 

Welcome to the spring edition of the Regional Newsletter for 2005.   You have no doubt noticed the stretch in the evenings, the birds twittering and buds appearing everywhere not forgetting the odd snow shower here and there! 

Update from National Office.

Graham Love has commenced as the new Chief Executive of MS Ireland. Now that Graham is on board there will be some further appointments to complete a new management structure, which is most welcome. We are excited at the prospect of working with Graham to ensure that MS Ireland continues to grow and move forward for the benefit of people with MS.

National Office will be relocating from its current rented offices to a permanent building at 80 Northumberland Road, Dublin 4 on March 14th. 2005. The new telephone number for National Office (which will now be known as The MS Resource Centre) will be 01-6781600 and the new fax number is 01-6781601.  Please note that these numbers will not be in operation before March 14th. MS Contact Line no. 1850 233 233 remains unchanged.

Update from Regional Office.

New e-mail address

Please note that we have a new e-mail address. It is now swa@ms-society.ie All our other contact details remain the same.

Spring Feast

There was a large response to the mailing for the Spring Feast to the extent that some people unfortunately had their booking forms returned. All we can say is please book early for any event you have an interest in as places are given on a first come first serve basis. We will update you on how the weekend went in our next newsletter.

Newly Diagnosed Course: 

A six-week Newly Diagnosed Course is in the planning stages once again this year and is scheduled for late April. If you have been diagnosed within the last 2-3 years or know of someone who has, contact the Regional Office and we will give you more details.

Support Group – West Dublin

A support group for people with MS is planned to run for eight weeks starting in April. This will be held in Bushy Park. For more details please contact the Regional Office.

Young People’s Event

As you know the last number of years we have ran days for young people who have a parent who has MS. The focus on these days is to have lots of fun and give young people the opportunity to meet other young people where MS is a factor in their home. 

Well this year we are pulling out all the stops and planning a two-night adventure in Carlingford. This will give teenagers an opportunity to develop skills in various outdoor activities. Experiencing something new in a challenging environment creates a great feeling of achievement and enhances self-confidence. This is planned for the first week in July but we will mail you well in advance. 

Transport and Disabilities

We are very aware of the difficulties that Public Transport can pose for someone with a disability, so we are pleased to be able to pass on the following details.

Iarnród Éireann

They offer passenger assistance if arranged in advance (although assistance may be offered on the day).  They will help with luggage, activate the ramp and assist with boarding.  This is a National service.

This is organized through Connolly Station and the contact is Melanie in Passenger Assistance: - 01-7032634.

Dublin Bus

Dermot Walsh is the Disability Officer with Dublin Bus.  They can bring an accessible bus to your home or training event for you to use the ramp facility and become familiar using it.

Dermot’s number is 087-2778713 or you can contact him at dermotwalsh@eircom.net 

 Trek to Mount Fuji

A young man named Joseph Beattie who is planning to climb Mount Fuji in Japan at the end of August has contacted us.  At the moment Joseph has one definite climbing colleague but hopes to increase this number by coercing his friends and foe!

Mount Fuji stands at an incredible height of 3,776 metres. Joseph will commence his climb at 9.00 pm in the evening to allow him to reach the summit by sunrise as this is supposed to be one of the most spectacular sights in the world.

It appears that Joseph loves all things eastern as he is a qualified teacher in Shotokan Karate and hopes to train in the local dojo’s (gyms) after he’s completed his climb.  Joseph has visited the MS Shop in Bray, and found the staff to be very friendly so therefore he decided to make M.S. Ireland the beneficiary of his climb.

If you would like to support Joseph in his climb you can make contact with him on 087-9935908 or you can contact us here in the Regional Office.

Holiday Tips 

This is a popular time of year for planning summer holidays and it is important that you have as much information as possible to enable you to choose a disability friendly destination.

Air travel can be challenging, particularly if it involves plane changes and long flights.  To prepare for a smooth flight, it is advisable to make reservations as far in advance as possible and to inform the travel agent if a person who is travelling uses a wheelchair or scooter, requires assistance through the airport or boarding the plane.  Most airlines provide an aisle chair for transfers through the aircraft to the seat.  For security and comfort, any medication required for a holiday should be carried in hand luggage, together with relevant medical certification.  Wheelchairs or scooters should be checked in at the boarding gate and are returned to the passenger at the arrival gate.  It is helpful to tape on clear instructions regarding how to disconnect batteries and any other procedures, and to take off any small removable parts and carry these in the hand baggage also.  

