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Welcome to the Christmas edition of Connect. In this issue we bring you details of the fifth annual Soul Feast to be held early in the New Year, and updates on all activities in the Western Region. Much has happened in 2004 and many events have taken place. We would like to take this opportunity to thank all those who have assisted in any way with the delivery of programmes from the Western Regional Office. We would welcome ideas from you for 2005 as to what events would be of interest to you and we will do our best to include them in the forthcoming 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  & Kevin

Disability Bill

We have recently seen the publishing of the Disability Bill 2004 and we think that it is important that you become familiar with this proposed piece of legislation, as it will form the basis of future delivery of services. We would like to thank Robert Potter Cogan who assisted us in putting these thoughts on the Bill together. You can make representation to your local representatives to influence the path of this Bill as it will determine how services will be available to people who live with disability in the future 

The following are some thoughts on the Bill 

1.
At the outset the Bill defines disability very specifically. This definition gives a right to an assessment only for people with a disability as defined by the Act. Other people who fall outside of the Act’s definition of disability do not have the same entitlement to an assessment but may by virtue of a passing condition or need require a similar service. Therefore, the definition discriminates against the rest of the public. To illustrate the point please refer to the New Zealand Public Health and Disability Act 2000. (which has as one of its main objectives “the promotion of the inclusion and participation in society and independence of people with disabilities”). Note that this Act gives the same rights to all people regardless of disability, race etc the same rights to public health and services.  Our Disability Bill in attempting to provide for people with disabilities creates positive discrimination in their favour whilst negatively discriminates against others. Hence    people with disabilities are set apart as a separate or special category. This in the long run may not be in the interest of people with disabilities whose aim is to participate, integrate and interface with society.

Furthermore the definition of the word disability under the Bill creates a dual problem in that it doesn’t define “enduring impairment” and “substantial restriction”. This may lead to a burden of proof on behalf of the individual applying for the assessment or reckless interpretation by the assessor.

2.
The title of the Bill itself is problematic. The title of each bill normally sets out what the purpose of the legislation is. Inherent in the title of The Disability Bill is its own limitations in terms of what it can achieve via: “~An Act to enable .. assessment of … needs consistent with resources available… and preparation of plans….” Note that there is no mention of provision of services. It also gives no concrete rights to people with disabilities. At its most pessimistic all this Bill does is to tell people what services they need to live a full and independent life but does not make provision for direct access to the services assessed for. (See Pat Rabitte’s submission on the launch of the Bill)

3.
We acknowledge that the Bill does provide for the provision of plans but these may not lead to any positive provision of services given that the Bill is peppered with countless references to available resources.

4.
 The Disability Bill is premised on the successful operation of the Health Services Executive. Much of this is still at planning stages and it is hard to gauge how the provisions of the Bill will be interpreted and implemented by this Executive.

5.
The Disability Bill makes provision for access to health and education services but makes no provision in the areas of Housing and Transport bar the provision of the sectoral plans. One would have thought that since housing and transport are two areas that present extreme difficulty to people with disabilities provision would have been made to cover them in the Bill.

7.
Part Three of the Act refers to access to buildings, services and sectoral plans.

s.23 (4) (c) makes us wonder as the intelligence of the draftsman of the Bill. It is the section that provides for access to public buildings with exceptions. One of the exceptions is as follows:” making the building accessible to persons 

with disabilities would not be justified, on the grounds of cost, having regard to the use of the building is put and the frequency of use of the building by such persons”.

How will it be possible for the Minister to determine objectively the frequency of use of an inaccessible public building by people with disabilities!

8.
The treatment of genetic testing by the Bill is welcomed.  It will alleviate difficulties encountered by relatives of people with MS in relation to employment, insurance or life assurance, health insurance, occupational pensions and the         mortgaging of property.

9.
 The sectoral plans are cautiously welcomed. We note the absence of a sectoral plan from the Department of Finance. At the end of the day the implementation of the six sectoral plans is dependent on the Department of Finance ringfencing funding for the disability sector to enable all departments to meet their plans internally and interdepartmentally.

