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Editorial

Hello and welcome to the Winter Edition of your Newsletter.  In this edition we have updates on recent events run by the Regional Office, branch news, our feature article plus lots more. As always we would love to hear from you with your news, views or comments!

Information Day on MS for Health Professionals
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The Regional Office held an Information Day on MS for health professionals on 12th October in the Springhill Court Hotel.  The aim of this Information Day was to give an overview of MS from initial diagnosis to continual rehabilitation and care in the community.  

Speakers on the day included Dr Brian Sweeney, Consultant Neurologist with Cork University Hospital who spoke about MS diagnosis and treatment. Valerie Twomey, Senior Clinical Neuropsychologist at the National Rehabilitation Hospital spoke about practical management of cognitive dysfunction in MS. Then a multidisciplinary team panel spoke about the use of physiotherapy in MS management, speech and swallowing difficulties in MS, fatigue management and housing issues.

This event should help health professionals to better understand the varied needs of people with MS and how to address them.

DISCLAIMER

The views and opinions expressed here are those of individual contributors and do not reflect the views and policies of the Multiple Sclerosis 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.

Information Day on Entitlements & Benefits

An Information Day on Entitlements and Benefits was held on Saturday, 10th September in the Woodlands Hotel in Waterford.  This was a very informative day with a range of speakers covering topics such as social welfare and HSE entitlements, disabled person’s grants, FÁS supports to people with disabilities, distance learning and transport issues.  As one person said: “It was really informative! Benefits and entitlements always seem a bit unfathomable but the speakers clarified lots of points plus we have contact names/numbers for further details”. A big thank you to all the speakers who gave up time on a Saturday to be with us.

Meditation Course

A six week meditation course will be held in the Riverbank House Hotel in Wexford Town from 9th November to 14th December from 10am to 12.30pm.  This course is for people with MS, partners, carers and friends. The aim of the course is to introduce participants to basic meditation techniques. Meditation teaches you how to develop calmness, positiveness and peace. A few minutes each day will reap tremendous benefits over time.   If you would like to participate in this course, please give the Regional Office a ring on 056 7751522.

Newly Diagnosed Week

The Newly Diagnosed Week at the MS Care Centre in Dublin which was due to take place in September has been re-scheduled for the week commencing 28th January 2006.  This is run specifically for people who have been diagnosed within the last 5 years. The aim is to bring a group of people together where they can discuss their feelings in a safe environment and have some ‘craic’ at the same time.  If you would like to attend this week please give the MS Care Centre a ring on 01 490 6234.

MS Society 1:1 Supports

Individual/Family Support

Michael O’Rourke is a Case Worker with the Regional Office and his role is to support people with MS and families by providing information, work on specific issues relating to acquiring MS and give ongoing support, advice and advocacy. If you would like to meet with Michael, contact the Regional Office on 056 7751522.

Counselling

A confidential counselling service is provided by the MS Society in the South East.  For more details and referral procedures contact the Regional Office.

MS Contact Helpline

A lo-call helpline is available to people with MS, families, health professionals, etc.   Helpline is open Mon-Fri from 10am to 5pm as well as Tuesday and Thursday evenings from 6.30–9.30pm. The number is 1850 233233

MS Care Centre visit

The MS Care Centre is a respite facility for PwMS. The centre is fully equipped and offers clients various therapies. The week activities include sightseeing and shopping trips along with in-house entertainment. 

I recently went to visit the Care Centre and was given a guided tour by Roseanna (Care Manager). I had heard of this facility before but never took much notice or showed any real interest.  But, at the end of the day, after meeting the staff and some of the clients the centre really impressed me. Situated on a quiet road surrounded by beautifully landscaped gardens with splendid views of the Dublin Mountains, it provides 12 en-suite bedrooms which are beautifully decorated and fitted with all the mod cons. A super deluxe whirlpool bath and gym is also available. Each client is made very welcome by all the staff. 

Therapies available includes physiotherapy, massage therapy, counselling, nurse and a doctor is always on call 24 hours a day. Other services available include reflexology, chiropody, hairdressing/beautician, yoga, art therapy, internet and email. I spoke with some of the clients and here are some of the comments they made; “There is a nice atmosphere amongst everyone here and the staff couldn’t do enough to ensure your stay is enjoyable”. One man who is a wheelchair user told me when I asked what he had done the night before: “A Care Assistant brought me to a local pub for a couple of drinks. I come here twice a year and have made some really good friends”.

