East Lothian Equality Forum

Minute of meeting

Wednesday 28th November 2007
Attendance:

Margaret Brunton


Alex Donnally

Val Vincent



Ricky Richardson

Marian Rollo




Jim Whitelaw


Pat Brown

Jim Proudfoot


Jim Scott

Alan Brown



Christine McLean

Lesley Aitkenhead


Irene Tankerville

Consultation on ‘Our lives, our way’ Lothian Strategy for People with Physical and Complex Needs.

Lesley welcomed members to the meeting and explained that the whole of this meeting will focus on responding the ‘Our Lives, Our Way’ strategy document.  Irene and Lesley facilitated the consultation on behalf of the Older People’s Joint Planning Group.  The italic print is direct quotes from members of the group.  (Apologies if it is not completely accurate)

1. Society to adopt inclusiveness and accessibility as themes

a) All people have the same rights and opportunities.

Great idea but not achievable. You have to learn to live with difficulties on certain issues because it seems they can’t be altered, such as:

· Transport 

· Access to material; you either have to listen to a tape or have it read to you.  It’s very difficult to find things to read in Braille that you want

· You have to rely on people skills.  People don’t interact well.  For people rely on the bus to stop for you or the driver to tell you when to get off, or the receptionist to come over and show you the way.

· There is a real need for disability awareness training and it should be done by people who use services.

· People don’t speak to me in person they will talk to the person I am with.

· People in wheelchairs get ignored… the perception seems to be there is something cognitively wrong with them

· On the other hand, sometimes people don’t mean to be unkind they just don’t know what to say or how to behave.

b) All organisations that provide public services must make sure all of their paid staff have equality training

· I was given a diagnosis and nothing else.
c) Communication assistance is available as standard and all staff should know how to use it.

· Yes, this is very important

· Need to focus on communications, equipment, translators etc.

2. People want to be independent and in control of their lives.

· I want to work.  I think I can do something and would like the opportunity to explore that.  People including my carer say I can’t, but I want to try.

· We want to be in control of our own independence and our lives, and the support we get.  But it doesn’t always work out like that.

· We want to take risks to do what we want - being allowed to take steps towards being more independent of our carers.  I would like mobility training so I can go out shopping on my own.  Sometimes our family carer can be too protective and this stops us being more independent.

3. People want information about what is available to help them make choices about their service.

· Format is not always accessible.  Loads of information comes to the house but I can’t see.

· We don’t get the right information about what help there is out there for me. When I was diagnosed with MS the health service didn’t help me.  I got some of my information from the MS Society, some from the internet and some from coming to meetings.  I got nothing on the point of diagnosis.

· I would like to see a pack given out to people when they are diagnosed with long-term illnesses with information about the illness and how to get help from services out there.

· There is an ABI pack on local services and it is very helpful.

· There should be more points of information such as  health centres and libraries.  GPs are not very helpful in knowing what help is out there.

· There should be a central point that is regularly updated and other points can access with up to date information.
· It was a long time from my diagnosis to my first appointment and I was very anxious not knowing anything about my illness or any support.
4. People want choice in what is available.  This covers all aspects of their lives.

· My house was adapted and I’m very happy with it.

· I’m happy where I live. My house was adapted for my needs but I can’t visit my neighbour’s house.

· I feel cross when I see a council house with special adaptations being left empty.

· People are sometimes stuck in hospital waiting for adaptations to their house because it can take such a long time to get them done.

· I don’t understand why the Council won’t put in a ramp to a Council house if the person has an electric wheelchair.

4.2

· I don’t have a choice to go out in the evening because I have carers who come in at a certain time.

· My wife and I  are both wheelchair bound and there isn’t a taxi that can take two wheelchairs together.

· I have to fit in with times carers can come to my house.  Co-ordination of care in community could be better organised.

· The bus service in my area (rural) does not operate frequently enough to enable me to go out.

Respite:
· I go to specially adapted cottage in Balmoral where everything is very good.

· I’d like to go somewhere where I can get a change of scenery but also receive the care that I need.

