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Welcome to the Christmas edition of Connect. In this issue we bring you details of the fourth annual Soul Feast to be held early in the New Year, and updates on all activities in the Western Region. Much has happened in 2003 and many events have taken place. We would lie to take this opportunity to thank all those who have assisted in any way with the Western Regional Office in assisting these events coming to fruition. We would welcome ideas from you for 2004 as to what events would be of interest to you and we will do our best to include them in the forth coming programme. 

From all the staff here in the Western Regional Office, we would like to take this     opportunity to  wish all our readers a Peace filled Christmas and Happy New Year. 

Aidan, Matti, John , Tina and Fergus

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

Ireland.

The Partry Project in association with the Western Regional Office presents

“Robert, Ruth and Pam...Living with MS”

Last year a group of post graduate students from the Galway Mayo Institute of Technology (GMIT) contacted the Western Regional Office with a proposal of  shooting a documentary with MS as its focus. With the assistance of Frank Stapleton, (film director), this culminated in the production of a 26 min documentary “Robert, Ruth and Pam...Living with MS”. It portrays the way in which three people live with Multiple Sclerosis daily.  It explores how the diagnosis impacted on their lives and that of their families and how they have continued to live with this condition.  The three people in the documentary have had MS for many years and their experience of MS has been very different and very challenging in many ways.  The documentary is both frank and honest in how it approaches living with a condition as uncertain as MS. In the honesty of the stories of the 3 people in the 

documentary a certain hope for the future is evident. This hope is based on a realism of “coming to grips” with a disease of uncertainty   T he documentary does not pretend to be about the nature of MS as a disease but about the experiences of three people who live with MS on a daily basis.  IF you would like more information about this documentary or wish to purchase a copy of same please contact us here at the Western Regional Office (091 562737) or email us atmsirelandgalway@eircom.net.The cost of each video is 15 euro and cheques can be made payable to the Partry Project c/o Western Regional Office, 35/37 Dominick Street Galway.

           Physiotherapy Service in Co. Mayo

The Western Regional Office have been working in partnership with the Western Health Board and the local MS Branches in the provision of a community based physiotherapy service to people with MS in the County.  This programme has been most successful with over 60 people with MS receiving physiotherapy on a regular basis.  For those of you who know Mayo as a county it is geographically one of the largest counties in the country with a very disparate population and a very poor accessible infrastructure especially in relation to transport.  The physiotherapy project came into being as a result of negotiations with Mayo Community Care.  The situation was that there was no comprehensive adult community physiotherapy service.  This was largely due to a recruitment difficulty, so for a change finances were available to fund a post, but it was not possible to fill it.  The MS Western   Regional Office put a proposal to Mayo Community Care regarding the establishment of a community based physiotherapy service by contracting in private practitioners.  It was clearly recognized that the provision of a comprehensive physiotherapy service was both crucial and necessary to the ongoing management of a condition like MS.  Mayo Community Care were very receptive to the proposal and the Western Regional Office became the co-coordinators of the service in conjunction with the South Mayo and North Mayo Branches of the MS Society and the National MS Society who assisted the funding.  It was a great partnership but the problem was that it was the only service available to adults in the County, so  adults with other therapeutic needs e.g. Motor Neurone Disease, Parkinson’s Disease, Arthritis etc were still without a service.  An interesting development has taken place whereby Mayo Community Care are now absorbing the service into the mainstream of community services with an agreement to continue to provide people with MS the same level of service but also to expand it to include the other groups.  This has the advantage to the local Branches of being able to redirect the funds it was putting into physiotherapy elsewhere.  From the Western Regional Office point of view it was very good to be part of the setting up of a collaborative service which was then mainstreamed.  The Western Regional Office will continue to work closely with Mayo Community Care and the physiotherapists to ensure that the service continues and that people with MS have access to it as and when required. A physiotherapy service is also available in Galway and Ballinasloe. This service complements the community physiotherapy service and can be accessed by contacting your local branch or the Western Regional Office.

ARE YOU A MEMBER OF THE MS SOCIETY??

Are you a member of the MS Society? If not perhaps this is a good time to join!  With over 6000 members the Society is the main source of reliable information about MS and the leading promoter of research into MS in Ireland.  The Society also has access to the latest developments in research and treatments worldwide.  Being a member of the Society opens up a whole range of services and keeps you in touch with what is going on nationally and internationally in the world of MS.  Membership is open to people with MS, their carers, friends and supporters.  Anyone interested in joining the MS Society and/or their local branch can do so for a once off payment of €30. Branches give members an opportunity to mix, share experiences and submit ideas at national level.  They also operate a confidential welfare service.  If you wish to join your local branch please make sure you tick the “Branch box” on the application form enclosed.

