Report 2004/5

In the last few months, work has focused on looking for new funding for the network.  The current grant from Muscular Dystrophy Campaign (MDC) was due to end in October 2005, but additional funding has been provided to support our work until the end of March 2006. The Review of Neurological Services in Wales is due to be completed this autumn.  This should signpost the future for service development for patients with neuromuscular disease.  During the year, discussions have been held with Health Commission Wales (HCW).   A number of different business cases have been formulated. 

One issue that has become explicit is that there are no definitions for Neuromuscular or Primary Muscle Services within the NHS either in Wales or England.  Much of the management and diagnosis of primary muscle disease occurs within genetics for historical reasons.  The review of genetic services in Wales published earlier this year highlights that this service is not part of the NHS definition of genetics for commissioning services.  In Wales there is confusion between the specialist neurological services funded via HCW and general neurological services funded via Trusts and LHB.  The site of service provision appears to be more important than the nature of the services and the sub-speciality.  Primary muscle disease clinics in Newcastle have shown that life expectancy and quality of life for affected patients is improved where specialised clinics are held with dedicated multidisciplinary teams caring for the patients and link with generic services in the patient’s locality.

In July, HCW published guidelines to apply to have their commissioning criteria altered.  This does not guarantee funding for services.  It should enable applications for funding to be considered and to enable the pathways for the application of funds with the potential to service development.  An application was submitted from the network for inclusion of Primary Muscle Disease Services within the criteria.  It is hoped that HCW will report by the end October.  

Meanwhile the work of the network has been consolidated.  The previous work has been reviewed, enhanced and expanded.

We welcome new professionals with and interest to Wales in Dr M Hill, senior lecturer in Neurology, University Wales Swansea, will work at Morriston and support the Graduate Entry Scheme:  Dr John Walters and Dr Nigel Hinds have been appointed as consultant neurologists based at Morriston and both are dually accredited in Clinical Neurophysiology, together with the appointment of Dr S Raasch in Morriston, this will support adult neurology and neurophysiology services substantially.  Sadly, Sally McKenzie, family care officer for Muscular Dystrophy Campaign, left following the reorganisation of MDC funding.  We hope to have a new family care advisor or nurse covering South Wales next spring, depending on successful approval by Agenda for Change and a grant from MDC.  Cathy Sampson, research Co-ordinator for Myotonic Dystrophy is sadly leaving her post, but we hope her new role and research project will enrich the knowledge about Muscle Disease.  Dr B Lecky is also to withdraw services from to Bangor at the end on the year. We wish all of them good luck for the future.  

Work of the Network in 2004/5
Participated or contributed to the following in the following:

Research in to Falls in Myotonic Dystrophy with M Busse, C Sampson, MT Rogers and CM Wiles which has been completed and is accepted for publication.

Wales Neurological Alliance to represent MDC

Wales Wheelchair Users Posture and Mobility Group  
All Wales Children and Young People’s Specialised Service Standards setting group 
Birmingham Muscle Interest group
WORD application appraisal for Paediatric Palliative Care Research

Report of New Philanthropy Capital’s research on Disabled Children and their families

North Star project development for steroids and Duchenne muscular Dystrophy

Poster at 2nd International Cardiff Conference Paediatric Palliative Care

Welsh Paediatric Society Autumn meeting 2004

Children in Wales Open debate on Setting the Agenda for Children and Young People

Response to the NSF for Children and Young People in Wales

Meetings attended or due to be attended


Parents Project Conference on Duchenne Muscular Dystrophy October 2004 and October 2005

National Conference of GP with Special Interest in Neurology

Conferences/ Educational meetings held or spoken at  


Quarterly Muscle Neuroscience programme UHW 20-30 neurology/pathology consultants, junior doctors, therapists and nurses.

First Annual Conference – Wrexham Medical Institute, 12 October 2003. 49 doctors, therapist, scientists.

Primary Muscle Diseases – Royal Glamorgan Hospital, 21 January 2004, 31 doctors and therapists. 

