DISABILITY INFORMATION GREATER GLASGOW (DIGG):    CITIZENS’ FORUM

1. INTRODUCTION

The purpose of the Forum was to produce a consensus statement of priorities for health, social work and other agencies to address. Participants met on eight occasions for 90 minutes or so over a period of about six months. These meetings provided valuable insight into what disabled people themselves think. It is hoped it will raise the profile of the needs of people with a physical disability. The ultimate aim is to improve the deployment of current resources, create more activities and other opportunities for disabled people and - if possible- to increase the total resources available.

Individual members of the Citizen’s Forum represented a range of Disabilities including Ataxia, Multiple Sclerosis, Arthritis, Huntington’s Disease and Visual Impairment.

2. MEMBERS PROFILES

The following are some examples:
Bernie

I was diagnosed IBS which turned out to be an ulcer (I was in a lot of pain for about two years) I have now been on Zoton and almost no problems with my tummy area.

I have had nine hip operations over the past twenty years, with lots of walking problems but due to lots of Alt & Comp Therapies I am now walking better than I have done for over ten years. It took my GP, at the time, two years to diagnose that I had Arthritis and it was only when he was off sick a locum took over and immediately diagnosed that I had a joggers classic injury. I used to jog eight miles every day so as to be fit to play rugby.

I think the forum is a great idea and if we can help anyone only a little it is surely worth it.

Vivien

 Without Direct Payments and financial help from the Independent Living Fund I would become disabled. If you feel this is a strong statement, it is meant.

I have a condition called Spinal Muscular Atrophy and for the last 18 years I have been employing Personal Assistants to facilitate my life. They are employed to live with me so that I have 24 hour, 7 days week and 365 days year assistance available.

My life to-date has been fulfilling. I not only have a BA (Hons) in Fine Art, Print-making, I have represented my country at international level in sport, I travel regularly overseas and I am happily married because I do not need my husband to be my ‘full time carer’. At no time have I felt disabled because of my disability. The only time I become disabled is 

when society decides to ‘label’ or overloads me with the ‘red tape’ or of course the environmental obstacles.

If I can give just one person the courage to move over to direct payments and become in control of their life then that pleases me. 

Fiona

I have an eye condition called Macular Dystrophy, which is a degenerative condition and I'm registered blind.  I've been a member of the Citizen's Forum from the start.  The thing I like about the forum is the opportunity to share our experiences and useful information.  It's amazing how a group of individuals with such a range of disabilities and health conditions can have such similar experiences and challenges, makes you feel like your not alone.

Ron

I have secondary Multiple Sclerosis for 23 years.

I receive Hyperbaric Oxygen treatment (HBO) every 2 weeks at REVIVE SCOTLAND (paid for by Standing Order) and find or hope that this slows the rate of progression of the disease.

Although the NHS appears to be sympathetic I can see no obvious assistance offered or proposed by them. I have tried various avenues in an effort to cure or alleviate my situation (as I am sure others have done similar) e.g.









           cost

1 Stem Cell treatment in Amsterdam              £15,000     

2 Electric Scooter                                          £1500

3 Omega 2 and various vitamins                   £45 per mth

4 Low dose Naltrexone                                £15 per mth

5 Hyperbaric Oxygen Treatment                £32 per mth

I like many others feel that help is not apparent and this would be very much appreciated. I have paid all the taxes that were due foe my working and retired life and feel that some recompense is long overdue.

However the NHS have been very attentive to my needs. For example, one week after my GP appointment I was admitted to hospital to install a ‘Supra Pubic Catheter’, which hopefully will be an improvement on normal catheter.

Maureen 

I suffer from a variant of Cerebellar Ataxia, which is a hereditary condition, which affected my late brother as well as my Father and his two brothers.

I am happy to record my daughter has not got C.A.

I was able to teach until my early 40’s when I had to retire through lack of mobility.

We formed the West of Scotland Branch of Ataxia some 4 years ago in an effort to co-ordinate the concerns of sufferers to the various Ataxia conditions

Frances

I have Secondary Progressive MS and Marfans Syndrome.  I am married, have 1 child (aged 9) and work part time.
At moment I get no help from Social Services, but am now about to apply for help through possibly the Direct Payment scheme as a result of being involved with the Citizens Forum.  
Through them I have seen what a difference it can make to your life and how it will (hopefully) enable me to get back to a more 'normal' life.

3. KEY ISSUES IDENTIFIED
(a) INFORMATION
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(b) CARE SERVICES
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(c) DIRECT PAYMENTS
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(d) ALTERNATIVE/COMPLEMENTARY THERAPIES
Below are some member’s ideas on alternative and complementary therapies

 Bernie

A talk was given by one of the Forum Members, Bernie on Complementary and Alternative therapies. He discussed, among others, such therapies as Reiki, Indian Head massage, Aromatherapy and Auricular Therapy. Bernie himself is qualified to carry out several therapies. He is president of the Candlelight Association, a Meditation and Healing Group (website: - www.candlelight-association.com), which meets every week at Lenzie Town Hall and every 5 or 6 weeks hosts an Open Night.

