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This quarter’s newsletter carries two articles from our regional groups - the Gold Standard Pathway from East and West Sussex and a piece about the revival of the Eastern Group.  With so much energy and good work coming from groups working regionally we decided to focus part of this years conference on work carried out by ABIFs which will hopefully inspire and inform others. We will also be offering a section on the web site in the near future which will provide useful information for regions that are setting up their own ABIFs.  Do get in touch if you have ideas we could post on our web site which might be useful for other groups.
Supporting People with Acquired Brain Injury: Law and Good Practice

UKABIF AGM and Winter Conference

The Resource Centre, Holloway Road, London

Thursday 22nd November 2007

With the summer conference postponed this year’s Winter conference and AGM Supporting People with Acquired Brain Injury: Law and Good Practice promises to be a bigger and better production.  The day will start with the AGM and proceed to a selection of talks from the regional Acquired Brain Injury Fora.  The afternoon’s proceedings will focus on the Mental Capacity Act with input from the legal and medical professions as well as the Department of Health.  The day will round off with a sponsored drinks reception to give everyone an extra opportunity to network and view the exhibition.  Please make sure that you book your place as soon as possible. 

We are also interested in finding sponsors and organisations who would like to exhibit at this event.  For details please contact Chloë Hayward, UKABIF Events Organiser on ukabif@btconnect.com .
Elnaz Crosses the Pond

Many members will have come into contact with Elnaz Nesvaderani, either through conferences, the Executive Committee or membership processing.  Elnaz took up the role of UKABIF Administrator and Events Organiser towards the end of 2005, as a temporary administrator. Since then she has been flying the flag for UKABIF organising conferences, writing newsletters and keeping all the administration up to date.  Her particular skill was in events management and she effortlessly ran conferences and AGMs without a hitch.  Elnaz will be returning to New York where she will continue her studies. We wish her well and thank her for all her time and effort.
New Face in Administration
Chloë Hayward has picked up where Elnaz left off and may be a familiar name to some. Until 2005 she headed up the Communications team at the Royal Hospital for Neuro-disability taking responsibility for a variety of areas including publicity, publications and events. Please get in touch with Chloë for any issues relating to conferences, membership and the Newsletter.
The Regional Acquired Brain Injury Groups

New Head of Steam for Eastern Region Acquired Brain Injury Forum

ERBIF, the forum which covers Suffolk, Norfolk, Essex and Cambridgeshire, has recently begun a revitalised two year programme of meetings, with a host of interesting speakers, as well as providing new opportunities for networking and information sharing.

The first meeting of the re-invigorated forum took place on 16th May at Fen House, BIRT’s Rehabilitation Unit in Ely.  An encouraging turnout was treated to an excellent presentation on Hypoxic Brain Injury by Neuro-Psychologist, Andrew James.  They were also able to view ERBIF’s new website which is currently under construction. 

Future meetings include speakers such as Neil Brooks (Rehab without Walls), Andrew Bateman (Oliver Zangwill) Rob Popperton (Partnerships in Care) and Denzil Lush (Master of the Court of Protection).

As well as the opportunity to hear some of the most respected practitioners in the field sharing their work in Brain Injury, from September the meetings are also planning to include informal workshops on themed subjects, offering an opportunity for people to share their experiences and knowledge and build links between organisations working to support people with brain injury across East Anglia.  Erbif are also hoping to forge stronger links with other ABI forums in the region, to further enhance communication across the eastern region.

Meetings and membership are free and anyone interested in brain injury is welcome.  Full details of upcoming events can be found on the Erbif website (erbif.org.uk).  

Gold Standard Care Pathway for people with an Acquired Brain Injury in Sussex

The West Sussex ABI Network and Sussex Acquired Brain Injury Forum

The gold standard care pathway has been written by a group working within Sussex who well recognise that services for people with ABI need considerable improvement.  Numerous reports have pointed to the need for a comprehensive care pathway. The NSF sets out a 10 year development plan and standards for the sort of care people should expect to receive.  Locally the hope is that commissioners and managers will work with all those involved in the pathway to move this agenda forward. It is hoped that this care pathway will act as a guide to best practice in this field.
The authors have taken into account services provided elsewhere in the country and included those aspects which they feel are evidence of best practice (Nottingham BI Team, Northumberland Head Injury Service).  They do not underestimate the difficulty of implementing a comprehensive care pathway to a hitherto underestimated and largely un-recognised group of people. The pathway is non prescriptive by design in order to meet the diverse and complex range of difficulties arising from an ABI and covers the following areas:
· Support for the long term effects of brain injury

· Care Pathway operational principles

· Personalised service approach

· Capacity

· Models of Disability

· Non Specialist and Specialist ABI Services

· Equity of Service

· A Managed Care Pathway

· Assessment/Referral Panel

· Working Links

· Financial Benefits

· Benefits to Service Users and their carers

It is hoped the proposals outlined in the pathway will enable many people to gain a great deal more control over their lives and attain more independence. The hope is that the centralisation of specialist knowledge and skills will help inform future commissioning of services both at a local and national level in both the NHS and independent sectors.
The proposals support the implementation of the NSF for Long Term conditions and will facilitate the working towards Individual Budgets. This is because they will allow service users and their carers better access to information about service provision and service providers.

