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BRAVEHEARTS AGM








Put this date in your diary…





31 May 2008


 


Millennium Hotel, George Square


GLASGOW





 11am


Buffet lunch provided





 Professor Hillis will give an update on the transfer of services to the Golden Jubilee Hospital.
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Chairperson’s Column





Two important issues stand out in my mind since the last time I wrote this column. Firstly, the important talks we have had with the NHS regarding the centralisation of congenital heart services at the Golden Jubilee Hospital in Clydebank. Secondly, the good work we have been doing in partnership with GUCH. 





I visited the Golden Jubilee site for a tour in October 2007. I was extremely well impressed by the facilities, the newness of the interior surroundings, the positive enthusiasm of the staff and the high-tech equipment of catheterisation-labs and MRI facilities. The move is for the better, but it must not be seen as an end in itself. Congenital heart services in Scotland still need to take full account of the ever-growing and ever-changing challenges. Systems of patient-pathways and communication must continue to improve. The newly appointed consultant Dr Hamish Walker and the Cardiac Liaison Sister at the Western Infirmary, Gwyn Gaw have embraced our organisation very warmly. Professor Hillis has been very keen to assist us at all levels possible. I think that all patients have felt the benefit of their hard work. We need to make sure that we keep pushing for the changes that are needed and the funding that is required in order to care for an ever-growing population of congenital heart patients.





I have thoroughly enjoyed working closely with GUCH over the past few months. We have really felt the benefit of our two organisations coming together to work on our landmark conference in Edinburgh in April 2008. The GUCH office, Roderick Skinner, and our own Vicki Hendry and Gill Mitan have been extremely well up for the challenge and have shown the true spirit of congenital heart patients who want to make a difference. Our Edinburgh conference in  April was not just an event in itself, but a spring-board to further and deeper co-operation with GUCH patients association. 





Finally, I would like to say a huge thank you to Kirsty Hogg for putting this edition together and for always being on the end of the ‘phone to listen to my thoughts (some might say ramblings!). 





Mark Maguire


Chairperson
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Editor





Happy New Year! I hope everyone has recovered from the festivities. I am just getting over a bout of chest and throat infections, in time for the nicer weather. If that ever decides to come!


We have a smaller Murmur this time but it is packed with useful information and makes for good reading.


If anyone would like to submit an article please don’t hesitate to get in touch, contact details can be found on the back page.


Please remember that if you have, or are moving house to let us know of your new address. Also if you do not wish to receive the Murmur any longer please inform us.


Thank you and I hope you enjoy this copy of the Murmur.








Kirsty Hogg


Editor and Secretary
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Improving Service for 


Adult Congenital Cardiac Care in Scotland





The Scottish facility for the treatment of adult patients with congenital heart disease continues to progress and bloom. The staff appointed by NSD (National Service Division) is firmly in place and all are dedicated to improve and extend the services being offered. Although small in number, the team is functioning well and there are obvious improvements occurring with the much needed enhancement of resources. The interventional programme continues lead by Professor Hillis performing some 150 procedures annually. This continuing service has been greatly enhanced by the redevelopment of the MRI service The computerised record service based on the Heart Suite system developed at the RHSC has been further developed by Man Chun Mo our ICT expert who now has the details of over 1200 patients on the system. Patient liaison and interaction have been greatly facilitated by our dedicated liaison Sister, Gwyn Gaw who has developed the programme of assessment for patients with pulmonary hypertension requiring vasodilator therapy like bosentan. A new PA secretary Vhari Whitton has been appointed to help coordinate the various systems along with Marie Gallagher. Dr N Walker is our SPR in training and she will spend a year in London to finish her training during the next year.





As well as the group based in the west of Scotland, close cooperation is occurring with Dr Janet Burns and Dr Peter Bloomfield in Edinburgh, and Dr Stephen Walton in Aberdeen, as well as the local cardiologists providing shared care facilities at the satellite clinics.





There are exciting changes occurring to the SACCS (Scottish Adult Congenital Cardiac Service) with a change in the locus of the main clinical service from the Western Infirmary in Glasgow to the Golden Jubilee Hospital at Clydebank. This will mean that the virtual service which we have had in the Western and Royal Infirmaries will be localised at a single centre with all investigational and interventional services including surgery being performed there.





