Kent Acquired Brain Injury Forum (KABIF)

MINUTES

of meeting held on 11 October 2006 at the East Kent Hospital School Service, City View, Canterbury, Kent

In attendance:

Chris Adams, Unsted Park Hospital 
Louise Brown, Legal Assistant, Thomson Snell & Passmore

Jan Cartmell, The Regard Partnership

Diane Drummond, Manager, Headway House Day Centre

Ros Eastwood, East Kent Hospitals Schools Service

Delia Elliman, Brain Injury Case Manager, Harley Reed Consulting
Rikki Gandolf, SE Regional Co-Ordinator, Headway UK

Keith Hutchinson, Hothfield Manor

Wendy Irons, Physical Disabilities Team, Chatham

Lucy Lloyd-James

Jenny Mazur, parent

Roy Marcus, Case Manager, Harley Reed Consulting

Chris Merriman, website co-ordinator

Tony Merriman, Solicitor, asb law

Pam Munro, Founder and Volunteer of Tunbridge Wells and District Headway

Frances Pierce, Solicitor, Thomson Snell & Passmore (Chair)

Anna Reutersward, OT, East Kent Neuro-Rehab Unit

Dennis Smith, President of Tunbridge Wells and District Headway
Linda Theoff, Single Incident Brain Injury Service
Pam Wells, independent social worker
Don Young, Brain Injury Case Manager, Harley Reed Consulting
1.
Apologies


Liz Bray, Head of Nursing, The Children's Trust, Tadworth
Sophia Chung, S C Support and Care Workers Ltd

Roseanne Corben, NED, West Kent PCT

Nicky Coffey, Head of Specialist Commissioning, Kent and Medway

Gerhard Florschultz, Director, Raphael Medical Centre

Debbie Harding, West Kent Neuro-Rehab Unit 


Bhavna Jones, Service Development Hospital, Unsted Park Hospital

Mandy O'Brien, Brain Injury Case Manager
Patti Simonson, Principal Social Worker, Royal Hospital for Neurodisability
Jenny Stockley, Independent Paediatric Neuropsychologist
Sue Ware, independent speech and language therapist
Aftab Wajid, Care Plus Partnership
2.
Approval of minutes of meeting held on 29 June 2006

The minutes were approved subject to the erroneous reference to Laura Middleton being changed to Lorna Morris.
3.
Matters previously arising

None
4.
Introductions and information exchange

Dennis advised that there is now a new West Kent PCT in operation as from 1 October 2006.  The head is called Steve Phoenix and Dennis said that he would try and get him to come along to one of the meetings.


Dennis also advised that the Patient and Public Involvement Forum has now been abolished by the Government.  It has essentially been reinvented and is now known as LINKS (Local Involvement Network).  LINKS will be a different animal operating through Social Services.  There is no detail as yet about how it will work and Dennis will keep us informed about this.


Linda said that the Forum had helped her in her fight to save her position as Brain Injury Case Manager at the East Kent Neuro-Rehab Unit, Buckland Hospital.  Linda extended her thanks to the Forum for their support and for signing her petition.


Pam advised the Forum of the UKABIF AGM taking place on 10 November 2006.

5.
Neuro-Rehab Stakeholders Group and NSF updated - Debbie Harding/Nicky Coffey


In the absence of both Debbie and Nicky, no report was available.
6.
Mapping exercise/website update (Mary Ryan)


In the absence of Mary, Chris as website co-ordinator was able to update us on this.  He said that the mapping exercise was about 80% complete.  Frances gave the Forum a brief summary of what the mapping exercise is all about, for those who are new to the meetings.  Chris showed us on screen the opening page of the mapping exercise with the map split into two, East and West Kent, making the names of the towns less crowded together and hence easier to read.  Frances said that in order to ensure that the services mentioned are always correct there will need to be constant updating of this part of the website and hence this will appear as a regular item on the agenda from now on.


Chris also displayed the KABIF website and went through each item, showing how they all worked.
7.
Headway (Kent) - Di Drummond


Di had no information from East Kent Headway, but was able to update the Forum on the present status of West Kent Headway.  She said that they would be based at their present location in the grounds of Pembury Hospital for only two more months, until 31 December 2006.  They then have a temporary site at Tonbridge Football Club before beginning the move to their new premises which has lots of building work commencing in the New Year.  Whilst in Tonbridge, the Centre will not be able to provide such an extensive service as they do at present.