The paper includes a section on the NSF standards and how the pathway helps to meet these by introducing systems such as a single point of access.

The Gold Standard Pathway can be found on the West Sussex ABI Network website (www.westsussexabi.co.uk) and on the SABIF website (www.sabif.org.uk). You can also contact the authors who are happy to answer questions:
Mark Searle ABI Co-ordinator West Sussex at abicoordinator@tiscali.co.uk; Camilla Herbert at cherbert@birt.co.uk; Francis Lacy Scott at Francis.LacyScott@asb-law.com.
Some of the team will present the Gold Standard Pathway at the UKABIF Conference on 22nd November.

Contact Information for Regional Groups

London ABI Forum (LABIF)

Geeta Nayar (Vice Chair of UKABIF) nayarg@irwinmitchell.co.uk 

Phone Number: 0870.1500.100 

Sussex ABI Forum (SABIF)

www.sabif.info  

Kent ABI Forum (KABIF)

www.kabif.org.uk 

Eastern Region ABI Form (ERABIF)

Janet Luck, Chair of (ERABIF)  jluck@partnershipsincare.co.uk.

Northern ABI Forum (NABIF)

Des O’Meara (Vice Chair)
 bic_uk@hotmail.co.uk 

Scottish Head Injury Forum (SHIF)

Ailsa MacMillan (Chair)
 www.shif.org.uk 
All Party Parliamentary Group on Acquired Brain Injury
The next meeting will take place on 31st October at 3.30pm.  Lisa Turan from the Children’s Brain Injury Trust will give a presentation and the topic will be Children and Brain Injury.
Contact Richard Morrison for further details on rjdm@dial.pipex.com

Spotlight on Facilities

 Mayfield Critical Care Unit

Mayfield Critical Care Unit is one of the leading specialist centres in the country, providing complex nursing care for people with both physical and psychological needs. 

We specialise in the provision of long term care and treatment for clients who have acquired brain injury, challenging behaviour and conditions such as persistent vegetative state, chronic neurological disorders and the management of people requiring artificial airway and augmented ventilation. Client age range is from 18 to 65 years.

Clients may be referred via social workers, primary care trusts, family members, hospital discharge co-ordinators or other care providers. 

Specialist programmes of care are developed, delivered and reviewed by a multidisciplinary team of staff comprising first level nurses, care supervisors, diversional therapy manager, and retained physiotherapist and general practitioner. This team also works closely with a range of external professionals including psychologist, speech therapists, dieticians, clinical nurse specialists, chiropodists. 

A purpose built state of the art facility, Mayfield enjoys the very latest in specialist hospital equipment including: piped oxygen and suction, a 
back up generator, overhead hoists to all bedrooms, tilt table, standing frame and electric beds. 

The unit comprises of two ten bed “pods” each offering a totally independent living environment with multipurpose lounge and dining areas, disabled kitchens, and specially designed assisted bathroom and shower facilities. Bedrooms are single, oversized in area, incorporate en-suite facilities, and all have access to patio and garden area. 

Relax@guardiancare is located within Mayfield and is available for the use of all clients able to benefit from this facility which includes a relaxation spa with hoist access, mood lighting and a range of therapy treatments. In addition, the adjacent sensory centre has the latest in computer generated video, lighting and therapy effects. 

Situated in the heart of the Midlands, in the highly regarded residential area of Trentham in Staffordshire, the centre has easy access to the M6, Inter City rail links and a variety of public transport facilities. Nearby amenities include restaurants and public houses, together with several convenience stores, a bank, post office and parkland. 

For further information please contact: 

Fiona Hulse, Bed Manager, The Guardian Care Centre, Longton Road, Trentham, 

Stoke-on-Trent, ST4 8FF. 

Phone: 01782 644800     Fax: 01782 644950
Email:Fiona.hulse@guardiancare.co.uk.

The Priory Neuro-Rehabilitation Services

The key to successful neuro-rehabilitation is early-targeted interventions to minimise the development of behavioural and physical complications.  Specialised neuro-rehabilitation services work in a smart and cost effective way to best meet the needs of the patients and to work with the purchasers of services to aid the understanding of the effectiveness of early interventions.

