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The Neurofibromatosis Association Restructuring Plans

As readers of “Neuro News” may have noticed from our recent activities and newsletters the Association is going through a restructuring phase.  The aim is (1) to broaden our representation (2) to roll out a wider range of support services to an increased number of sufferers and their families.  There are two key elements supporting this goal, (a) the completion of a Strategic Plan (b) the role out of a Publicity Campaign aimed at Nf sufferers, their families also at the medical and teaching profession.  Part of the implementation plan is the setting up of Regional Groups.  Starting in the autumn meetings are planed for seven centres throughout the country (see below). The publicity Campaign will include the publication of articles on Nf and the Association in the local and national newspapers, Medical Journals etc.  Additionally a poster campaign is planned for Notice Boards in Hospitals, Medical Centres, Doctors Surgeries and Dispensaries etc. 

Despite a proactive campaign over the past 15 years many sufferers and members of the medical profession still have not heard about Nf or the Nf Association.  Therefore we must continue to focus our attention at addressing this problem.   Ideally we would like to be able to reach out to everybody with Nf and thereby have a stronger voice when representing people’s needs.  However without your support we will not get Groups off the ground in every Region. 

We are looking for volunteers so please give us a call today if you can assist in any way.



























1. The above structure has provision for two full-time officials

a. 1 Full-time Administration Official

b. 1 Family Support Worker

c. It is intended that the Health Boards Counselling Service will compliment / support the Association Family Support Worker in providing an ongoing comprehensive range of services to sufferers of Nf and their families.

2. Six Regional Co-coordinator Groups to liase as necessary with sufferers and Health Boards.

3. The proposed structure to be funded by a combination of voluntary donations/fundraising and Dept of Health/State Bodies Grant Aid.


Click here for photographs


WE IN THE ASSOCIATION WOULD LIKE TO SAY

“A SINCERE THANK YOU”

**********************
The generosity of our friends and members of the association know no bounds when it comes to fundraising for Nf.  There was a tremendous response to our call to raise funds through the Ladies Mini Marathon indeed many sent in donations in advance of the event while others are busy collecting various amounts so generously committed by family and friends.


“Take a Bow” all our fundraisers, everyone who took part in the event and those who sent donations to the association.

Click below for a flavour of the atmosphere captured on camera at the Harcourt Hotel after the event.
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Respite Weekend in Lisnaskea


Friday 8 June saw the start of a long weekend of cross border get together for the Nf association.


It was a weekend away for 45 people at the Share Activity Centre in Co. Fermanagh. (See pictures)


The concept came with a respite donation from one Health Board hence we could not open applications to everyone – but there is always another time.  Perhaps we can encourage other Health Boards or cross border grants to fund a future Respite Project.


Thirty-two people from our association and twelve from the North of Ireland came together at the Share Activity Centre.  Hilda Crawford the Family Support Co-ordinator from Belfast and myself had paid a previous visit to the Centre and we were very happy with the facilities it offered.  I think it lived up to and went beyond expectations.  Water Sports, Archery, and Fuzz Ball were a few of the activities some people enjoyed.  The cruise on the lake proved most popular and extremely enjoyable, as did the indoor swimming.  Everybody joined in and there was a terrific atmosphere.  Staff at the centre could not do more for us.  They were generous with both their time and attention.  On our return to Dublin the mini bus had a puncture mishap, which delayed our arrival, but the delay did not dampen spirits.


Judging by all reports the weekend was a resounding success, an example of cross border cooperation.  A special 





Ladies Mini Marathon


June proved to be a busy month for all concerned with Nf activities.  The first Monday saw a number of fit Nf supporters take to the road for the 10K Mini Marathon.  The main attraction after the glass of water was the cup of tea at the race end – that is where a number of supporters gathered to exchange stories (about their feet and blisters) and the fun and laughter around the course.  All had a good time and judging by the number who returned to the Harcourt Hotel, support for Nf is gathering momentum.  Unfortunately some people could not stay on because of the long trip home and others for some reason escaped been notified of our get together after the event.  Thanks for all your support and of course for wearing the T-shirts.
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Services for People with Disabilities


Training


Fas and the Health Boards provide training for people with disabilities.


Following an interview they will determine your ability and guide you to the most suitable training option for you.


Account will be taken of your preferences, experience, skills training needs etc.