MS Flyers

We are a group of adults diagnosed with MS who are near completion of a ten-month computer and self –development-training programme based in Loughrea training centre Co. Galway.  The programme has made us acutely aware of the power and opportunities to communicate, offered to us by computers and the internet. We are now in the elementary stage of setting up a web site called MS Flyers which would cover general information for the Connaught area on entertainment, sport, leisure activities   e.g. craft, cookery, gardening, holiday information and travel, accessibility, nutrition & health news, local topics, historical & environmental information and a chat room.  This site would improve, encourage, enhance and empower many people’s lives that are marginalized and isolated because of their illnesses in the Galway area.  Links to other more specialised sites e.g. Wheelchair Association, Enable Ireland, Diabetic Association etc. and even overseas sites are envisaged. To put this site into operation we need   support to fund laptop computers, voice recognition, scanners, printers, F.T.P. and Broadband links, digital cameras, software, premises, and tutor and systems administrator to advise and maintain the site.  If anyone has any ideas re the project or for fundraising please contact Frances Walsh via the Western Regional Office.

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 offers 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 Ardilaun House Hotel Leisure Centre located on Taylors Hill and will run for 13 weeks. The sessions are 2 hours in duration and the first session began with a fitness assessment and the designing of an individualised 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 Ruth Meade and her staff from the Leisure Centre who has been extremely accommodating and has made the realisation of this programme possible.

Budget 2005—putting Disability on the agenda?

This is Brian Cowen’s first budget as Finance Minister and great emphasis was placed on providing resources for people with disabilities.

It was announced in the estimates that €2.8 million would be provided for people with disabilities.  This €2.8 million will fund:

· Health sector services specifically for people with intellectual, physical or sensory disabilities

· First, second and third level special needs education

· Specialized training and employment support services provided by FAS

· Tax relief to assist mobility

· Housing adaptation for people with disabilities

In the budget a capital allocation of €60 million was added to the current €70 million for health funding towards the disability sector.  A multi annual funding package for disability support services 2005-2009 for the sum of €900 million was also introduced.  It is hoped that this funding will go towards residential, respite and day places, extra home help and personal assistance. It is still too early to say how this extra funding will roll out in practical terms and what impact it will have on the lives of people with MS.

In terms of social welfare, the following were granted:

Respite Care Grant was extended to all Carers providing full time care for an older person or a person with a disability regardless of their means and provided they are not working outside the home for more than 10 hours per week.  The grant is now €1000 in respect of each person cared for.

Carer’s Allowance and Benefit—the weekly income disregard will be increased by €20 to €270 for a single person and by €40 to €540 for a couple.  People getting Carer’s Benefit can work up to 10 hours a week and still qualify for the payment.  The maximum weekly income they can earn in        respect of employment will be increased from €150 to €270 per week.

Carer’s Benefit—new weekly rate of €163.70

People in Residential Homes—new personal payment of €35 for those not receiving disability       allowance

Invalidity Pension—new weekly rate of €154.30 for under 65yrs, €179.30 for over 66yrs and €185.70 for over 80.

Disability Benefit/Allowance—new weekly rate of €148.80

Child Benefit—monthly rate 1 child = €141.60, 2 children = €283.60, 3 children = €460.50, 4 children = €637.80 etc

We undertake to continue lobbying for improved services for people with MS. 

Young Persons Activities

In August, a group of teenagers headed into the Burren for two days of activities at the Burren Outdoor Education Centre.  A number of activities were on offer and the brave souls partook of, amongst others, rock climbing, kayaking, caving, surfing and orienteering.  Friendships and camaraderie's developed and all the group showed great courage in overcoming fears around some of the activities leading to a tremendous sense of achievement at the end of it all.  Although the accommodation was basic, the food was good which was important, as appetites were high after each activity.  The evenings walk to the local shop for a fix of sweets and coke was greatly anticipated.  There was great hilarity over the two days with a number of budding comedians giving us their      repertoire of jokes, even our own King of Comedy, John O’ Connell couldn’t keep up and, despite the efforts of the three unfortunate supervisors, very little sleep was had!  It was a weary group who boarded the bus for home and an even wearier trio of supervisors with matchsticks in their eyes and the thought of sleeping for a week in their mind at the end of it all!  Many thanks to Mary Deane and John O’ Connell for their invaluable contribution to the excursion. Your endurance medals are in the post!

On Sat 18th Dec 2005, a group of young people are taking part in a Drum Workshop with Andrew Collins at Cheshire House.  This should be great fun and very therapeutic for those involved.  We will be organising a similar event for those in Roscommon and Mayo areas in the New Year.  Anyone with a child in the 10-16 age group who might be interested should contact the Western Regional Office. 

