[image: image1.jpg]“ —
ASBOCIATION FOR
CHILDREN
WITH HEART
DISORDERS

INCORPORATING YOUNG ADULTS



[image: image2.jpg]"*F' .




[image: image8.wmf]
[image: image3.jpg]\
‘“




[image: image4.png]



[image: image5.png]



[image: image6.wmf]
[image: image7.wmf]












   


                       MURMUR


        BRAVEHEARTS NEWSLETTER


                  ISSUE 8          AUTUMN 2007


       www.youngheart.info











Pitlochry Weekend 17th – 19th August 2007





Boarding the Mini – Bus in Edinburgh, I was unsure of what to expect from the Bravehearts weekend. I had previously attended the teenager weekends run by the SACHD but now being 18 this was my first Adult weekend. I already knew some of the faces and it was a relief to find I wasn’t the only new person.





After arriving at the Atholl Centre in Pitlochry, we had dinner then before the “get to know you” style introductions. Everyone was made to feel very welcome, and after a short discussion, it was decided that we would all head to one of the local pubs for a few social drinks. It wasn’t a late night, and everyone knew each other by the end of it.


An early start was on the cards for Saturday. Some others and I visited a local Distillery while the rest of the party indulged in some scones and retail therapy. 





The rain arrived just in time for our after – lunch activities. We had Archery and Air Rifle Shooting arranged for us in Dunkeld. In true Bravehearts style we didn’t let the miserable weather dampen our fun. The skill level of some, however, was affected….





It was then back to the centre for hot showers and dinner before we all put our faces on and headed out for another tour. This time of Pitlochry's finest pubs. A very talented musical Duo put us all in the mood for dancing before the disco started.





The 9am Breakfast on Sunday morning was a daunting prospect for some!


After breakfast we spent the morning visiting some local views such as Queens’s view and the Killicrakie Centre. Thanks to Tim for being our tour guide.





After a quick lunch at a local café it was time to say our goodbyes and head home.





The Atholl Centre was great and the staff were very friendly and welcoming. 





Overall the weekend was thoroughly enjoyed by everyone, and a massive thanks has to go to Kirsty Hogg for organising such a great weekend. Also thanks to Tim Shimwell our bus driver and special guest Lorraine Simpson.





For me, the weekend was brilliant and I hope there are many more to come!





Calum Spence         


 �          �


     








Chairperson’s Column





This has been a very exciting and busy time for us. I was both honoured and delighted to become chairperson of this very vibrant and growing group. I am very grateful to all those who have supported and worked with me over the past year. I particularly want to thank Kirsty Hogg. Kirsty did a tremendous amount of work as Chairperson, giving Bravehearts a real new sense of purpose, organisation and identity, accumulating in our tenth anniversary event in October 2006. We also have a new and enthusiastic committee with a range of talents, experiences and interests. Together we will continue to work hard for you. It is, however with sadness that we have recently had the passing of three of our members. Mary Downey, Kayleigh Doe and Laura John all passed away in the summer. Our thoughts and prayers are with their families at this time. Mary, Kayleigh and Laura were wonderful examples of strong-spirited congenital heart patients who tried to make the most of life. They will be sadly missed by us all. 


I hope that the years ahead will witness a new strengthening of resolve and unity in supporting every one of our members and all who are affected by congenital heart disease. 





Mark Maguire
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Prescriptions……..Light At The End of the Tunnel!





Since the last edition, very positive noises are starting to be made by the Scottish Executive. I have received a letter from the Health Secretary, Nicola Sturgeon, MSP confirming that over the next four years, prescriptions charges will be abolished completely. She also indicates that they might do this as a staged process, by abolishing charges for those with chronic/long-term illnesses first. We are doing everything we can to make sure that congenital heart patients who have suffered these charges for too long now are included in that “chronic/long-term” illness category. 





This is a big break through, and we cannot underestimate the impact our campaigning has had in delivering this outcome. I want to thank everyone who took the time to write letters, and keep focussed over these past years. We must now keep up the pressure and continue to raise this issue right up until the abolition has actually been passed by the Scottish Parliament. 





An announcement regarding prescription charges should be made to the Scottish Parliament within the next couple of months. Let us not “watch this space”, but actively engage in bringing that forward. I believe that this should encourage us in our continuing endeavours to deliver better health and better services for congenital heart patients everywhere. 





Mark Maguire


       


   


                                                                                    



































Editor’s Bit





I hope everyone has had a good summer, even though the weather wasn’t much to write home about. 


 


I have stepped down as Chair Person and Mark Maguire has taken over and he is doing a fantastic job!





We have an exciting issue of the Murmur with reports on the Prescription debate, the next European Heart Conference and a look back at our very successful weekend break in Pitlochry.





If anyone has anything they would like to contribute to the Murmur, please get in touch.  Send it via E-mail to Kirsty, (her contact details are on the last page) and we will print it in the next issue.





So all you have to do now is pour yourself a cuppa, sit back and enjoy the read.





Kirsty Hogg


   


                                                                                    
































�                                    European Conference 2008!!!                          �








In July 2008, Bravehearts will send four delegates to the European conference in Tampere in Finland. We hope to send two committee members and two non-committee members. We invite all members who want to be considered to represent Scotland to submit a short application to us. This is available by contacting Mark Maguire or online at:   


			http://www.youngheart.info/bravehearts/index.htm.





All those who want to go to Finland as Bravehearts’ delegates must:





Complete the application form.


