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Research: 
  What is TSF’s Big Six Research Campaign?

The Somerville Foundation (TSF) has always worked hard 
to improve the lives of people who were born with a 
heart condition. However more, much, much more 
needs to be done, especially when it comes to research. 
There are some fantastic examples of research currently 
being carried out within this edition of GUCH News. 
TSF welcomes and supports this research, however it 

is only the tip of the iceberg. The sad reality is that too 
many GUCH patients are dying prematurely, live restricted 

and in some cases unhappy lives, as a direct result of their 
heart condition. We are a long way from having all the answers.

This is why we are launching TSF’s Big Six Research Campaign. We have a vision of the 
world where every GUCH condition is treatable and patients live full and happy lives. It will 
be a long hard fight to get there, however GUCH patients and their families have always 
been fighters and together we can and will achieve our dream.

We are calling this TSF’s Big Six Research Campaign for the following reason. In very simple 
terms, research can be viewed as investigating five key questions, who, what, when, where 
and why? 

 § Who is likely to be born with a heart condition?

 § What actually is that heart condition? 

 § When or at what stage in development do changes take place?

 § Where or on which chromosomes do changes occur?

 § Why does this happen, what triggers the changes that cause congenital heart disease?

It is vital to have answers to all these questions however for those born with a heart 
condition there is a sixth and most important question of all.

 § What can be done about it? Now! 

There are enormous opportunities to research new and better treatments for today’s GUCH 
patients (for whom prevention is not currently an option). This isn’t just restricted to purely 
physical interventions, researchers need to find out how to best support patients mental 
health, so that GUCHs and their families live as healthy lives as possible.

TSF’s Big Six Research Campaign will raise funds to support the work of The Somerville 
Foundation, especially by (though not restricted to):

 § Giving grants to researchers, cardiologists, medics and academics to find more effective 
ways to treat and support GUCH patients

 § Giving grants to those seeking to find ways to improve the mental health of GUCH 
patients

 § Carrying out our own research as well as trialling and developing new and innovative 
services for GUCH patients.

 § Raising awareness of the needs of GUCH patients and in particular the need for good 
quality research

 § Programs and services based upon good practice identified through research

Please join TSF’s Big Six Research Campaign by sending your donations to The Big Six, The 
Somerville Foundation, Saracen’s House, St Margaret’s Green, Ipswich IP4 2BN. Please make 
your cheques out to ‘The Somerville Foundation’ and write The Big Six’ on the back.

Donate online: www.thesf.org.uk/thebigsix

Donate by text: Text BIGS16 £5 or BIGS16 £10 to 70070 to raise funds for more essential 
research for GUCH patients and make a difference today.

Please spread the word: The more people who help us, the more we can do to help GUCH 
patients and their families and the faster we can make our dream a reality.

Welcome to the summer 
issue 2015! This is a 
special issue devoted 
to the research being 
undertaken looking 
into ways of improving 
treatments, surgery and 
ultimately the lives of 

Grown Up Congenital Heart (GUCH) patients. 
The articles have all been written by doctors 
and cardiologists from some of the Specialist 
GUCH Units across the UK. Given how busy 
they are it is much appreciated that they could 
take the time to write for GUCH News. We 
haven’t received articles from all of the units 
but we would be delighted to include their 
research in a future issue.

This issue includes research articles about 
arrhythmias, pulmonary hypertension, 
Marfans, pregnancy, 3D reconstructions, 
implants, transplants, cognitive functions, 
cardiovascular fitness and more. They are all 
extremely interesting and there is sure to be 
something for everyone. Take a look inside!

We are delighted to once again hold exclusive 
running places for London’s Royal Parks 
Foundation Half Marathon this autumn. 
A challenging but incredibly scenic half 
marathon weaving through the beautiful royal 
parks of the capital, this event is one of the 
most popular of the sporting fundraisers and 
places are often hotly contested. If you would 
like to take part and fundraise on behalf of The 
Somerville Foundation then get in touch today! 

If running is not your thing, there are many 
other ways you can raise money for TSF, find 
out more on page 13. For just £1 per week 
you could support the publication of this very 
magazine, or you might choose to give yourself 
a chance of winning £25,000 each week by 
playing our lottery. If you shop online find out 
how by doing what you already do you can 
help us too. 

This issue would not have been possible to 
produce without our wonderful team of 
volunteer writers and proof readers. Thank 
you to each and every person who contributed 
their time, skills, experience and support to this 
issue. If you would like to help with a future 
issue, please get in touch to discuss any ideas 
you have. 

However you are spending it – sunning yourself 
in the Mediterranean, caravanning in Devon, 
dancing your socks off at one of the great 
festivals lined up around the UK, or none of 
those things (writing an article for GUCH News, 
perhaps!?) have a lovely summer. And, as ever, 
if you need any advice, help or support, we are 
always here. 