If you are interested in a more active role and would like to change or shape the Society, membership allows you the right to vote at general meetings and vote for a delegate at the National Executive Committee or be elected on the Executive yourself.  

  YOUTH GROUP OUTING     

Inside Story Headline

On Saturday 4th October a group of 14 children from Galway, Mayo and Roscommon had a day out together in Galway and Loughrea.  

The morning was spent in Leisureworld in Galway where 3 ten pin bowling lanes were put to very good use, not only by the children but also by the adults accompanying them!  Things were pretty chaotic with bowling balls being let loose in rapid succession!  Great craic was had and a few bowling “naturals" emerged from the morning.  

Burgers and “Happy Meals” were had at Supermacs before heading on to the afternoon activity.  

Our next stop was The Dartfield Museum near Loughrea.  This is an equestrian centre set in over 300 acres and includes pony trekking, a museum, a video screening, café, shop and coach rides. The party was split up into two groups for pony trekking. The first group were kitted out in riding boots and hats and matched up with horses suitable to them.  There were a few nervous faces at first as some of these horses were certainly not small!  However there were two very good instructors to keep everyone assured and after a couple of circuits of the enclosed paddock they felt confident enough to venture further a field and set off into the grounds for a trek of about 45 mins.  On their return the second group went through the same routine.  All in all it was a very successful day and everybody learnt something about themselves and what they can achieve in overcoming fears through a very simple and enjoyable activity. 

 Many thanks to George Reid and John O’ Connell who helped supervise the group and ensured everything went smoothly.  

Contact the Regional Office if you would like more information or would like to take part.

Optimise returns to Galway.

There is an increasing recognition that regular participation in recommended exercise programmes can benefit people with Multiple Sclerosis.  As an individual limits physical activity, the capacity to perform physical acts becomes diminished.  For people with MS who may be already experiencing problems with physical abilities; specifically in relation to fatigue management and decreased quality in range of movement in upper and lower limbs; the effect of inactivity may be more significant.  The Western Regional Office of the MS Society offer an exercise (optimise) programme to some of its members in a gym setting.  The primary  criterion for inclusion is that those wishing to participate  will be mobile, i.e. able to walk independently or with the aid of a crutch or stick. Our current programme commenced on the 17th November operating from the Leisure Centre located in the Corrib Great Southern Hotel, Galway and will run for 12 weeks. The sessions are 2 hours in duration and the first session began with a fitness assessment and the designing of an individualized fitness programme.  The second session introduced participants to the rudiments of hydrotherapy as an alternative to land-based exercises.  Following on from these, the first hour of each session is now   allocated to either a gym work out or a hydrotherapy programme (workout in the pool).  The goal of the programme is one of improving fitness and flexibility levels NOT achieving competitive fitness.  This programme is being co-ordinated by the Western Regional Office with the assistance of Deirdre McGarvey, a student on placement with us from NUIG Health Promotion.  Celine O’Loan and her staff from the Leisure Centre have been extremely accommodating and have made the realisation of this programme possible.

Budget News 2004

As the Budget has been launched we thought that it would be helpful to give you some of the highlights as they pertain to people with physical and sensory disability. There will be much debate and gloss before all is filtered down but we have just extracted some information on payments etc. Excuse the boring nature of the following text but Uncle Charlie is not known for his  floral  parlance!  

There is a special increase of €16.10 per week in the

 Invalidity Pension qualified rate where the qualified adult is aged 66 or over. Where the qualified adult is aged under 66, the increase is €7.10.

Carer’s Allowance The €210 (single)/420 (couple) weekly income disregards for means assessment for the Carer’s Allowance scheme will be increased to €250/500 respectively. There will be an increase of €10 per week for recipients of carer’s Benefit or Allowance from   January 2004 resulting in a maximum weekly rates of  €149.70 and €139.60. For recipients of the Carer’s Allowance aged over 66 this means an increase in payment to €157.80.

Respite Care Grant will be increased by €100 to €835 from June 2004, Carers looking after more than one person will receive a grant of  €1,670.

Disability Benefit. The entitlement to half-rate child dependent allowance in respect of DB claims will be discontinued where the claimant’s spouse/partner has a gross weekly income in excess of €300. The current weekly earnings threshold for the purposes of payment of reduced rates of DB are being increased from €88.88 to €150

Child Benefit is being increased by €6 a month for the first and second child and by €8 for the third and each subsequent child.