You should contact Fas if you want advice and guidance on vocational or employment skills training.





You should contact your local Health Board if you want advice and guidance on rehabilitative/life skills training.





word of thanks to Hilda for all her hard work.  AS with every venture, it is only as successful as people’s participation and without you the members who attended nothing would have happened.  It was a pleasure to be part of such an event.  Many thanks to each and every one of the “Gang” and Gang loader Brenda!! What can I say about the flowers – they were exquisite – everyone in the Carmichael Centre was jealous.


Mary McClelland
































On behalf the Nf Association and everyone who attended the Respite Weekend we would like to pass on our sincere gratitude to Mary McClelland, Hilda Crawford and Maura Mannion their friends  & helpers for the huge effort they made to ensure the weekend was a success.  The association is privileged to have such willing volunteers





Welcome to our new Web Site


Yes our new Web Site is up and running.  The address is � HYPERLINK "http://www.nfaireland.ie" ��www.nfaireland.ie� We would love to get your advice on how the content could be improved and of course any additional topics you would like us to cover.  Our aim is, that at the press of a button, visitors to the site can get information on any aspect of Nf, the services provided by the association and who to contact for assistance.  We have also provided links to the UK, European and US sites.  You will find details of upcoming events, newsletters and even photographs of those taking part in the ladies mini marathon, summer camps and lots more.  So if you own a computer or have access to one why not pay us a visit and share your views with us.  Essentially people from any part of the globe can now learn about Nf Irelands activities and hopefully derive some support and comfort from what we have to say about Nf.









































































































































                                                                                                             





Response to Questionnaire


The association would like to thank all those who responded to the Questionnaire in our May issue.  The more information we have on sufferers and their families the more we will be able to focus on their needs.  Our aim is to lobby State Bodies for improved services, medical care, conditions and counselling services.  In this way hopefully we can improve the lives and protect the interest of people with Nf.





We received a large number of requests for information on particular aspects of Nf.  Mary McClelland will address your questions in future issues of Neuro News. 


Your Questions Answered


This Month: Optic Glioma


The optic nerve transmits visual information from the eye to the brain.  Gliomas are tumours or swellings of tissue – it does not necessarily mean it is malignant.


Optic Gliomas may occur at any point in the visual pathway.  In some cases the tumour is confined to the part in the optic nerve within the orbit.  Gliomas appear at any age.  Many people with Nf have Optic Gliomas; fewer than 5% develop problems to sight.  A normal eye examination does not eliminate the possibility of Optic Glioma.  Detailed CT or MRI scans are the diagnostic method of choice.  These tumours may cause damage to sight because of where on the nerve they are, rather than what they are.  To some degree differences in behaviour of the tumour and its potential damage to sight depends on whether the tumour involves the optic nerve within the orbit, within the bony canal in the skull or inside the brain.  Those who develop symptoms – (changes in peripheral vision) may have more complications than those who go for several years totally unaware of the tumours existence except for detection by CT or MRI scan.


Treatment: Only general guidelines can be given as no one patient or tumour is the same.  The behaviour of the tumour will determine the treatment. (1) Some are observed. (2) May be biopsied. (3) Causing damage to vision it may be treated by Radiation. (4) Or even surgically removed.  A complete eye examination is an important way to diagnose Nf. So the (Ophthalmologist) eye doctor plays a key role in the team of doctors who look after Nf. 





Pen Pal


A number of people have been in touch with the association who are interested in contacting a Pen Pal.  Drop us a postcard giving your Name, Address and age group and we will be delighted to put you in touch with others. Note:  We wish to point out that we cannot be held responsible for the outcome of such contact.


  








Did You Know?


If you want advice on the educational needs of a schoolchild with a disability you should enquire at;


The National Educational Psychological Services Agency (NEPS)


Frederick Court, North Frederick St, Dublin 1 Tel: 01-8892700.


There is an estimated 1500 people in Ireland with Neurofibromatosis.


Early diagnosis of Nf is important, as it is much easier to deal with problems that are detected early.


That once Nf is diagnosed in a family evaluation of the entire family is recommended.


Neurofibromatosis is one of the more common genetic disorders.





