 

Welcome to the summer edition of the Regional Newsletter for 2006. 

Update from National Office.

Our C.E., Mr. Graham Love sadly left M.S. Ireland due to personal reasons, hopefully the void left by Grahams departure will be filled soon.  Paul Flood is acting Chief Executive and can be contacted at the Northumberland Road, at 01-6781600

Update from Regional Office

There is no update on news regarding our regional office. Vivien is based there dealing with the telephone queries and responsible for all office duties and Geraldine Dunne (Caseworker) is based in Bushy Park 01-4906234.  If your matter is more urgent you can always get in touch with the M.S. Contact Line at 1850-233-233, The lines are manned Monday - Friday 10.30 am to 5.00 pm and Tuesday and Thursday Evenings from 6.30 pm to 9.30 pm.

Young Peoples Events

In July every year we usually run some young peoples events which have proved to be extremely popular and this year will be no exception.  For the older group (13 – 18 years) we have a two-night event in 

Carlingford Adventure Centre.  Keen students of this newsletter will remember that we visited Carlingford last year and this proved to be brilliant fun and lasting friendships were made, we hope to repeat it all again this year.  You will already have received the applications for this event so don’t delay as places are limited and the closing date is the 9th. June 2006.

Then, for our younger readers aged 8-12 years, we have an activity day planned for 11th. July, which comprises of Bowling, Quasar and lunch, in Leisureplex, Tallaght.  This has always been great craic so we would encourage as many of you as possible to come along and join in the fun. Applications are enclosed with this newsletter and the closing date is Wed 28th. June.

Summer Feast

On Friday 12th May, 68 people from all over Dublin, Kildare and Wicklow arrived at the Arklow Bay Hotel for a weekend of relaxation and rejuvenation.  The group consisted of friends old and new, of people with MS, some with a partner, friend or other family member.  On Friday night we listened to Irish Times Health Supplement writer Shalini Sinha talk to us about “My Body, My Mind, My Life”.  This was obviously very interesting food for thought if the group discussion afterwards was anything to go by!  On Saturday morning, there was a choice of 4 workshops: Art Therapy, Creative Writing, Making Space and Feng Shui and Movement for Health.  All the workshops were repeated after lunch so everyone had a chance to participate in two of them.  On Saturday evening we were serenaded by the magical sounds of a string quartet as we made our way into a candlelit room for our gala dinner.  After dinner the whole room raised their glasses to wish Lucy Kirby, who was celebrating a new decade, a very happy birthday.

On Sunday morning our final speaker Aidan Larkin spoke about Fatigue Management – to a very large attendance, even though this was the final talk of the weekend.  After Sunday lunch it was time for goodbyes and making our way home.  It was great to see so many people from the South Western Area!  Hope to see you all again soon.

Cheshire Ireland, New Offices

Cheshire Ireland have moved, their new address is Cheshire Ireland, Central Office, Block 4, Bracken Business Park, Bracken Road, Sandyford Industrial Estate, Dublin 18. Tel: 01-2974100, Fax: 01-2052060, E-mail info@cheshire.ie, Web: www.cheshire.ie
National Disability Survey

The overall objective of the National Disability Survey is to provide a comprehensive picture of the prevalence of disability, by degree of severity and by type of disability.  Following a pilot in 2003, it was agreed that a national survey conducted by the Central Statistics Office would provide the most appropriate means of developing benchmark national disabilities statistics.

The fieldwork will commence immediately after the completion of the census fieldwork currently under way.  The survey will be conducted through in-depth interviews with a representative sample of households identified in the 2006 census.  The NDS sample will primarily comprise households that answered ‘yes’ to the disability filter questions.  It is estimated that a sample size will be in the region of 15,000 households.

The NDS will analyze the demographic and socio-economic circumstances of those affected by disability.  Their use of and need for health, education and personal social services, their participation in different areas of life, and the contextual (environment and personal) factors and constraints which impact the lives of people with disabilities.