The Priory Group has specialist neuro-rehabilitation units:  The Priory Highbank Centre in Bury, Greater Manchester offers a wide range of services for patients aged over eighteen with complex physical, cognitive and / or behavioural and emotional impairment following brain injury.  The Priory Neuro-Rehabilitation Services are also set up to manage other complex neurological conditions.    

An individually tailored programme of rehabilitation is formulated by the Inter-disciplinary Team (IDT) in order to maximise the person’s physical, emotional and social capability and to enable a more independent lifestyle. Involvement of the family is the key to the development of the programme. The teams are highly experienced and able to communicate both regularly and effectively. They work together in joint therapy sessions and ensure a consistent and systematic rehabilitation programme throughout a 24 hour period.

This patient rehabilitation programme forms part of an Integrated Care Pathway (ICP) that tracks the patients’ journey.  The ICP sets standards, both clinical and process, which are regularly audited to ensure the services meet the necessary criteria set out in the RCP / BSRM guidelines (2003) and the NSF (2005).  The ICP incorporates 40 measurable standards for audit purposes.  The audit process ensures that the standards are comprehensive and that the ICP model is applied systematically to each client, resulting in improved clinical and social outcomes.  It stipulates the timings and philosophy for the IDT process, which in turn then lends itself to eventual reflective practices.  The work on the ICP achieved finalist stage of the IHA awards 2006 and is now forming the basis of our move to become care accredited.

For further information on the Priory Group’s Neuro-Rehabilitation Services visit the website. www.prioryhealthcare.com or contact the Admissions Officer at Priory Highbank on 01706 829540 

Reviews

‘Snakes and Ladders: The Challenges of Commissioning for Brain Injury Services’

Brain Injury Social Work Group National Conference in Partnership with Field Fisher Waterhouse LLP
25th April 2007 Royal Society of Medicine, London

Commissioning is about enhancing the quality of life of patients, service users and their carers, but the whole issue of ‘commissioning’ fills many of us with dread. Trying to put theory into practice when planning for our service users leaves many social workers, case managers, and health workers, legal and other professionals extremely frustrated. 

The Conference was addressed by a series of inspiring speakers who were endeavouring to use the principles of the National Service Framework and referenced the ‘Commissioning Framework for health and wellbeing’ for the benefit of service users/patients and carers. De-mystifying the systems, giving examples of efforts to work in collaboration and co-operatively encouraging the audience to see commissioning for what it is, and enabled the audience to see that the Framework is a tool to be used for the benefit of all. As we battle in our daily working life with systems and seemingly endless pieces of paper and forms, this conference gave hope for the future. 

It is envisaged that our patients, service users and families will have better care, better choices, and a better experience. Authorities will have the commitment to improve services, make the best use of available resources, and link financial planning and service planning. Hearing from speakers who were practicing what they preached left the audience with a renewed confidence that, despite our personal and moral dilemmas, commissioning will achieve the aim of placing the people that matter in the best facilities.

BISWG would like to thank the speakers, and all those who attended and took part in the day for helping to make the day a success. A special mention must be made of Field Fisher Waterhouse LLP for their sponsorship, organisation and hospitality in a beautiful venue, central for many of those who had travelled from afar. 

Carol Pratt

Social Worker 

Icanho, The Suffolk Brain Injury Rehabilitation Unit

May 2007

 

Heads Up Holidays 
A holiday company specializing in holidays for people with brain and spinal injuries 
The following gives a brief insight into what Heads Up Holidays can offer
“I never knew this was possible. Coming here has opened my eyes, and now I know the world is my oyster!”

This is what Lilly, a recent client of Heads Up Holidays, exclaimed as she breathed in the views from her mountainside holiday apartment in Aljezur, Portugal.  Just last year Lilly had never even left her home town in the Midlands, so being abroad with no friends or family was a huge achievement.

Her independence was taken away seven years ago when her boyfriend tried to commit suicide by driving into a tree at over 100 miles per hour while Lilly was in the car.  Incredibly, he walked away from the crash with only cuts and bruises but killed himself two months later.  Lilly, however, had to be cut from the car and was left with massive internal injuries and a severe head injury.

Since then life has been hard for the 32-year-old mother, who now suffers with delusional idealisation, neuropsychiatric difficulties, and depression.  Her relationships with friends and family were strained, and her support workers felt the effects of her emotional difficulties.  She was angry and unpredictable, and there seemed to be nothing in her life that brought her joy or gave her a glimpse of how good life could be.