Contact Us


The association welcomes sufferer, their families, and members of the medical profession or indeed anybody with an interest in or who want information about Nf to contact us at the following address:





THE NEUROFIBROMATOSIS ASSOCIATION OF IRELAND


Carmichael Centre,


North Brunswick St,


Dublin 7.





Phone: 01-8726338


Fax: 01- 8735737





E-mail: � HYPERLINK "mailto:nfaireland@eircom.net" ��nfaireland@eircom.net�


WEB Page: � HYPERLINK "http://www.nfaireland.ie" ��www.nfaireland.ie�











Competition Results


It’s payback time for those who completed and returned the questionnaire, which accompanied our last newsletter.


The lucky prizewinners names are:


Julie Russell,	      Glasnevin, Dublin.


Breda Byrne	      Castleblaney, Co. Monaghan.


Margaret O’Dwyer  Kinsale Co. Cork.





Well done everybody – you will be hearing from the association shortly.

















Vintage Tractor Road Run


In aid of Neurofibromatosis


Sunday 29 July


Scenic Route from Pilkestone to Castleward Est.


Lunch afterwards at Castleward               


For further information Telephone


     028 – 4483 1049





Policy Statement – Medical Services


One cannot escape noticing the vast amount of media attention that has been focused on Autism.  The impact of this publicity has forced the Government and state bodies to respond positively to the needs of those with the condition. 


One basic lesson to be learned from this is, “Introduction of multidisciplinary teams in specialist centres for the management of Nf, Counselling Services and other essential services for Nf sufferers” will not happen unless ongoing pressure is placed on Government to provide them”.


Recently the association made a submission to the Department of Health “Your Views about Health” Policy Document.  The association also made a similar submission through the Neurological Alliance Association.  Hopefully these essential services (affecting Nf sufferers and their families) will not be overlooked when the Department and Government agencies are formulating future policies on the Health Services.




















Easier access and shorter referral times to review by a Consultant by increasing the number of Consultants.





Introduction of multidisciplinary teams in specialist centres for the management of Nf to include Dermatology, Orthopaedics, Neurology and Genetics.





Counselling services to be available to sufferers and their families immediately on diagnosis.





Referral from hospital / community services to the relevant patient support groups on diagnosis where appropriate and to provide a consistent level of funding to these groups to carry out their work effectively.





Automatic entitlement to a GMS card.  Eligibility to be based on the needs of sufferers and not on income.





Schools Medical program to include where appropriate Screening for Genetic Disorders. E.g. Neurofibromatosis.





Access to comprehensive information on genetic conditions to include available treatment within and outside the country, entitlements under the health schemes also information on patient support groups and other relevant voluntary agencies.





Co-operation between hospital-based and community-based services with emphasis on the needs of the patient.





Ensure that sufferers of Neurofibromatosis will not be subjected to discrimination and can be confident and open about their condition with employers when securing employment or with insurance companies in respect of health or life cover without preconditions i.e. payment of higher premiums.





Access to a second medical opinion where requested.





Access to specialist treatment outside the country where such is not available in Ireland.





Referral from hospital / community services to the relevant patient support groups on diagnosis where appropriate.





Acceptance by employers the need for flexibility and facilities in the workplace to enable people severely handicapped by Nf to secure employment for as long as possible.





Regular monitoring and access to counselling services in response to the progression of the condition.





Accesses to respite care facilities in and outside the home.





Accurate information, support and counselling for families and voluntary care givers.





Review of the regulations on tax exemption and driving for disabled persons to embody sufferers of deformities arising from Neurofibromatosis.


  








 











The following is an extract from our submission to the Department of Health Policy Document


“Your Views about Health”





Head Office


Carmichael Centre


 1 Full-time Administration Official





Proposed Model for Nf Ireland





1 Full-time Family Support Worker





6 Regional Groups





Wexford - Waterford – Kilkenny – Sth. Tipp. Carlow








Cork Area





Liaise with


Area


Health Boards





 Counselling Services





Limerick – Kerry - Clare





Galway – Mayo – Sligo Roscommon





Sligo – Donegal - Leitrim





Cavan – Monaghan – Louth – Meath – W.Meath -Longford





Memories of Respite Weekend at Lisnaskea
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We are extremely grateful to all those who have already returned their sponsorship cards.  


Those who have still some money to collect try to get it to the association by the end of the month as experience shows once the holiday’s start it is impossible


to contact people.