Di said that she had had an interesting chat with someone from Social Services the previous week when she had been told that as from next year Headway will be involved in the making of direct payments of benefits to clients.  Headway will receive core funding for this and clients will receive support to manage their accounts.  Di thought it would be worthwhile asking someone from Social Services to come in and talk to us about this.  Jenny commented that direct payments had already started with her son and she therefore has a contact whom she could ask to come to one of the meetings next year as a speaker.  Jenny said that it was a big responsibility for an ABI sufferer if they do not have support and help with budgeting.  It can also cause friction within the family and it will be interesting to see how it all works.

Di said that once Headway were in their new accommodation they would be able to assist with independent living and budgeting.


Di reported that an organisation called Kent Carers Network is being set up and is presently searching for a form of funding.  Their aims are:  mapping and gapping; information sharing; working with partnerships; developing business skills; training; benefit advice; recruiting and developing volunteers.

Contact details for the Kent Carers Network will shortly go on to the Headway website.

8.
Focus on Young Adults - Ros Eastwood


Ros said that she and Mary had had a long chat about this in June and had decided that it was best to draw together information that everyone in the Forum holds and to then produce a booklet.  Attached to these minutes is a note of the various ideas of the sort of help which they feel is needed and Ros asked the Forum for any ideas they might have to add to this.  These could be aimed at families or at the young people themselves.

Ros felt that the request for help could be circulated to all the members of KABIF with a covering email and a time limit for sending back the information.  It can also be sent out to YIPPEE as their input would be very useful.  Frances suggested a deadline of the end of November for coming back with any information.  Ros agreed to send the list of ideas to Louise in electronic format so that we can send it out although the return email address will be Ros's.
9.
Talk by Pam Wells on the history of specialist social work in the area


Pam began by giving a brief synopsis of her career in social work.  She said that when she first became involved in social work in the early 1980s, she thought that there must be a specialist unit in the area for ABI, but found that apart from the Kemsley Unit, Rivermead and Homerton, there were no others.  She was then encouraged by her hospital to help  set up their own Headway Group.  A huge amount was achieved once this was in place and the services have developed and expanded since then.  However, the group has struggled since it has proved impossible to get a representative from Social Services to attend any of the meetings.  


Pam then left the Social Services in 1991 when her job was axed - the only jobs open to her were in child protection and she therefore left.  However, her post was reinstated but linked with a more general post.  It proved an impossible task so Pam returned to working with the Military and then went on to Ticehurst House for a while, subsequently returning to the Military in a  specialist brain injury social work role.  


Pam said that she had seen all the different PCTs in the country and they are all very different.  Some are excellent, some are not.   For instance, Derby is a centre of excellence but some injuries are so complex that there is little help available even in the best areas.  Pam cited an example of a serviceman whom she had seen recently and appeared to have only a minor injury, but was registered blind.  Despite this, he missed the criteria necessary to be seen by the visually impaired team since he could see to a degree, albeit a jumble of images.   Unfortunately there was little or no help available for him.


Pam is the secretary of BISWG and described some of her work in this area.  She said that they organise training with sponsorship and find it a useful networking tool.  She would encourage the use of BISWG as they have a great deal of knowledge and are prepared to lobby and campaign.  

Attached are details of a BISWG event taking place shortly in Scotland and there is an event next April about the challenges of commissioning social workers.  Pam also gave the Forum copies of Patti Simonson's article which appeared  had appeared in a magazine and which sums up everything there is to say about brain injury social work (attached).

One of Pam's achievements in the field of social work is the regime of keeping contact with a patient for one year post-discharge, rather than the three months it used to be.  This longer time ensures that any post-discharge problems can be adequately monitored.  One of Pam's great successes in this field was with Pte Johnson Beharry, the young soldier from Grenada who was awarded the Victoria Cross, and she in fact received an acknowledgement from him in his recent autobiography, because of the consistency she was able offer him on his discharge.

