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Welcome to the MS Society South East Regional Newsletter.  We hope you will enjoy reading it. As always we look forward to hearing your suggestions, views and ideas.  You can contact us at the above number or email address.

Updates on MS South East Projects
Information Day

The first ever World MS Day will take place on Wednesday, 27th May 2009 and, to mark the event, we will be holding an Information Day on 23rd May in the Clonmel Park Hotel – see flyer enclosed for full details and booking information. It will be a great day with a variety of speakers. We hope you will come along and take part in the event. 

Getting the Balance Right National Exercise Programme
The Getting the Balance Right National Exercise programme has run very successfully in 2008 and continues this year. Between February and May the following 10 week programmes were held throughout the South East:

	County
	Group 1
	Group 1
	Group 3

	Carlow
	Yoga
	Physio led group
	1:1 physio

	Kilkenny
	Yoga
	Physio led group
	1:1 physio

	Tipperary South
	Fitness Instructor group
	1:1 physio
	

	Waterford
	Yoga 
	Physio led group
	1:1 physio

	Wexford
	Physio led group
	Two Yoga groups
	1:1 physio


New programmes such as yoga, physio-led exercise, fitness instructor and one-to-one physiotherapy will start again in May. For details of what’s happening in your area, please contact Deborah on 056 77515122.

Newly Diagnosed Day
A seminar was held on Saturday, 18th April for people diagnosed with MS in the past five years and their partners.  Neurologist Dr Paul Crowley spoke about MS and its treatment and management.  There were various other speakers on the day also discussing the impact of MS and exploring healthy relationships.  Thanks to Merc Partners for kindly sponsoring the programme.

Community Work

We have 496 people with MS linking in with our Regional Services, breakdown as follows:
	Carlow
	58

	Kilkenny
	75

	Tipperary South
	90

	Waterford
	133

	Wexford
	140


The three most common issues that arose during 2008 included emotional support, health and wellbeing, and financial/welfare/entitlements.  18 people newly diagnosed with MS made contact with the Regional Office during 2008.  To access the Regional Community Work service, contact Deborah or Katie on 056 7751522.
Counselling

A confidential counselling service is available to people with MS and their families in the South East.  Counselling may help you to discover the reasons for negative feelings and to work out ways of dealing with them. It is a time for you to express difficult feelings in a safe, supportive environment. For more details and referral procedures, please contact the Regional Office on 056 7751522.

Physical & Sensory Disability Database

The Health Service Executive (HSE) has been developing a Physical and Sensory Disability Database (PSDD) in order to improve the planning and provision of services for people with physical or sensory needs under 65 years.  This Database will be used as a set of information on the specialist services received or required within the next five years by people with a disabling condition.  

Part of the work of the MS Society in the South East over the years has been collecting this information from people with MS on behalf of the HSE.  This involves meeting with people who are new to the PSDD and filling in the PSDD data collection form or doing yearly reviews with people already on the PSDD via phone or in person.  A lot of you may have already met with Jo Ashby to complete a PSDD Database interview.  If you are not already on the PSDD database, please give us a ring to put your name forward.  Jo will then contact you to arrange to meet with you at a central location in your county. For more information please contact us on 056 7751522.

_________________________________________________________________

Useful services & contacts
Health Service Executive
The Health Service Executive (HSE) offers a range of health services from Public Health Nursing to Community Welfare, Home Help and Disability Services and lots more. To avail of a service in your area, contact the relevant number below:
Carlow


059 9136520
Kilkenny

056 7784600

Tipperary South
052 77000

Waterford

051 842800
Wexford

053 9123522

 ‘Your HSE Guide’ is a booklet published by the HSE in each Community Care area and gives details of the range of services that may be available to you.  You can get a copy by ringing the number above for your area or you can download it from the HSE website at www.hse.ie.
Neurology Nurse Specialists
The MS Nurse Specialist works closely with the neurologist and is available to answer questions you may have in relation to medical aspects of living with MS:
	Margaret Fitzgerald, Neurology Department, St James’ Hospital
	01-453 7941 bleep 123

	Marguerite Duggan, St Vincent’s University Hospital
	01 269 4533 bleep 591 (hospital)

	Anna McCarthy, Adelaide & Meath Hospital, Tallaght
	01-414 2000 bleep 7381

	Jackie Scott, Mater Hospital
	01-803 4173 bleep 4173

	Jane Roche & Valerie Williams, Beaumont Hospital
	01 809 2586, 01 809 3000 

	Noddy Dempsey, Mater Hospital
	01 803 4172 bleep 4172

	Ethna Mitten, Cork University Hospital
	021 4546400 Bleep 595 

	Eileen O’Mahony, Cork University Hospital
	021 4546400 Bleep 890 

	Mary Blake & Lorraine Lenehan, MS Care Centre
	01 490 6234


International MS Society websites:

MS International Federation – www.msif.org

European MS Platform – www.ms-in-europe.com
MS Society UK – www.mssociety.co.uk
MS Ireland – www.ms-society.ie
Branches:
If people would like to get in contact with local volunteers and get involved in fundraising, social outings and informal support, contact your local voluntary branch:
Carlow – Eileen Fitzgerald - 059 9143515 

Kilkenny – Eimear Lawlor - 056 7770579
Wexford North – Clare Doyle - 053 9421024

Wexford South – Eileen Meyler - 053 913507
Dungarvan/South Tipperary – Christine Meeke - 087 6222623 

Waterford – Catherine Burgess O’Sullivan - 086 2808095.

