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Editorial

Hello and welcome to the Spring Edition of your Newsletter.  We have lots of news in this edition.  We now have a new Chief Executive – Graham Love – and we wish him well in his new post.  The Health Services are now re-structuring and the South East will join forces with the Southern region.  

Our email address has changed and is now southeast@ms-society.ie. The name of the Newsletter has changed also.

In this edition we have details of some of our programmes for 2005.  Other programmes are also planned for 2005 but are not finalised yet – further information will follow in our next newsletter.  

We are enclosing three flyers with this Newsletter:

1. Details and booking form for our Spring Feast Respite weekend

2. Letter regarding the National Physical & Sensory Disability Database

3. Questionnaire regarding a forthcoming Needs Analysis for the South East.

We look forward to receiving feedback from you regarding these flyers.

As always we would love to hear from you with any news, views or comments!
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Information

If you have MS, or a member of your family has MS, and you require information on any aspect of MS including symptoms of MS and their management, counselling/ emotional support, PA/Home Helps, Health Board services, accommodation,

entitlements, etc, you can phone us directly on 056 7751522, email us at southeast@ms-society.ie or write to us at the above address.  We also have an Information Order Form which you can use to request information.  

This is available from the Regional Office or you can download it from our website at www.ms-society.ie.  

Alternatively, if you would like to meet with the Case Worker to discuss any of the above or other issues, please contact the Regional Office.

Programmes for 2005

Listed below are some of the programmes and events planned for 2005.  Starting on 16th February is a 6-week Meditation Course for people in Carlow/Kilkenny area.  A few places are still available so please give us a ring if you would like to do this course.  Feedback from the course held in Waterford last October was extremely positive indeed.

We will be holding our ‘Spring Feast in the South East’ weekend of rest, relaxation and fun from 1st to 3rd April this year in Wexford.  As this is a very popular event with limited places available, early booking is advised. If you would like more information on this or any of our other programmes for the year, please give the Regional Office a ring.

Provisional Programmes for 2005

February
Spring Regional Newsletter 

24th February
Counselling – Information/Advice Session, Kilkenny (10.30am-1pm)

16th Feb - 23rd March
6 week Meditation Course - Carlow/Kilkenny

4th March
Hospital In-service Training – Wexford

9th March
Occupational Therapy & MS – Information/Advice Session 

1st - 3rd April
‘Spring Feast in the South East’ Respite Weekend 

6th April – 18th May
Weekly Information/Advice Sessions for PwMS

11th April
MS Nurse Specialist – Information/Advice Session 

16th April
Regional Branch training 

May
Summer Regional Newsletter 


One day Meditation Retreat – Waterford


Politicians Awareness Morning


Hospital In-service Training - Waterford 

28th & 29th May
National Conference, Cork

May – June
Hydrotherapy sessions – Wexford & Tipperary

June
Two day activity programmes for children of parent with MS

August
Autumn Regional Newsletter 

September
Information Day on Entitlements (Health Board & Social Welfare)


Inter-Branch Event

October
Training/Information Day for Health Professionals & Service Providers

November
Winter Regional Newsletter 

Information Sessions 

The Regional Office, in conjunction with the Health Services Executive, will be holding Information Advice Sessions in the Askea Parish Centre, Carlow Town.  The aim of these sessions is to provide people with MS and partners/family members with a focal point for appropriate information, advice and support in small groups – approximately 12 people per session.  These will be held each Wednesday for seven weeks from 6th April to 18th May.  Topics will include: Physiotherapy & MS; Occupational Therapy and MS, Continence Advice, Fatigue Management; Diet/Lifestyle Management, Meditation and Counselling.  

If you are interested in attending any of these sessions, please contact the Regional Office to book a place.

Counselling Available

A confidential counselling service is provided by the MS Society.  This is open to people with MS and their families. For more details and referral procedures contact the MS Regional Office on 056 7751522.


Exercises for People with MS by Liz Betts

This is a very valuable book written by a senior physiotherapist in the UK for people with MS who want to help themselves keep fit and try to offset some of the symptoms of the condition such as fatigue and spasms.  The book is available from the Regional Office.

Training Video

The MS Society of Great Britain has launched a free training video for staff caring for people affected by MS. For further information and an order form email education@mssociety.org.uk or you can download an order form from their website at www.mssociety.org.uk.   

Feature – Cognition & MS

Cognition refers to brain functions such as memory and reasoning.  Approximately half of people with MS have no apparent cognitive changes.  The areas of cognitive functioning that are most commonly affected in MS include memory; attention and concentration; word finding; speed of information processing; abstract reasoning and problem solving; visual spatial abilities and executive functions.

MS demyelination/lesions are the obvious cause of cognitive difficulties in PwMS.  

However there are many other factors that can interfere with and can impair cognition such as depression, fatigue, pain, lifestyle changes, drugs, relapses, general health & ageing.