He emphasised the difficulties in obtaining funding for this charitable organisation and how recently they had been refused Lottery funding. However he did say that Caledonian University were analysing @ 750 questionnaires that were filled in by users of these alternative therapies carried out by Bernie and his fellow practitioners, and it was hoped to use these findings to help influence the authorities when they apply for lottery funding at a later date. 

Bernie is also a member of the CHPPPF (Community Health Partnership Public Partnership Forum) for the Greater Glasgow and Clyde Health Board. Part of the remit of this forum is to provide commissioning for various Voluntary Organisations so it was suggested that he should also present the University report to this forum.   

Bernie’s group offered the same facilities on their Open Night and asked only for a £3 donation covering tea, coffee and biscuits.

Maureen

Maureen said that their group had invited an Acupuncturist (from Balance, Napier Hall Street) along for a talk. She stressed that acupuncture was not used to address the disability directly but rather the approach was to assess the individual firstly before deciding what type of acupuncture treatment would best suit them. Sandy said that some members of the group were keen to use this treatment and this would happen in the near future.

Sheila

Sheila stated that she was having positive results by attending the Homeopathic Hospital once every six months and that it was having beneficial results on her health. However on the other side of the coin Helena had a negative response to this type of treatment whilst attending the Homeopathic Unit at Bailleston Outreach Unit. She was informed by one doctor that the treatment she was receiving was “Of no use to her as it was nullified by the medication she was receiving from her GP/hospital.” 

Isolation

A recurring topic of discussion during the meetings was feelings of Isolation that people can experience after they have been diagnosed with a long-term Disabling Health Condition. 

Some members stated feeling isolated from the Health Professionals who were involved in your initial diagnoses.  Several members of the Forum have conditions which are hereditary and non treatable, for example, Ataxia and Macular Dystrophy.  These members felt that once they had been given their diagnosis, because there was no treatment, they were pretty much discarded by the Health Profession, told to go home and get on with their lives. These members felt that if they could see the consultant or someone with knowledge of the condition even on an occasional basis, perhaps annually, just to discuss the progression of the condition and how it is affecting everyday life, this would be beneficial.  There was also a fear that, what if there is some new treatment or new research, would you be kept informed if you are not in the system some where, in other words if you are not kept "in the loop"  

4. SOME CASE STUDIES
(a) DIRECT PAYMENTS AND BEYOND: A CLIENTS VIEW-  MULTIPLE SCLEROSIS

I live on my own so the long 18 months of being assessed for and being allocated Direct Payments was over and the door to a new life with control beckoned.  

Attempting to manage my body and live a life had continued to pull me down physically.  I would not realize how much I was opting out of things or how tired I was just trying to look after myself, particularly in winter.  Attempts to organize resulted in chaos, which was emotionally frustrating, as I could not understand why I was not able to sort it. I knew that having structure would help but could never get there.  I became isolated without realizing it.  DACS attended but the process was damaging and required me to be passive.  The help I needed was not coded for or understood. To have meal preparation I had to be available nearly all day, which would preclude me being able to get out to do things, and there was no help to get out.

So from December of last year I have been learning about life with DP, which has opened doors, restored energy and self-respect.  It has been voyage of discovery, as I have got closer to being able to use my skills and get out and about without paying the price physically.  Initially I used the skills of an agency to allow me to settle in ……I had not realised just how much I needed help in my life.  There is a fear that help will remove independence but in fact it has given my independence three fold.

Cognitively I have struggled in the past.  This was made worse by constant fatigue.  There was always cost to doing things in terms of recovery.  Now I am not so tired so have a greater level of cognition, which allows me to plan with the help of the personal assistants (PA) who understand my needs and are skilled to help without being over zealous so the effort feels like mine.  This leads to a greater feeling of success and being in charge of my own destiny and ability. I can rest or be active with support. I still have horrendous memory difficulties but am able to think more creatively and introduce strategies to help.  Life has some structure and shopping and meal preparation are invisible but the effects of eating better must also help.  Help with de-cluttering means that my home environment is not so demanding and works with me rather than against me.   None of this would have been possible with DACS as this help is not understood or valued by that organisation.  They required me to be passive and elderly in my requirements and assertiveness.

Living with a disability or chronic health condition raises the level of hurdles of things that become a problem.  In coping we lose touch with our ‘self’ and get lost with dealing with things and survival.  We become used to a lower level of involvement and break contact with what is deepest inside, the person we are.  This stretches out and becomes our life.

Having help allows space and time and energy to re-invent myself and presents again opportunities for creativity, learning and growing which is more optimistic.  Planning with my PA’s allows me to see a future with more promise which allows life to have more balance and not feel deskilled.