So, to sum it up, I’m satisfied that this Care Centre is of top quality and wouldn’t hesitate in recommending it to anybody and I personally will be availing of this service in the future.     





Article by John Doyle

Tips for Living with MS

This booklet has been published by the Multiple Sclerosis Trust in the UK and gives lots of tips for living with MS such as time and energy saving tips, getting about, managing symptoms, etc.  It is available to download from their website at www.mstrust.org.uk or a copy is available from the Regional Office.

What’s new?

PwMS often experience optic neuritis, an inflammation of the optic nerve which can result in blurred vision, can be painful and in some cases results in loss of vision temporarily. There is now a “speaking mobile” phone, which corrects mistakes when making text messages, locates numbers in your phone dictionary by simply speaking the name of the person you wish to contact plus other features to enable people who have a visual impairment. There are several phones to choose from and they can be purchased from Vodaphone.  For more information on optic neuritis, please contact the Regional Office.


Feature - Weakness

Weakness, fatigue and spasticity overlap and are easily confused with one another. Fatigue is an overall exhaustion; spasticity has symptoms of overly tight muscles, overly flaccid muscles and spasms; and weakness shows itself as a loss of strength and control in the extremities. When caused by MS, weakness is a result of damaged nerve impulse flow, preventing instructions from reaching the extremities. This type of weakness does not result from any type of loss in muscle strength. 

The most common symptom of weakness is one leg feeling heavy and being difficult to lift, especially at the end of the day. Those who have had MS for a long time could well have both legs affected. Such weakness may be particularly evident when stepping up onto a stair or curb. Although less common, some may experience similar sensations of heaviness or clumsiness in one or both of their arms and hands. Losing the ability to grip, push, or lift is often very frustrating. Weakness, as with any MS symptom, may be temporary – disappearing as inflammation from an exacerbation decreases. Treatment for weakness in this type of situation may involve corticosteroids to reduce inflammation in an attempt to lessen the intensity and accelerate recovery from an exacerbation. Resting the affected muscles will conserve energy and also result in decreased weakness.

When weakness occurs for a year or more, a different approach must be taken. Strategies must be developed to avoid overuse of the affected limb. Using a cane will certainly remove some of the pressure on a weak limb, as will using a brace or other appliance. A weak wrist may be supported by a lightweight splint or a bowler’s brace. People who are moderately to severely weak are often reluctant to use a wheelchair. But using a wheelchair can be very helpful in conserving energy, and an individual may be able to do more as a result.

If desired, the use of assistive devices may be reserved just for times of extra activity. Using a cane will not make someone more dependent on others, but rather increases independence by giving the strength to continue with activities for a longer period of time.

Planning ahead is particularly valuable for dealing with weakness. When traveling or involved in a prolonged activity, arranging for a wheelchair in advance to cover long distances can save time and energy. Being aware of limitations while organizing one’s schedule will avoid late-day weakness.

Some people with MS will attempt to overcome a weakness problem by trying to strengthen muscles with exercise and lifting weights. This often serves to further fatigue the muscles. On the other hand, lack of exercise can cause a muscle to become weaker from disuse. Although this sounds like a “no-win” situation, a physiotherapist can design a program aimed at keeping the affected muscles healthy while avoiding further weakness. One of the goals of physiotherapy is to strengthen muscles that may be affected by MS and help support weak muscles.

Aerobic exercise or machines, such as those for cycling or rowing, may be recommended for some to strengthen without weakening. Water exercise, also known as hydrotherapy, offers the benefits of buoyancy. By eliminating the pull of gravity, a person with weakness is able to have greater range of motion while exerting less energy to move the limb. The cooling effect of water on core body temperature may also lessen exercise-induced fatigue.

Before starting any type of exercise program, always consult a physiotherapist or GP. Exercise without the approval of a physiotherapist or physician might be harmful and actually worsen someone’s condition.

In general, working with a physiotherapist is helpful for maintaining proper muscle tone without creating further weakness. Aside from treating an exacerbation with corticosteroids, no drugs are available specifically to improve weakness. Weakness can be worsened by other symptoms, and successfully treating those symptoms will help to decrease weakness. Chronic weakness caused by MS is best approached through physiotherapy, rest, planning ahead, and assistive devices, such as a cane, brace, or wheelchair.

Extrapolated from MS Managing Symptoms by Susan Wells Courtney.


Branch News

Carlow Branch News

Meetings have resumed and will take place the third Wednesday of every month except December in Carlow Day Care Centre Askea at 8pm. Contact Branch Secretary Liz Kane on 059 9140218.