For information on volunteer activity and branch meetings you can also check out the MS Society website at www.ms-society.ie which provides up-to-date information on local activities and meetings.
Sports Partnerships:

Carlow Sports Partnership – 059 9172450. Website: www.carlowsports.ie
Kilkenny Sports Partnership – 056 7720870.

South Tipperary Sports Partnership – 062 64737

Waterford Sports Partnership – 051 849855. Website: www.waterfordsportspartnership.ie
Wexford Sports Partnership – 053 9176688
Useful websites:
Citizens Information Board - www.citizensinformationboard.ie

Citizens information/entitlements/grants, budget, etc – www.citizensinformation.ie
Social welfare – www.welfare.ie
FAS training/employment, etc – www.fas.ie

Money Advice & Budgeting Service – www.mabs.ie

MS Active Source - www.msactivesource.ie – this website has been launched by Biogen Idec and Elan to offer support and information to people affected by MS in Ireland.

_________________________________________________________________

It’s in the blood!

“As soon as I was old enough I learned to fish”, John 
O’Dwyer said.  He went on to tell me that his father, grandfather and son are keen fishermen, so it’s in 
the blood!  Right up until just after his diagnosis 8 years ago, John spent a lot of his spare time casting off from the banks of the River Suir at his hometown of Carrick on Suir.  Whatever John thought about being diagnosed with MS was one thing. But if you had told him he couldn’t fish again, you would need to be a very fast runner indeed!  
Everyone knows that, in general, wheelchair accessibility in Ireland is poor so how are you going to use a wheelchair at the banks of a river?  Most people would accept that the banks of a river are not accessible but not John O’Dwyer!  His attitude is “Well you better make it accessible because I do not intend to hang up the fishing rods for good!”  John’s crusade for an accessible Carrick on Suir began.  As well as being involved in his local MS Branch, he is a member of PwDI and has also started his own Disability Group which intends to offer services to people living in isolation. 
John began to fish on man-made lakes in the South East, organised by the Irish Wheelchair Association.  The IWA provide the transport and volunteer assistants to aid the fishermen.  John loves fishing as he says it helps him relax, it’s a social outlet, and helps improve wellbeing and mental alertness. The photo here shows John with some of the medals he has won for fishing over the years.  John says, “I love the fishing trips and competing but surely I should be able to fish in my home town if I want”.  This is why he began to lobby and knock on doors of politicians, the Corporation and the County Council.  John’s hard work has finally paid off.  After thanking John for pointing out the need for accessible fishing areas, the Council invited John to meet with an engineer and occupational therapist by the banks of the River Suir to discuss putting in place an accessible fishing area. After showing the engineer the intended site he was assured the work would be completed by June 2009.  Well done John!
John’s story shows that a good way to improve accessibility in your area is by lobbying local politicians and County Councils. If you are interested in accessible fishing, contact John O’Dwyer on 086 8969556 or email johnmdwyer@eircom.net.  Interview by John Doyle
_______________________________________________________
Home Respite Service
The role of the family carer, while rewarding, can also prove to be very stressful, which may take its toll on the physical and emotional well-being of the carer.  The Carers Association Home Respite Service provides flexible and practical support to family carers in the home.  Respite Workers will engage with the carer to help with caring duties such as moving and lifting, feeding and dressing. In some cases the Respite Workers will take over the caring duties completely, giving the carer a well earned break. For more information contact the Carers Association 1800 240724 or check out www.carersireland.com.

Self Management of Chronic Conditions

This course is based on the teachings of the book ‘Living a Healthy Life with Chronic Conditions. Self Management of Chronic Conditions’ by American authors Kate Lorig, David Sobel, Marian Minor, Virginia Gonzales. Diana Laurent, with good advice for people living with chronic illness all over the world.  It is run by CEART, a Kilkenny based organisation, that provides health support and rehabilitation therapies for people who live with long term ill health. The course is of huge benefit to people adapting to live with many kinds of chronic illness including MS, ME, Arthritis, Chronic Respiratory problems, heart conditions, Diabetes, Emphysema and depression to name but a few. The classes run for 2½ hours each week for six weeks with topics covered such as Becoming an active Self Manager, Using your mind to manage symptoms, exercising for fun and fitness, healthy eating, communication and making treatment decisions.