I still have relapses but the help is available to minimise the impact or time taken to recover.  An example of this was that although I feel more in control and able I recently had a severe bout of pain which was totally debilitating and disabling but I was down on hours due to holiday cover from care agency and the simplest of tasks including getting treatment or prescription to manage the pain was a major issue.  I realised then how much my life has benefited from having a team which adapt and live and minimise my needs.

An important part of my living with my condition is sustaining mobility of muscles and having the help allows me to sustain hydrotherapy which is not only vital but also very enjoyable.  I can still get out with help on the days that I am not so strong as if necessary someone can drive me. I have been able to get to concerts and music gigs which I love and which also energise me.  I am able to do things myself but when completely exhausted there is understanding and physical help to allow me to rest but the things that needed done still get done so I do not have such a long recovery time.  Unless you experience this it must be hard to comprehend how much this can have an affect on your psyche and existence.

As opportunities come up I are more able to consider them and take advantage.  I have started firing the arrows instead of catching them…life is more normal, there is more contact and the feeling of self worth is restored to a level in which the disability is a part of me instead of the whole.

All the things I have mentioned have vastly improved my life but none would have been possible with the council care which required me to adapt to them rather than them adapt to me.  I am enjoying the moment and also looking forward to the future……but also still learning.

(b) A CARERS VIEW: HUNTINGTON’S DISEASE (As described by client’s wife)
The following staff are used in the day-to-day activities of this patient

· 1 staff from Huntington’s Genetics Yorkhill hospital

· 1 staff from Huntington’s Advisory Service

· Local GP

· District nurses who work in the community (requested by GP)

· Rehabilitation from Community Southern General Hospital comprising

· Speech

· Dietician

· Physiotherapist

·  Social Work Department Castlemilk Branch

·  Occupational Therapist equipment Supplier

· Glasgow City Council Southside area – Direct and Care Carers

· Turning Point/ Community Carers

· Community Care Choice funded by ILF 45 hours

Weekly Itinerary

	Monday
	10.30am Carers in to wash and dress and hoisted into chair (time allowed 1 hour)
	2.30pm – 5.30pm Turning Point Carers in will take client out if requested or stay in and watch video
	6.30pm Direct and care Tuck in service to put client to bed but sometimes leave him and wife will do it later.

	Tuesday
	9.30am District Nurses in to give suppositories and check everything is ok re client’s equipment. Bed, air, mattress medical equipment is ordered by them without any problem
	1pm-6.30pm Community Care Choice in to allow wife some respite time.

Direct and Care in at lunchtime to prepare lunch.
	6.30 pm Tuck in service back in to put client to bed 

	Wednesday
	10.30am Carers in, normal procedure as before but client remains in bed for the day. This is called his rest day 
	
	No Tuck in service needed tonight

	Thursday
	10.30am Carers in to get client up
	11.00am – 6.00pm Community Care Choice in, again giving client’s wife some free time.
	6.30pm Tuck in as usual. Client has friends in for 2 hours allowing wife to visit neighbour

	Friday
	9.30am District Nurse in to give suppositories

10.30am Carers get client up
	12.00pm Carer back to do lunches

12.30pm Direct and Care staff in to do ironing 
	1.00pm-4.00pm Turning Point Carers in

6.30pm Tuck in service

8.00pm – 8.00am next morning Community Care Choice Carer in allowing wife to go out for the evening

	Saturday & Sunday
	Carers in and wash client and settle in bed. Wife will then decide what they are doing for the day.
	
	Tuck in service if requested


As can be seen from above, the system is very well organised and clients wife say that al the staff that come in are excellent. Some have been coming for over five years and know the client and family very well. They all have their own ways of giving the client that special attention that’s needed, whether it is through communication or hands on care, i.e. massage, or putting his creams on or checking that he is lying comfortably and pillows are in the right position. Wife can confidently leave her husband in their care without any worries.

The longest they have had to wait for anything being done was when the wet floor shower was being put in, but that was down to planning permission and funding.   

(c) WEST OF SCOTLAND ATAXIA GROUP
Two members of the forum were representing the West of Scotland Ataxia group. The following report is a feedback from the members of this group on the views and issues discussed by the forum. 

Many cases of Ataxia Sufferers are told nothing can be done so Neurological Consultants discharge them with no follow up or regular – say annual review. Very disheartening for patient

Recommend appointment of dedicated nurse with appropriate training to be a link between patient and appropriate medical dept. 

e.g.  Physio/Neurological/Genetic etc

Social Work and Ataxia

The fiasco that is Direct Payments.

Some sufferers have had to take legal action to receive entitlement.

No one accepts responsibility.

Various services too fragmented

Recommend central body to manage patients through to appropriate services.

5. CONCLUSIONS
After the final meeting the following points and conclusions were noted

· Feeling of isolation particularly on the medical side i.e., one member, once diagnosed with Friedreich’s Ataxia, was taken off the specialist list and more or less left to get on with it. 

· There is vast benefit to be had from the system of Direct Payments, however there is great difficulty in traversing the minefield that is DP. The experiences of those who now receive DP should in some way be channelled to help others in achieving this goal. 