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 

Soul Feast ‘05

“Is your glass half full?”

Following on former themes of Soul Feast, this year we would like to invite you to come West and explore the notion “Is your glass half full?”. This journey will take place in the tranquil surroundings of the Westwood House Hotel in Galway City on the weekend of February 18th 2005.  We would hope that by the end of the weekend you would return home with the three R’s, (not relaxed, refreshed or replenished) but round, robust and rotund! The three workshops planned this year, of which you can select two are:

1. Health & Well Being through Art with Marie O’ Brien Philbin.  This workshop requires no previous art experience but just a desire and openness to explore life through the canvas.

2. Humour with John O’ Connell.  This workshop offers an opportunity to discover the jester in all of us.

3. Indulge the Bulge with the “ A Team “from the Western Regional Office.  This workshop will be a demonstration not to be missed!  Looking at conserving energy while at the same time preparing delicious bites those are both nutritional and tasty.  Your blender is your friend is our motto!

There will be a keynote address on Saturday and Sunday morning a mega drumming session commencing at 11am with Andrew Collins.  Many of you have requested the possibility of attending a Mass and we have included this in the timetable this year.  Mass will be at 5.30pm and there will be a mulled wine reception at 7.30pm.  We will then be enjoying the delights of a string quartet during our banquet dinner followed by an eclectic mix of music.  Booking forms are included in this edition and you are advised to book early, as places are limited. The cost of this weekend is €100per person.  This is an all-inclusive package, 2 nights B&B, dinner and 2 lunches.  There is a single room supplement of €50 -€25- per night.

Soulfeast ‘05

Physiotherapy Programmes

In Co. Mayo, a number of physiotherapists are used to    provide a service to people in the region.  This is a very   important service as it provides users with regular      physiotherapy sessions.  It is in fact the only physiotherapy service available in the community to people with MS.  The physiotherapy takes place in groups, in clinics and in the homes of people who are not in a position to travel.  There have been over 60 users of this service in Mayo since it started.  In Galway a physiotherapy session operates in Cheshire House on Monday mornings in conjunction with the Galway Branch.  One of the physiotherapists associated with the Regional Office recently attended a course on a new device called the Oddstock Drop Foot Stimulator and carries out assessments at the sessions.  The Galway Branch has recently purchased one of these devices for use with their members.  Physiotherapy sessions also run in Ballinasloe in conjunction with the Ballinasloe Branch and the Western Regional Office also arranges some individual physiotherapy and hydrotherapy sessions. If you would like to avail of the   service in Mayo please contact Ann Canning 094 92 51000, (Mayo Community Care) in Galway please ring     091 562737, and in Ballinalsoe ring Brendan Croffey on 087 6923676.          

Community Employment Project Update

A new Community Employment Project has been approved for one year and will commence in February 1st 2005.  It will have 15 participants as outreach workers covering Galway, Mayo and Roscommon.  Unfortunately, not all employees on the present project are eligible for next year.  This is outside our control, as we have to meet the strict eligibility criteria for participants as laid out by FAS.  The Minister of Enterprise, Trade and Employment Micheal Martin T. D. announced that any participant over 55 years may get up to a maximum of 6 years on a community employment project.  This news was welcome but fell far short of what was required as there is pressure on this office to recruit new people.  It is increasingly hard to find suitable applicants in such areas of Belmullet, Ballinasloe and Roscommon.  The present participants have been fully trained up in terms of disability issues and it is hoped there will be extra money available for further training of participants next year.      However, there was no extra money made available for materials/mileage for the new project.  The new Community Employment Supervisor Kevin Larkin has taken up his post since November 29th 2004 and Tina has resumed her post as office administrator.  We would like to thank all participants and volunteers for making the past year successful and look forward to 2005.

“Symptom Management” 

Workshops.

A series of symptom management programmes is being offered to people with MS. The first of these took place in Galway on November 13th and on 4th December in Mayo. Over a 100 people attended both meetings. The first two programmes dealt with identifying and managing relapses in MS, managing spasticity, and continence management.

It is hoped to run a further two programmes in the Spring in which the following themes will be explored: 

· overcoming grief and loss as a result of the transitional nature of MS (loss of mobility or other functions before these became impaired due to MS)

· Identifying and managing sensory symptoms namely pain

· Causes of fatigue and management techniques.