Helen
If you would like to submit an article or an 
idea for our next issue, please ensure we 
have received it no later than Tuesday 21st 
July. We recommend that you contact us first 
to ensure we are expecting your work. We 
reserve the right to decline content and edit it 
appropriately.

Editor’s letter

f

www.thesf.org.uk

www.facebook.com/thesomervillefoundation www.twitter.com/_thesf

http://forum.thesf.org.uk

Please visit us online

Welcome to our second issue of GUCH News 
this year. A few weeks ago I had lunch with 
our founder Professor Jane Somerville and 
we both commented about how good the 
spring edition of GUCH News had been. 
Having just read the proof for this edition, 
it looks like Jane and I will be congratulating 
the efforts of the editorial team once again. 

The editorial team would have very little 
to edit without the wonderful contribution 
made by so many patients and the specialists 
dedicated to ACHD work. When we hold our 
annual conference (this year in Bristol – get 
your name down soon) I am always amazed 
and inspired, in equal measure, to learn 
about the research and progress being made 
in this field of medicine. So it is wonderful to 
be able to launch our campaign – The Big Six.

As you read through the articles you will 
get a feel for the considerable amount of 
research being undertaken but also the need 
to continue to fund this work and move into 

new areas. So The Somerville Foundation 
wants to raise money and help with this 
research in whatever way we can. Our rules 
allow us to allocate some of our funds to 
research work but we also want to bring in 
fresh cash to build up a war chest. Please 
read on, be inspired like me and do what you 
can to help keep our future improving (read 
the following article for further details about 
making a donation). 

As already mentioned our Annual Conference 
is being held on Saturday 10th October and 
this time in Bristol. These events are always 
great fun and very informative. We would 
love to see you there. 

In the last issue I outlined the amazing 
work of the team in Scotland and their 
‘Scarred FOR Life’ campaign. This wonderful 
exhibition continues its tour in Scotland over 
the next few months and we very much hope 
it will carry on across the rest of the UK later 
in the year. 

As a charity we are always looking to raise 
general funds and not just those dedicated 
to specific projects like ‘The Big Six’. We bring 
in less than we spend every year. Organising 
your own fundraising activity is a fun and 
rewarding way you can help The Somerville 
Foundation is here to help – just visit http://
www.thesf.org.uk/get-involved/hold-your-
own-event.aspx and fill out the form for our 
team to kick into action. They will send you 
everything you need to help organise your 
event and ensure that it is a success. You can 
also just simply donate or play our lottery by 
visiting our web site.

Thank you for your continued support.
Rob Nicoll - Chairman

Chairman’s
Update
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A long tradition of high 
quality care and research

Introduction

The Royal Brompton Hospital (RBH) has a 
long tradition of innovation and leadership 
in congenital heart disease. While children’s 
lives have been transformed by early 
intervention, many have ongoing needs into 
adulthood, including further surgery, catheter 
intervention and/or other procedures. There is 
both an adult congenital heart disease (ACHD) 
unit at the RBH and a transplant unit at 
Harefield hospital, where Professor Sir Magdi 
Yacoub established heart transplantation in 
the UK, showed excellent results from the 
Ross procedure and pioneered the modern 
arterial switch operation. Many ACHD 
patients have pulmonary hypertension (PH) 
and the RBH is the only ACHD centre that 
is also a designated National Pulmonary 
Hypertension Centre of Excellence. Through 
a shared care network of regional partner 
hospitals, high quality care can be provided 
closer to home, not just for ACHD patients 
with PH but all types of PH. 

World-leading ACHD research 
contribution

The role of the RBH ACHD team does not 
end in patient care as the team is passionate 
about research as a means by which clinical 
care can improve, resulting in improved 
life-span and better quality of life for our 
ACHD patients. A recent publication showed 
the world leading contribution of RBH to 
ACHD research in terms of the importance 
(impact factor) attributed to research studies 
accepted for publication after peer review 
and critical appraisal. (Figure 1 - page 6)

ACHD research collaboration

Our research encompasses all types and 
aspects of ACHD and embraces collaboration 
between multiple areas of expertise (Figure 
2 - page 6). Our teamwork approach 
between adult congenital heart disease 
cardiologists and surgeons, experts in 
imaging, electrophysiology, intensive care, 

palliative care, transplantation, paediatrics 
and others ensures joined up care for all 
ACHD patients. This teamwork approach also 
enables research and extends to working with 
other units within the UK (e.g. Southampton 
and Oxford) and across the world (especially 
Europe, North America and Japan). The team 
remains enthusiastic to further develop 
existing collaborations or start new ones to 
facilitate ACHD research.  