Waterford Branch News

The following events will be held shortly: Christmas Fair in Waterford Cheshire on Sunday, 27th November from 12noon to 6pm.  Goods for sale including Christmas cakes, puddings, tarts, toys, books and lots more.  The Christmas raffle will be held in Waterford Cheshire on Tuesday, 29th November at 8.30pm.  Tickets €2 each. Mass for living and deceased members and Christmas party on Friday, 9th December in Waterford Cheshire at 8pm.

Branch meetings are held in Waterford Cheshire on the last Tuesday of every month at 8pm.  Contact branch secretary Mary Keane on 051 895506.

North Wexford Branch News

The Carnew Heritage Club ran a Barn Dance and Field Day of ‘Bygone Days Alive’ in mid September for the benefit of the branch and a great day was had by all.  It was informative, educational and great fun and the hospitality was second to none.

The annual raffle was held on 20th October in conjunction with the branch meeting.  The six week foundation meditation course which was organised by the Regional Office and run during the summer was a great success.  For details of meetings and activities contact branch Secretary, Kevin Doyle on 055 21024 or 087 2307163.

Dungarvan/South Tipperary Branch


Pictured above: People who took part in the Dungarvan Credit Union Cycle on behalf of the Dungarvan/South Tipperary Branch.  Many thanks to all who participated.

Community Employment

The primary purpose of Community Employment (CE) schemes is as a transitional programme to reintegrate the long-term unemployed into open labour market jobs. CE gives long-term unemployed and others, such as people with a disability, an opportunity to acquire training and work experience through part-time employment on community projects. FÁS provide funding for a full-time supervisor and the participants' payments. A year is the norm for CE participants but this can be extended.

CE is designed to provide temporary rather than ongoing opportunities for persons 25 years of age or over, unemployed for a minimum of 12 months and in receipt of any of the following payments: Unemployment Assistance, Unemployment Benefit, Widows /Widowers pension. Persons previously in receipt of the Carers Allowance for the requisite period or persons with a disability may also qualify.  Participants work for an average of 19.5 hours per week and are free to engage in other forms of paid employment outside of CE. 

Queries regarding these matters should be addressed to FÁS, 27/33 Upper Baggot Street, Dublin (01) 607 0500 or your local FÁS office. 

Tip - When applying for a medical card

Why not enclose a list of your medical and disability costs on a separate sheet and ask your GP to sign it as well as the medical form which only asks for your GP visits and medication.  What about physiotherapy, orthotics, pain relief, home help, aids and appliances, complementary therapies, etc.


Talking about MS to children and young people

Many people find it difficult to talk to young people about MS.  There is an instinct to protect them from knowledge and information which appears difficult or frightening, yet all the research shows that even very young children sense when things are not going well and often imagine the worst and that, far from frightening them, appropriate information given sensitively reduces their anxiety. We now have three very colourful publications to help younger folk to understand MS:

“How to talk about MS with your children” is an easy to read guide for adults to help them consider approaches to MS with children from birth through to adulthood.

“Myelin Is Getting on My Nerves” is a colourful activity book for 6 to 12 year olds.  The quizzes and practical examples make it easier to explore MS and what it means in your family.

“Don’t Lose you Balance” is a well-illustrated discussion book for teenagers.  It has a few words from many teenagers about their experience of living with a family member with MS.  These allow a person to discuss, agree and disagree – which is how the best learning takes place.

These books are available from the Regional Office, tel: 056 7751522.

Claim back your tax

It is worth remembering that devices, technology, aids and appliances purchased and categorised for the use of people with disabilities can be declared as a legitimate expense on the Med. 1 Form and claimed back in proportion under the Revenue Commissioner’s Income Tax Regulations.  VAT can also be claimed back from the above items on Form 61A (include receipt), which can be obtained from Revenue Commissioners, Kilrush Road, Ennis, Co Clare.  Details are available from the Revenue Commissioners website on www.revenue.ie or your local tax office.


Mobility Allowance

A Mobility Allowance is paid to persons who are unable to walk and who would benefit from a change of surroundings.  It is intended that a person’s inability to walk, coupled with a lack of means, should not result in that person being completely housebound.  The allowance is paid monthly. To apply:

· Complete Part 1 of the Application Form available from your local Health Centre.

· Have Part 2 of the Application Form completed by your GP.

· Return the completed form to your local HSE Community Services Centre.