These workshops are proving very popular and people are asked to book early to secure a place.

Neurology Dept UCHG

The Western Regional Office liase closely with the Neurology Team at UCHG.  On the first Monday of each month an MS clinic is held and people attending have access to a neurology team consisting of the Neurologist, Doctors and an MS Nurse.  The MS Community workers attend on a regular basis.  An additional Neurology nurse was appointed several months ago and is very proactive in arranging             appointments and helping people with MS with their queries. Her name is Teresa Leahy and she can be contacted on 091 542402.

Planning Services for People with Disabilities.

The need for information on the health service needs for people with disabilities is becoming an issue of paramount importance. The efficient planning and provision of services are dependent on reliable information on the numbers of people with disabilities and the type of services they need. It is increasingly hard for service providers like the MS Society to rationalise the need for funding for its members without being able to show how many people they have with MS. Similarly the Department of Health will not fund an increase in physiotherapy numbers if there are no statistics to show how many people actually need that particular service. 

It is for this reason that the National Physical and Sensory Database were commenced in 2002. It aims to provide a picture of the specialised health and personal social service needs of people with a physical or sensory disability by monitoring current service provision and future service requirements within a five-year period.

The MS Society has written to everyone they know with MS about the need to be interviewed for the database. If you are not on the database and would like to be interviewed for it please contact this office. If you have heard about the database but have refused consent to be on it you are strongly advised to reconsider your position. The database does not collect PPS numbers, you are allocated a pin number and you remain anonymous for all intents and purposes. The aim of the database is purely to collate information on service use and requirement for the future and includes everything from physiotherapy to home help. We have many instances of people who refuse consent to go on the database and then who complain that they cannot access the home help service. If we cannot show the Department of Health the numbers of people who require a home help service in any county it is only logical that they will refuse to give the requisite funding for it. Please act now by allowing us to represent a true picture of the needs of people with MS.

OT Service

The Western Regional Office of the MS Society has been given the services of an Occupational Therapist, Anita        Singyard.  Anita is available on Thursday mornings from 10am-1pm and is here to offer advice on any queries that people with MS might have with any day-to-day problems.  This may be finding ways to conserve your energy, planning lifestyle changes, advice with adapting your home environment or finding out what equipment is available to maintain independence.  If you would like to avail of this service please contact the MS Society Office to arrange an 

appointment.  Anita will also be helping out at some of the programmes planned by the MS team.

Well another year and I can hear you sigh with the thoughts of ‘where did that year go?’ It’s gas really; I find that it is through the eyes of children that you get a real sense of how the expression ‘tempes fuges’ bears real meaning. We have had many developments nationally in the MS Society, with the appointment of our new Chief Executive, Graham Love, who is due to start his new post in Jan. ‘05. We say fair well to Michael Dineen who retired from the Society earlier this year and wish him well in the future. We have had the publishing of the Disability Bill and the enactment of the Education Bill moving us in a positive direction to a more inclusive society. We also have had the amendment to the 1970 Health Act to make way for the dissolution of the Health Boards and the impending introduction of the Health Services Executive (HSE). In the world of MS we have seen the FDA approval of Tysabri, formerly referred to as Antegren. These have indeed been very significant changes in a relatively short period of time and of course as with many aspects of change we, the public, experience the end result, which can be difficult as, we may not have been involved in the process leading to the change.  I think that it is important to recognise that all change is difficult, whether it is in relation to legislation or the residual changes left by the process of a condition like MS. I think it is time to look to the future, become actively involved in the process of change and empower ourselves so that we can become true participants and perhaps accommodate this change and work together towards a better inclusive future.  

Tysabri (formerly known as Antegren) - a major new treatment for MS?

In MS white blood cells traffic into the central nervous system in large numbers causing inflammation and myelin destruction as they enter. A possible therapeutic strategy is to try to interfere with the movement of these white cells from the blood stream into the brain and spinal compartments. It is possible to block entrance of these    damaged cells with antibodies specifically manufactured to interfere with their passage across the blood vessels of the brain and spinal cord, the inhibitors are known as SAM or Selective Adhesion Molecules. Tysabri is such a molecule, which is designed to block the passage of lymphocytes across the blood brain barrier. It has been trailed as a treatment to accelerate recovery from flare-ups from Multiple Sclerosis. In the trials Tysabri proved to be effective in reducing the duration and severity of exacerbations of MS. It is another tool to shorten the often-devastating effects of flare-ups. The FDA in America have recently approved Tsyabri to reduce the frequency of clinical relapses in relapsing remitting forms of MS. The approval was based on results from the first year of two ongoing clinical trials of the drug alone or added to Avonex®. As part of this approval, the manufacturer made a commitment to continue the two-year clinical trials of Tysabri for another year.