Present Rate
New rate

Invalidity Pension

(i) Under 65
130.30
140.30

With qualified adult under 66
223.30
240.40

With qualified adult 66 or over
243.40
269.50

(ii) 65 & under 80
157.30
167.30

With qualified adult under 66
250.30
267.40

With qualified adult 66 & over 
270.40
296.50

(iii) 80 or over
163.70
173.70

With qualified adult under 66
256.70
273.80





Person with qualified adult 66 or over
276.80
302.90

Disability/Unemployment Benefit:
124.80
134.80

Person with qualified adult
207.60
224.20

One Parent Family Payment ( inc one child)

Under 66
144.10
154.10

66 or over
163.30
173.30

Carer’s Allowance

Under 66
144.10
154.10

66 or over
147.80
157.80

Disability Allowance


124.80
134.80

Person with qualified adult
207.60
224.20

Unemployment Assistance
124.80
134.80

Person with qualified adult
207.60
224.20

Child Benefit

(i) 1st & 2nd children
125.60
131.60

3rd & Subsequent children
157.30
165.30

LDN: THE STORY SO FAR...

Many Consultants, G.P.’s and other Healthcare professionals have stated the obvious about what we know so far...that LDN in the treatment of any auto-immune condition remains UNPROVEN.  What they fail to recognize though, is the very large amount of accumulating evidence suggesting some medics may be wrong.  There is a huge amount of anecdotal reports from patients on this treatment for years and still finding benefit.  There are some differences between the way Dr Lawrence in Wales, and Dr Bihari in New York use the drug (Dr Lawrence prefers a 2-day break per week), but there seems little difference in reports.  Many are reporting an improvement of their mobility, pain and sleep symptoms (but caution! They also report a worsening for the first 3 weeks)

SOME patients have had no relief, but this must be expected… there is no Panacea.  What we do need now is a clinical trial!  Will this ever happen? It’s hard to tell, because the drug has been off patent now for a while, and although a new “indication” is a reason for a new license to be issued, the “copycat” companies can sit on the fence and then when the trial has finished, will just copy the new product, there by financially damaging those that did the trial.  It’s unlikely then that a full clinical trial will be seen in the near future.

So what are the risks of LDN?

The drug Naltrexone blocks opioid receptors, the receptors that “receive” the feel-good hormones Endorphins, and also Morphine-like drugs.  It will reduce the effect of these, and it may even be dangerous to combine them, so Morphine, Codeine, Tramadol and other narcotics should be avoided, even for coughs.  STEROIDS would counteract the theoretical effect that LDN is alleged to have, so cannot be combined. Interferons (Rebif, Betaferon and Avonex) are normally withdrawn in Dr. Bihari’s patients, before introduction of LDN, but more as a precaution than anything else.  There is a growing theory in Neurology that Interferon's actually have an effect on Endorphins too!

Copaxone works in an entirely different manner from the other drugs and the theoretical interactions do not occur. In conclusion, LDN gives hope and a little more than that offered in the past by Bee Venom, Snake Oil, Histamine or other “dubious” supplements.  So far it is classed by many as the same as these, due to lack of real evidence (Endorphins and T-Cell levels are notoriously hard to accurately measure due to natural variance).  Although unlicensed, it is a very low dose, likely to do little if any harm.  There are several formulations going about, and capsules can be got in 0.5 and 3mg. Liquid can be made with a 2 week expiry, by any pharmacy who feels the need. More information on the preparations can be obtained from Brendan Quinn (091 631272) benquinn@sports-drugs.com,.  If you are interested in this treatment as an option for you, it is advised that you take guidance from your  Consultant Neurologist.

Brendan Quinn (Pharmacist, Gort Co. Galway)

On a further note regarding LDN the Western Regional Office has received a communication from Dr. Alasdair Coles from the University of Cambridge Clinical Department of Medicine wherein he points out that “the critical point, it seems to me, is that Bihari has not published any data to support his claims nor has he organised a clinical trial to verify them”. Again it must be stressed that LDN is not recognised, as a treatment in MS as to date there is no clinical evidence to support its use

GALWAY MS STUDY GROUP

A new programme is being planned for people with MS and their partners for early next year. The programme, the brainchild of Frank Stapleton, film director, hopes to take the form of sessions of Interviews with an invited guest in front of an audience of people with MS and their partners.  This will be coupled with a series of talks, discussions and other inputs aimed at stimulating couples and deepening their understanding not of MS but of well-being, intimacy and creating a positive worldview.  

Watch this space for further developments.