Clinical research environment and 
funding

Our research efforts have over time been 
supported by funding, including from the 
British Heart Foundation, the National 
Institute of Health Research (NIHR) and 
industry. In recent years, our NIHR Royal 
Brompton Cardiovascular Biomedical 
Research Unit (BRU) was created which 
focuses on clinical research that aims to 
discover new diagnostic tests and treatments 
for patients; ACHD is a major theme led by Prof 

Michael Gatzoulis. The BRU enables access to 
dedicated state-of-the-art, research-funded 
facilities for clinical research, genetics and 
bioinformatics aimed at “bench-to-bedside 
translation.”

Training the next generation of 
ACHD clinical researchers

The Royal Brompton ACHD fellowship 
program, initiated and led by Prof Gatzoulis, 
is  one of the largest training fellowship 
programs in the world, educating and 
enabling over 100 cardiologists to roll out 
improved practices for ACHD and/or PH 
in their respective regions. Many of our 
previous fellows have gone on to establish 
and lead specialist ACHD clinical and research 
programs in their home city whether in the 
UK or abroad. Qualified doctors also complete 
periods of clinical ACHD research work 
towards being awarded PhDs from Imperial 
College London.

Involving patients and the public in 
our research

As well as participating in research, patients 
are actively involved in developing our 
research, ensuring it is relevant to them. 
Our researchers have opportunities to 
meet with patients and carers through 
our patient advisory groups and ACHD 
patient conferences organised at our centre. 
Incorporating the patient perspective 
into developing research ideas keeps our 
focus on health improvements important 
to people living with ACHD. In addition to 
patient involvement, public engagement is 
also important to our research. Our team 
contributes to public events to raise the 
profile of ACHD, for example this has recently 
included researchers’ night at the Natural 
History Museum, the annual Imperial Science 
festival and working with charities. 

Selection of RBH ACHD research 
themes

Below some of our major research themes are 
discussed. Selected specific research interests 
of the senior ACHD team are summarised in 
Table 1.

Pulmonary Hypertension
Pulmonary hypertension (PH) encompasses 
conditions characterised by high blood 
pressure within the blood vessels of the lung. 
PH is a severe condition as it causes a strain 
on the right side of the heart and results in 
shortness of breath and heart failure. PH 
research at RBH and its academic partner, 
Imperial College London, covers the entire 
spectrum of PH categories and embraces 
both laboratory-based and clinical studies 
on patients. Our laboratory research focuses 
on various topics: we aim to understand how 
inflammation affects the thickening of the 
blood vessels in the lungs causing PH, by using 
cells grown from patients’ lungs removed 
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Intervention via catheter or surgery
Several hundreds of children and ACHD 
patients benefit from surgery or catheter 
intervention in our centre every year enabling 
study of the outcomes of ACHD surgical and 
catheter intervention. Research is also aimed 
at advancing the development or application 
of new devices or techniques, such as valves 
implanted via catheter. 

Marfan syndrome and diseases of the aorta
Aortopathy refers to diseases that affects the 
aorta, the major vessel carrying blood from 
the heart to the body, and is not uncommon 
in ACHD. It often presents as enlargement 
of different segments of the aorta, and may 
require surgery or other intervention. Our 
unit has ongoing studies in Marfan syndrome 
and aortopathy from other conditions such 

as bicuspid aortic valve. This includes the 
ongoing trial of medication (Irbesartan) to 
prevent aortic dilatation in Marfan patients. 
Research into the genetics of aortic disease 
is also underway involving next generation 
genetic sequencing to investigate families 
with other types of aortopathy.

Pregnancy and heart disease
The RBH, in partnership with Chelsea and 
Westminster Hospital, runs a busy pregnancy 
and heart disease program. Patients are seen 
for advice on pregnancy and are followed 
throughout pregnancy and delivery by an 
expert team of consultants. Our pregnancy 
and heart disease team are also active in 
research which looks into improving the 
outcome of pregnancy, both for the mother 
and the child. 

A word of thanks to our 
patients
 
All of the research described would not 
be possible without the generous support 
and contribution of the Royal Brompton 
ACHD patients, to whom our team is very 
grateful. If you want to find out more 
about our research and ways you can get 
involved, please visit our website or email  
research-findoutmore@rbht.nhs.uk.

