Edinburgh Users Forum

Saturday 3rd October 2009

McDonald Road Library

1. Present:
 Gordon, Maurice, Jenifer, Margaret, Steven, Linda (Chair), Helen, Jacqueline, Sara, Maggie, Kathy, Laëtitia (CAPS), Naomi (CAPS), Eileen McNaughton (CEC)
2. Apologies:   Tamsin
3. The Chair reminded everyone about EUF’s rules on ‘How We Run Meetings’

4. Advocacy Review – Guest Speaker – Eileen McNaughton
Eileen McNaughton is heading the Advocacy Review for City of Edinburgh Council.  She introduced herself and explained she had been asked to lead the review, and that the funding situation was very difficult.  She explained that the council needs to save £75,000 out of £650,000 in the next year and has already made savings this year.

She is looking at where the money is spent and trying to decide if there are different ways of organising the services that we have already.

She thanked EUF for giving her the time to come and discuss the issue, as she realises we have other things on the agenda and also that the topic can seem quite dry and boring.

Eileen asked EUF members to talk to her about what’s useful about advocacy and what they need in an advocacy service.

She explained that they may reorganise the services, but also they may stay as they are.  

Someone said to Eileen that we don’t want to lose EUF and CAPS.

Someone said that people are worried about a lack of choice if all services are put together.

Someone said that they felt it was good that advocacy agencies were separate as if they had a bad experience with one service they can go to a different agency and that CAPS has a good record of being on the side of service users.

Someone said that groups can be a good way to get a guide of what people want and can save time and money.

Eileen said that she needs to look at how much is spent on advocacy and whether the balance is right.

Someone clarified that advocacy doesn’t just cover mental health and asked if mental health and learning disability services would be amalgamated.
Eileen said that one option would be to have one organisation which has specialists in each area within it.  She also explained about the Checkpoint Group which is considering all of the options.  

Someone said that it’s not always clear what an advocate is.

Eileen agreed that some people can think it is related only to legal issues and she wants to highlight in the review that this needs to be clearer.
Someone said that advocacy is very important, as you can often be told you’re wrong by services and this can be extended to cover the rest of your life, not just things related to your illness.  It’s not an accident that there is advocacy in mental health – there is a need for it.

We discussed whether people who have lived experience of mental health can become advocates and it was confirmed that anyone who has an interest can train to be an advocate.

Someone pointed out that often staff don’t know what advocacy is and it might be a good idea to have them trained in what advocacy is and ask them to tell people about it.

Eileen said that staff have a responsibility to explain advocacy to service users and give them an opportunity to contact advocacy.  She said is also in the contracts of advocacy agencies that they should provide training to other services.  She said this needs to be looked at and perhaps more centralised, to free up advocates time and also make sure all staff know about advocacy.

Someone said that in their experience in hospital advocates were the only people who listened to them and accepted their view, but that advocacy was ‘outpowered’ by staff on the ward.

Someone pointed out that you feel that the advocate is there just for you, but when you are discharged from hospital you can lose that, and have to go through the whole system again to get an advocate in the community.

Eileen said MHOs agree that hospital and community advocacy is very separate and people have to start again in the community.
It was suggested that there could be information passed between advocacy agencies to achieve more continuity.

Eileen agreed that the division is about the way the services are organised rather than what people need.

Eileen recapped that the main issues people felt were important were choice, training staff, continuity and communication.

Someone said there is a particular need for advocacy in mental health because the system is very powerful and different from other areas of medicine for example having tribunals.

There was discussion about whether there should be more connections between advocacy and legal services and it was agreed this would be very helpful.

Someone said it’s not always clear what the difference is between information and advocacy services.  It would be easier if advocacy had a wider remit to be able to provide information.

Someone said that advocacy should be truly independent and should represent what you want and not put any veto on what you want.

Someone also said there should be more links between advocacy and services such as psychology.
Someone asked Eileen about the plans for people who are over 65.