It is worth checking with the airline about their liability policy regarding damaged mobility equipment before you book.  If anything does arrive damaged, you should report it immediately to the airline.

When researching your holidays always ask about:

Accomodation: Speaking directly to the hotel rather than to a central reservation service is highly recommended as the onsite staff will have better information about the hotel’s facilities.  It is a good idea to get as much specific detail as possible regarding whatever is relevant to you - such as whether there are a lot of steps or the exact width of their doorways.  An individual’s need may not be met by someone else’s definition of “accessible”.  

Leisure Facilities

Other information that could be very helpful includes: details about the destination resort, such as the beach.  Is it a pebble beach or sand beach, and are there steps onto it?  Are there a lot of steep hills in the resort?  

Cruise Ships: Many cruise ships have a high degree of accessibility and cruising can have many advantages – you visit lots of countries but only have the hassle of unpacking once! Ask your travel agent where the accessible cabins are on the ship – e.g. on the lifeboat deck, near the lifts and other amenities? Always read your booking form thoroughly before confirming your holiday.

New Treatment for MS on the Way

A new drug called Tysabri (pronounced Tiesabri) manufactured by Elan and formerly known as Antegren could be licenced for use in Ireland in the coming year.

What does it do? It is a drug used to reduce the frequency of clinical relapses in relapsing/remitting MS creating another new treatment option for individuals with this type of MS. In one large trial study it was shown to reduce the rate of clinical relapse by 66% compared to placebo.

How does it work? In MS lesions are believed to occur when activated inflammatory cells including T-cells cross the blood-brain barrier. Tysabri works by preventing immune cells from crossing from the bloodstream into the brain where they can cause inflammation and potentially damage nerve fibres and the myelin sheath that surrounds them. Tysabri effectively blocks this migration and reduces the number and severity of attacks of MS.

Administration: The drug is given once a month by intravenous (into the vein) infusion.

Side-effects: Tysabri appears to be safe and well tolerated. The most common side effects include: headache, fatigue, depression, urinary tract infection, chest infection, joint pain and abdominal discomfort. However there is no information on long-term use.

Although Tysabri has been approved for use in USA, Elan is awaiting approval for a European Licence. The drug company will be negotiating a price with the Department of Health and seeking to have it included to the long-term illness card.

For more information on this or any drug treatment you should speak to your Neurologist (write a list of questions prior to your appointment). You can also check the website www.tysabri.ie

Access Directory

The Access Directory 2005 is now available.  This is a comprehensive guide for products and services for people with physical difficulties.   It also contains a lot of very useful information and telephone numbers.   The usual fee is €8 but we have a few copies available free of charge.  If you would like a copy, please contact Vivien in the Regional Office at 045-861990

Useful Website Addresses

We are going to start including useful e-mail addresses that we feel you might be interested in.  Should you come across any websites that you feel could be added to this list, please let us know and we will publish them in future newsletters.

www.ms-society.ie If you have not paid a visit to this site for some time we urge you to have a look as the website is being updated on a regular basis. You can click on your local region to find out what’s happening in your area.

www.oasis.gov.ie this is the Government Information website and has vast amounts of detailed information on all topics.

www.ricability.org.uk This is a very interesting website for parents with young children.  They produce guide booklets on various issues of raising young children called ‘A Guide to Parents with Disabilities’.  Well worth a visit.

Disability Bill 2004

The long awaited Disability Bill 2004 is currently being debated in the Dail.  The Bill proposes to be a positive action measure designed to advance participation by people with disabilities in everyday life.  It was expected to be contentious, and a large number of concerns have indeed arisen regarding this bill – we have outlined just a few below.  

Some disability groups feel that the Bill’s definition of a person with a disability “excludes rather than includes”.   It defines disability as “a substantial restriction in the capacity of the person to carry on a profession, business or occupation in the State or to participate in social or cultural life in the State by reason of an enduring physical, sensory, mental health or intellectual impairment”.  This could mean that if you have a disability and are employed, this disability legislation does not include you.  Particularly worrying for people with MS, “enduring…impairment” could eliminate many people with MS whose condition is of the relapsing remitting type.  It is predicted that up to two thirds of all people with a disability in Ireland are omitted by this definition.  By comparison, the Equal Status Act (2000) defined a person with a disability as including “a disability which exists at present or previously existed but no longer exists or may exist in the future or which is imputed to the person”.