· Across the board the lack of training of medical staff of the impact of living with a chronic condition and disability is carried by the patient and results in a feeling of being a problem. For example one patient was asked by his GP ‘what can we do for you now’ instead of being told ‘this is what we are going to do for you now’

· Skills are no longer seen or valued or required

· Commonality of difficulties across disability and condition spectrum

· Utilise framework of a local councillor or MSP as a tool not a last resort. 

· Medical training should include a more holistic approach for the long term management of illness

· Training DVD produced based on the findings of the Citizens Forum and made available for all staff:-

· Medical

· Nursing

· Allied Health Care

· Care Workers

· Social Work

· Inconsistency of service provision – some people can access and others can’t. 

· Limited Staff time to deal with needs which do not go away

· Perception of disability limited to wheelchair stereotypes

· Person gets lost in the wilderness

· Accessibility is not just about getting into a building

Recommendations

· Increase public awareness of issues surrounding the unseen natures of disabilities. 

· Employ disabled people to test and design facilities

· Understand the implications of isolation rather than just know it exists

· There is more benefit to be had from small quality circles or forums than normal medical sources as there is more knowledge on such a platform

· Platform for information exchange and communications for individuals on an on-going basis e.g. MSN messenger.



                                                                                                                                                                                                                                                                                                                                                           CITIZENS FORUM MEETING WITH DR RICHARD PETTY CONSULTANT NEUROLOGIST DEPARTMENT OF NEUROLOGY  SOUTHERN GENERAL HOSPITAL 11-07-07
7 members attended.
Comment 1

· Quick to define his role as a diagnostic neurologist and distance himself from responsibility for the patient going forward.

· Very defensive.

· Acknowledgement of our some of our concerns but little display of empathy towards them.

· Dismissive of a number of our points, particularly the benefit of ‘expert patient’ participation.

· More concerned about his issues than our issues.

· Talked instead of listening. Talked when we were talking.

· Little advice on how we should approach things to improve the current situation. 

Sorry to say, not the most productive meeting however he did have the courtesy to reply to our representation.

                                                  Comment 2

 I thought the meeting was well supported by the Forum who asked relevant questions which did not receive a good response from Mr Petty. He is obviously used to speaking to people who are not allowed to interrupt him when he is speaking and his people skills are very poor. His body language, sitting like a spoiled child, was in my opinion , demeaning to us as though he was bored being there.

 

Considering the fact that we are mostly disabled an offer of a tea/coffee would have been polite. We learned that Mr Petty is very well qualified and very very expensive and we are obviously very inexpensive. I think he resides in a different planet from us and getting the two worlds together would be difficult if not impossible.

 The only positive thing about the meeting was that he agreed to meet us and we should now be more determined to take this forward and not lose the momentum.

As a suggestion why do we not contact the new Health Minister Nicola Sturgeon?

Comment 3

It was good to have the opportunity to meet with Dr Petty.

I appreciate that folks were disappointed that he was not very forthcoming about how things need to change to make the service more client centred .

My feeling is that he does have some empathy with the problems experienced by patients with long-term neurological disorders.   He would not work with the MND associating or the Muscular Dystrophy association if he did not care.

My impression is that he too is frustrated with the system.  He has to work to targets and serious time constraints.  If you only have 7 minutes per patient how can he diagnose, which is his primary responsibility, and do all the other tasks.  It is impossible. 

The question of poor management for those with visual impairment associated with neurological disease was discussed briefly. Dr Petty seemed to agree that the aspect of neurological impairment was often poorly managed but gave no conclusion. 

The big issue is one of resources and who gets a slice of the cake. There is huge pressure by many groups who are lobbying for resources.   I think he is right when he says these issues are rooted in politics.   Perhaps our next campaign should be to lobby the Scottish parliament??

I see our meeting  not as a conclusion but as the starting point for another piece of work concerned with getting the resources needed to provide professional and peer group support systems for clients with long term disabling conditions.   It is a long road ahead!!  Over the last thirty years things have improved but there is still a long way to go.I hope this does not sound too negative.

                                                       Comment 4

I was rather disappointed with yesterdays meeting.  I found Dr Petty to be very jaded and resistant to our comments and suggestions. For example he felt that because some of his patients may not be interested in using Therapy centres - there was no point in having them, the same was said about an in house Counsellor.  
We discussed the how some patients were unaware of the help available to them and how best to get this information to them.  I felt Dr Petty was saying that he simply does not have the time to do that, but when we suggested that he sign post his patients to someone who would he said that some of his patients would not be interested - or cognitively able to do this.  Therefore there was no point.
When we spoke about the CDM (Chronic Disease Management) courses he commented that he had been told that these courses were to enable patients to take control of their treatment and  encouraged them to not attend appointments would. When we advised him that this was not the case he did not seem to believe us.

He spoke about how he preferred the 'paternal' approach to medicine - and basically he knew best.