Talk by Wendy Irons on social work and care management


Wendy is part of the Physical Disability Team in Chatham covering the whole of the Medway Council area.  Although trained as a social worker, Wendy said that she now works as a case manager.  She qualified in 1996 and used to work in residential care, then private practice with patients with autism.  However, finding that she was unable to move forward in this role, she elected to move back to the public sector in 2001.  Medway then changed their structure so that learning and physical disability were separated, and Wendy decided to work with the physically disabled, building up a specialist team.  When Wendy was asked if she had any special interests, she said that ABI was what interested her and that therefore has been her role since, mainly involving her in attending meetings and networking.  

Wendy said that she does not take every ABI case on the team.  This could cause an unequal distribution of work so Wendy tends to take on only the more complex cases.  At the moment the team has a caseload of 60 clients, 16 of them with ABI.  Another eight are listed and have already been dealt with.

Medway Maritme Hospital is an acute hospital and they have a team who take responsibility for new cases.  Those who do not have a current care manager or have been closed to care management within the last six months are referred to the Hospital Care Management Team by the ward staff.  Resources are limited so an informal agreement has been made that a complex brain injury would be jointly worked from early on.  The team will ring Wendy and ask her to come to the hospital.  Wendy will stay with them for as long as they need the service.


Occasionally Wendy will just take over a case and she will ensure that the ward staff are aware of the correct referral path.  There are no ABI beds at Medway when brain-injured patients are referred from Kings College Hospital.  There seems to be no way of breaking into this despite requesting an ASSET management be done at Kings before the patient leaves.  Simon Truett is the co-ordinator at Sevenoaks and carries out the initial assessment along with a representative from the neuro-rehabilitation service for the person's own area, e.g. CBIT in Medway, DART in Maidstone.  They make a recommendation to the relevant PCT and make the formal request for funding of it for an out of area unit, e.g. Putney or Blackheath.  It tends to be purely about neuro-rehabilitation.  Medway say that they have to be medically stable first however, so it is impossible to get them ASSET-assessed earlier.

Some clients are in long-term care or in the community, other than those who are in Putney or Kings.  Reviews of patients being funded out of area by Medway PCT are carried out by the Continuing Care Liaison Service and Wendy works with them to give holistic support, assist them in assessment and review social needs, family support and longer term aims/goals.  In turn they help Wendy with SSD-funded clients that she is struggling with health needs assessment or support.

Wendy will then plan for the patient's discharge:  are they going home and, if not, where are they going?  The PCT funds specialist rehabiliation and a specialist nurse will write a report for the PCT.  In order not to duplicate work or confuse the patient or family, joint goal-planning and care-planning meetings are held and these are cross-referenced to ensure that the services provided complement each other.  Wendy commissions care packages that include attendance at goal-planning meetings and where carers work with CBIT therapists and take instriuction from them as well as Wendy.

Wendy said that she had requested a 3-way funded post - PCT, Social Services and Social Care Trust.  All three services work from start to finish for people with ABI.  The post would be as a brain injury co-ordinator and is presently in the budget build.   Frances offered KABIF's help in lobbying for this post.  


Only one of Wendy's clients has a compensation claim and Wendy said that she finds it very helpful to work with someone else on the financial side of things.  In this regard, Frances referred Wendy to Part 3 of the Health and Social Care (Community Health and Standards) Act 2003 which provides for a scheme whereby the NHS can recover costs etc.


The therapy team at Chatham consists of a psychologist, neuropsychiatrist and neurophysiotherapist.  Speech and language therapists are based at Medway Maritime and Wendy works closely with them, attending their meetings, setting goal-planning targets and linking her care plan with theirs.  She reviews the rehab every three months and the team all carry this out together.  Health goal-planning is used for social services input.  

Wendy said that they do not have residential care for the under 65s in Medway and they have to use the services in Kent.  They then offer support and some benefit advice.  Medway Council has two people who work solely supporting people with benefits and particularly appeals and tribunals.  They are always over-worked and struggle to keep up with demand but they can help the clients by giving advice and support behind the scenes when they cannot support directly.

Frances asked Wendy if she could email to her a list of names and contacts which can then go into the mapping exercise.


Frances thanked Pam and Wendy for their interesting and informative talks to the Forum.

10.
Talk by Don Young:  Anecdotes of a Case Manager


Don is a brain injury case manager for Harley Reed Consulting.  They have a caseload of 25 divided between himself, Roy Marcus and Delia Elliman.


