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 Patient & Public Involvement in the Planning 

& Development of Cancer Services

Record of discussion points for Planning meeting 27th September 2006
The evening in the nutshell!
At the lively meeting on Wednesday 27th September there was a real sense of a coming together in creating a vision for where we need to go & a passion from individuals for getting going!. There is already such potential within the group to effect change & together make a real difference throughout Northern Ireland for those affected by cancer.
Following some light refreshments events began with Janis welcoming everyone to the meeting. Given that it will take time for group members to know one another everyone was asked to introduce themselves to others at their tables. 

Apologies received were noted.
GENERAL RECAP

A general overview of the meeting was highlighted & the 3 main purposes of the evening were set out as being
- to give members the opportunity to begin to know one another better

- to agree the overall purpose of the Cancer Experience Forum (CEF)

- to agree & commence some projects which the group consider will make    

  a difference in cancer services for people within Northern Ireland.

Janis briefly recapped on the role of the Northern Ireland Cancer Network & presented a possible purpose of the C E F within the Network.

The work which members had commenced at the meeting in June was referred to i.e. Who else needs to be involved in the CEF, How they are brought into the group, possible Resources required & the mapping exercise of services available throughout Northern Ireland. This work will be of much use over forthcoming weeks & months. It was also highlighted that the CEF is to be for everyone & it was sincerely hoped that by the end of the evening everyone would feel they had a part to play in the development of the CEF. 
START OF THE MEETING

INDIVIDUAL PARTICIPATION

Having reminded everyone of the purpose of the Cancer Network & recapped on events to date, Janis then invited individual group members to talk to the group briefly on projects which they are involved in. 

Mrs Colette Lavery

Colette spoke of her involvement in several projects. Colette has recently been invited to sit on the advisory board of the BCH Macmillan Support & Information Centre (MSIC) at the cancer centre in Belfast. It is anticipated that this will provide a direct link between the CEF & the MSIC & allow for information to be passed directly between the two. 
Colette also told the group of an invitation extended to herself & her husband, Charlie, to attend a meeting alongside professionals at their local hospital. At this meeting they were asked to discuss & comment on a breaking bad news record tool which is aimed at ensuring that all professionals involved with individual patients are aware of the information that has been given to patients & their carers.
Janis acknowledged the importance of the fact that Colette & Charlie were invited to forward their opinions on behalf of individuals who will be utilising the services in their area. The close link from the MSIC to the CEF through Colette was also acknowledged as vital in the active & meaningful development of patient & public involvement in cancer services.

Mrs Madeline Mulgrew

Madeline shared with the group an idea which Cancer Choices is seeking to develop in Dungannon. Aware that individuals are often not sign-posted to the correct help, Cancer Choices plan to develop a means of directing patients/carers to help & support which is available.  Madeline noted the importance of individuals receiving the information at the correct time…not weeks after the need has passed. Within the group there was a general air of agreement that many individuals throughout the Province miss out on being directed to services that they otherwise would have benefited from. Janis acknowledged that this idea would be of immense benefit to individuals, patients & carers alike throughout Northern Ireland. 
Mr Alex McGuigan

Alex shared with the group his ideas behind a training package which he has developed. The training is directed at professionals with the aim to make them better equipped to deal with individuals who have had a laryngectomy. Alex explained to the group that, through the Cancer Network, he is now exploring new avenues which will allow him to share his knowledge with others & thereby make a direct difference in the lives of those who have had this particular type of surgery. Janis acknowledged that this initiative of Alex’s is a new & exciting way through which patients can be directly involved with health professionals & can influence the lives of many individuals.
Mrs Margaret McManus

Margaret works with Capricorn, the Northern Ireland Cancer & Palliative Care On-Line Resource Network. Margaret explained to the group the role of Capricorn as an innovative way of directing individuals to cancer services that are available to them throughout N. Ireland. Thoughts from the group on the continued development of the site were welcomed. New possibilities of contributing to staff education via the site were also highlighted. 

Janis noted the wealth of information on the Capricorn website & that links between Capricorn & the CEF were most welcome. 

The Capricorn site can be visited on www.capricorn-ni.org
The individual speakers were thanked for their contributions to the evening. It was noted that the CEF should be an environment in people feel that they can share their ideas with others as well as events that they have been involved throughout N. Ireland.
OVER TO YOU!

Events were then directed to group members. At each table, individuals were asked to elect someone to take notes, someone to keep time & someone to feedback information for the table to others in the room.