· Respite co-ordinator is a fantastic idea to help us find out what options there are out there and the costs involved.

· It would be nice to get out of East Lothian and a respite co-ordinator would help me find out what facilities in other parts of the country would meet my needs.

5. People want access to rehabilitation

· As a carer I got training to help the person I care for.

· People need help and encouragement to exercise or do the daily exercises set by their physio.

· I always have to push for help or continue with rehabilitation.

· I go to the day centre but can’t get physio to come and do group exercises.

· Physios and dieticians don’t work with groups.

· Physios stretch muscles and things like that, and I would like to have that done on a regular basis.

· Once I’m off the books, I need a new referral and the whole rigmarole starts again – it doesn’t make sense for a condition that is constantly deteriorating.

· We would like to have a Community Physical Disability Team like they have with Learning Disabilities.

· Rehab takes us so far and then stops.

· The Hydro pool at Port Seton doesn’t have staff to offer one-to-one support so I can’t go.

· I have MS - I have access to a great gym but there is no staff to support me to use it.  Health and safety lets us down.

· Once I hit 65 I can no longer use the resource centre at Port Seton.  We want to have the choice to access places that suit our needs.

6. Transport

· As far as I know there is no taxi company in Haddington that will take the Taxi Card.
· First Bus is currently using touring buses and the steps to get into the bus are too steep for disabled people to use.
· Handicabs finish too early so I can’t use them to get to the cinema of an evening.
· Dial-a-bus is a good idea. It costs 20p per mile.
· Information about and for disabled people is not available.
· I don’t have a computer – first thing they tell you is look on our website.
· Getting to hospital is a nightmare.  If I use public transport I have to change twice.  I’m blind, so can’t go on my own if there is a change as I have to rely on people to tell me when to get on and off.
· Aberdeen bus drivers have had great awareness training as they always shout when the next stop is, and for people coming on shout what bus it is and where it is going.
· Trains can also be difficult for longer distances because it isn’t easy to get to the toilets and is especially difficult if the train is full of people standing in the corridors.
8.
People want smooth, seamless and informed transitions  

·  I don’t want to leave the Resource Centre when I turn 65, because there is nothing similar to go to that will meet my needs in the same way.
· There is no proper transition structure.
· We are shoehorned into existing services for older people that are already over subscribed and that I don’t really want to go to yet.
There was a discussion about the Prestonpans Resource Centre
Most service users felt that it was a familiar place where they could go to and meet with their friends who share similar issues.  They felt they would be lost without a special place to go to have company and do things with other attendees.

They felt that they would access mainstream services much more as a group of people.  Individually it was a scary process. People felt stigmatised and were less likely to try it again.

Summary briefing of key issues

Participants at this meeting represented a cross section of groups; MS Society, Stroke Group, ABI Group, Visual Impairment Group.

· There was a general feeling of resignation that things change so slowly and they put up with not having access to things that people without a disability take for granted such as

· Always having to struggle with transport 

· Not being able to access the latest reading materials, books etc.

· Having to rely on people being helpful and pleasant to them

· Fitting into services and putting up with what they are offered.

· Participants all said emphatically that they would like to be in control of their lives but in reality this was rarely the case, either because there was limited activities offered to them or that when they tried to do something more ambitious they rarely found the support to do it.  Part of this was there not being support to help them do something and partly people were told that they wouldn’t be able to do it because of their disability and partly because other services such as domiciliary care were inflexible.

· Lack of clear information about what services or groups exist to support them in East Lothian, and in an accessible format.

· Transport:  same old, same old; not accessible, not affordable, not frequent enough in rural areas, lack of awareness of needs of disabled people amongst drivers.

Rehabilitation

This was a big issue. It means different things to different people.  Most people who access rehabilitation at this meeting had a condition that was deteriorating.  Participants felt they need some kind of ongoing support either exercise of accessing pool or gym in a group setting as well as individual rehab from time to time.

Date of Next meeting

Wednesday 30th January 2008 at Port Seton Community Centre
At 10.30 – 12am.

Please note the change of venue!!

