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Newsletter August 2010
Three week Support Groups –  separate groups for People with MS  &   for family members / partners / close friend   -  2 rooms at same place / same time.  And if it suits you to come on your own (whether you are a person with MS or a family member) you are welcome.           Mondays 8pm to 9.15pm  -  Sept 27th; Oct 4th and  Oct 11th  at Ruah Retreat Centre, St Alphonsus Road (in Drumcondra to Iona Road, Glasnevin area).    USE YELLOW BOOKING FORM OR phone us on 4905933.                                                                                                                      

                                                                CLOSING DATE FRIDAY 17TH SEPT.
Skills and Confidence—Relax, and Move Forward:  a course for people with MS – See detailed  leaflet attached.  Mondays 11am to 1.30pm at Ruah Centre, St Alphonsus Road.  Oct 18th to Dec 13th.   If you have difficulty getting there, or any other issue please let us know – phone 4905933 – for more details & closing date see enclosed application form.  YELLOW BOOKING FORM ATTACHED OR phone 4905933. 
                                                           CLOSING DATE FRIDAY 24TH SEPT.

Is there someone in your family with MS? 
                  Carer’s Weekend (OR Day): - - for those who don’t have MS,  but who are giving support or care to someone who does.             Sat 16th and  Sun 17th October.  Price €5/ €10 /€30/€40   See enclosed detailed leaflet / booking form.  CLOSING DATE FRIDAY 24TH SEPT.
               Training Day - in Giving Assistance Safely – could you find yourself helping the person with MS to move or get up, bearing some of their weight, or lifting or moving them?  If you could then avoid the risk of injury to both you and the person with MS?     
Training:with a Chartered Physiotherapist with Specialism in Safe Lifting;   Saturday 6th November   10am to 4pm:   St Gabriel’s Nursing Home off Tonlegee Road, Coolock -  for family members / friends of people who have MS - subject to having a minimum number of people - so you will be doing other people a favour too if you take part.   If you trained previously you are welcome to come along for a refresher.  USE YELLOW BOOKING FORM OR phone 4905933.  
                                                        CLOSING DATE FRIDAY 24th SEPT.

Information Day Saturday 13th November -  Review of MS, treatments and research;   Dealing with symptoms & relapses;    Continence issues – information and developments.  At Carlton Hotel, just down the road from Dublin Airport – we can send you exact directions – USE YELLOW BOOKING FORM OR phone 4905933.   CLOSING DATE FRI 29th October.                                                                

                             For more courses & events see page 2
                                                              ………. more courses and events….
Exercise & Yoga Combined course in Dublin 15 – Tuesdays 8pm to 9.15pm at Blakestown Community Centre, beside Lidl, on Blakestown Way – good parking in the grounds & buses stop just down from the gate: Bus 39 (Stoneybatter- Navan Rd-Blanchardstown-Ongar) &  Bus 220(Ballymun-Finglas-Cappagh-Blanchardstown- Lady’s Well). The teacher is qualified and experienced in both Fitness and Yoga.  SEE YELLOW BOOKING FORM OR phone us 4905933         CLOSING DATE FRIDAY 24TH SEPTEMBER
Aqua-exercise in Finglas – we have a possibility for Wednesdays 2pm to 3pm …. phone us 4905933 

Exercise / Physiotherapy courses:  We are trying to arrange groups in various areas.  If you would like to be included  Phone us on 4905933

Tai Chi in Swords:

A group of people with MS are doing a Tai Chi course in Swords – starting 1st September - Wednesdays 6.15pm to 7.30pm –– If you would like more information Phone us on 4905933

Note:  

· ENDING OF PHYSIOTHERAPY CLASSES FOR PEOPLE WITH MS AT BEAUMONT HOSPITAL

· CHANGES IN SERVICES 

· LARGE NUMBERS OF GENERAL PHYSIOTHERAPY REFERRALS FROM HOSPITALS TO LOCAL HSE AREAS, WITH REDUCTION IN AMOUNT OF PHYSIOTHERAPY SERVICE AVAILABLE. 

For fuller details see article in enclosed Newsletter.

Computer Course for people with MS – developing computer skills with  an MS friendly  course and teacher. 

Beginners and Improvers -  at Colaiste Ide, Cardiffsbridge Road, Finglas:-  choose either Wednesdays 10am to 12 noon (starts Sept 15th) or Fridays 11am to 1pm (starts Sept 17th).

Digital Photography course - Colaiste Ide, Cardiffsbridge Road, Finglas – Thursdays 11am to 12.30pm – not exclusively but you can expect to meet other people with MS there – (starts Sept 16th).