All were asked to look at the purpose of the CEF which Janis had highlighted earlier. Folks were then asked to write their own purpose statement for the CEF, agreeing or disagreeing with that which Janis had forwarded as a possible purpose statement. Janis noted that an agreed purpose statement was crucial to the group as it is vital that everyone has ownership of the group & what the aim of the group is seen to actually be.
At this stage Janis also noted that the purpose of the group is most definitely NOT that of any kind of talking shop. Rather, we need to create an environment in where… 
· people feel welcome

· they have a sense of trust in others in the group 

· they know that their voice will be heard & through them others whose voices need to be heard also

· group members share a  sense of purpose 
· individuals who are involved in other groups can feedback information out from & in to the CEF  
Hence a fine balance will need to be kept between people having the opportunity to begin to know one another, which will take time, & actual work beginning which group members will see can make a difference in the lives of those affected by cancer. 
One final note was made that the title Cancer Experience Forum may not be the name by which the group is ultimately called. This can be addressed over the forthcoming meetings. All thoughts welcome.
Please see the Purposes noted in Appendix 1. These will be summarised & brought to the next meeting for final agreement by the group.
ACTION
The next part of the evening was directed towards giving individuals the opportunity to discuss where they feel action needs to take place. Mrs Sandra McKillop, Cancer Network Manager, spoke to the group & referred to the wealth of ideas which already exist within individual members & which we now need to promote. Sandra also noted the sheer passion of everyone in the group as we seek to address the issues which are so pertinent to those affected by cancer. The opportunity which group members now had to directly affect the thinking of trust Chief Executives as we enter a new era of health service management was referred to as a possible project. This could be undertaken fairly quickly & potentially allow everyone in the group to be involved.
Group members were then asked to address how the CEF can most make a difference in the lives of others & how best to direct that energy. The following questions were asked:
Where can we most make a difference & where is our energy best directed?

Comments from this part of the discussion are included in Appendix 2
As the groups fed back their thoughts clear projects were identified. These were:

· Developing a plan for the Cancer Experience Forum - addressing the structure, funding, training & development of members, remuneration etc.. 
· Support services – developing a sign posting mechanism for patients /carers throughout Northern Ireland
· 5 key messages to be taken back to new Chief Executives, ministers etc..
 Janis noted that various individuals/groups with whom she has been talking, but who were unable to attend the meeting, had also mentioned ideas similar to those coming out of the group work.
The above projects are very much an important starting point for the CEF. In order to make sure that the work can be begun as effectively as possible individuals were asked to join smaller sub groups relating to the projects. However, the work undertaken by each group will be fed back to the larger group for agreement as the work progresses. All work will ultimately be recognised as work of the CEF.

It was noted that some group members were concerned this might possibly result in various ‘levels’ being to be created within the group. Janis recognised this concern & noted that, whilst a means of getting projects up & off the ground, such sub groups would bring progress on projects back to whole group, seek agreement from the group as a whole & ultimately represent the CEF as a whole.

One further concern was highlighted to be that of the difficulties experienced by members travelling to venues, both in terms of time & cost. This was acknowledged as being a very real difficulty & one that needs to be addressed as soon as possible. Janis noted that the issues of remuneration for group members will be an important topic to be addressed by the Planning group in the very near future. With regard to the actual travelling necessary it is anticipated that this will also be addressed by the Planning group as it begins to look at the structure that the CEF needs to take on at a more local, as well as a regional, level.

Suggestions of alternative ways of meeting…sharing ideas as welcome.
Names were forwarded for each project (please see below).

Concern was also voiced that individuals unable to attend the meeting would not have the opportunity to sign up to projects. Janis noted this valid concern. It was agreed that the opportunity for others who may wish to have their names forwarded for a project/s would be made aware of them in the record of discussion points to be forwarded to all group members after the meeting.
Could I ask anyone who would be interested in joining a project to contact Janis , either by e mail at j.mcculla@nican.n-i.nhs.uk
or telephone 028 9056 5860.

All group members are welcome to join a project/s that they feel will be of interest to them most & that can best contribute to. Please remember that being involved in the CEF means that everyone has a part to play & that different people will feel that they can contribute in different ways…but all are welcome. No part is too small. Ideally we will have individuals from all parts of the province in each group. Don’t hesitate to contact Janis if you wish to find out more about some of the projects before signing up to them.