FÁS Wage Subsidy Scheme

The Minster for Enterprise, Trade and Employment, Micheál Martin TD recently launched a €10 million FÁS Wage Subsidy Scheme to boost the participation in the workforce of people with a disability.

This scheme will offer financial support to employers to encourage them to employ individuals with a disability, who work more than 20 hours per week and it also provides a significant incentive for people with a disability to take up employment. 

People employed under this Scheme will be subject to the same conditions of employment as other employees including PRSI contributions, annual leave and the going rate of pay for the particular position. More information available from your local FÁS office.

Disability Legal 

Resource Centre

The Disability Legal Resource Centre was established in 2003 and supports people with disabilities in upholding their legal rights and provides trustworthy legal information, legal advice, representation in some cases, training and referral to other services such as Information Commissioner, Social Welfare Appeals, Legal Aid Board, Equality Authority.  For more information, please contact Disability Legal Resource, Carmichael Centre, Coleraine House, Coleraine Street, Dublin 7, Tel: 01 872 8764, Email: disabilitylegalresource@eircom.net.

Essential Repairs Grant

This grant scheme is designed to apply to essential repairs to a house occupied by elderly person(s). The scheme is intended to secure basic improvements which will prolong the life of a house for some 10 year such as roof repairs, drylining, etc.  The approved cost of the work must exceed €127 to qualify for grant aid and the maximum grant availible is €3,200. The applicant should apply to the council on the appropiate form and if deemed eligible will be requested to submit estimates of the cost of the work from registered contractors only.   Contact your local council for more information.

Electoral Register & Voting

People with disabilities who may wish to vote by post or to be included in the special voters list must apply by 25th November this year to their local authority to be included in these lists.  These postal and special voters lists will be used for all elections/referenda between February 2006 and February 2007.  

Disabled Persons Grant

Don’t forget that a grant may be available from the County Council if you require housing adaptations to maintain or improve quality of life.  Contact your local County Council or the Regional Office for more information.

Personal Alarm Device

A Scheme of Community Supports for Older and Vulnerable People is in operation in each county and are usually run by organisations such as Neighbourhood Watch, Community Alert Groups, etc.  Available under the scheme are personal alarms which can be worn as a pendant or can be wall mounted. If you need help, pressing the lifeline button automatically connects you via the unit to a fully trained operator, available 24 hours a day.  The operator will be able to summon an emergency service or family member or friend on your behalf, and will stay talking to you until help arrives.  

The Unit normally costs €390 but there is a grant available for people 65 years or over/other vulnerable people.  There is also a yearly monitoring fee.

If you would like further details of the alarm system, grants available and groups that provide this service in your area, please contact the Regional Office on 056 7751522.


Book review - Bright clouds 

I had read two books on MS since my own diagnosis in 2000 so I wasn’t exactly jumping for joy when I was asked to do this book review. Written by Pat Dwyer, originally from Thurles, Co Tipperary and now living in Portlaoise, is a keen writer who has MS himself made reading it enjoyable, educational and at times humorous. Diagnosed 5 years ago he started to write this book, which is definitely my first choice of book for PwMS. Not only is it informative on medicines, treatments, alternative medicines and facts but also challenges myths and misconceptions of MS. I wouldn’t hesitate in recommending this book to anyone, let alone PwMS. 

Book Review by John Doyle

Disabled Parking 

Space Abuse

If you’re someone who parks illegally in a disabled bay without a permit think again. Kilkenny Borough Council has come up with their own mechanism for combating these annoying people. Disabled Traffic Monitors have been introduced to the Borough. Two full-time disabled traffic monitors patrol the city looking for cars parked illegally in disabled parking bays. They then text the Council Office who contacts a traffic warden who arrives and gives the driver a fine. Great idea, pity the rest of the country don’t follow Kilkenny Borough Council’s example!


Deadline Date!


Do you have any topics you would like discussed or articles to contribute? Deadline date for articles for our next issue of this newsletter is 12th January 2006.
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Age is a very high price to pay for maturity!








Wise Saying: Action is the antidote to despair
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Before you criticize someone, walk a mile in his shoes. That way if he gets angry, he'll be a mile away and barefoot!





Pictured: Speakers - Kathleen Hartigan & Gillian O’Neill, Speech & Language Therapists, Sarah Neville, Physiotherapist, Margaret Doyle & Mary Gallagher, Occupational Therapists with the Health Service Executive 








Tip for combating fatigue:


Stay active, with reasonable rest, not rest with reasonable activity!





Good judgement comes from experience and experience, well, that comes from bad judgement!








