


 

Welcome to the Spring 2004 edition of the Regional Newsletter. 

Calendar of Events - 2004

Please see enclosed our Calendar of Events for this year.  We will finalise dates and venues closer to the time of each event and will mail you accordingly.  Likewise, if there are any changes to the calendar, we will keep you informed.

Branch News

West Dublin Branch News.

The West Dublin Branch are holding their A.G.M. on Tues. 9th March, at 8.00 p.m. in the Green Isle Hotel, Clondalkin.  The Committee would greatly welcome the attendance of all members.

Kildare Branch News.

The Christmas party was again held in the Ambassador on the 10th 

December, with the biggest turnout yet.  A crowd of seventy 

people enjoyed an evening of chatting, joking, eating and singing where everyone went away with a prize.  There were 3 separate raffles:

· A free draw for spot prizes       for all who attended

· A general raffle for a weekend for two

· And for those people with M.S. in attendance there was an extra raffle of a €1000.00 holiday voucher.

Congratulations to Bob McCahill on winning this prize!

The branch AGM was also held in the Ambassador Hotel, Kill on the 21st. February.  M.S. Specialist nurse, Anna McCarthy, opened proceedings with an overview of her role, based on her experience in her day-to-day interaction with people with M.S., their carers and health professionals.   It was very informative and practical and the level of interest was evident in the number of questions that were asked during her presentation.

Unfortunately the branch chairperson, David Brophy, has to step down because of the 3 year Bosman rule, but takes the role of assistant chairperson.   His vision, energy and commitment brought about the revival of the branch and saw it go from strength-to-strength over the period.  It’s good to see that he will still have an active role in the branch.  He said that the 3 years went quickly and thanked the committee for its support and help during the period.  He hoped that new committee members, with new ideas and energy, would come on board to keep the branch alive.

Joe Reynolds, who has contributed to the branch as a committee member, fund-raiser and branch representative, has taken over the mantle from David and we wish him every success in his role.

David is busy organising the 2004 branch golf classic, which will take place again in Tulfarris this year on Friday 28th May.   Team entry:- €600 per team, tee sponsorship:- €150 per tee, green sponsorship:- €100 per green, contribution €50 or prize sponsorship.  All support is welcomed.  David in contactable on 087-2556594.
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Faithful Friends

You may have noticed an article in the most recent edition of MS News about Emily Dogs, a national charity that aims to offer the choice of a canine partner to people with physical disabilities from the end of 2003. There is no financial cost to a recipient for a trained dog.  The dogs are trained specifically for the chosen recipient and training will be provided for the dog and owner together at placement.  These dogs can be trained to perform many tasks such as retrieving objects like TV remotes, phones, newspapers, mail and switching on and off lights.

For further information, please contact Elizabeth Walsh, Tel: 086 8171264 or Emily Dogs Ireland, Maulrour East, Ballinascarthy, Clonakilty, Co Cork, Tel 086 3971607 or email emilydogs@hotamil.com.  Website: www.emilydogs.ie.


Disabled Persons Housing Grant - Kildare

Kildare County Council are still not paying out this grant.   They are sorting out their budgets for 2004 and expect to re-commence payment in a few weeks, however there is a rather long backlog and they are only now paying out on June 2003 applications, so there is already a nine month delay.

Regional Office News

We would like to update you on our staff structure.

Vivien will continue as Admin Resource Worker at the Regional Office in Clane, Monday through to Friday 9.00am – 12.30pm.  

Helen will now be working Tuesday to Friday and will be looking after casework in community care areas 5 and 9.  Helen can be contacted at the Regional Office in Clane on (045) 861990.

Geraldine will continue to work Monday to Friday looking after community care areas 3 and 4.  You can contact Geraldine at the National Office in Dublin on (01) 2694599.

If you are unsure of which community care area you live in, please contact the Regional Office.  Helen and Geraldine will work jointly on development work and regional events.  

If you have any suggestions with regard to events or items that we should cover in the newsletter, please inform us.

Gardening

Spring is in the air and its time for all the budding gardeners to get their tools and start looking at the seed packets for sale in the garden centre.   If you have a disability and are not as agile about the place as you like there are ways around it.