The Fourth Annual Newly Diagnosed Course runs in Galway

As part of the programme of events of the Western Regional Office of the Multiple Sclerosis Society of Ireland for 2003, we are running a course for people who have been recently diagnosed with Multiple Sclerosis.  As you may well appreciate, the person who is recently diagnosed with MS may be faced with uncertainty, a questionable prognosis, symptomatic problems, symptom variability and a condition, which lasts a lifetime.  The need for more structured education for people with MS has been highlighted in recent reports including the MS Societies Standards for Care (Freeman, A. Thompson, S. Rollinson et al Standards of Health Care for people with MS, MS Society UK 1997) and Standards of Care for people with Disabling (Progressive and Static) Neurological Conditions in the Hospital and Community (Irish Neurological Alliance 2000). It is well documented that the needs of people with a recent diagnosis of a condition such as MS are very specific and some of these can be met through a process of: 

Education about MS, 

Adaptation-adjusting to physical changes and Symptoms

Support-through access to counselling, entitlements, age & need appropriate services

Enhancement-promoting a lifestyle that optimises what one can do.

Training Programme in Loughrea.

The Western Health Board Training Centre have offered the Western Regional Office an opportunity of participating in a variety of training programmes to people with MS.  The programme will be modular in nature and will include such courses as information technology, woodwork, horticulture and assertiveness/creative expression.  There are 12 people with MS from Galway who have expressed an interest in participating in this innovative programme.  It will take place during the day and will run over a period of months.  The start up phase will take place in January where there will be information technology in the morning and woodwork in the afternoon.  It is a great development in the use of the WHB training centre and all going well there will be a module in horticulture in the late spring.  The format of the learning will be very much led by the group as people will enter the programme at differing levels.  The task of the tutors will be to maximise the potential for each of the participants.  There is also a joint venture with the Galway Cheshire Foundation and the Western Regional Office in association with Galway City VEC, which is at the proposal stage, and we hope to have news in Dec.  The intent is to provide a similar type programme for Galway City.  Our hope would be to provide people with MS an opportunity to retrain, learn more about how to utilise leisure time, which for many people is enforced, and regain confidence and re-enter the mainstream of training programmes so as to ensure that people with MS are offered integrated training programmes and not ones set apart from the general community.

Soul Feast ‘04—”Discovering the mystic within…”

Following on former themes of Soul Feast, this year we would like to invite you to come west and explore areas of the mystic within . This journey will take place in the tranquil surroundings of the Westwood House Hotel in Galway City on the weekend of February 20th. We would hope that by the end of the weekend you will return home with the three R’: Refreshes, Replenished and Rejuvenated. The three    workshops planned this year (of which you can select 2) are:

· The Body as an instrument of Reflection

· A Celtic Journey through Sound 

· Imagery Workshop

There will be a keynote address on the Sunday morning at 11 a.m. entitled “The Holistic approach to Well-being”. We will be enjoying the delights of the string quartet during the Saturday feast and an eclectic mix of music on both Friday and Saturday night. Booking forms are enclosed in this publication and you are advised to book early as places are limited. 

CEP Update 

The present Community Employment Project will come to an end on January the 31st 2004. Although a new project has been assured for 2004, FAS remains deadlocked over extending contacts for participants who have finished their one year or three year programmes. It has also been emphasized that participants who take a year’s break after community employment can no longer return to CEP. FAS can only guarantee one year in a participant’s lifetime. This puts huge pressure on the office to recruit new people. It is increasingly hard to find suitable applicants in areas such as Belmullet, Roscommon, Tuam and Ballinasloe. Moreover all the present participants have been fully trained up in terms of disability issues and some of them run physiotherapy and exercise programmes and club activities in their areas. To make them redundant would be a huge blow to the MS Society. Negotiations are still underway with FAS. Many politicians have intervened on our behalf to the Department of Enterprise, Trade and Employment, including Dr. Jerry Cowley and Michael D. Higgins. Minister Frank Fahey had promised a review of CEP with a view to perhaps amending some of the criteria for social schemes or for people with disabilities. However there was no mention of CEP in the recent budget.

Diary update

· Friday 16th January, 8 p.m. , Menlo Park Hotel, Galway — Galway Branch host an open information night on LDN 

· Mondays, January 2003–February 2003 Optimise continues

· End of January physiotherapy resumes Galway and Mayo

· Friday 20th February– Sunday 22nd February– Soulfeast

· January—June– MS Study Group—Series of open interviews by Frank Stapleton with an invited guest on different aspects of well being. 
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