For further information, please contact Norita Murphy at, Norita.Murphy@cso.ie 

European Health Insurance Card

It is coming up to that time of the year when you may be planning a holiday or a trip abroad.  If you are traveling within the European Union you can avail of the European Health Insurance Card.  This replaces the old E111 form.  The card entitles you to receive medical care should you become ill while traveling in the following countries: Austria, Belgium, Cyprus, Czech Republic, Estonia, Finland, Germany, Norway, Poland, Portugal, Slovakia, Slovenia, Spain, Sweden, Switzerland and the United Kingdom.

To apply for a card contact your local Health Centre.

New Parking Regulations

We were very pleased when the Government announced the changes to the ‘Road Traffic (Traffic & Parking) Regulations, 1997.  From April 3rd. 2006 the Fixed Charged Offences for anybody ‘Illegally parking a vehicle in a disabled person’s parking bay’ has been increased from a €19 fine to a €80 fine and can be enforced by Local Authority Traffic Wardens and the Gardái.  Hopefully this will deter the less civil motorists out there to leave these parking places for the people that need them.

Transportation News.

ACTS (Accessible Community Transport Southside Limited) a west Dublin venture, has a fleet of 5 fully accessible vehicles for use for people with disabilities.  This service is available for journeys to and from work, day-care, education and social activities etc.  They provide a 7-day per week service, but this facility must be booked in advance.  Contact 01-4948332 or 01-4948333 for further information.

LDAG (Lucan Disability Action Group).  Thanks to the generosity of the People in Need Trust, The Lucan Lions Club and Fás, LDAG have their second van on the road, a Nissan Interstar.  This accessible door-to-door transportation is available 7 days a week from 8.00 am to 11.00 pm. This service also needs to be pre-booked.  Contact the LDAG at 01-6100475

Useful Website Addresses

Another crop of what we hope are useful websites for our readers.

www.mobilityonline.ie  

This website is very unique in that it is basically an on-line shop were you can buy mobility products ranging from motorised wheelchairs to adapted kitchen utensils.  The great thing too is that everything is priced and pictured which is great for shopping around.  It is run by the same people that compile the Access Directory and the Access & Mobility Exhibition.

www.carersireland.com
This website maintained by the The Carers Association promotes the awareness of issues affecting the lives of Carers, re lobbying the Government for improved services and supports etc. You can also register your e-mail address to receive free info updates on changes in Carers services and entitlements and Carers news.  They guarantee at least four e-mails every year to keep you up to date and they also guarantee the your e-mail address will not be given to any other person or organisation.

www.ms-gateway.ie
This new website, which is part of a global website, is a ‘one-stop-shop’ information source on MS and provides comprehensive, up-to-date information on a user-friendly, colourful website.  It is sponsored by Schering, the company that supplies Betaferon, but still contains a large amount of useful and varied information.

Branch News

West Dublin Branch news

Brendan Kenna Memorial Golf Classic.

This golf classic is to be held on Tuesday June 27th. 2006 at the Baltinglass Golf Club, Co. Wicklow.  The cost is €200 per team of four, this includes dinner.

For further information please contact Michael @ 087-2658605 or Ian @ 087-6725712

Kildare Branch

Flag Days

As mentioned in the last newsletter the Kildare Branch are running Flag Days in the coming months, the dates are as follows.

Superquinn, Naas – Sat. July 1st.

Tesco, Maynooth – Sat. July 21st.

Dunnes Stores, Newbridge – Sat Aug 19th.

If anybody is willing to help with this or organise a Flag Day in their area, it would be very much appreciated.  Contact Geraldine Daly at 087-2909421 or Noreen Maye at 087-6019995.

Greyhound Night

The Branch will be running their annual Dog night on Saturday 26th. August in The Newbridge Greyhound Stadium. As anyone who has attended previously will testify that this is a fun filled evening and with a larger number of our members attending each year, it just keeps getting better and better. Further information will be sent to members in the coming months.

Social Welfare 2006 -Changes for Carers

We would like to remind our readers of the changes that we listed in our last newsletter regarding Carer’s Benefits have come in to place in May and June.

From May 2006 – Duration of Carer’s Benefit has increased from 9 months to 24 months

From June 2006 - Carer’s Respite Grant has been increased from €1,000 per year to €1,200 per year.

From June 2006 – The number of weekly hours that carers can work for pay/training while receiving Carer’s Benefit have been increased from 5 hours per week to 15 hours per week.

