Purpose of Group

1.
Facilitate communication as influential authority.  Voice for patients / carers / clinicians at a later date.


2.
Unique spearheading.  A collective means of addressing the passion of people dedicated to improve the quality of life of those impacted by cancer – specifically to include carers and family members.

3.
Harnessing synergy of individual groups by sharing ideas etc.


4.
Pool knowledge / skills.

Share expertise.


5.
Share information re. what is happening in different areas / identify what already is being done.

6.
Ensure practical outcomes.  Practical ideas / get things done.

7.
Collate information to ensure equity to services.

8.
Patient experience.

9.
Need to involve professionals ? 60% patient involvement.

10.
Frustration at length of time to make anything happen / needs to be time limited.

11.
Need to establish resources.

12.
Different in that it is taking a general overview – not blinkered in dealing with specifics – cancer as a whole / nothing missed or overlooked.

13.
A platform for all groups to share ideas and information and an opportunity to have an input in decision making regarding treatment and services.

14.
To look at all aspects of cancer journey from pre-diagnosis, through diagnosis, surgery, treatment and post-treatment – physically and psychologically.

15.
Identify positive as well as negative aspects in order to share throughout NI.

16.
Make a difference and improve services (specified eg communication).

17.
Equity of services.

18.
Evaluation – not tokenism – get feedback of changes made.

19.
To effect change at a strategic level.

20.
Setting standards for users that are meaningful that professionals can also meet.

21.
That the personal experience of us all binds us all together and grounds the professionals.

22.
That users don’t have to search for services relevant to them – they are at one point.

23.
More of a pro-active group and more joined up.


24.
Open, flexible.

25.
That professionals come to this to consult – 2 way thing.

26.
That we are at the beginning of new developments.

Where can we most make a difference?

1)
Addressing the ignorance / lack of knowledge of professional – need to recognise the limitations.

2)
We must find out what decisions are being made – how do we get an input to that now! whether that in within NICaN or other bodies – eg NICaN subgroups.

3)
NICaN needs to be farming out information to us on what is happening within the health structures.

4)
To effect equity in services for the patient.

5)
Subgroup to write a plan (4/5) flexible day time groups.

6)
Communication, websites.

7)
Identify projects that are already up and running that we can feed into e.g. standard.


8)
On access to services (specifically cancer).

Where is our energy best directed?

1)
Nabbing the key people now while the new structures are being formed.

2)
Communication and Information (appropriate) at the initial point of contact or as the patient / user needs it along their journey.  e.g. that its not just central Belfast.

3)
Identifying funding to support this forum.

4)
What are the outputs and outcomes of this forum – how is this going to make a difference for those on the ground?


CEF plan 
 strategic links





 shape (structure, local groups)





 funding / resources – training





 communication and support

*
Mapping direction of services / lines of communication (support available) and signposting → Capricorn (web) → directory.

*
Influencing – decision makers, (including other network groups) targeting.

*
Evaluation / monitoring (through the other networks) / identifying examples of good practice [audit].

*
Inputting / influencing tumour / design of services.

Logistics
· Day meeting, specifics / time / standards.

· Focus on key issues (results / quick wins).

· DPA – contact details / agreed / shared.

· Equity / make difference for the patient.

· Minutes out by next week.

· Next meeting – 14th December – same time – Portadown & Dungannon.
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