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Patient & Public Involvement in the Planning 

& Development of Cancer Services
Who else needs to be involved?

We 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


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