Raised borders, for example, enable a wheelchair user to access their plants and do a bit of weeding or whatever.   You could look at choosing very low maintenance planting and concentrate more on containers, window boxes and/or indoor plants.   Special tools and equipment are available to help you.   If anyone has any suggestions or valuable personal experience, which they could share with other readers, we would love to hear from you.   There is no denying the healing and therapeutic value of gardening, not to mention the simple pleasure of watching your garden grow and enjoying the fruits of your labour.

The following books are available on the subject and may be available from your local library.

· Gardening – An Equipment Guide, Disability Information Trust (UK)

· A Garden For You, Walden, F.A. Disabled Living Foundation ‘97

· Accessible Gardening, Rowson, N.J. and Thoday, P.R. Horticulture for all ’97.

Readers’ Letters

Baclofen Pumps – An Option For Some ?.- Tina Williams

My M.S. diagnosis was made two years ago.   It didn’t come as a bolt out of the blue – the symptoms had begun well before that and this can be a difficult disease to diagnose, but you already know that!

Spasticity was my main symptom.   My legs were locked tight, arms and fingers followed, my ability to swallow was so poor that the bulk of two years had been spent trying to eat yoghurt and alternatively being fed through nose (naso-gastric) or by a hole into my stomach (gastrostomy).  Because of my difficulties I spent most of my time between bed, a battery operated wheelchair and on good days a little time on a walker.

Most conventional treatments were tried – from oral medicines (when I could swallow) for spasticity and pain combined with casts, splints, physiotherapy and O.T.  I also tried complementary therapies, the end result was a diet of Morphine and other injections, sheer despair, a fogged head and disimprovement.

Hearing about another pain/spasticity treatment, I went to see a pain specialist, an anesthetist in a Dublin Hospital.  I learnt about a pump – an ‘Intrathecal Baclofen Pump’, to give it its rightful title.   If anyone has been on a tablet called Lioresal, it’s the same type of medicine only given in liquid form through this pump directly to an area around the spine.

For me the first step was to find out if this treatment could be helpful for me.  This involved having a number of spinal injections of baclofen to see what effect, if any, it may have.  We had some success and went ahead with the operation.   The effects were not immediate as the amount of baclofen is increased slowly – and there can be side effects like muscle weakness so it is important to work with the team, giving them feedback and hanging in there.

At about four weeks post-op., I took my first steps with a walker, the spasms has reduced enormously and most important to me, the pain could now be managed with an occasional paracetamol.   This led me to a situation where physiotherapy could now be used fully.

As I write there is no perceivable spasticity in my body.  I can swim a little (and very badly), I get around the house unaided, can cook a dinner and most importantly spend time with my family.   Short walks are a joy and I use a cane for my balance.   My diet has improved enormously as chewing and swallowing have much approved.

The pump is refilled every four weeks at the hospital and this is a simple procedure.  It is obviously not suited for everyone with M.S., but for me it has been a life-changing experience!

Useful Information

The National Office of the MS Society will be hosting a national one-day convention on Saturday 4th September in the RDS in Dublin.  A number of keynote speakers from Ireland, the UK, USA and Europe have been invited to participate.  More details will follow closer to the event.  

The MS Care Centre in Bushy Park will be holding an Under-40s week from 27th March to 3rd April 2004 and a Newly Diagnosed week from 25th September to 2nd October.  For further details on Care Centre events, contact Niamh Sweeney at (01) 4906234.

In this issue, we are also enclosing an updated Information Request Form, which includes details of our recently launched children’s publications and some new information sheets.  Please do not hesitate to contact the Regional Office if you would like copies of any of these.  

The regional team would like to apologise for a typing error which appeared on page 29 of the Winter 2003 edition of the MS News.  The photograph of last summer’s Young People’s Day Out at Blessington Adventure Centre referred to the boys and girls as “young carers”.  We have always planned and organized these days as fun events for young people with a parent with MS, not for young carers.  

And finally, some words of wisdom: 

You’re never a loser until you quit trying
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