By Dr Kostas Dimopoulos and Dr 
Sonya V Babu-Narayan

Royal Brompton Hospital Adult 
Congenital Heart and Pulmonary 

Hypertension Centre
Email: achd@rbht.nhs.uk

Figure 1
Systematic review of the scientific contribution to ACHD research by city worldwide (a), in Europe (b) and for the UK (c) in terms of impact factor 

(importance of publications) for the years 1995-2011.2 The circle above each city represents the relative contribution to ACHD research.  The 

UK makes a high contribution with regards ACHD research publications and in particular Royal Brompton (red). From “Kempny A, Fernández-

Jiménez R, Tutarel O, Dimopoulos K, Uebing A, Shiina Y, Alonso-Gonzalez R, Li W, Swan L, Baumgartner H, Gatzoulis MA, Diller G-P. Meeting the 

challenge: the evolving global landscape of adult congenital heart disease. Int J Cardiol. 2013;168:5182–5189.”

Figure 2 
Major collaborative ACHD research themes.

 
Table 1 – RBH ACHD team selected major research interests.

Name Major research interests

Prof. Michael Gatzoulis Research and educational lead

Dr Rafael Alonso Pulmonary hypertension, heart failure and transplantation

Dr Babu-Narayan Cardiovascular magnetic resonance, arrhythmia, outcomes, tetralogy of Fallot

Dr Gerhard Diller Pulmonary hypertension, exercise intolerance, health economics

Dr Kostas Dimopoulos Epidemiology, pulmonary hypertension, imaging, exercise testing

Prof. Yen Ho Morphology (anatomy) of congenital heart diseases

Dr Sabine Ernst Arrhythmias

Dr Philip Kilner Cardiovascular magnetic resonance

Dr Wei Li Echocardiography

Dr Laura Price Pulmonary hypertension

Mr Babulal Sethia Congenital heart surgery outcomes, global care

Prof Darryl Shore Congenital heart surgery outcomes, RVOTO reconstruction, Ross operation

Dr Lorna Swan Pregnancy, aortopathy

Dr Anselm Uebing Catheter intervention, pregnancy

Prof Hideki Uemura Congenital heart surgery outcomes, morphology, Ebstein's anomaly

Dr Tom Wong Arrhythmias and pacing

Dr John Wort Pulmonary hypertension

during operations or after transplantation. 
We are also working on blood vessel cells 
taken from patients’ blood called “stem cells”: 
these cells may one day be used regenerate 
healthy blood vessels in the lungs. Moreover, 
we are exploring the use of microscopic 
particles called “nanoparticles” in directing 
PH drugs to where they work best. Clinical 
studies in PH focus on understanding PH 
in ACHD and identifying ways of improving 
outcome including prolonging life. We are 
also running trials on new medications and 
are part of the national network looking at 
the genetics behind the development of PH. 

Heart imaging 
Both echocardiography and cardiovascular 
magnetic resonance are suited to clinical 

research as they can assess the heart 
harmlessly without the risks of ionising 
radiation associated with X-ray. Research in 
the field of ACHD echocardiography applies 
advanced imaging techniques including 3D 
and 4D imaging, myocardial contrast perfusion 
imaging and stress echocardiography to 
obtain a better understanding of heart 
structure and function. This way, we can 
carefully monitor disease progression and 
guide optimal management. The CMR unit, 
the first such unit in Europe, opened in 1984 
and from its earliest days included clinical 
research relevant to ACHD patients in its 
research focus. Current clinical research aims 
include understanding heart function in 
ACHD and PH and mechanisms by which it 
may deteriorate, and finding CMR features 

that predict timing of treatment, response 
to treatment, heart rhythm disturbance or 
survival. The role of heart scarring or fibrosis 
imaged by CMR is being investigated as well 
as ways to use 3D imaging to make invasive 
investigations and treatments easier and 
more successful. 

Improving outcomes for ACHD patients
Working in collaboration with paediatric and 
fetal cardiologists and other experts, our 
research team has been identifying ways for 
improving patient outcomes.  Our research 
benefits from clinicians with expertise in 
epidemiology (the science that studies the 
patterns, causes, and effects of health and 
disease conditions in defined populations) 
and statistics, enhancing our ability to identify 
predictors of outcome in ACHD patients 
overall and within major disease groups such 
as Tetralogy of Fallot, Eisenmenger syndrome, 
Transposition of the Great Arteries and 
patients with Fontan circulation. 

Arrhythmia
Research is thriving in ACHD and 
electrophysiology, the branch of cardiology 
aimed at preventing and treating heart 
rhythm disturbances. Our electrophysiology 
consultants are able to treat abnormal heart 
rhythms in patients with even the most 
complex heart anatomies, using cutting 
edge advanced technology only available in 
a handful of centres around the world. They 
can offer implantation of pacing devices 
aimed at improving heart function and 
treating very fast or extremely slow heart 
rhythms and defibrillator devices to shock 
the heart if a life-threatening rhythm occurs. 
Current research is towards developing and 
applying new technologies that will improve 
the success of arrhythmia management in 
ACHD patients.