Newly Diagnosed Day – for people diagnosed with MS in past 3 years – on Sat 9th October – Booking essential – phone 4905933
North Dublin Voluntary Branch of MS Ireland:  The branches are the structure of the MS Society.  They consist of groups of people with MS and others who volunteer their time and come together for the benefit of people with MS in local region.   North Dublin Voluntary Branch meets on the fourth Tuesday of each month at IWA, Aras Chuchulainn, Blackheath Drive, Clontarf at 8pm.  November and July are exceptions, with pre-Christmas dinner and summer outings respectively.  There are no meetings in August and December.  The branch would be happy to have new members.  Contact us Tel 4905933 for more information.
News & research items …. and some interesting opportunities!
Fee free places to unemployed people -  The Labour Market Activation fund National College of Ireland are offering a limited number on selected courses.    FETAC Certificate in Business Studies;     Certificate in Web Technologies ;   Diploma in Web Technologies ;  Certificate in Entrepreneurship available if unemployed for 3 months or more and you will need confirmation of this from your social welfare office to apply. Places are strictly limited, it is expected that demand will outstrip supply, and places will therefore be allocated on a first come first served basis.  To reserve a free place contact NCI on 1850 221 721 or download an application form from ncirl.ie
--------------------------------------------------------------------------------Sporting Chance. is a national training programme to enable people with disabilities and others who are unable to access further education to build career as future coaches, leaders and managers in the sports and leisure industry - based in Tralee - Accommodation not provided but assistance to find suitable accommodation would be available.  To find out more contact Kevin Smith on 066 7122533, 086 0404270 or email Kevin.smith@nln.ie.   The course is run by the National Learning Network.  In general National Learning Network well worth checking out if you are interested in learning opportunities.  See www.nln.ie    or contact Tel  2057200  Fax  2057211  email info@nln.ie  
--------------------------------------------------------------------------------
DCU, Disability & Learning Support Service invites you to learn more about DCU and the support and services available to adults with disabilities, (e.g.  academic personal assistants, note takers, equipment and software), mature students etc ..  Open days are on November 20th 21st  See http://www.dcu.ie/prospective/openday   Or contact Marian Scullion, DCU Disability & Support Service - [01] 7005927

Email; disability.service@dcu.ie    Web: www.dcu.ie/students/disability 

Depression and MS   Research has shown that there is increasing evidence establishing a link between MS and depression. In one study nearly a third of people with MS had symptoms of clinical depression. It is important for the person to tell their GP or health professional if they feel they are experiencing low moods for a period of 1 to 2 weeks. Depression can be relatively mild or can be prolonged and severe with an increased risk of suicide.

Typical signs of depression include the following:

· Low mood, confidence and self worth, leading to a cycle of negative thinking about themselves and feeling they are to blame and may be a burden on others.

· Lack of energy or ability to concentrate on tasks.

· Difficulty in sleeping or wakening up with unpleasant thoughts and unable to get back to sleep.

· Loss of pleasure in life, no longer any motivation or interest in hobbies, social life and meeting other people.

· General feeling of unease with occasional stressful episodes or “anxiety attacks”. Sometimes people can become over-anxious and unable to unwind or relax.   

Treatment of depression:  As a first step, it is important for a person to recognise that they may have depression and that it is like any other condition- it can be treated. The next step would be to talk to their GP or health care professional to get support.   This will usually involved a mixture of medical treatment (anti-depressants) and some form of psychological intervention such as cognitive behavioural therapy CBT or “talking therapies”.   Anyone who is concerned about depression-please contact the office. We can support you confidentially through this difficult time and we can provide some free counselling for those in need of help.
---------------------------------------------------------------------------------
Having cooked meals delivered to your house:  

If you find cooking difficult you may be able to get pre-cooked meals from your local Meals-on Wheels service - usually nutritious and tasty, and low cost.   The Public Health Nurse in your local health centre is best for this information, or if you are having a difficulty contact us. There are companies supplying frozen pre-cooked meals delivered at home.     One we have come across (Oakhouse Foods)  will also supply a table top freezer (for €150) and a microwave oven if you need these.   They have a catalogue with a range of meals.  You pick the ones you want and they deliver.  In these cases you need to order a minimum number of meals…. , with main courses ranging in price from €3 to €6, 
Changes in Physiotherapy Services - Beaumont Hospital and Locally 

For several years Beaumont Hospital has been offering group Physiotherapy courses to people with MS.  These were usually 1 hour per week for 6 weeks, and people usually got a course once or twice per year.  This has now been discontinued.  The Mater Hospital had also been offering a limited Physiotherapy service for outpatients. This ended some time ago.

The overall direction of Health Services is to move them from hospital to community locations.  North Dublin was unusual in having two major centres of Neurology within its borders.  As we understand it the aim is to provide Physiotherapy services as locally as possible to where people live.  MS Ireland’s research programme, “Getting the Balance Right” demonstrated that group physiotherapy is as effective as 1 on 1.  This obviously costs a lot less and so should be more available.  Hospital Physiotherapy services have been reduced or ended [not just for people with MS].  We spoke with local HSE Physiotherapy Departments about developments.  In one or two areas group courses for people with MS have taken place or will take place.  However the overall message is that hospitals are giving the Community Services very large numbers of referrals (of people who would previously have been treated by the hospitals) with no corresponding increase in the number of Physiotherapists in the local community areas. The ending of the Beaumont service is due to the removal of half a post which was previously totally dedicated to services for people with MS.  Possibly this is linked to budget deficits.  These were reported to be €6.3 million by end of May this year.