Dealing with life limiting conditions workshops x 6, Swansea, Royal Glam and Llandough and Ty Hafan. 30 therapists each. 1 meeting planned for October 2005

Managing Myotonic Dystrophy – a meeting for health professionals, St David’s Hall, Cardiff, 7 May 2004. 20 doctors and therapists 

Myotonic Dystrophy Support Group CIA, Cardiff 8 May 2004 in conjunction with the Support Group attended by about 80 patients and carers from across the UK

Moving Forward  Transitional Palliative Care 11 May 2004. Glamorgan Buildings.  Opened by Jane Hutt, Minister for Health and Social Services. 47 doctors, nurses and therapists from across Wales. Follow up meeting autumn 2005 

Wheelchairs and Muscular Dystrophy organised in conjunction with ALAS 24 June 2004 Rockwood Hospital.  25 OTs, physiotherapists and seating engineers.

2nd Annual Conference - Nevill Hall Post Graduate Centre 29 September 2004 29 therapists, doctors, nurses and scientists.

Moving Forward – palliative care, transition from paediatric to adult care, 
11 November 2004,Ty Hafan. A Meeting to review pathways and current literature, including ACT and RCN documents, 20 therapist, nurses, social workers and doctors.

Newborn Screening for Midwives and Health Visitors- Llandough Hospital, 13 Jan 2005 in conjunction with Newborn Screening Coordinator, UHW. 67 midwives, health visitors and doctors. 

Lecture at Muscular Dystrophy Symposium Birmingham11 March 2005 80 doctors, therapists, nurses, social workers.

Lecture-International Rehabilitation Conference, Exeter, 12 April 2005.  30 therapists, nurses and doctors.

Lecture- West Wales General Hospital 13 April 2005 about 30 hospital doctors, GPs, nurses and therapists. 

Lectures and workshop Myotonic Support Group Nottingham 16 April 2005 about 80 patients and carers.

Palliative Care Study session- Princess of Wales Hospital, 20 April 2005 15 doctors and nurses

Lecture – Cardiff 9 July 2005, CMT UK. 40 patients and carers

Living with Muscle Disease, A male Perspective: Conference for male patients and their carers. 23 July 2005 Millennium Stadium Cardiff. Patients and carers 20

Attendance at each multi-disciplinary case presentation and discussion Grand Round- 30-40 hospital doctors, GPs, nurses and therapists

17 November 2004: University Hospital of Wales

23 March 2005: Singleton Hospital

21 April 2005: Nevil Hall Hospital

25 May 2005: Princess of Wales

3 June2005: Neath General Hospital

8 June 2005: Royal Glamorgan Hospital

10 June 2005: Prince Charles Hospital

3rd Annual Conference – 28 October 2005, Glamorgan Buildings Cardiff.

All Wales Primary Muscle Disease Standards based on Draft All Wales Children and Young People’s Specialised Service Standards setting group 

Standard 1: Access

	1.1 Patients with conditions on the NSSD Neurology / Neurodisability list (appendix) are discussed with a Paediatric Neuromuscular specialist.
	Less than 

1 year

	1.2 Telephone access to specialist advice is available for primary and secondary care Mon – Fri 9am –5pm every day 

Telephone access to specialist advice is available for primary and secondary care 9am –5pm every day
	1 – 3 years

4-10 years

	1.3 Access to specialist nursing advice is available to families and professionals Mon – Fri 9am – 5pm

Telephone access to specialist advice is available for primary and secondary care 9am –5pm every day
	1 – 3 years

4-10 years

	1.4 Referral pathways are in place for access to specialised care:

i. Out patient appointment at a specialist centre

ii. New DMD referrals seen within 2 weeks


	Less than 1 year


Standard 2: Diagnosis

	2.1 Each centre must have access to neurophysiology and MRI
	1 year

	2.2 Each centre must be able to offer a muscle biopsy service with access to specialised muscle pathology services
	1 year

	2.3 Each centre must have access to a regional genetics centre for genetic counselling and DNA analysis
	I year


Standard 3:Management and Continuing Care
	3.1 All children and young people with a diagnosis of neuromuscular disease are seen in a dedicated multi-professional clinic including lead clinician,  physiotherapist and key worker
	1 year

	3.2 All patients must have access to regular cardiac and respiratory function monitoring 
	1 year

	3.3 All patients must have access to specialised respiratory care for nocturnal non-invasive ventilation
	

	3.3 All patients must have access to appropriate wheelchair service provision with advice form the multi-professional specialist team on seating
	1 year