Figure 1

Figure 2
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The Norfolk and Norwich University Hospital 
(NNUH) Grown Up Congenital Heart (GUCH) 
service was started by Dr Leisa Freeman in 
1993. As a result of all the advances in care for 
GUCH patients, the number of patients looked 
after in Norwich has grown enormously, such 
that a second GUCH consultant, Dr Cathy 
Head, was appointed in 2014. We have also 
increased the GUCH specialist nurses, Toni 
Hardiman, Beth Brickham and Sue Gilbert, 
and appointed our first full time research 
registrar, Dr Isma Rafiq, in 2014.

Part of Isma’s research has been to review all 
the information on the different types of GUCH 
conditions seen at NNUH.  Leisa Freeman was 
trained by Professor Jane Somerville who 
instilled into her the importance of keeping 
careful records of diagnosis, clinical findings, 
operations and interventions. Recording the 
problems (endocarditis, rhythm disturbances, 
need for pacemakers and defibrillators) as 
well as the successes (including pregnancies) 
helps to understand and learn from all the 
different issues that confront patients with 
a particular condition over an extended 

period (in this case 22 years!). This is called 
a longitudinal follow up and provides 
information, unusually, from a non-surgical 
GUCH centre. 

There is a very extensive database of more 
than 2500 patients which forms part of 
the research by the department, who 
have published papers on certain specific 
conditions over the last 10 years.  Isma has 
the big task of reviewing all this information 
as part of her degree but is also concentrating 
specifically on patients with coarctation 
(narrowing) of the aorta. This involves not 
only the NNUH group of coarctation patients 
but making particular measurements 
from MRI (Magnetic resonance imaging) 
examinations in collaboration with Guys & St 
Thomas’ Hospital in London.  

A second research fellow is planned to start 
later in 2015. 

Leisa Freeman was also the principal 
investigator at NNUH for the AIMS study 
which is assessing the role of Irbesartan 

(a drug that lowers high blood pressure) 
in progression of aortic root dilatation in 
patients with Marfan’s syndrome. Enrolment 
ceased on 31st March 2015. NNUH has a 
large aortopathy clinic for patients with 
Marfan’s Syndrome, Loeys-Dietz, Vascular 
Ehlers Danlos and other related conditions.  
NNUH is one of the hospitals for the Norwich 
Medical School at University of East Anglia. 
Dr Freeman supervised an intercalated 
Masters Degree for one of the medical 
undergraduates for patients with Fallot’s 
Tetralogy. A dedicated Professorial lead for all 
Research at NNUH was appointed in the last 
few years, who happens to be a cardiologist, 
and this underlines the enthusiasm to 
continue and expand GUCH research in 
Norwich, which we believe will enhance the 
care and wellbeing for our patients. 

By Dr Leisa Freeman
Consultant Cardiologist, Norfolk & 

Norwich University Hospital

We are all aware that exercise is good for 
us and in the general population, exercise 
is recommended for everyone to help 
maintain a healthy weight, keep a normal 
blood pressure and maintain physical fitness.  
We have seen the strength of the cardiac 
rehabilitation service in the UK for patients 
following heart attacks and the effects that 
exercise has had on improving their quality 
of life and stamina.

Despite this we know that often teenagers 
and adults born with (congenital) heart 
disease are often less active than their peers 
and that this is despite the clear benefits of 
exercise for patients with congenital heart 
disease. There are lots of reasons why this 
can happen but we do know that often not 
enough advice or help is given from hospitals 
to patients on the benefits of exercise in 
grown up congenital heart (GUCH) patients.
In this short article, we will discuss one of 
the particular interests of the department in 
Bristol, exercise and sport for GUCH patients, 
and we will take a short look at a few of our 
current projects.

Increasing activity in 
teenagers with Congenital 
Heart Disease: Utilising 
social media
As mentioned earlier, teenagers with 
congenital heart problems are not getting 
as much exercise as some of their peers and 
trying to change this can be tricky as the 
teenage years for all are a busy time. One of 
the major changes we have all seen recently 
has been the explosion of social media 
into every walk of life including health and 
wellbeing and their widespread use by young 
people. Based on this, lead researcher, Dr 
Graham Stuart, is currently running a project 
using a commercially available accelerometer 
Nike fuelband™ to increase physical activity in 
young patients with congenital heart disease 
by incorporating the output measured by the 
device and uploading this to a Facebook™ site 
to encourage and motivate participants. 

In this study, by taking the standard  method 
of prescribing exercise and incorporating a 
self-motivational tool like the fuelband, which 

uses a  kind of reward based game theory 
that has previously been used successfully in 
young people, we hope this will help support 
our young patients to become more active 
and feel better. The other novel aspect of this 
study compared to most previous work is to 
use Facebook and social media to encourage 
a sense of peer support that may support 
patients in a way that traditional doctor - 
patient interactions don’t and appeal to our 
younger patients.