Tysabri appears to safe and well tolerated, the most common side effects include headache, fatigue, urinary tract infection, depression, lower respiratory tract infection, joint pain and abdominal discomfort. There is no information about long-term safety. Tysabri is given by monthly intravenous (into the vein) infusions. The next stage is that the drug company will apply for a European Licence this could take anything from six to twelve months. The drug company will now be negotiating a price with the Department of Health and Children and seeking to have it included on the long-term illness card. We expect to have more information to follow shortly regarding availability and access to it here in Ireland. We will keep you informed. If you have any specific queries you should speak to your neurologist. There is website www.tysabri.ie. This development is a very positive one in terms of the treatment in MS and will offer great hope for the future. Its use and the information gained by monitoring people who are suitable for this treatment will offer other further signposts thus constantly improving treatments available to people with MS.

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 which can be obtained form this office.

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.  Join a branch and get involved in activities they provide or get them to take on board new and exciting ideas that you may have which will enhance the lives of their members. Nothing ventured, nothing gained!

Branches

Galway Secretary Kathleen O’Neill (091 849333), North Mayo Sec, Florrie Gibbons (097 81374), South Mayo Michelle Feeney, (086 3737853), Ballinasloe, Brendan Croffey, (087 6923676)  & Roscommon, Pat Burke (09066 25309)

Galway City Homeless Forum

Review of the Housing Action Plan

The MS Society is a member of the above Forum, which is made up of a group of voluntary and statutory bodies and meets quarterly in the in the Council Chambers.  Its aims are to tackle issues around homelessness and the cause and effect of it.  In accordance with Section 9 of the 1988 Housing Act, a review of the Housing Action Plan is due and a number of groups within the Forum are preparing lists of people who may require Local Authority housing.  

This is an assessment of the need for the provision by the authority of adequate and suitable housing accommodation.  All the housing authorities in Mayo, Roscommon and Galway (city & county) must undertake this every three years.  The last review was in 2002.  In order to ensure that as many people as possible are considered in the Housing Action Plan, we need to collate figures of those who fall under the Act’s definition of need for housing

Below are some of the definitions, which are included in the Act: -

1: A Homeless Person, that is: -

     (a). Where there is no accommodation available which, in the opinion of the authority, he/she, together with any other person who normally resides with him/her or who might reasonably be expected to reside with him/her, can reasonably occupy or remain in occupation of 

Or

     (b). He/she is living in a hospital, county home, night shelter or other such institution, and is living so because he/she has no accommodation referred to above.

2: Are living in accommodation that is unfit for human habitation or is materially unsuitable for their adequate housing.

3: Are in need of accommodation for medical or compassionate reasons

4: Are elderly

5: Are disabled or handicapped

These are the main points, which may affect a person with a disability such as MS and have mobility difficulties.  E.G. a person may no longer be able to use bedroom/bathroom facilities in their house because of the progression of their MS.  They may be waiting during this time for their Disabled Persons Housing Grant to be processed to build an extension or to have internal adaptations carried out.  This can often take some time and therefore, the person should fall under the Homeless Person point (a) above.  It is vital you contact the office if you think that you fall into any of the above categories so that we can collate as comprehensive a list as possible for each area. This review is extremely important in giving the Housing Authorities as inclusive a list as possible to work from to provide adequate housing for the future so please take the time to either send in the section below, phone or     e-mail the Galway office with the details.  Your participation in this will go a long way to determining the present and future housing needs of people with a disability and to ensuring adequate provision of adaptable, lifetime houses are provided in the future.

 NAME: ______________________________________________________________

ADDRESS: ___________________________________________________________

TEL: ________________________________________________________________

I think my circumstances relate to the point(s) above, (please tick): -

1.    2.    3.    4.    5.   

I currently have an application for Disabled Persons Housing Grant submitted to the Council.


Yes .    No.   

If yes, give details of when you applied and any contact you have had with the Housing Authority since you applied. 