Don said that in 1988 he moved into private practice as director of a care company.  He developed a scheme for Hothfield Manor and met some wonderful people there, such as  Pam Munro and Jo Clark-Wilson.   However, the place was taken over and Don was made redundant.  Jo sugested to him that he cecome a case manage and gave him his first client, a dancer who had suffered brain damage in childbirth.  


Don said that he could divide his experiences of being a brain injury case manager into three distinct groups:  the good, the bad and the bizarre.  He firstly told us about the good.


This was in fact his first client who was the dancer who had suffered a brain injury in childbirth.  She ended up in Unsted Park.  Her husband, however absolutely insisted that she live at home.  The litigation allowed for this and resources were released for house adaptations to be made.  She was brought home in 2001 and has a team of 12 to look after her, consisting of therapists and support workers.  She is now totally a part of the housheold and even goes on holiday with the family.  She takes part in everything that goes on and the key to her progress is the role of the therapist who sets out clear directions and schemes for her with are needs-led with clear objectives.  She had suffered terrible senstivity problems whilst in hospital and this has now reduced.  

As for the bad, Don said that he was once involved in the case of a young man who had had an RTA and lived at home with his father and stepmother.  He had severe cogntivie problems and an alcohol/drug dependency.  The family had recently managed to get him a flat on his own quite where he lived with a support worker who worked on obejctives for him.  The young man was an exceptionally talented carpenter.  His priority was to go on a holiday and he received some funding for this.  However, whilst he and the support worker were on holiday,  Don received a call from his support worker saying that the client wanted to control the money.  Don told him to let him have what he wanted whilst they were away and they would sort things out when they came home.  

Once home, he received another call from the support worker saying that he did not spend all the money on holiday and he was now going to buy a gun and shoot the person who ran him down and caused his injury and that if he did not get some more money then he would shoot anyone.  Don then received a call from his parents saying that he now had a gun, was drunk and was threatingening to shoot his father and Don.  The police were called and, after threatening suicide, the young man was eventually sectioned, much to Don's relief.

Don said that this experience highlighted the benefits of inter-agency working.

Finally, Don recounted his experience of the more bizarre end of the case manager's life.  This involved a 44-year-old lady who was severely injured in an RTA in 2002, suffering both a severe brain injury as well as other bodily injuries.  Don became involved in her case in 2003.  Her very involved husband proceeded to recruit his own staff through a company he owned.  He would not let anyone take his wife out, sacked staff on a whim and had cameras installed in the house to watch what they were doing.  


Desipte this, the lady has made good progress, is now continent and participating in activities.  There is now money available to buy a fully adapted house and of great importance in her progress has been the strong team-working where everyone supports each other.


Don hightlighted the attributes needed to be a brain injury case manager:  management skills and a sense of humour being the main ones - a nursing background is not essential.


The difficulties he tends to encounter are the time lapse of instructions from solicitors, causing problems particularly for the families as they need support in the early stages which is not forthcoming.  Another difficulty is the shortfall in resources from the staturory services.

The satisfaction of the job comes from making a difference to the quality of a person's life.  


Frances thanked Don for giving the Forum this fascinating insight into the ups and downs of brain injury case management.

11.
Any other business


Frances  said that she would give feedback to the Forum on the UKABIF meeting at the next KABIF meeting.



With regard to the next meeting, this will no longer be held at the offices of Thomson Snell & Passmore in Tunbridge Wells, but at the Headway House Day Centre in Pembury Hospital.   Please note the end of these minutes to see full details of the new venue


Pam said that they were going to be having a speaker on vocational rehab at one of the SABIF meetings.  They have a list of such people in Sussex and it would be a good idea to have one in Kent.  Pam said that she would send the list to Frances.

Anna said that the National Association of Neurological Occupational Therapists would be holding a conference on 2 and 3 November 

The meeting concluded at 9.00 p.m.
Next meeting:


The next KABIF meeting will be held at 2.30 p.m. on 8 December 2006 at the Headway House Day Centre, Pembury Road, Tunbridge Wells, Kent TN2 4QL and NOT at the offices of Thomson Snell & Passmore as previously advised.
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