How does the systemic 
right ventricle function 
during exercise?

In patients with transposition of the great 
arteries or ahypoplastic left ventricle (a 
rare congenital heart defect in which 
the left ventricle of the heart is severely 
underdeveloped), the right ventricle which 
normally functions to pump blood at low 
pressure has to take on the work of pumping 
blood round the body which is normally the 
function of the systemic left ventricle. There 

Exercise 
Research 

Tweet... tweet... tweet...
Catch up with the latest news @_thesf

Research 
and GUCH 
conditions
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is evidence that exercising this systemic 
right ventricle does not cause any harm or 
damage, even at high intensity and can 
result in improved exercise capacity for those 
taking part in the programme. What is still an 
area of limited understanding is exactly how 
the right ventricle working harder than it is 
designed to, works during exercise. 

Currently, the department has research 
fellows looking at the function of the 
right heart during exercise and advanced 
echocardiogram techniques so we can have 
a better understanding of this ventricle. In 
this study, we are fortunate to have help 
from the Manchester United youth team 
and elite university rowers to compare with 
our patients. This collaboration is ideal as we 
get to compare some of the fittest young 
people in the country to our patients and see 
differences in their cardiac performance. 
While we know lots about the left ventricle 
during exercise and can thus help understand 
exercise recommendations, it is hoped that 
we can use information from this study to 
guide patients with a systemic ventricle to 
exercise more and better understand their 
response to exercise.

Patent foramen ovale and 
diving
Scuba diving is an extremely popular 
activity in the UK with the British Sub-
Aqua Association having over 1000 clubs 
nationwide. Whilst a very safe activity, there 
is a small risk of decompression illness that 
can be very serious and this risk is increased 
in patients with a patent foramen ovale 
(PFO), a failure of the foramen ovale between 
the left and right atrium to close after birth, 
which can occur in the general population 
but is more common in those with some 
types of congenital heart disease.

One way to help these people return to diving 

if they have suffered a decompression illness 
episode is to close the PFO using a keyhole 
procedure. The lead for our program, Dr Mark 
Turner, has previously looked at the types of 
devices that can be used and their safety. The 
department has recently submitted research 
of the programmes safety and outcomes to 
the journal Diving and Hyperbaric Medicine.  
In addition the same journal has accepted 
an article on the medical assessment of 
congenital heart patients for fitness to scuba 
dive. 

Closure of a simple congenital heart defect 
like a PFO has helped many people return to a 
job or sport they love and helped maintain a 
healthy physical lifestyle and is an important 
part of what our department is committed to. 

MRI and exercise
Many patients with congenital heart disease 
have complex problems or repairs that 
may be difficult to assess using what has 
been the mainstay of imaging tests, the 
echocardiogram and have needed MRI scans 
to help their doctors treat and follow up 
them over the years. 

What has always been difficult about MRI has 
been the long scan times, the need to stay very 
still and an inability to make measurements 
during exercise. The department here has 
been undertaking a project with others at 
Bristol using new MRI techniques to measure 
blood flow during exercise using MRI. This 
project has developed from a collaboration 
between Dr Turner, Dr Szantho and Professor 
Michael Frenneaux.  Dr Mark Hamilton and 
Dr Gergely Szantho have undertaken a great 
deal of development work to validate this 
technique.  It is important as many patients 
only have symptoms during exercise and so 
assessing the heart during exercise appears to 
us to be a better way to evaluate the causes 
of these symptoms, than only assessing the 

patient at rest.

It is hoped that we could use this tool in the 
future to understand the response of the 
pumping chambers of the heart and blood 
flow through the pulmonary arteries during 
exercise.  This may help us to understand the 
causes of exercise intolerance in our patients, 
and identify those who may benefit from 
early surgery or catheter treatments.

Conclusions
Described above are a few of our exercise and 
sport focused research projects in congenital 
heart disease, some aiming to improve our 
understanding and others aiming to increase 
the fitness of our patients. Either way our 
department has a commitment to improve 
the quality of life of our patients through 
exercise.
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Consultant Cardiologists
Bristol Congenital Cardiac Centre

On 28th February, The Somerville Foundation 
part-funded a psychology workshop at the 
pan-London transition event ‘Rhythmic 
Beats’, for young people born with a heart 
condition.  

Rhythmic Beats Pan-London 
Transition Event

Since February 2013, Great Ormond Street 
Hospital (GOSH) has run a transition event 
called Rhythmic Beats to support young 
people preparing to move on to adult services. 
The day provides education, information and 
support, as well as a programme of talks 
and workshops exploring various aspects of 
the transition process, including the heart, 
sexual health, diet and exercise, and what 
adult services might be like. Since August 
2014 GOSH has collaborated with The Evelina 
and The Royal Brompton hospitals, who also 
run transition days, to create the Pan-London 
Rhythmic Beats. The event enables more 
young people to benefit from the format 
and has proved successful, with many young 
people and their families finding renewed 
strength and support from other people 
going through similar experiences.