Because MS can affect any part of the brain, almost any cognitive function can be impaired.  Typically MS affects some cognitive functions but leaves others relatively intact.  Cognitive changes can have a significant impact on one’s ability to work and fulfil family responsibilities.  Family members are often unaware that MS can cause cognitive problems and this misunderstanding can result in anger and confusion. Talking about cognitive difficulties with family, friends and work colleagues can be a relief and may lead to easy solutions.  

Simple ways to compensate for cognitive problems include:

1. Make lists - shopping lists, lists of things to do, and so forth.

2. Use a calendar/memo board, computer or electronic diary for appointments and reminders of special days.

3. Establish a memory notebook to log daily events, reminders, checklists and/or messages from family and friends. Get into the habit of checking this regularly.

4. Use a tape recorder to help remember information or make up lists.

5. Organize your environment so that things remain in familiar places.

6. Concentrate on one thing at a time. 

7. Carry on conversations in quiet places to minimize environmental distractions.

8. Ask people to keep directions simple.

9. Repeat information and write down important points.

10. Establish good eye contact during any discussion.

11. Take the effects of tiredness and fatigue into account and plan activities so that you do your most demanding work at your best times.  Pace yourself and schedule rest periods.

12. Try to plan ahead as much as possible – to avoid situations where you will have to think on your feet.

Try to stay calm when memory fails.  It’s normal to tense up or feel frustrated if you are forgetting or losing something, but when you do, you switch out of the problem-solving mode and into the angst mode.

More information on cognition and coping tips and further reading are available from the Regional Office.  

Changing of Roles

“You don’t get MS on your own” is something that is often said.  In other words, the people around you are also affected – your partner, your friends, members of your family.  And they can be affected to such an extent that they suffer the same emotional reactions as you.  

Once your partner has heard you have MS, he/she will go through a process of coming to terms with the news, a process that includes shock, fear, anger and so on.  Such changes in both your lives can be the cause of extra tension.  Of course, that doesn’t mean that you’ll only get problems.  It’s also possible that MS will bring you closer together and will help you to value daily life even more.

The closer your partner is to you, the greater the changes in his or her life will be.  Your partner can feel helpless because the one he/she loves now has unpredictable physical complaints that make the future uncertain.  Perhaps you are used to doing certain tasks while your partner does others.  MS will change the way you divide up those tasks.  You may become more dependent on your partner and it will take time to get used to this new balance.  However, if you feel that the burden on your partner is too great or you are becoming too dependent on your partner, then it is time to ask for professional help.  

There are services available which may help such as home helps, home care attendants, personal attendants, etc. These are available through the Health Board, Centre for Independent Living, RehabCare, Irish Wheelchair Association and Carers Association.  The counselling service provided by the MS Society may also help you and family members come to terms with the changes in your life. For more information on these services and referral procedures, please contact the Regional Office.

Respite Care Grant
The Respite Care Grant is extended to all carers providing full-time care to an older person or a person with disability, regardless of means, who are not in receipt of an unemployment payment or working outside the home for more than 10 hours per week (June 2005).
In the budget 2005 the amount of Respite Care Grant will be increased from €835 to €1,000 in respect of each person being cared for. This means the limit of payment of Respite Care Grant to only two care recipients will be abolished. 

Websites

Check out these websites for children who 

have a parent with MS:

www.msforkids.com

www.msforteens.com

www.msforparents.com.

Try to get enough sleep

Sleep disruption is common in MS. This can be due to physical symptoms such as bladder or bowel problems, or underlying disease processes such as lesions that affect brain areas associated with sleep. Depression and fatigue, stress, or other common symptoms of MS, can also affect sleep.

To help overcome these problems, make sure you spend some time winding down in the evenings. Try reading or listening to relaxing music before you go to bed, or practice relaxation exercises like deep breathing. If you’re having bladder or other problems with bodily functions at night, ask your MS Nurse Specialist, GP or Continence Advisor about ways to manage them. 

Should I change my diet?

If you spend any time on the Internet or in a library researching MS you will soon come across special diets.  There is no evidence that such special diets affect the progression of MS.  But diet can influence how you experience certain symptoms of MS. High-fibre diets, for example, may help ease constipation, which is a common problem in MS.  Similarly, cranberry juice may reduce the chances of developing bladder infections.  In general, it is very important for people with MS to maintain a balanced, healthy diet.  For more information on healthy eating, contact the Regional Office.  


Branch News

Kilkenny Branch News – by Josie Molloy

The Kilkenny Branch held their Christmas party in Hotel Kilkenny on 12th December.   Over 50 members and friends enjoyed the meal and entertainment.  Thanks to all who contributed to its success.  Congratulations to our two branch members who won €1,000 each in our Christmas draw.  

Next branch meeting will be held on 2nd February in Comhairle, 4 The Parade. Our AGM will be held in March.  For details of branch meetings and activities, contact Josie Molloy, 056 7751907.

Carlow Branch News – by Billy Kane

The branch held a very successful children’s Christmas party and thanks to Clare Whelan and Ann Doyle for organising it.  We also had our Christmas Dinner in the Seven Oaks Hotel which everyone enjoyed.  The raffle was also a great success and thanks to everyone who supported it.  The Branch AGM will be held on Wednesday, 16th February in the new Carlow Day Care Centre in Askea.