Comment 5

I found the meeting disappointing in the fact that Dr Petty did not seem to listen the points of view of the forum but was more interested in getting his points across.

The forum told him about the set up of a Patient Support Service at Gartnavel Eye Department where patients with a visual impairment were  referred by the specialist for any advice relating to  health or social problems they may encounter. We wondered if it would be worthwhile if something similar could be introduced to the Neurological Unit at the Southern General Hospital. 

Dr Petty stated that as regards patients with Motor Neurone Disease and Muscular Dystrophy these groups had specialist carer/adviser staff attached to them. However when asked about those with other neurological disorders e.g. ataxias and how their needs were being addressed, Dr Petty was rather evasive on these groups.

He seemed to have a misguided view as to the role of the Self Management classes that were being run giving the view that those attending the classes were given to ‘self-diagnosis’ thus missing out on doctor/hospital appointments. We stressed that this was not the role of these classes but rather to help people with chronic conditions by covering such topics as pain management, exercise, relaxation and diet.

At one point Dr Petty emphasised the importance the role the Web had to play in the fact that people could surf the various websites relating to their particular disorder and assess what websites were genuine and what websites were phoney. This meant that when they attended their hospital appointments they were more aware of their condition and the treatments required.  

However later in the discussion Dr Petty stated that there were a large number of people in Glasgow with neurological disorders who come under the mantle of ’semi-literate or illiterate’ and how to address their needs, it seemed out of kilter with the statements he had made previously. When it was suggested that the role the Outreach Worker could play for this particular client group he seemed somewhat dismissive of this idea quoting some figures (Outreach workers case load  = 50, neurological cases = 2000).

                                                    Comment 6

Outlined the role of the consultant as someone who was only required to diagnose. He felt that that rehab was responsible for the rest. However there was neither money nor a willingness of people to go into Rehab medicine.

Medics are trained to TALK and not listen. Despite the years of training and knowledge of neurological difficulties did not seem to be able to speak slowly and also talked over us. Trained to listen to key words and not the bigger picture.

Did not seem to value our experience to modify current practice.  He feared the use of less qualified people as if they got it wrong there would be a threat of litigation.  Saw us as a negative group. He was not able to see we had valuable knowledge or represented a large group of people. Indoctrinated by the need to process numbers and litigation.

He is misinformed of the CDM program. Considered lobbyists to be “middle class and able to get what they need and able to come through the system anyway”. 

But it is acceptable that if there are facilities and help available that you should go on an assault course of condemnation and rejection to get them. If it is considered politically as good practice then is it acceptable to have to fight and search for their rights? I felt that he was defensive of a position which is not meeting needs and he is aware of it.

There was no offer of taking our points into consideration. In the end I found it difficult to summarise the meeting or any results as it was quite a disappointing meeting.

                                                    Comment 7

Over all impression – Dr Petty was there to talk and we were there to listen, therefore there was very little opportunity for any kind of meaningful discussion or exchange of ideas.  In fact at times it was hard to interject.  On more than one occasion Dr Petty talked over members of the forum who were trying to offer their opinion on a given subject.  

It felt like there was no acknowledgment that may be we were also experts in our areas of work, or, in fact that we collectively had very relevant experience and that we may have valid and worth while things to say and suggestions to make.  

I was concerned to hear Dr Petty's impression of the Expert Patient course or Self Management of Chronic Disease Course as it's called in Scotland.  He felt it was mainly aimed at the educated middle classes and was not wholly inclusive.  (Not our experience)  He also seemed to feel that its aim was to encourage people to "medically" manage themselves. (Again not our experience)  In fact we encourage course participants to work more closely with their Health Professional to ensure that they are getting the most out of their appointments etc.  .  

It was hard not to leave the meeting feeling despondent.  However, on a more positive note it was useful to find out what people like Dr Petty really feel and think about some of the issues we discussed.  I use discuss in the loosest sense!    

Conclusion

As can be seen from the above comments there was a general feeling of negativity about this meeting.

However it highlighted to the Forum, which they probably already knew, the problems and obstacles that have to be overcome in order to get the message across. So in this respect the above comments should be used to focus and identify the problems that arose during the course of this meeting. 

Therefore it should not be looked on as a failure in communication but the lessons learned from this meeting should be used as a stepping stone to the further meetings which hopefully lie ahead. 
MEETING WITH KIRSTY FORSYTH AT DIGG, 09-08-07

The forum had the second of  four proposed meetings with senior Health and Social managers within the Greater Glasgow and Clyde Health Board area. Today eight of us met with Kirsty Forsyth, Clinical Services Manager, Department of Neurology, Southern General Hospital. The following comments were made

                                               Comment A

I found this meeting to be very useful. Kirsty was very receptive to the views of the Forum. She was interested in the fact that people once diagnosed, were left with a feeling of isolation and seemed that there was no guidance given on the way forward on both Social and Health issues. We put forward the idea of having a Disability Information Officer in situ at the Southern General. It was felt that the person in this post should not be a volunteer or a person with a disability but a person that could be a  ‘step back’ from those so that they could have a better overview of the problems. My personal view is that the person in this position would have to have a good in-depth knowledge of the Health and Social networks and have an expert knowledge of signposting techniques.