Regarding meeting in the sub groups:

· No number has been set for any groups. Whilst the idea is that smaller groups will begin projects, it is better if we can have representation from all parts of the province 
· Given that we are trying to liaise with individuals throughout Northern Ireland it is important that we allow ourselves the opportunity look at various ways in which we can co-ordinate with each other…it is so important that we are not stopped by the miles between us!!! 
· Developing a plan for the Cancer Experience Forum

· This group will aim to develop a plan for the Cancer Experience Forum & will begin to address the structure, funding, training & development of members, remuneration & other issues relevant to the group. 
· A date was set for this sub group at the end of the meeting itself.  Names have been forwarded & an initial meeting arranged for Monday 23rd October at Cancer Choices in Dungannon. To date the following individuals have put forward their names for this project: Mary Brown, Alex McGuiggan, Madeline Mulgrew, Oliver Molloy & Mairead Duffy. 
·  If anyone else is interested in joining this group they will be most welcome. Anyone who is keen to join but feels that travel may present a problem, please contact Janis as alternative means of co-ordinating individuals may be possible & will most definitely be looked at. 
· Support services – developing a sign posting mechanism for patients /carers throughout Northern Ireland
· This group will begin to look at how we can develop a sign posting mechanism for patients & carers through out Northern Ireland. The aim will be to provide patients & their carers with information which will guide them to the help & support which they so badly need. It will aim to be available to patients & carers when such information is most needed. It will build upon the information that we already have e.g. through charities already established, Capricorn web site etc & will need to have both a regional & local focus.

· Names already forwarded are Mary Deery, Collette Lavery, Elvira Low, Patricia Kelly & Maria McLernon  (Lesley Fleck)
· The Cancer Experience Forum…,making a real difference
· This group will look at how the Cancer Experience Forum begins to really influence key decision makers. Issues relating to new health care structures, policy & change will be addressed.
·  It will also aim to address also the 5 key messages that such decision makers e.g. Chief Executives, Ministers, tumour groups need to hear.
· Names to date for this group are Brian Davey, Collette Lavery, Alex McGuiggan & Madeline Mulgrew. 
It would be helpful if individuals interested in joining a project group would confirm this with Janis as soon as possible (preferably by Friday 13th October) so that dates & venues can be arranged & the projects get underway. Once again, if you are interested in a particular project but have concerns re travelling, please talk to Janis.. no one need be excluded from where they feel they would like to contribute.
So….all in all a very busy & productive evening ! Janis brought the meeting to a close with a word of thanks to all who attended. 
Next meeting
It was recognised that it is very difficult for everyone to attend all the meetings &  indeed, to maintain three monthly meetings. Another potential obstacle has been highlighted as venues particularly when as a group we seek to meet from all parts of the province. However!! ………these issues will be addressed through the Cancer Experience Forum Planning Group & feedback will be sought from all group members. It is an issue which must be addressed but one that must not be allowed to stand in the way of the passion & great potential that lie within the group.
Date & time of next meeting : Monday 11th December
Light refreshments 6pm – 6.30pm     Meeting 6.30pm -8.30pm
Venue :Seagoe Hotel ,Portadown
Janis will send out the agenda closer to the date.

Once again , many thanks are due everyone …..we all have a part to play & without YOU none of this would be possible. 
APPENDIX 1

Purpose of Group
· Facilitate communication as influential authority.  Voice for 
          patients / carers /  clinicians at a later date.
· 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.

· Harnessing synergy of individual groups by sharing ideas etc.
· Pool knowledge / skills. Share expertise.
· Share information re. what is happening in different areas / identify what already is being done.

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

· Collate information to ensure equity to services.

· Patient experience.

· Need to involve professionals ? 60% patient involvement.

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

· Need to establish resources.

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

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

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

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

· Make a difference and improve services (specified e.g. communication).

· Equity of services.

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

· To effect change at a strategic level.

· Setting standards for users that are meaningful that professionals 
can also meet

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

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

· More of a pro-active group and more joined up.
· Open, flexible.

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

· That we are at the beginning of new developments.

APPENDIX 2

Where can we most make a difference?

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

· 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.

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

· To effect equity in services for the patient.

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

· Communication, websites.

· Identify projects that are already up and running that we can feed into e.g. standards.
· On access to services (specifically cancer). 
Where is our energy best directed?

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

· 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.

· Identifying funding to support this forum.

· 
CEF plan 
 strategic links





 shape (structure, local groups)





 funding / resources – training





 communication and support 
· (What are the outputs and outcomes of this forum – how is this going to make a difference for those on the ground?)
· 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./

· Breaking bad news guidelines for patients

· Screen information in waiting rooms for patients, reminders of who else to see, what to do…etc
Logistics
· Day meeting, specifics / time / standards.

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

· DPA – contact details / agreed / shared.

· Equity / make difference for the patient.
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