Lilly had always dreamed of ‘doing London’ - going to a West End show, seeing the sights and shopping.  Last year, Heads Up Holidays arranged a three day supported city break for Lilly and her teenage daughter that included train tickets, accommodation, a holiday support worker, and front row seats for the musical ‘Billy Elliot’. 

Angela Kerr, one of the two directors of Heads Up Holidays, received a text message from Lilly half way through the musical.  It read 'Oh, my God!  I think I'm feeling excited - I can't remember feeling excited before.  It’s been so good and it's the first time I've ever been away with my daughter.  It's been an experience of a life time.’

This was Lilly’s first trip away from the Midlands and it made such an impact that she rebooked soon after to spend ten days over Christmas and New Year in the Lake District.  With her confidence increasing, she put aside her hesitations and booked on a holiday to Portugal.

Because it was her first time flying, Lilly wanted a support worker to fly with her.  The holiday support worker, Julie, who would be with Lilly for the coming week, met them both at Faro airport.  Julie moved from Britain to the Algarve five years ago after working as a support worker in the UK.  Lilly connected with Julie straight away, and chatted excitedly about the shopping trips, boat rides and clubbing planned for her exciting holiday.

During the week, there was a noticeable change in Lilly’s mood and behaviour.  She was calmer and happier, and spent her evenings relaxing by the pool rather than hitting the pubs and clubs, as she would have done back in the UK.  ‘I really enjoyed the quiet and not being around all the people I know.  I felt very chilled’ Lilly said.

Following the holiday, Lilly has made some big decisions about her future.  ‘I want my support workers at home to be more like Julie.  I want to be as busy as I was on holiday.  It opened my eyes to what was possible and now I know the world is my oyster.’  Lilly is a lot more positive about life now, and is eagerly awaiting her next holiday.

With fifteen years clinical case management experience, Angela knew how difficult it could be to find suitable holidays for brain injured clients.  “Heads Up Holidays was born out of necessity,” she said.  “It is easy for you or me to just pick up the phone and book a holiday, but I found that holidays were much harder to arrange for my clients.  I don’t see why brain injured people should miss out on doing the things that we take for granted.”

“We are the first holiday company to offer traumatically head injured people and their families the freedom to travel the globe, supported by a team of expert carers and staff individually matched to meet the client’s personality and needs”.
Angela, along with Emma Hart, started Heads Up in 2005, and together they have steadily expanded the range of destinations and activities on offer.  Fully supported holidays are available in Cyprus, Portugal, and Turkey.  Winter breaks are also offered to France and holidays around the UK including Wales, the Lake District, Cornwall, and London.  There are numerous benefits to case managers and other referring professionals in using Heads Up for client holidays. Every aspect of trips from the initial risk assessment (to identify the level of support required and any specialist clinical facilities needed in case of emergency) to travel, accommodation, support workers, car hire, and activities are addressed, all the way through to writing up daily logs and a summary sheet at the end of the holiday.  All can be assured that the clients are in safe hands.

By using support workers who are based in the countries concerned, there is considerable saving on the costs associated with flying out a support worker and paying them 24/7 when the individual might only be needed for a few hours a day.  This saving is passed on to you, so that with Heads Up you only pay for the support your client needs.

The Heads Up motto is “Just as every person is different, so is every holiday.”
Each experience is tailor made through a huge range of fun but safe activities; anything is possible from horse riding, sailing, shopping, night clubbing, and golf, to swimming with dolphins, cycling trips or quiet time on the beach or by the pool. 

Because our clients range from young single individuals to couples or families, our carers range in age appropriately.  Most are from medical backgrounds and include former nurses, psychotherapists, social workers, and teachers.  Clients are matched with carers to whom they are likely to relate to.

The key to Heads Up Holidays is getting out and doing new things, experiencing new cultures, food, and people with trained holiday carers.  This is all prearranged with the client and formalised in an itinerary.  Carers carry first aid kits and are trained in health and safety in accordance with UK legislation. 

Heads Up is a member of Headway and UKABIF and is ISO 9001/2000 certified. The organisation also works with The Care Standards Commission as well as other organisations to ensure that the highest quality safe service is provided.
Clients are referred by clinicians, case managers, psychologists, doctors, solicitors and professional receivers and the injured individual can also access the organisation directly or through a Trust.

“Feedback on previous holidays has been fantastic.  Clients have been telling us they love the sense of freedom when they are choosing what they want to do on their holiday, and that there is an amazing sense of adventure when horse riding for the first time or swimming with dolphins.  Some of these clients now have regular hobbies that they tried on their trips with us.  Horse riding has proved particularly popular”.
The organisation is now finding that some clients want regular short breaks. This means families and care workers can plan when respite care is needed.