Psychology and Beading Workshop

For many, adolescence can be a challenging 
time, one in which many young people 
begin thinking about who they are, and 
who they want to be, as well as developing 
independence and relationships with others. 
Understanding and coping with a cardiac 
condition during this time can increase the 
stress of what can already be a difficult 
period.  

At GOSH, I work with many young people who 
have been diagnosed with a cardiac condition. 
In my role as a clinical psychologist, I talk 

with young people and their families about 
what it’s like living with a cardiac condition 
and think together about ways of coping and 
living with this. It’s a privilege to hear about 
the ways that young people manage their 
condition, alongside other areas of their lives, 
such as school, hobbies and friendships. 

The workshop at Rhythmic Beats, ran together 
with Anne Crump from The Somerville 
Foundation, encouraged young people to 
think about all the different aspects of 
their hospital experiences, both positive and 
negative. Breaking out into small groups, the 
young people were also invited to talk about:   

 § Daily activities and what helps them 
keep going (e.g. their hobbies, interests, 
faith, beliefs)

 § Skills and abilities that they use

 § Important people in their lives, past 
and present, and the gifts and acts of 
kindness they have received from these 
people

 § Family story – where they come from, 
their favourite foods and favourite 
places to be

 § Hopes, wishes and dreams

 § Medical (cardiac) story

As the young people talked about specific 
areas of their life, they were asked to choose 
a bead to represent it. A strand of beads 
was consequently built, representing all the 
different areas of their lives and the different 
memories they had of living with their cardiac 
condition. 

The young people were asked to think about 
what was coming up next for them in the 
hospital, and what they hoped for in the 
future. These stories were then shared within 

their small groups. Many of the comments 
from the participants highlighted that this 
was the first time they had spoken with other 
young people about their condition and that 
this opportunity to share experiences was 
helpful. 

The workshop helped make the young people 
aware of some of the resources available 
which they may find helpful in managing 
their cardiac condition going forward. 

The next pan-London Rhythmic Beats event 
will take place in Summer 2015. 

By Dr Catherine Pitfield, Clinical 
Psychologist

I really enjoyed taking part in the Beading 
Workshop at the transition event in February 
2015. It was great to see the young people all 
huddled together in small groups, choosing 
beads and sharing with one another. This 
activity is a lovely, creative and therapeutic 
way to engage young people in thinking 
about their lives and how it is for them living 
with a heart condition.  Here are a few quotes 
from young people who attended:

“It allowed me to be creative about my 
feelings”

“It was good to talk to someone about my 
condition”

“It was fun”

Please get in touch if you would like to talk 
about how it is for you living with a heart 
condition.

Anne Crump,  
Mental Health Support Worker

anne@thesf.org.uk / 020 8240 1165

Beading 
Workshop
At ‘Rhythmic Beats’ pan-London transition event

www.thesf.org.uk
Our website is packed full with info, 

advice and support. 
Have a browse and see what  

we can do for you...

At the touch of a button...
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Figure 1

Figure 2
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Figure 4

Introduction
Patients born with a heart condition (congenital) frequently experience 
problems with cardiac arrhythmias (disturbance in the normal heart 
rhythm). Some types of arrhythmias are actually congenital (eg. 
tachycardia caused by accessory pathway connections in patients 
with Ebstein’s anomaly) or are a consequence of the necessary 
cardiac surgery. Whilst medications against the various arrhythmias 
are in most instances the first choice of treatment, eliminating the 
arrhythmia by treating its source inside the heart maybe a valuable 
option that can potentially avoid the need for taking life-long 
medication. Careful analysis of the type of arrhythmia together with 
the detailed past medical history allows the heart rhythm experts 
(“electrophysiologists”) to understand the exact path the electrical 
activation  takes within a patient’s heart during a given heart rhythm. 

Detection of cardiac arrhythmia
Some arrhythmias are very easy to diagnose even if the patient is, at 
the time of a 12 lead electrocardiogram (ECG), in normal sinus rhythm, 
as there are permanent changes in the electrical activation of the heart 
(Figure 1). In most instances however, it is much better to obtain an 
ECG during the ongoing arrhythmia when the patient experiences 
typical symptoms of a racing heartbeat, skipped beats or irregular heart 
rhythm. Sometimes this can lead to the feeling of light headedness, or 
in more severe cases to fainting or complete loss of consciousness. 

