CHAIRMAN’S REPORT JUNE 2016
I would like to welcome everyone to this year’s AGM once again, here in the Queens Hotel, Perth.

Our thanks to Stuart Lilley for coming along today and making his presentation on the Simulator we agreed to purchase. I am sure it will benefit our children in the coming years. Thanks also to Sheena McGregor for letting us see the latest animation project DVD, entertaining to see what the children can and do dream up.
It is with sadness I have to inform you that past Chairman Allan Forsythe died in January this year; Allan was chairman for about five years and worked hard over the years in the interest of all. Allan would, when the opportunity arose, visit the branches, especially if there was an event being held where he could offer support and have a chat with local members followed by a cup of tea and cake. He will be missed by his family to whom we passed the thoughts and condolence from SACHD.
The past year has as normal been a busy year for the charity but sadly we still have not resolved the issue regarding Bravehearts. You will recall the branch was put in abeyance at the beginning of 2015 with the hope we could re-launch with a new committee. We did have a meeting of interested grown up congenital heart members to get the ball rolling however we have again reached an impasse. Ian Reid has also tried to drum up some interest again with no success, we are therefore unable to re-launch at the moment. I am hopeful that some time in the future as teens become adults we may get some who would like to take up the challenge.

We have continued our involvement with the Scottish Congenital Cardiac Service. The aim of SCCS is to improve the service for congenital patients and their families throughout Scotland. The SCCS have been in consultation with clinicians from all area of cardiac care, patients, families and groups with cardiac interest on the setting of Standards of care for all congenital patients in Scotland. The Standards are based on the English Standards and were due to launch on the 13th June but Dr Mick Winter Medical Director of  National Services Division held back the launch as he felt it would not have gone well with the health boards in Scotland.  A team has been set up to prioritise the implementation working with the individual health boards to get them on board. The launch date is targeted for end Oct beginning Nov. The SCCS have also been working on a Patients Charter which is complete and will be launched later this year along with the Standards. If anyone would like to get involved working with the SCCS please speak to me before you leave today.

The New Children’s Hospital has just passed its first birthday and I am happy to report the move went well and staff have settled in to their new surroundings well. The Exercise treadmill and the Heamodynamic Cardio Lab equipment we purchased were delivered in time for the opening and were commissioned shortly after; they have been in use now for just under a year. There are some photos on the display board letting you see where the money goes. There are photos of the EVO monitors and control station on the board too. These were purchased during 2015; Colin Kean the physiologist who issues them cannot thank you all enough for these monitors.

The charity continues to supply CoaguChek XS monitors to individual adult patients as well as paediatric patients through the Haematology department at the Childrens hospital. Over the past 3 years we have purchased 39 monitors at a cost of £11,661.

We have been involved with Mary Hemphill in a petition to have a fully funded service made available through the NHS in Scotland. The Scottish Parliament appointed a Dr Bagot to investigate the current service; we have supplied her with the number of monitors we have purchased since 2013 letting her see the impact the charity has in the service. She will report back to Blyth Robertson MSP who is on the committee who heard the petition and who will make recommendations to the Government.  Steady, albeit slow progress.

The family weekend at Pitlochry was once again a very well attended weekend with an overflow being housed in the Association’s caravan as well as Kieran having a reserve list of families. The format of the weekend was changed this year to accommodate the wishes of those attending and I am told everyone enjoyed the change in activities. Perhaps Kieran  can give us an update later.  Committee would like to give our thanks to Kieran and Vikki for organising this most successful event.

Talking of events: this year marked the 25th anniversary of the Glasgow Branch’s annual trip “doon the water” to the Isle of Cumbrae. In excess of 220 people took up the offer to come and join us to mark the occasion where we had the sponsored cycle, 203 bikes going out some staying for over 4 hours, followed by the BBQ at the back of the Tavern. The weather gods were smiling on us this year with it being dry and at times sunny throughout the whole event. It was good to see Jeanette Forsythe and Sandra and Tim Parkins there on the day, Jeanette did her bit in the early years to keep the event going. Hope I haven’t spoiled Lesley’s branch report later.
Christmas cards will be available this year however due to falling sales and large quantities of old cards which have come out of the woodwork this year’s order has been somewhat reduced. Sandra will be distributing the cards based on last year’s sales so please do not ask for extra as we need branches to sell what they are given then if they need extra we can see what is available. This year’s designs were chosen by Elaine Wardrop assisted by myself so if there are any you do not like don’t blame me. Anyway a big thanks to Elaine for placing the order and for putting up with the hassle of dealing with CCA as they make changes to our order because they have run out of some designs. I would also thank Sandra and Brian Parkins for taking delivery, checking quantities and sorting out the branch allocations. Thanks to Scott Wardrop for supplying the transport to bring cards down to the central belt.

The charity website although under used by the branches continues to give out good information to the public and members who use it. The association caravan availability is shown on the site and is kept up to date by Sandra a very useful tool for members who want to make use of the caravan. Thanks Sandra and Brian for all your hard work looking after the caravan and bookings.  The website also contains information in the lead up to the family weekend and has a link to a booking form. It also has information leading up to events such as today’s AGM so members can keep up to speed with events through the web pages. I ask again for branches to make better use of the website using their administrator to put up local information and events.

 I would like to thank my fellow trustee’s and management committee for all the hard work they have put in to ensure the smooth running of the charity. I would like to thank all the branch committee’s and their representatives who come along to the Scottish committee meetings without whom the charity would and could not function.

Special thanks to Willie Gunn for his work as treasurer and for the financial reports made available at every meeting. 

Thanks to Grant for recording the minutes of our meetings and Lyndsay when Grant has been unavailable. Thanks also to Grant for organising today’s venue.

Thanks to Karen for stepping in and running the crèche, helped with two able bodies Alex and Kerri  who have looked after the children downstairs so we could have a quiet AGM and last but not least thanks to each and every-one of you for coming to today’s AGM.  

John Fegan

Chairman
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