Waterford Branch News – by Mary Keane

The last few months of 2004 were very busy socially.  In November we enjoyed a great night in Dooley’s Hotel for our festive dinner with members from the North Wexford and Dungarvan South Tipperary branches joining us.

In December we held our annual mass and this was followed by our Christmas party and raffle.  It was a great success - thanks to our sponsors and everybody who helped in any way.

On a sad note, we would like to extend our deepest sympathy to the D’Arcy family on the death of Tom who will be sadly missed. RIP.  Our sympathy is also extended to the Murray family on the death of John. RIP.

We would like to welcome our new Chief Executive and wish him well in his new post.  We look forward to meeting with him soon. 

Our AGM will take place on 22nd February at 8pm in Waterford Cheshire. Branch meetings are held on the last Tuesday of the month in Waterford Cheshire. Contact Mary Keane for more details on 051 895506.


Tom D’Arcy, RIP, 4th November 2004

All his friends in the North Wexford Branch will 

sadly miss Tom D’Arcy RIP.  “A shinning light 

coming through the door at a very dark time 

in someone’s life” is how many branch members 

described him. 

Tom was a great ambassador for the MS Society.  

He served on the North Wexford Branch committee for many years including terms as chairperson and secretary.  He worked tirelessly within the community for the benefit of PwMS. 

In the last couple of years he was instrumental in increasing funds in the branch by his involvement and dedication in organising Church Gate collections and collectors, raffles, etc.  Tom was part of the driving force over the past year, which saw the introduction of subsidised alternative therapies for branch members.

While secretary, he organised monthly social dinners and outings.  He was also instrumental in the setting up of an informal monthly get-together of PwMS to share their problems and views.  This is proving very beneficial to members who participate, especially new members.

Tom’s dream of the branch owning its own wheelchair accessible bus became a reality shortly before his death when, on 15th August, the branch launched its own minibus with Tom in attendance.

Over the years Tom was actively involved in the Regional Working Group before it disbanded and he was also involved in the Inter-Branch Events until his illness.

Ar dheis De go bhuil a anam.



Primary Medical Certificate

To enter the VAT/VRT Repayment Scheme a person with a disability must be in possession of a Primary Medical Certificate.  Medical assessment and issue of the required certificate is carried out by the Senior Area Medical Officer (SAMO) attached to the local Health Board.  Where the SAMO is satisfied that a person meets the medical criteria a Primary Medical Certificate will be issued.

The medical criteria for entry to the Scheme are that the person must be severely and permanently disabled and come within at least one of the following categories:

· Be wholly or almost wholly without the use of both legs.

· Be wholly without the use of one of their legs and almost wholly without the use of the other leg such that they are severely restricted as to movement of their lower limbs.

· Be without both hands or without both arms.

· Be without one or both legs.

· Be wholly or almost wholly without the use of either hands or arms and wholly or almost wholly without the use of one leg.

· Have the medical condition of dwarfism and have serious difficulties of movement of the lower limbs.

Where the issue of a Primary Medical Certificate is refused, the applicant may appeal this refusal to the Disabled Drivers Medical Board of Appeal, National Rehabilitation Hospital, Rochestown Avenue, Dun Laoghaire, Co Dublin.  This is an independent Board whose decision is final.  Appeals should normally be made within 28 days of refusal.  Where the Board considers that the person concerned meets the criteria it will issue the required certificate.  

It is of course open to a person to re-apply for a Primary Medical Certificate should a change occur in his/her medical condition to the extent that the medical criteria might now be met.

National Council for the Blind of Ireland 

A small number of people with MS have difficulty with their sight. If you are one of these, some of the NCBI services may be of interest to you. They have a talking book library service, which has over 70,000 titles on cassette. They also have magazines and newspapers on tape, which includes the Irish Times, Sunday Independent, Irish Gardens, Phoenix and Sports Digest to mention but a few. 

For more information on these or other services, contact NCBI Carlow: 059 9130104, Kilkenny: 056 7763530, South Tipperary: 067 31212, Waterford: 051 876999, Wexford: 053 22131, email info@ncbi.ie, website: www.ncbi.ie.

Good for a Laugh!

The following are all reputed to have actually been found on patients hospital charts:

· She has no rigors or shaking chills, but her husband states that she was very hot in bed last night.

· Patient has chest pains if she lies on her left side for over a year.

· The patient is depressed since she began seeing me in 1993.

· Discharge status : alive but without my permission.

· The patient refused autopsy.

· The patient has no previous history of suicides.

Assistive Technology Web Database

This website contains general information describing the use of assistive technology in different contexts and also has a comprehensive database of products and suppliers available in Ireland.  The resource is intended for people with disabilities, older people, health professionals, service providers and anyone interested in the practical application of aids, devices, appliances, information and technology in daily living. 

It also has information sheets on assistive technology and other useful publications including those related to entitlements, access and disability.  Check it out at www.assistireland.ie.


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 April 2005.
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Minds are like parachutes. 


They only function when open.





A diplomat is one who thinks twice before saying nothing!