The course made the participant think about certain aspects of their lives in respect of living with a chronic illness. Many topics were covered in the short space of time by two mentors to about 16/20 participants.  Active participation in the class is invited throughout the course and the classes are a lively platform for discussion with ways to 'Problem Solve' and 'Action Planning' being taught.  It is a very positive course helping people with chronic illnesses surmount daily obstacles that may be very new to them both on a physical and a personal basis.  There is a book to accompany the course which the participants bring home with them.  It was a very worthwhile course of learning for anybody living with chronic illness, both for the newly diagnosed and for those living for many years with a particular illness.  Article by Susan Doyle

MS In Focus Magazines

A series of very informative MS in Focus magazines are published by the MS International Federation and cover the following topics:
Issue 1
Dealing with Fatigue

Issue 2
Special focus on dealing with Bladder Problems

Issue 3
Special focus on the Family

Issue 4
Emotions & Cognition

Issue 5
Healthy Living

Issue 6
Intimacy & Sexuality

Issue 7
Rehabilitation

Issue 8
Genetics & Hereditary Aspects of MS

Issue 9
Caregiving & MS

Issue 10
Pain & MS

Issue 11
Stem Cells & Remyelination in MS

Issue 12
Spasticity & MS

Issue 13
Tremor and ataxia in MS

These are available to download from their website www.msif.org.   Alternatively a copy is available from the MS South East Regional Office, Tel: 056 7751522.
Losing your Job

www.losingyourjob.ie is a new website from the Citizens Information Board which provides information for people who are currently unemployed or working reduced hours. The website is based on content from citizensinformation.ie. It includes information on:

· Working reduced hours or receiving reduced pay 

· Redundancy and leaving work 

· Getting a social welfare payment 

· Money and tax issues, including debt issues 

· Supports available for rent or mortgage payments 

· Options for education and training 

· What you need to know when going back to work 

· Leaving Ireland to move to countries inside or outside the EU.
Driver & Passenger Information 

Buying a major item like a car calls for many considerations; finance, model of car, automatic or manual etc. For a disabled driver attention to the specifications and features of a vehicle is all important for accessibility.  The Irish Wheelchair Association and Disabled Drivers Association have lots of information to support people when selecting and purchasing a vehicle, vehicle features to be considered by disabled drivers/passengers, vehicle adaptations, vehicle insurance, grants available, etc.  For more information check out their websites:

Irish Wheelchair Association - www.iwa.ie or phone them on 045 893094
Disabled Drivers Association – www.ddai.ie or phone them on 094 9364054.
Home Energy Saving Scheme

The Home Energy Saving Scheme provides grants to certain homeowners to improve the energy efficiency of their home. The scheme is administered by Sustainable Energy Ireland (SEI). You can get a grant for the following energy saving work: 

· Roof insulation 

· Wall insulation - for example, cavity wall, internal dry lining or external insulation 

· Replacement of a high efficiency boiler (more than 90% efficiency) including a heating controls upgrade 

· Heating controls upgrade 

· Building Energy Rating (BER) – if a BER is done before and after the energy saving work is carried out. 

Find out more from Sustainable Energy Ireland, Glasnevin, Dublin 9, Tel: (01) 836 9080, website: http://www.sei.ie.
Book Review 

Facing the cognitive challenges of Multiple Sclerosis by Jeffrey Gingold
This book focuses on the difficulties that some of us may encounter with thinking, memory, recognition and other thought processes. It details the author’s confusion, ‘mind twists’, frustration, personal and professional dilemmas and how the author found ways of disguising, coping and eventually being totally open about how cognitive loss challenges his self esteem and changes his self image. The skills he once used as a former attorney in the American law system have been put to good use in writing this account for us, our families and friends and, importantly, the professionals who treat us. He pinpoints the fact that even neurologists may not be informed about this often undisclosed and hidden symptom which can radically affect our work and emotional life. 
It’s a symptom which, I suspect, many of us dismiss as a product of fatigue, age, menopause, personality, stress or misunderstanding and so on. Many of us will recognise ourselves and be reassured that there is a neurological base for the temporary absences, the slowness or inability to process information, the difficulty in finding words, the occasional total blankness or memory lapses. Jeffrey Gingold has a wonderfully supportive partner; finds professionals who are knowledgeable and accessible and fails to discuss how these symptoms might affect those who are alone and relatively unsupported.

The 140 pages (including a list of further useful reading) are easily read, highlighted with helpful tips, lots of examples, a great deal of, dare I say it, food for thought!

Review by Jenni Hall, MS Society UK

	Disclaimer

The views and opinions expressed here are those of individual contributors and may not reflect the views and policies of the MS Society of Ireland.  Whilst every effort has been made to ensure the accuracy of the information provided, the editor is not responsible for any error or inaccuracy contained herein.


MS Society of Ireland


Aim: To enable and empower people affected by MS to live the life of their choice to their fullest potential. 


Operating Process: To provide opportunities for people with MS to explore their experiences, to make choices in relation to aspects of their lives, discover options and participate in the realisation of those choices.
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