Resistance Training

A very small study of eight people with MS using standard gym equipment has found that resistance training may be effective way to improve walking for people with moderate disabilities.  After two months of a progressive resistance training programme, the participants, all of whom were walking at the start of the programme, demonstrated improvements in length and fluidity of walking strides, with a reduction in pauses for balance and recovery between strides.  Falls in levels of fatigue and self-reported disability were also recorded.

Update on Tysabri

The European Medicines Agency (EMEA) has recommended that Tysabri (natalizumab) should be made available as a treatment for relapsing remitting multiple sclerosis (MS), to delay the progression of disability and reduce the frequency of relapses. The recommendation will be considered for final marketing approval by the European Commission. Its decision is expected during the summer.

Paul Flood, Acting Chief Executive of MS Ireland said,

‘MS Ireland is very encouraged by The European Medicines Agency’s recommendations.  It is another step forward in providing a safe treatment for MS.’ Tysabri was suspended in the US early last year amidst safety concerns.  

Last month an expert group set up by the FDA reviewed all the safety tests and evaluations and recommended that the FDA approve the return of Tysabri to the US markets.  The FDA will make an announcement at the beginning of June.  

MS Ireland is the only national organisation working solely on behalf of people living with Multiple Sclerosis and the many thousands of people who share their lives. MS Ireland exists to facilitate people with Multiple Sclerosis to control their lives and environment, to live with dignity and participate in the community.  The Society provides a range of services to meet the needs of the MS Community.

Cognition and MS

As with other symptoms, not everyone who has MS will experience ‘cognitive problems’.  Cognition can best be described as the mental process by which people think, reason and approach problems.  As such it relates to our ability to use and understand language, learn and remember new things, recognize objects, assemble things together, judge distances and maintain our mental focus and concentration.  Cognitive problems can therefore make it more difficult for us to plan, carry out and monitor our activities and also reach judgements and make decisions.  There can be considerable variation in the nature of the problems encountered.  

People with MS also report difficulties in processing information, i.e. following a series of instructions, particularly if they are complex or given rapidly, and with their concentration and attention span.  This may be particularly problematic if taking in a great deal of information or in a situation where many people are speaking at once.  

What causes cognitive problems in MS?

There is no clear answer to this question.  It does seem likely that many of the problems will be association with inflammation and demyelination seen in the brain in people with MS.  It is also possible that other factors such as relapses, fatigue, lifestyle changes, emotional disturbances, or medication may contribute to cognitive problems.  

Will I develop cognitive problems?

Cognitive problems cannot be predicted and may occur at diagnosis or when someone has had MS a long time.  Current research does suggest that up to 50% of all people with MS may encounter cognitive changes at some point in the course of their condition.  Cognitive problems are not thought to be linked in a particular type of MS, or how physically impaired a person may be.  In this sense, cognitive problems, like fatigue and pain, can be hidden symptoms.  

Cognitive problems can affect self-esteem and lead to difficulties in the home or family setting.  Others may not accept or understand that the problems are caused by MS and in turn feel frustrated or neglected.

Whilst cognitive changes can be frightening they are generally mild and people usually learn ways of coping with them.  

What can be done to help?

Talk to somebody close to you – its best to be honest and it will help them understand and support you. You could also discuss the matter with your MS Society Community Worker, MS Nurse or Neurologist – who may help you explore the issue, give you practical advice and information.

Try using different memory aids – diary, tape recorder, message book, wall planner, post-it notes, you could start using the alarm clock on your mobile phone to remind you about things.

When you are taking in new information, give yourself lots of time and don’t put yourself under pressure if you don’t get it immediately.

A Place for Everything - Keep everything in the same, predictable place at home and at work.

Try and only undertake one task at a time – reduce distractions if possible.

Fatigue can make memory and concentration more difficult so be aware of this.

It is important to be aware that almost half of all people with MS encounter some degree of cognitive changes at some point, that these can be mild and like other symptoms they can come and go.

Sylvia Atkinson, MS Specialist Nurse

From ‘Connections’ Issue 13

And finally, some words of wisdom

A wise old owl sat on an oak

The more he heard the less he spoke

The less he spoke the more he heard

Why can’t I be like that old bird?
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