planning a Strategy for Patient and Public Involvement 
· continuing to build upon on the mapping process in order to put together a ‘Signposting Process’ regarding where and what help is available for individuals throughout the province
· involvement in established NICaN groups for specific cancers as well as regional groups
· inputting into the Regional Cancer Centre

· becoming involved in Macmillan training 
· addressing training in specific areas where there are known to be gaps in health service awareness of issues

Should anyone have any issues that they would like to discuss between now and September I would be only too happy to chat with you. Please feel free to contact me at the NICaN office 02890 565860 or at my email address -  j.mcculla@nican.n-i.nhs.uk 

No query is stupid…if you have thoughts or ideas or are just not sure of what exactly we’re at (!!) ….don’t hesitate but to contact me.

In the meantime, I just want to say a huge thank you to everyone for helping me to get this ‘show’ up and on the road. I look forward to hearing from you over the summer and very much hope that we will see you in September.

Best wishes, 

Janis
Janis McCulla

NICaN Regional Co-Ordinator for Patient and Public Involvement