The Bill fails to deal in detail with fundamental issues such as housing and employment - the only non-government service affected is that of the right for a person with a disability living in private rented accommodation to have the property adapted for their needs.  There are no measures to ensure the 3% target of employment quoted is reached, and the compliance provisions for this section are weak, stating that a non-complying body can be ‘requested’ to comply.  The Bill gives rights to services provided by public bodies accessible by the public but it excludes the responsibility of private organisations.  

Under this Bill a person with a disability is entitled to a needs assessment by a Health Board appointed assessment officer who then draws up a statement of services. Delegation of the job of assessment can be made to any “other persons with appropriate experience”.  The assessment process must commence within 3 months of someone applying, but it doesn’t have to be finalised within a particular timeframe.  It is unclear if assessments are available to new service users or whether existing service users can have their needs reviewed.  There is no requirement that the services identified are actually put in place, nor that any service provided will be related to needs outlined.  A Health Board Liaison Officer will recommend if/how the services outlined be provided, taking costs into account.  The person can complain to a Health Board Complaints Officer, who may dismiss the complaint as “frivolous or vexatious”.  Complaints proceedings must be held in private.  There is no stipulation regarding the qualifications required for jobs such as the Assessment Officers, Liaison Officers, Complaints Officers - though they are required to be independent “in the performance of his or her functions” – despite being appointed by the Health Board.  The Bill does not address the inequality of service provision – and voluntary service providers are not bound under this piece of legislation.  

If a person is still dissatisfied, there is an Appeals Officer appointed by the Minister for Justice, Equality and Law Reform.  The previous disability bill included a clause that stated that any person with a disability could not go to court if they were dissatisfied with their service provision, and this has been taken out.  However the timeframe allowed to lodge an appeal under this legislation is very slim and the procedure very arduous.  

The Bill is peppered with phrases such as “subject to resources” or “if practicable” (giving no definition of “practicable”), which effectively dilutes any entitlement stated in the particular section.  The multi-annual funding brought out in Budget 2004 is not mentioned in this Bill – so if there is a downturn in the economy this funding could be taken away.  In fact, the Bill provides carte blanche to the Minister for Justice, Equality and Law Reform, in any year, to re-allocate funding for the services in this Bill to other services, but not the reverse. The Bill limits resources for the provision of services to whatever is ‘practicable’ and will not allow for any excess of expenditure over the amount allocated at the beginning of a financial year so, unlike most other government services, no additional resources can be requested for assessed services within any financial year.  

Currently TDs in the Dail are debating this Bill and then amendments will be taken.  It is up to the Government to decide how many amendments will be taken, usually only a small number are accepted.  It is unclear when the cut-off date for amendments is but it will possibly be in the next few weeks.  So don’t delay, talk to your local TDs!  This is your Bill and your say may make a difference!

Branch News

West Dublin Branch News:

The West Dublin Branch is holding their AGM on April 2nd. 2005 at 2.00 p.m. in Cheeverstown, Templeogue.  The branch will mail their members with regard to this.

Kildare Branch News:

Thanks to a tremendous turn out the 4th. Christmas party was the biggest and most successful yet with over 100 people attending.  The hundred of prizes, great music and venue help make this event the most popular on our social Calender.  The Leinster Leader published photos of Joe Reynolds, our chairperson, presenting the winning prizes.

On the 4th February Joe Reynolds, Geraldine Daly and Shane Boland met the new MS Ireland Chief Executive Graham Love along with other representatives from the South Western Area and Community Workers.  Graham’s business background, from an international highly regarded consultancy firm Accenture, his own family history of MS, his intentions to knit Head Office and the branches into one unit and to make MS Ireland amongst the top charities in the country, promises well for the future.

The branch AGM was held on Saturday 19th February in the Ambassador.  It began with a very informative presentation by Angela Morrissey from the Citizen Information Centre, Newbridge, on entitlements for people with disabilities.  David Brophy on behalf of Joe Reynolds, who was unwell, reviewed another successful year and invited those present to attend the monthly committee meetings in Ballycane Church at 7pm on the 1st Tuesday of every month.  He re-iterated the branch’s emphasis on providing funding for both the social and welfare requirements of the members.  

Geraldine Daly presented the annual accounts and noted the large increase in welfare assistance this year.  Shane Boland and Geraldine had to step down as Secretary and Treasurer respectively as they served their maximum 3-year terms.  Sheila Flynn and Neil Brennan replaced them.  

And finally some words of wisdom…

The road to success is dotted with many tempting parking places.   
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