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Minutes 

2nd July at Tynpark Arts Centre,

Haddington

Present

Alan Imlaah

Jim Goddard

Alan Brown

Alex Donnally

Irene Tankerville

Ruth Sked

Pearl Laing

Margaret Brunton

Joyce Cattanach

Apologies:  Rikki Richardson

1. Minutes

Alan Brown was not present at April meeting as reported.  Otherwise minutes passed as an accurate record of meeting.

2. Information Sharing

Lesley began meeting by informing members that Irene is due to retire in August and thanked Irene for all the hard work she has done for the forum over the years and for being such a good friend to the forum. Lesley presented Irene with flowers on behalf of all members of the Forum.

The Digital Age

Alan asked if we should have a speaker to talk about the conversion to digital in October and how this will affect equipment that disabled people may use.  Action: Lesley to look into on the internet.

Proposed visit to Smart Centre at Astley Ainslie  

This was discussed several meetings ago and members were keen to arrange a visit to the Smart Centre to see and try a range of equipment, as well as receive advice, support and treatments available to disabled people.   Alan informed members that you can get an independent driving assessment at the Smart Centre and you don’t have to pay for it. He explained that their aim is to support people to keep driving for as long as they are able.

It was agreed that we should cancel next meeting on 27th August in favour of a visit to the Smart Centre in September.  Lesley will arrange transport and Alan will arrange a suitable date with the Smart Centre.  Action: Lesley to send out letter to find out who wants to go.

3. Scrutinising the Draft East Lothian Physical and Complex Needs   

    Strategy document
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Lesley prepared a summary of the draft Strategy document highlighting the recommendations and the group discussed document point by point.

Choice and Control

Members were supportive of the Choice and Control recommendations and all agreed that getting a good assessment was key to getting the appropriate care from appropriate providers.

Members were keen that timescales would be drawn up against all recommendations.  Irene showed members the template action plan that outlines who will carry out the recommendations and by when.  Filling out the template will be the next step for members of the joint planning group.


How do we know that people are being informed fully and properly?

Sometimes you don’t know what is available or what questions to ask?

Members recommended that a review be carried out soon (6 months) after the assessment to give people a chance to see if the care they are receiving is really meeting their needs.

Irene told members that a self-assessment is being considered.  This would be done with family members or friends and should give a more wholesome picture of a person’s needs.


‘When somebody explained how the system works I was able to navigate my way through’  

‘Transitions are difficult to find one’s way around particularly the transition from access team to the complex care team.  What does it mean and how does it work?’

Action:  Lesley suggested inviting Linda Priest along to talk about how Social Work access and complex care teams work and how effective they are.

Working together

Members were very supportive of the working together recommendation to investigate options that ensures the disabled person and their carer should know the worker who comes to visit them.


There needs to be much more consistency in working with carers as part of the team.  Carers often feel excluded particularly if we are responsible for the bulk of the care for our relative.

A member who is blind said:  ‘My carer knows where to put everything, if there were loads of different people coming in that wouldn’t happen and I would be dependent on people getting me things.’

Flexible services

One the Flexible services section of the document members would like to change ‘Partners will consider options for a more flexible and responsive service’ to ‘Partners will develop options……’

Members were supportive of the recommendations in this section.  They felt that social activities were a very important part of keeping well. Being able to do things that other people take from granted like going out in the evening or doing things at weekends cannot be underestimated.

Members tackled the issue of Prestonpans Resource Centre.  Whilst the centre is greatly valued by members, the current ethos of the centre is to arrange for people to go to activities out with the centre. About 35-40 people attend the centre and it was agreed that maintaining the centre was very costly for a very small percentage of disabled people in East Lothian.   There was lively debate as some members argued that people with complex needs would be totally housebound and isolated if the centre didn’t exist.  Whilst it was acknowledged that the centre played a crucial part in some people’s lives, there needed to be discussions about various options of either keeping the centre and opening it up to other users or functions or looking at alternative ways of meeting the needs of people with a complex disability.

‘People’s care packages should focus on the needs of the individual not to fit in with existing services’.

‘Transport plays such an important part in terms of accessing services.  It is often impossible for people to access mainstream activities because there isn’t a disabled friendly transport service in East Lothian.’ 

Accountability and Consequences

Members made an addition to the statement.  ‘It is important that they know what will happen when things don’t go according to plan and how it will be rectified.’  Members added  ‘and by whom and in what timescale’

Caring and Involvement

‘All partners will ensure carers’ views are taken into account.’  Members added ‘and are part of the team and are adequately supported.’

Day, Evening and Weekend Activities

Transport

Members fully supported the recommendations in the document.


‘Transport is a real issue.  Getting out and about is very difficult for those of us in wheelchairs or with sensory impairments.  Even if there were weekend or evening activities…how would we get there?’

‘Mobility training really helped me be to become independent.

‘I am blind and the buses never call out to me where they are going or where they are stopping. In Aberdeen the staff on all the buses do this.’

Health component of the Strategy

Lesley steered members to look at the health component of the Strategy before the end of the meeting.

Members fully supported the ‘ablement/re-ablement philosophy’ proposed in the document and welcomed of the idea of a reablement co-ordinator.  

‘To have someone help me navigate the complexity of my MS diagnosis and what services are available to me at different stages of my illness would a big step forward.’

Members were also very positive about the proposal to develop a Community Reablement Team, particularly the idea of ‘intensive home support when required, and longer term ‘maintenance’ inputs to meet the needs of those with long term conditions’.

People with neurological conditions have said in the past that:


 ‘After the initial diagnosis and intensive six- eight week rehabilitation support we are just left to get on with it and when the condition changes we are told there is nothing to be done and we get little further support’.

A major concern that members raised about the CREATE team was that it should be multi-disciplinary and not just health focussed.  Members were sceptical about whether separate social care teams, telecare etc would really be integrated.  Members were sceptical whether health and social services had sufficient framework to work together in a seamless way.

Irene said that this is a joint document and once approved by the Health Board and the Local Authority will have the implication and authority that it will be jointly resourced and implemented.

Lesley said that although we had not been able to go through whole document at this meeting there would be a further opportunity when the document comes out for public consultation shortly.

4. Date of next meeting
The meeting scheduled for August 27th has been cancelled as members agreed to use the next meeting to visit the Smart Centre.  Alan Brown is arranging a date in September.

If you wish to visit the Smart Centre, please let the office know by 3rd September so we can make the necessary transport arrangements.  We will send out a flier soon with more details.

