CHAIRMAN’S REPORT

JUNE 2014
I would like to welcome everyone to our 9th Scottish AGM, the past year has been a very active year for the Association, later I will outline some of the items we have been involved with.
Our thanks to Jim and Sheila for coming along today to give us an update on the Transition Service  and Jim’s preamble on life as a congenital cardiac patient growing up.
SACHD were represented at a transition day event held at the Golden Jubilee Hospital on the 10th May. The Bravehearts committee manned a Bravehearts stall and an Association stall giving out information to the families who attended. Esther and I also attended the event and found it a very worthwhile undertaking. It has been suggested the event needs to be repeated not only at the GJH but also out in the District General’s where congenital cardiac clinics are run. 
I reported at last year’s AGM a Managed Clinical Network had been set up for cardiac care in Scotland. Subsequent to this the Scottish Congenital Cardiac Network was launched. The Association are fully represented on the SCCN having a place on the steering group. We have a representative on the ACHD standards group, this group is charged with reviewing and setting the standards of care and service offered by SACCS (Scottish Adult Congenital Cardiac Service).

We have two representatives on the Patient Charter group, this group is writing a patient charter which will outline the care patients should expect from first diagnosis throughout the rest of their life. The Charter is in the final draft stage and hopefully will be launched in the second half of this year.
After much knocking on doors for more parental involvement with the paediatric service we have finally managed to have a parent sub group set up to meet with the SCCN. The first meeting of four parents and me with the SCCN Manager and lead Paediatrician took place on the 31st May. The meeting was set up to be an informal chat where parents could talk of their experiences freely and ask questions of both Brin Maki SCCN Manager and Dr Muhammad Waylayat the lead Paediatric Cardiologist.  
As a result of discussions and  comments being made to the Community Engagement team and at the recent Stakeholder Event in Glasgow we have set up a group to review patient discharge and care plan with Susan Maxwell and the team at RHSC Yorkhill.  We have had two very productive meetings where parent’s experiences of the shortcomings in discharge were discussed. Ideas for improvement were thrown into the mix, a comprehensive list of what should be included in a discharge pack was drafted, and a suggestion that an individual patient file should be created was accepted. Susan’s team will take all the ideas and suggestions, build a file which will be reviewed at the next meeting. There is a sheet on the display board for comments bur the day has been such that there has not been time to review therefore I will email out to the branches to pass on to parents in their area to make comments and suggestions which can then be emailed back to me, this will help us build the patient discharge/care pack.

Through our involvement across all these areas we now have a say in the improvement and development of the service and care delivered by the NHS throughout Scotland in both adult and paediatric cardiac services. Now that we have a voice it is up to us as patients and parents to continue with our involvement, to that end if anyone wants to become involved please speak to me or one of the committee or failing that register your interest by email on the SCCN website.

The Association has continued with its work offering support to families through the many events held at branch level such as taking children to the Pantomime, organising Christmas Parties, having summer fun days and of course offering support to parents while their child is in hospital. We have continued to provide CoaguChek XS monitors for Congenital Cardiac patients. We have also purchased a number of portable Automated External Defibrillators for patients cared by RHSC Yorkhill and have agreed to purchase a further 10 units, funded by a £7125 donation from Sporting Bears, these will be held by the Cardiac Liaison team and given to patients as the need arises.
At a recent committee meeting we agreed to fund two items of equipment for the opening of the New Children’s Hospital in 2015.  The two items are a Haemodynamic Combo monitor and a Cardiopulmonary Exercise System at a combined cost of £133,360.

A number of parents and children attended an exhibition of Paediatric Cardiac patient art work last weekend at the Western Infirmary. This is the second exhibition held by the art therapies team at Yorkhill and it is plain to see the children enjoy the sessions and the work they produce does give an insight into what they think and feel.  Last year the art work was a bit dark with one picture showing a heart with a knife being stabbed into it, this year the work was much lighter one of the paintings showing a child’s view of Edinburgh complete with the gardens and castle. Sheena McGregor the Senior Art Therapist thanks the Association for its support and to that end we have agreed to fund a summer programme which will let all the patients involved work on an animated short film which when produced we will receive a copy for our use as well as all the parents having copies. 

Our website continues to be a good source of information for our members and the general public. The site needs to be updated by each branch so that their information is up to date, this is an easy task and I would ask all branch administrators to speak with their committees regularly to ensure this is the case.

The caravan availability sheet is on the web through a link which is kept up to date by Sandra, this has proved the best way for people to check if the caravan is available prior to contacting Sandra and their branch secretary for a booking form.

If any branch administrator is not sure of or not confident how to make changes please speak to me later and we can organise further tuition. The new website is excellent having much more info and photos than the old one but just like the old site it can easily be out of date.
The Fegan’s for the first time since it started were unable to attend the Family Weekend this year.  I am however informed by a number of families both first time and regular attendees that it was a fantastic weekend. One or two have said they missed the usual game of twenty questions but this did allow them to get to bed a little earlier. Other than this all the usual events took place, cycling, swimming, boating, putting and of course guess the fish count up the dam and fish ladder. I am not sure who won what but delighted to hear everyone had a great time.

Thanks to Vikki Carpenter for organising the weekend and I hear the Atholl Centre has been booked for next year’s weekend and all are already looking forward to it. 

The Associations New Caravan is in its 3rd year, it has been well used and all who have stayed are not short in their praise.  Caravan availability can be viewed on the website Sandra has let me know the caravan is free the first couple weeks in July, if anyone is interested in booking these speak to Sandra. Our thanks go to the Parkins family for running the caravan on our behalf. The Wooden Spoon Charity donated a large sum of money to part fund the purchase of the caravan. They have been in touch asking for recent photos and comments from families using the caravan to keep them updated with the caravan use. 
Sandra and the family have for more than 20 years ensured the caravan is in tip top condition for people to enjoy their holiday and I would hope they will continue with their support as long as we have tenure on the site. We owe an awful lot to the Parkins family over the years and thank them for this.    
Every year I love to mention Christmas cards so here we go for this year. Once again Elaine Wardrop and myself chose the card designs, we had some issues with the card company sending their charity card link and we could not view the cards on the web. We received an email with a .pdf in which the card designs were shown, these were rather small but with a little extra light we were able to make them out. Not all first choices were available and we had to agree to some substitutes so if anyone is unhappy with them please speak to Elaine (nothing to do with me). My thanks to Elaine for her help in ordering the cards and I am sure you will like the designs. 
Our thanks also to Brian & Sandra Parkins who take delivery, sort and store the cards ready for collection by the branches. 
We cannot thank Sandra enough for taking this on year after year, it is a lot of hard work and when the delivery is wrong Sandra has the hassle of sorting it out with the card company.
The Bravehearts Branch has continued with its work over the past year Gill being involved with the SCCN in writing Standards of care, the committee manning information stands at the BCCA conference in November and as previously mentioned at the Transition open day in May. This year they will help sell Christmas cards at the Cafe Cameano in Edinburgh as Jim and Jeannie Kelman who have been doing the hard work for a long number of years will no longer be involved I would like to offer Jim and Jeannie my thanks.

Our thanks and support to Gill and her committee for carrying on with this work.

Finally 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 representative’s who come along to the Scottish committee meetings without whom the charity could not work.
Special thanks to Willie Gunn for his work as treasurer and for the financial reports made available at every meeting. 
Thanks to Grant our secretary for recording the minutes of our meetings etc. And for organising today’s venue.

Also a big thanks Elaine and Erin Wardrop for looking 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

June 2014