	3.4 All patients must have access to appropriate multidisciplinary orthopaedic and scoliosis clinics
	

	3.5 All patients must have access to appropriate information about their condition, disability allowances and rights, home adaptations

and education plus employment advise
	1 year

	3.6 All children and young people must have access to appropriate transition to specialised adult services
	2 years


Standard 4:Education and Training 

	4.1 Specialists in PMDs should have received training in the specialty for at least 2 years
	1 year

	4.2 Specialists in PMDs must be able to demonstrate continuing professional development in the field
	1 year

	4.3 The Specialist Centre should belong to the North Star Neuromuscular Network and Wales Neuromuscular Network
	1 year


	Objective Objective set at launch
	Work undertaken



	1  To help pull local and central services together to identify the gaps and take initiatives to enable those gaps to be filled
	The Audit of Neurological Services has been repeated and little change in the services has been identified. Information on clinics is published on the website. Work has been ongoing with the Wales Neurological Alliance to try and ensure that services for specialised neurological conditions particularly long term support and management are provided across Wales in an equitable fashion. This has included meetings with the Health Minister Dr B Gibbons. Involvement with the Wheelchair users posture and mobility group to improve the provision of wheelchair services for those with muscle disease.  Work with the Young People’s Specialised Service Standards setting group  for children to develop a pathway for managing children with neuromuscular problems. An application is currently with Health Commission Wales to establish a Primary Muscle Disease Network within the NHS. This in effect would replace the work of the Wales Neuromuscular Network and facilitate the development of a full clinically managed network for Wales.

	
	

	2  To establish a website for patients, carers and professionals in Wales 
	The website is constantly updated by Sarah Williams. We hope to get a grant to translate this into Welsh. Clinic information and pathways should be added to the web so that they are available to all professionals across Wales.

	
	

	3  To highlight what services are available and direct people to specialists 
	As 1 and 2 above 



	
	

	4  To improve links with palliative care.  A way forward is to encourage palliative care trainees to attend clinics to get a flavour of neuromuscular conditions
	Further workshops have been held and it is hoped that these will develop into self supporting groups held across Wales on a regular basis to enable the individuals to meet informally on a drop in basis when there is a need. A network is due to be launched to for with groups dealing with palliative care and learning disability.  Ongoing work with group has been set up in Cardiff and Vale to look at children with complex needs as outlined in the Welsh Consultation NSF for Children and Young People and their transition. Further work of transition pathway for palliative care for child with live limiting conditions will transfer to adult services.

	
	

	5  To provide an educational role for GPs
	Discussion held with the GP Special Neurology Interest Group (Conference Manchester 29.9.05). Lectures and case presentations given at most of the major South Wales Hospitals to multidisciplinary meetings including GPs and primary care staff

	
	

	6  To set up a website to provide information and virtual networking for both professional and people affected by neuromuscular conditions
	As 2 above

	
	

	7  In Wales there is newborn screening for Duchenne Muscular Dystrophy and people have the option to opt in or not.  The intention is to educate midwives and health visitors in dealing with the cases.  
	A successful meeting was held with the New Born Screening Team  for midwifes and health visitors in January and a further meeting is planned for January 2006 in Wrexham. On going meetings are held with the Newborn Screening team.

	
	

	8  The network is currently in contact with 20 interested professionals.  It is intended to double this over the next 18 months. Included in this, is  the widening of contacts with the health professions allied to medicine, particularly occupational therapists and physiotherapists
	The network has been building a database over the last year and now has over 500 contacts. There is a small core group who support meetings regularly.

	
	

	9  To improve therapy support
	Links developing with therapies to try and bridge the gaps in particular with transitional services. A falls and Myotonic study links genetics, neurology, myotonic dystrophy co-ordinator and Department of Physiotherapy, Cardiff University has been reported and is due for publication. A further project is planned. Further inquiries ongoing to find research funding for development of therapy pathways. Support for the group of paediatric physiotherapist dealing with Duchenne Muscular Dystrophy (DMD) and links with the North Star Project supporting the review of steroid treatment on DMD. Work on going to develop OT leaflets and early OT referral for adaptations.

	
	

	10  To ensure feedback from the users, it is intended to hold an annual meeting with both professionals and users.
	I have spoken at both the Myotonic Dystrophy Support Group and CMT UK Wales meeting this year. I am due to speak at the Parent Project meeting October. The network held a successful meeting for male patients and their 

carers in the Millieum Stadium.23 July 2005.  Sadly this mainly attracted families from Bristol and the SW of England rather than the local Welsh families. We have had requests for other patient focused meetings..