Eileen said that specialist advocacy can be helpful for older people, just as it can in mental health, but there are also many shared experiences and advocacy should mirror this.  She said this is an important issue in restructuring as people should not feel they are being discriminated against.

Laetitia said that EUF does welcome people who are over 65 and is starting a subgroup around this issue.  But she pointed out that CAPS is only funded to work with people from 18-65.

Someone said that collective advocacy is also very important.

Someone suggested drop-in surgeries for advocacy.

There was a discussion about the fact that advocacy information does not get out to people who need it.  It was agreed that publicity is an ongoing issue, staff need to let people know about advocacy and there needs to be signposting between advocacy services as well.  Someone felt that it should be NHS policy to tell people about advocacy.

There was a discussion about how collective advocacy is split between the hospital and community and that it can be hard for workers to find the time to have as many group meetings as they would like.  It was agreed that it is important to have a safe space to air your views.

Eileen thanked us for telling her our views and said there were some very important points raised, and a lot of information about the structure of services.

She will be taking these points to the next Checkpoint group on Monday and she will talk about feedback, structure, potentially having a drop-in surgery or one point of contact and the importance of collective groups.

She will be writing a report for Housing, Health and Social Care for the 8th December and we will have a chance to see the recommendations before they are submitted.
5. Last Minutes

Laetitia updated on Short Breaks and explained that it has become quite a big topic and we will discuss it as a main topic at a meeting early next year.

6. Matters Arising

None

7. A.O.B.

Laetitia explained that the Executive had agreed to move this section to an earlier slot in the meeting so that people had a chance to bring up issues before we run out of time.

We will then decide whether to discuss the topic in the current meeting or if they need more time and should be put on the agenda for a future meeting.
Mental Health Matters Event
There is an event for Mental Health Week at the hospital on Friday 9th October which will have a marquee, talks, films and an art exhibition.
CAPS AGM
This is on Friday 30th October and we will be launching the Personality Disorder Toolkit.

Your Edinburgh: Your Information
We have been asked by the council if we would like to be included on their Edinburgh wide community information site.  We voted unanimously to be included.

Jacqueline talked about her experiences of the mental health system and said that there needed to be better awareness of collective advocacy, advocacy should be more empowered and connected with the legal profession and that she was concerned about the amount of power some professionals held and their attitudes.

It was agreed that these are collective issues which a lot of us have in common and agreed to discuss at a future meeting attitudes in psychiatry, what we can do as a group, misdiagnosis, better awareness and links between advocacy and the legal profession.

Someone said that if there are conflicting views in the group then EUF should represent all of these views rather than none of them.

Future Speakers

Laetitia said that Keith has asked a liaison psychiatrist from the Infirmary to come and talk to EUF.  It was suggested we ask Dr Masterton who works at the Western General.

8. Updates 

SAMH Complaints Procedure
Laetitia updated on the complaint and showed us a letter that she and Maurice had written addressing timescales being imposed and not answering all of the points raised in a complaint.
Everyone read the letter and then agreed that we should write back requesting a meeting with SAMH which Naomi or Laetitia and two member of EUF should attend and that the letter should be printed in the EUF newsletter.

Local Development Groups
Laetitia explained what Development Groups are and talked about the influence that the South West group has had.  CAPS has consulted with service users at this base about the proposed move to Wester Hailes.
Other Development Groups are being set up and there is a meeting for a South East group very soon.

We are keeping an eye on the development of these groups and the possible centralisation of some services.

Next 5 Years Events

There are a number of events over the next few months about the NHS Lothian Next 5 Years plan on Over 65s, Recovery, Spirituality and Education and Employment.  These will be half day events with discussion sessions to give your views in.

Other

It was suggested we invite a solicitor to a meeting to explain legal issues and someone asked whether there is a way for us to find out which solicitors have good attitudes towards working in mental health.
Next Meeting
Lucy Kaya from LCiL will be coming to the next meeting to speak about Direct Payments.
The next meeting is on 07 November 2009.
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