For more information about Heads Up Holidays, please visit our website at www.headsupholidays.com or contact us on info@headsupholidays.com or 0115 9582235
Emma Hart
Executive Committee 2006-7

Professor Stephen Tyrer (Chair)         

Consultant in Neuro-rehabilitation, Newcastle

Geeta Nayar (Vice Chair)


Solicitor, Irwin Mitchell

Keith Jenkins (Treasurer)
Consultant Clinical Neuro-Psychologist, St. Andrew’s Hospital 

Sally Jenkinson (Secretary)


Director of Children’s Services, Children’s Trust

Sue Gray




Clinical Director, Sue Ryder Care

Catherine Symington
Centre Manager, Blackheath Brain Injury Rehab Centre

Alister Berry
Consultant Clinical Psychologist, Rehab UK

Desmond O’Meara
Senior Manager, Neural Pathways

Patti Simonson
Head of Social Work, Royal Hospital for Neuro-disability

Mary-Anne Darlow
Interdisciplinary Team & Patient Pathway Co-ordinator, Royal National Hospital for Rheumatic Diseases
Ava Easton
Development Manager, The Encephalitis Society

Amanda Swain
Head of ABI Services, Leonard Cheshire

Annie Gent (Co-opted)
Clinical Programme Director, Brain Injury Services

Stephen Grant (Co-opted)
Brain injury sufferer

Richard Morrison (Co-opted)
Chairman, Headway East London

Members Contributions
What would you like to see in the next newsletter? Do you have information about events or facilities that you would like to share with other members?  Please send your information either by mail or email by mid September 2007 to:
UKABIF

c/o Royal Hospital for Neuro-disability

West Hill

Putney London

SW15 3SW
Tel: 01986 784452 (temporary number)
Email: ukabif@btconnect.com 

As a small charity, UKABIF aims to reduce costs by distributing the Newsletter and other information via e-mail rather than post.  Please contact us with your email address if you would like UKABIF to contact you in this way.
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Registered Charity No: 1086115
Conference and Training Events Pages

	Event
	Date
	Organising Party
	Contact

	Practical approaches to working with children & families of adults with neurological disabilities 

	13th September 2007
London
	Institute of Neuro-palliative Rehabilitation
	Phili Denning, 
Conference organiser, 
Royal Hospital for Neuro-disability, 
West Hill, Putney, London SW15 3SW
tel: 020 8780 4500 x5140

	Understanding and dealing with behavioural problems following brain injury: A workshop
	Friday 21st September 2007 until Saturday 22nd September, 2007
	Brain Tree Training
	enquiries@BrainTreeTraining.co.uk 

01276 472 369

	2nd International Conference: Looking Ahead: Innovations in Brain Injury Rehabilitation



	26th - 27th September 2007, Queens Hotel, Leeds,
	BIRT
	For Further Information Please Contact:
Frances Pitwell
Tel: 01924 89610
Email: director@birt.co.uk

	7th Annual Brain Injury Legal Seminar

	4th October 2007
Leeds Marriott Hotel, Leeds  

	BSWIG/BASW
	For Further Information Please Contact: Lynn G. Bellgard 
lbellgard@rhn.org.uk Tel: 020 8780 4500 x 5161 
Email:

	Neurological Alliance Regional Forum
	October 10th
2007 Leicester RNA
	Neurological Alliance
	Fred Davison for further information at
secretary@wbna.org.uk

	Headway Annual Conference,  
 

	22nd October 2007Stratford Holiday Inn Hotel, Stratford
	
	For Further Information Please Contact:
Rachel Broughton
Tel: 0115 924 0800

	Understanding the Impact of Childhood Acquired Brain Injury on Memory, 

	October 24th 2007
Centre for Life, Newcastle UK

	CBIT
	For Further Information Please Contact:
Email: info@cbituk.org
Tel: 01869 341075

	Somewhere to live, Someone to love, Something to do. Basic Human Needs: What Happens After a Brain Injury?
	9th November 2007 St Paul’s Hotel, Sheffield
	JS Parker Associates
	Judith Shore 0114 267 2880

conference@jsparkerassociates.co.uk

	Information Processing - Advanced Cognitive Rehabilitation Workshop

	7-8th December 2007, Gatwick Hilton, Sussex
	Brain Tree Training
	For Further Information Please Contact: Brain Tree Training
enquiries@BrainTreeTraining.co.uk 
Tel: 01276 472 369

	Restoring mobility: theories, technologies and effective treatments
	10th December, London
	BSRM/CP
	conferences@rcplondon.ac.uk
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