Be 18 years Of Age or older


Be available from 12 – 20 July 2008.


Be able to travel in an aeroplane.


Hold a valid passport.


Have a congenital heart condition.





Please note that the closing date for submitting an application is 1 November 2007. 


All forms should be sent to Mark Maguire. 


Mark will be in touch soon after this with Bravehearts decisions.


Good luck!





You can find Mark’s details in the contacts’ part of this Murmur.
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Travel made that little bit Cheaper.





�   BY TRAIN  





If you have a disability that makes travelling by train difficult, you may qualify for the Disabled Person's Rail card. The Rail card allows you - and an adult companion with you - to get a 1/3 off most Standard and First Class fares throughout Great Britain. You can also get discounts on London All Zones Off-Peak Day Travel cards (subject to a minimum fare) and on some advance purchase tickets offered by individual Train Companies.





A one year card costs £18 and a three year card costs £48. 





If you are interested, either log onto:  www.disabledpersons-railcard.co.uk  





Or call the helpline on: 0845 605 0525 (telephone) / 0845 601 0132 (text phone)





If you're aged between 16 and 25 (or a mature student), you can buy a Young Persons Railcard for just £20. It'll save you 1/3 on most rail fares throughout Great Britain for a whole year.





If you are interested, log onto: www.youngpersons-railcard.co.uk








�  BY BUS





Scotland wide Free Bus Travel for Older and Disabled People.


Transport Scotland is responsible for running the national concessionary travel scheme which has provided FREE bus travel throughout Scotland for many older and disabled people since April 2006.


Under the new scheme anyone aged sixty or over and many disabled people who live in Scotland are able to travel FREE on ANY local bus and scheduled long distance coach services in Scotland throughout the day - including the morning rush hour.


If you want to take advantage of this FREE bus travel you need to have a National Entitlement Card. This card will allow you to travel on any scheduled bus service throughout Scotland.


Application forms are available from local authorities, Post Offices and SPT Travel Centres, depending on where you live in Scotland. It may be best to contact your local authority or local concessionary travel scheme office for information on the application process in your area.


You will need to provide a recent passport-type colour photograph. When making an application you will also need to produce current documentary evidence of your age or disability along with proof of your current address.


Full details of acceptable documentary evidence can be found on the front page of the application forms. If you require clarification on any aspect of the application process, please contact your local authority or SPT Travel Card Unit (if you live in the Strathclyde area only).


For more information log onto: www.transportscotland.gov.uk
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Diary





The next Committee meeting will be on Saturday 20 October 2007 at 2pm in the Millennium Hotel in Glasgow. Afterwards, we are having a Bowling and Social evening in Glasgow as we have been donated a free bowling evening.





Bravehearts and GUCH will be hosting a joint weekend�in Edinburgh on 25-27 April 2008 looking at the�full personal impacts of having a congenital heart�condition. We hope to have more details available�soon. Please keep these dates free.





If you are interested in coming to any of the above events, please get in touch with Mark or Kirsty for further information.





SACHD Caravan





The Association have a Caravan at the Fascally Caravan site near Pitlochry in Perthshire. The Caravan can be used by any Association member and their family. It sleeps up to 6 people and is very well equipped with central heating.





For more information about the caravan, please contact:


Sandra Parkins on 


( 01796 ) 473 204 or at


tayside@youngheart.info 





 


              Contact Details








Chair: Mark Maguire





Address: 57 LION BANK


              KIRKINTILLOCH


              GLASGOW G661PH





Tel: 01415753105 (home)


        07841511637(mobile)





Email: markjosephmaguire@yahoo.co.uk





Vice Chair: Louise Gardiner





E-mail: louiselovesshoes@hotmail.com





Secretary: Kirsty Hogg





Tel:078 679 46311


E-mail: bravehearts@youngheart.info





Treasurer: Gill Mitan





E-mail:    gill_tell@yahoo.co.uk





Any contributions in the way of articles, jokes, photos, letters etc are always welcome. Don’t worry about spelling or grammar, we may edit your work and amend faults. Just e-mail them to Kirsty at the above address. Thank you.





Are you Moving?





Are you moving house?


If so, let one of the committee know so that we can still send you the Newsletter and keep you up to date with the Bravehearts news. Likewise, if you don’t wish to receive the Newsletter anymore, let us know so we can take you off the mailing list. Thank you.


Also, if you would rather receive the murmur electronically or download it from the website, please let us know.





Useful Web Sites





SACHD (Scottish Association for Children with Heart Disorders):


www.youngheart.info





GUCH (Grown Up Congenital Hearts):


www.guch.org.uk





British Heart Foundation:


www.bhf.org.uk





Cardiomyopathy Association:


www.cardiomyopathy.org





Heart Transplant Families Together


www.htft.org.uk





Heart Child Ireland:


www.heartchildren.ie





Pulmonary Hypertension Association:


www.pha-uk.com





Bravehearts List server:


http://uk.groups.yahoo.com/group/bravehearts_group/   





Eurohearts List Server:


http://groups.yahoo.com/group/eurohearts                











Notice Board





Congratulations to Anna and Magnus Dons on the birth of their son James Neil Dons.





Thank you to Buccleuch Printers Limited who kindly printed this newsletter.





DONATIONS





We always welcome and gratefully accept any donation you can give to support all the work we do, and the continuing success of this newsletter in particular. Please make cheques payable to


“SACHD Bravehearts Young Adults’ Group” 


And send to Chair Person (details available in contact section – page 6)





THANK YOU 
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