The magnetic resonance imaging equipment has been installed and the first patient scanned under the new programme funded by the NSD. The invasive investigational and interventional catheter laboratories are already functional and the surgeons from both the Royal and Western Infirmaries are operating on their SACCS patients at the centre. The surgical group includes Mr Jim Pollock, Mr Ken McArthur, Mr Mark Danton and Mr Charles McLean.





The facilities will be completed with the transfer of the outpatient clinics starting in the first week in June. Two clinics will be held on Thursday mornings and afternoons as well as the continuity teenage clinic at the RHSC. The final piece of the jigsaw will be the transfer of the electrophysiological service from the Royal Infirmary which will facilitate the treatment of SACCS patients with cardiac rhythm problems.





In-patient beds are provided with the NSD Pod at the Golden Jubilee meaning that all facilities for the first time are under one roof. The work of the medical staff in promoting these changes and the support and lobbying of the patients groups have at last come to fulfilment. We look forward to taking the service forward to provide a true centre of excellence for all our patients.





Professor Stewart Hillis.
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Diary 2008








31 May – AGM, Glasgow (11am)





14 June – SACHD AGM, Quality Hotel, Perth (11am)





August 08 – Pitlochry Weekend





.





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








	   


Chairperson: Mark Maguire





Address:   57 LION BANK


              KIRKINTILLOCH


              GLASGOW G661PH





Tel: 	01415753105 (home)


        	07841511637(mobile)





Secretary: Kirsty Hogg





Tel:	07867946311








Email: bravehearts@youngheart.info








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.





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                





ECHG (European Congenital Heart Group) Web Site:


www.echg.net








Notice Board





Congratulations to Kirsty Hogg who got engaged before Christmas. We wish her and her Fiancée Eric a long and happy life together!














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 Chairperson (details available in contact section – page 6)





Thank you! 
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BRAVEHEARTS & GUCH WORKING TOGETHER


EDINBURGH EDUCATIONAL & LIFESTYLE EVENT – APRIL 2008





Well after months of planning, countless meetings and multiple phone calls between all the organisers I get to tell you about our recent successful event in conjunction with GUCH.





Some of you may know that Bravehearts and GUCH started working together as along ago as 1998 and the plan then was to make it a more regular occurrence.  As is usually the case, time never arose and so it has taken us this long to have another joint event and what a success it was.  





The day started with a very informative talk by Dr Hamish Walker, GUCH Consultant in Glasgow on the transfer of services from the Western Infirmary to the new centre located at the Golden Jubilee Hospital in Clydebank.   The talk also included the increasing demand for care by congenital heart patients in Scotland, how the new unit will look and the facilities that it will offer and how it all started. 





Chatting over coffee was followed by an interesting talk by Lorraine Simpson and Kirsty Hogg on How to Let Go.  This was of interest as Lorraine is the parent of two grown up congenital heart patients, whereas Kirsty is an adult living with a congenital heart disorder.  Their different perspectives on how to let go will no doubt be familiar to all of you reading this regardless of who you are. I certainly took some strength from it and will now try to get my own family to let go a bit more!





The afternoon was made of up of workshops including Reiki, Yoga and Emotional Freedom Techniques.  All of these were designed to help give you ways to relax and express yourself.  For those who were unable to attend the event the Bravehearts committee have information regarding each of the above techniques for members who may be interested which we can provide you with.





Bravehearts and GUCH have worked together in the past and after the success of this event plans have been made to have a biannual joint event starting in 2010 in England.   A talk on how the two groups can work together was given by our own chairperson, Mark Maguire and GUCH Patient Representative Group’s chairperson, Beth Greenway. This resulted in a very positive sharing of how we can best take collaboration forward. 


Later in the day some delegates were able to take a tour of the Scottish Parliament, which delegates thoroughly enjoyed.





A dinner was held in the evening to allow all attendees to continue to get to know each other and I am sure many friendships were formed over the course of the weekend.  





I certainly enjoyed the weekend and have received lots of positive feedback from other delegates who attended. I would like to thank everyone who made it possible, especially the congenital heart team from the Western Infirmary in Glasgow who were in full attendance.





Gill Mitan
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Man Chun Mo, Dr Hamish Walker, Gwyn Gaw 


and Professor Stewart Hillis.


The new congenital heart team for the Golden Jubilee Hospital, Clydebank pictured at our conference.
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