Kirsty was very interested in the Self Assessment website set up by Niall and a good discussion took place about this. She seemed taken by the idea of having it installed in the PC’s in the Outpatients Dept at the Southern. Again she said that she would discuss this with her colleagues.    

Some discussion took place about the Self-Management programmes that are presently being set up by DIGG and the forthcoming presentation for the Parkinson’s specialist nurses. Kirsty seemed unsure of her ground here and I think that she should be sent more info on this subject. On the whole a good meeting, and I think that this was the opinion of the Forum.   

                                               Comment B

Thought today's meeting very useful. If Kirsty has any say she will be a useful ally. She certainly seemed keen enough.

 

                                                Comment C

General Impression – Firstly it was positive that she came out to meet with us.  She was happy to listen to everyone's ideas, opinions and experiences – everyone got a chance to speak. It felt as if she was genuinely interested in solutions to some of the problems raised by the group.   

 The main issue that the group wanted to raise was that after the point of Diagnosis there are no further support/information services in place.  

Members of the group feel that the point of Diagnosis is seen by the Dr/Consultant as the end of the journey, but for the person receiving the diagnosis it's just the beginning.    (Sandy put this much better)  

Once you have your Diagnosis which for some has been a very long and difficult process, you're often told to go home and get on with your life.  The group want something in place at the hospital to offer guidance, support and information to people who have gone through this experience.  

It was agreed that Kirsty would try and set up some sort of information base at the Southern General.  In reality it is likely to be a Directory of locally based resources accessed via computer.  Rather than the Hospital employing Disability Information Officer as this would be very expensive.  Some members of the group felt that having a person to talk to would be preferable but a computer based resource would be better than nothing.  Kirsty is going to get back in touch with us once she has spoken to the staff at the hospital.

We also managed to discuss the benefits of Self Management Programmes.  We felt that it was important to address some of the inaccuracies that are around concerning the Self Management courses.  We asked if it would be perhaps possible to give a presentation to some of the Staff at the Southern.  However again it felt as if Kirsty wasn't entirely sure about the Self Management Programmes and we did not receive a clear answer on this.  We may have to follow this up with a letter.  

                                                    Comment D

Assume after sign off GP’s are best care providers.

Most GP’s are not pro-active. Left to “patient”/person

to make the waves

Consultants rule OK! Patients need to be seen as people.                                                                                                    Not up to speed on Self Management courses

               Appears the same practice is changing

                E.g. support those with secondary ailments (vision)

 Consultants vary in their willingness

 To change e.g. some consultants working with

 their old computer systems – not using Health Information System (HIS)

 Took up the point the need to look beyond                                                                                                                                                                              GG to West of Scotland for signposting  (information point – CD/DVD)  

Listened:-

· Considered

· Willing to look upon us a knowledge group to work with (at least DIGG)

· Possible consultation

· Was personable
                                                     Comment E

She was polite and attentive and used NHS Speak a lot; a language I am just getting used to, after a year as member of the CHP PPF. It was a big improvement from the Professor at Southern General, however I do not know what she will do if anything with the issues raised as I suspect that her hands are tied firmly behind her back.

The coffee and biscuits were great; thanks.

                                                      Comment F

I thought our meeting with Kirsty was quite positive.  Obviously she is limited in what she can offer by money, facilities and the wishes of the consultants.  I think she does want to improve the information available to patients and would agree to leaflets posters and pc helpline available in clinics.

I personally feel that this is all quite positive but I think that patients need a professional person to talk to. Patients who are shocked by life changing news need to be guided through the maze of services and options.  Voluntary organisations can certainly help but they are often working in a very specific area and are not always the best people to give the full picture.  Volunteers may often be very traumatised themselves and are not able to give unbiased advice.   

I think we should highlight the success of the service at Gartnaval and other hospitals for those with visual impairment.  Something along similar lines appropriate to the particular client group and their local area facilities is needed.  

I also mentioned at the end of the meeting the plight of the neurological patient who has significant visual impairment which is not always addressed, consequently they do not get the services they require.  Kirsty did say that there was a Consultant at the southern with a particular interest in VI patients so hopefully this problem may be addressed in future.

   

                                                       Comment G

I thought it was interesting she acknowledged the lack of signposting that consultants give after diagnosis. It’s good that at least she is aware of the problem and I believe she was sincere in trying to move forward the difficulty and achieve a better result for the patient.

 It seems ‘pot luck’ as to the type of information a GP may give after being referred to by a consultant. Its clear that not all GP’s will give the same level of assistance. Some are very active in signposting and alerting a patient to the next steps but many really need pushed by the patient themselves and this is not ideal as a lot of patients don’t always have the ability or confidence to speak up or push something.