 At this stage we don’t know;

· When community services locally will improve.

                                                       Continued on next page (4)

· Whether the Beaumont service will be replaced by a local service which is at last as good or [hopefully] better.

Meanwhile developing on from “Getting the Balance Right” we continue to work with people with MS to organise services as best we can.  If you want to talk to us about meeting your needs from the point of view of exercise and physiotherapy please phone Sean  or Mary on   01-4905933
UK support group for gay, lesbian, bisexual and transgendered people who have MS:  See www.mssociety.org.uk, then click on Site Map, then on Support Groups – you will see a range of MS support groups.
Smoking Doubles Risk of MS- Link to Epstein – Barr Virus and Gene:

New research has found that smoking nearly doubles the risk of getting MS for people who have high levels of antibodies to the Epstein Barr virus [EBV] in their blood.   

The research carried out at Harvard University in the US also looked at whether smoking increased the risk of MS in people who have an immune system –related gene called the HLA-DR15, which is also linked to a higher risk of MS.  The gene is present in about 60 percent of MS patients, and 20 percent of the general population.

Higher antibody levels of EBV did affect risk in those who had smoked at some point in their lives, compared to those who had never smoked.  The association between HLA-DR15 and MS risk was found to be independent of smoking.    Source: Neurology online April 2010 
Do you ever have DIFFICULTY WITH SIGNING DOCUMENTS?  

You can get a rubber stamp of your signature (perhaps from something you signed in the past) – one woman we know has agreed with her bank that she will be using this and (just as an added security) will also do the best she can with her own  signature. Signature Print  at Star School Supplies, Artane – phone 848 5557.  

Bone Marrow Stem Cell Study suggests ”Tantalising” Benefits

…. explored safety and feasibility of cell therapy.  It was found to be well tolerated with no serious adverse effects.

Professor Neil Scolding, Bristol University, said: “We are encouraged by the results of this early study…. safety data are reassuring and the suggestion of benefit tantalising… stem cells mobilised from the marrow to the blood are responsible and that they help improve disease in several ways, including neuro-protection and immune modulation”    Bone marrow is known to contain stem cells capable of replacing cells in many types of tissues and organs including the nervous system.  A larger trial is planned shortly.  Source: Safety & Feasibility of Autologous Bone Marrow Cellular Therapy in Relapsing Progressive  MS. Clinical Pharmacology & Therapeutics May 2010 

We heard about a Massage Chair:  Our caller (who has MS) found it very helpful and spoke of:    a programme it runs over the body, detecting stiffness & treating it with a 20 minute massage;  the  Real Massage Company, 592 Collins Avenue, ( Declan Foley 087 8146784) supplies it; VAT can be reclaimed;  tax free allowance can be claimed on MED 1 form. Prices were about €4,600 upwards.

Vitamin D and MS:   At the Pringle lecture to mark World MS day Prof Michael Hutchinson of St Vincent’s University Hospital spoke about the theory of Vitamin D and MS.  He said that a higher percentage of people born in Spring have MS and that more MS relapses seem to occur in Spring.  He said the same hold true in Australia, during their Springtime months of October / November.  The theory is that deficiency in Vitamin D levels, occurring because of lack of exposure to sunshine and daylight during winter months is associated with increased occurrence of MS.  Research is ongoing into this theory.  

and separately in Proceedings of US National Academy of Science Fe 2010 …
Ultra Violet Light May Be More Important Than Vitamin D:

The ultraviolet [UV] portion of sunlight may play a bigger role than vitamin D alone in controlling MS, according to a study published by Hector DeLuca from the University of Wisconsin – Madison, USA.

When DeLuca exposed mice infected with an MS like disease to moderate levels of UV radiation the symptoms of MS were reduced.  Although UV exposure also increased the level of vitamin D, he said that by itself that effect could not explain the reduced MS symptoms.  

New Blood Test Can Monitor MS Disease Status:
A new blood test can monitor MS disease status b analyzing DNA fragments released into the bloodstream by damaged and dying cells.

Researchers used a technique developed by Chronix Biomedical, a Californian based biotechnology company, to identify “genomic 
fingerprints” in the bloodstream of 28 MS patients known to have relapsing or stable disease.  They compared these patients with 50 healthy volunteers.
Just from testing the blood, the researchers were able to distinguish the MS patients from the healthy volunteers.  They also were able to use the circulating DNA fingerprints to differentiate periods of active disease attacks from the stable periods of disease remission.
Source: Journal of Molecular Diagnostics 2010
Gilenia (from Novartis company)  – possible New MS Drug in tablet form  came through an advisory panel hearing at the US food and drug administration with an ease that surprised some observers.  It is considered a major advance even if no-one is yet any closer to finding an effective cure for MS. The drug which still requires FDA approval, has been recommended as a first time treatment, unlike Tysabri.   FDA staff had raised concerns about side effects with the new drug.  However, as Tysabri has shown MS patients are prepared to risk quite serious side-effects for effective therapy.  Source: Irish Times June 2010
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