I think there is a difference in service depending on the type of ailment you have.To illustrate, patients battling cancer now have a very good support service. But as we get to actual disabilities there is a huge difference in level of support after diagnosis.

It’s very clear that often certain conditions are catered for better than others. An example was that now there is often a MS nurse to help with MS sufferers, and that in itself is a step forward to be commended. But for other sufferers such as Ataxia, there is absolutely no support.

She acknowledged there was a difference in the support each condition got. There should be a nurse for all conditions! The number of sufferers shouldn’t matter! The point is, just because you have a rarer condition shouldn’t mean you receive a different level of support. Its clear that sometimes its actually more beneficial to have one condition than another!

 Hospitals and people that run them need to embrace the 21st century! Putting a computer in every consultant room and waiting areas is not enough. A clear level of help is needed and if they are reluctant to employ a person on site then putting in computers And giving people information points and the ability to look up signposting services doesn’t seem that difficult to implement. It could make the difference to a patient after diagnosis. I was happy that at least Kirsty was keen on embracing technology and certainly this type of outlook would be

 Summary

On the whole this meeting took a more positive approach than the last one as can be seen from the comments. Kirsty was willing to both listen and give advice to the various members of the Forum. She appeared to like some of the positive approaches DIGG were trying to initiate e.g. Self Assessment Website. I think she would be a useful contact (or ally?) and would welcome any advice she could pass on to DIGG regarding any future initiatives.

CITIZENS FORUM MEETING WITH NICK KEMPE  30th AUGUST 2007
A meeting took place between nine members of the Citizens Forum and Nick Kempe, Head of Strategic Development Older People & Physical Disability. Also representing the Social Work was Mary O’Toole, Principle Officer of Commissioning. Below are some of the comments by the members of the Forum.

Comment A

Firstly, it was very apparent that they are both genuinely concerned with the problems discussed. It’s one thing for someone to say they are concerned but you might not get the feeling they really want to make changes.

Their outlook and acknowledgement of failures was refreshing and it was encouraging to see that finally someone wants to actively build bridges with the voluntary sector to produce better services for users.

Nick reiterated many of the complaints and problems that we had found time and time again and I felt it was interesting that these problems had already been identified but there was just no clear way of solving them.

Signposting and knitting together existing services is a must and Nick seems to be actively seeking these solutions, even with limited budgets and resources. More use of private and voluntary organisations has to be embraced. Information resources need to be tied in more with people like DIGG to get more and more people to take up schemes like Direct Payments etc..

 Perhaps it might be too difficult to attack the health side of things, but certainly the Social work aspect of care seems to be more open to suggestions and assistance and I feel this is the best course to start making changes for the better. I certainly feel they are less defensive and open to working with non-professionals in ways health professionals are more reluctant.

                                                   Comment B

He pre-empted our main concerns at the outset by acknowledging and agreeing that he had identified them as areas with which he had empathy. The optimistic view is that this is encouraging and he did make the right noises re setting up a dialogue with DIGG.

The cynical view is that he immediately took the possibility of a contentious debate out of the arena and neutered further discussions.

 

I do hope the former is the case because it did sound promising that he would set up a working relationship with DIGG which is the most we could hope for. Time will tell. 

                                                 Comment C

1. Very friendly

2. Very informative

3. Think he was appreciative of the offer of help in preparation of his database.

4. Good contact which would benefit from further development. (on both sides)

Comment D

I think, the meeting was quite good – he and Mary were realistic, aware of those many problems and gaps already existing and we managed to make their view of this problematic area even more complete.


 Nick seems sincerely trying to improve this situation and took us seriously, so hopefully, there are at least some promising outcomes on the horizon - ways of cooperation and communication for us and hopefully some improvements for patients.


 He promised to organize a contact between their specialist for children with ABI and myself. So, I will obviously involve Mary as well and it can bring some positive outcomes for the future. And it was nice to go all together as a united team - feels better than when I am on my own.
Comment E

I thought it was a good meeting, in the fact that he took the Forum seriously by devoting two and half hours to the meeting and including his Principle Officer of Commissioning, Mary O’Toole. 

Although they obviously new the issues we raised (i.e. problem of Direct Payments, lack of knowledge of front line Social Work Staff etc) they took copious notes all afternoon and I feel that two important points should be noted:

1 Nick said that he would reply, in time, and in writing, to the points and criticisms raised by the Forum and it would be good for some of his staff to commence a dialogue with DIGG

2 Both Nick and Mary were extremely interested in the Self Assessment Website that Niall is currently working on and stated that he would send two of his staff, Gordon and Marie (IT I think) out to Maryhill to look at this website along with Niall. In the meantime Niall would email Mary with details of how to access the Website.

                                            Comment F

Nick Kempe  already seemed very well informed about the range of problems and difficulties that people with long-term conditions and disabilities face when having to deal with Social Services.  

 

Nick seemed keen to continue to work with The Citizen's Forum and DIGG  to attempt to find some  practical solutions to at least some of these problems.   

                                                    Comment G

I think the overall feeling is that it was a very good and productive meeting.  He did say that he himself was having difficulty untangling the services provided and that it was no wonder we had found the same.  He also raised the subject of young people in residential care and said that was one of his top priorities.  He mentioned the lack of suitable housing, and that he had been trying to look into services provided in other areas.  I suggested he look at the Percy Hedley Foundation in Newcastle.

We also spoke about Self Assessment and he will be looking at Nialls work and sending two of his collegues who are themselves working on establishing a Self Assessment template to come along to the office here to show us their ideas, so that we can 'swop' notes and ideas.

The point that did come up again and again was the lack of information about all areas/services available and lack of knowledge or reluctance  Social Workers had in recommending or even informing people about Direct Payments.

He also asked us to meet with him again in 2-3 months time.  We obviously said we would be happy to do this.  We also told him that we weren't there just to complain but that we wanted to be of help in any way that we could .It was a really good meeting. 

SUMMARY OF ISSUES IDENTIFIED BY CITIZENS’ FORUM
Consultant Neurologists 

A more positive approach could be adopted, even if nothing more can be done medically. There is always the hope that some new developments will take place; also there are many other sources of help and support and opportunities for helping patients to live life to their full potential. Patients should be made aware of these whenever they engage with medical and other staff in out-patients and in other hospital and health service premises.

Neurologists should have a better understanding of the impact of living with a long-term condition - so that they can adopt a ‘holistic’ and not just purely medical approach.

Patients should be encouraged to draw up a list of their concerns prior to attendance for hospital appointments. Neurologists should take time to listen to patients’ concerns and to offer some possible solutions. Patients sometimes feel that they are ‘dismissed’ without hope. 

Patients should be made aware of the existence of self-help and self-management groups.

The needs of visually impaired patients are in general not well addressed.

Information and support in hospital and in the community

All patients (in-patients and out-patients) and their families should be made aware of the existence of ‘signposting’ and of opportunities for self-help and self-management. This should take place at all stages of their disability / medical condition. 

Staff should receive training in the difficulties faced by people with long-term disabling conditions and how they can contribute to alleviating these and promote a good quality of life. 

There is no specialist resource in the community for people with long-term neurological conditions. Might it be possible for one person (e.g. a community nurse) in each CHCP to be trained to take on this role? 

‘Social’ support

Social work staff should understand that many of even the most severely physically disabled younger adults have strengths and skills, which are either not identified or not valued. People need to be helped and encouraged to put these to good use. 

Many - probably the great majority - of younger physically disabled people are fully capable of ‘assessing’ their own needs, and of working out how these can best be met. They should be encouraged to do so, in preparation for the formal procedure ‘community care assessment’.

There needs to be a change of focus from ‘the negative’ (i.e. what the person cannot do) to what he/she can – or with help – could do. There needs to be a focus on potential for improvement (with the help of physiotherapy and other therapies for example) rather than on assessing levels of disability at one point in time.

Social work staff require a better understanding of the very substantial benefits of Direct Payments (DPs), and the process for accessing DPs need to be clearer and simplified. The take up of DPs should be simplified and encouraged.

There is considerable inequality of access to information, help and expertise between social work departments (even within the same local authority) and also between individual social workers within the same department. 

Social work (and health service) staff need to appreciate the value of discussion groups, ‘quality circles’ and self help groups (condition-specific as well as general). Information about these groups should be offered to patients/carers and families at every opportunity. Professionals often fail to appreciate the severely detrimental effects of being isolated and “lost in the wilderness”.

The needs of younger people with a physical disability are entirely different from those of older people. Younger people need assistance to enable them to participate in activities to their full potential, and this cannot be satisfactorily provided by a workforce (home support service) or institution (care home) where the primary responsibility is to older people.

Younger people need access to the widest possible range of opportunities to enable them to live life to their full potential. Physical access to buildings is only one aspect of achieving this objective.

GP’s should not be asking us what can they do for us but telling us what is available





Once diagnosis has been ascertained, taken off specialist list and left with a feeling of isolation





Giving up having dacs care assistant because of terrible mix up over the tax credits.





You need a clear diagnosis in order to receive a payment from a critical illness insurance policy.





Need to shorten the experiences of “coming through the mire” to achieve a diagnosis. Need to get information through at the right times.





 





Information





 Need to be able to arrange for respite – Particularly in settings where intensive rehabilitation can be provided (e.g. Red Cross Irvine)





Professionals need to be taught how to listen. They often leave you “high and dry” You feel you are “Running about amongst learned people”





Moved from pillar to post while being diagnosed.





Received very good information at the homeopathic hospital.





Doctors don’t look for anything else beyond the Illness.





Doctors unwilling to answer questions about likely outcomes e.g. how am I likely to be in two years.





Very difficult to see same GP at consecutive visits. Have to book well ahead and may be found quite well at time of appointment





Failings are too diagnosis – orientated; you miss out if you “Don’t fit the box”





Care Services