Occasionally, cardiac arrhythmias are only transient and long 
term recorders called Holter recordings are necessary to trace 
the arrhythmia. It is particularly important to understand the 
circumstances of the onset of an arrhythmia and a careful diary 
handed back with the recorder helps to find the arrhythmia’s cause. 
New gadgets like patient-owned devices connected, for example, to 
their smartphones (Figure 2) allow easy recording of a single lead ECG 
whenever an arrhythmia occurs. Once it is recorded, it can then be 
forwarded for expert review. 

When can a catheter ablation procedure  
be performed?
Most arrhythmias, when the heart goes fast or irregularly, are 
nowadays amenable to a curatively intended procedure called “catheter 
ablation”. During such a procedure which is usually performed from 
vascular access in the groin, “wires” (plastic coated tubes) that allow 
recording of electrical signals from within the heart are inserted into 
various positions. Once the critical area is identified, heat (or also cold) 
is applied to destroy the culprit area. This results in a small additional 
scar that makes the culprit area no longer able to sustain the faulty 
electrical impulse. 

In slow heart rates, where the heart fails to generate enough electrical 
impulses, catheter ablation is impossible, but pacemaker devices can 
be fitted. These devices have got smaller and smaller over the last 
decades with the newest technology being a leadless single chamber 
device. 

Preparation of the ablation procedure

Once the indication for an ablation is clear, the next most important 
step is to understand the individual anatomy. Information on the 
size of the cardiac chambers, the 3D relationships and angulations 
between different cardiac structures or the presence of persistent 
holes are some examples of necessary information that could facilitate 
the procedure. Patients with congenital defects often have limited 
accessibility to the heart itself due to complex intra-/extracardiac 
anomalies, or the presence of intra-atrial artificial walls (“baffles”). 
Sometimes the vessels in the groin are too small or too heavily scarred 
for them to be used to reach the heart or are completely obstructed by 
multiple previous procedures.

3D image reconstruction
State-of-the-art imaging by either cardiovascular magnetic resonance 
(CMR) scan or alternatively, a computed tomography (CT) scan, allows 
a virtual reconstruction of a patient’s heart in 3D (Figure 3). This patient 
specific 3D model will then be used during the ablation procedure to 
serve as a roadmap to guide the operator to reach the culprit site.  
However, in some types of congenital heart disease getting to the 
target is really challenging, as the “road” is very tricky, passing several 
heart valves with various turns that conventional catheters can not 
take. In these circumstances, advanced systems are available such as 
remote magnetic navigation.  

Remote magnetic navigation
The Royal Brompton Hospital is the only centre in the UK operating 
a magnetic navigation system which uses two permanent magnets 
to navigate a soft catheter inside the patient’s chest. The direction 
of the magnetic field and thus the movement of the catheter is 
manipulated remotely. It allows for fine movements and enhances 
the anatomical reach of the catheter tip into difficult to access 
sites. Remote magnetic navigation allows reaching and successfully 
ablating sites of arrhythmias even when the access to the heart is 
restricted. As an additional benefit, remote controlled procedures 
have been demonstrated to not only have excellent clinical outcomes 
but they also allow reduced exposure to x-ray radiation. 

Need for team work
Over the last 8 years, the Royal Brompton has established a multi-
disciplinary team (including not only electrophysiologists, but also 
interventionalists, surgeons, imagers and morphologists) to treat 
congenital heart disease patients with complex arrhythmias. Patients 
are not only referred from the London area, but the team serves as 
a nation-wide referral centre and collaborates actively with most 
specialised adult congenital heart disease (ACHD) groups in the 
country. In addition, international patients, who may or may not have 
been treated at the Brompton already during their childhood, are 
referred to the unit to manage their cardiac arrhythmias. 

Conclusions
A structured approach to arrhythmias in congenital heart disease 
starts with the 12 lead ECG ideally during ongoing symptoms. In 
many instances, catheter ablation is an alternative or an add-on to 
conventional medication. Preparation involves careful reviews of the 
anatomy by 3D reconstruction of the heart from CT or CMR scan and 
all available ECGs. Catheter ablation, especially when paired with 
3D mapping and the road map guidance, needs to find the target 
inside the heart - this can be facilitated by using remote magnetic 
navigation technology. The advances in imaging and ablation tools 
offer a solution to the ablation of the most complex post-surgical 
arrhythmias, even to patients with complex congenital heart defects 
and multiple surgical operations. 

By Sabine Ernst 
Consultant Cardiologist/Electrophysiologist,  

Reader in Cardiology
Royal Brompton and Harefield Hospital

Advanced  
management strategies 

Figure 1: ECG example of a patient with a Wolff-Parkinson-White (WPW) 
syndrome with visible delta wave as an expression of the accessory 
connection between the ante and main chambers of the heart as illustrated 
by the schematic (right panel). The schematic illustrates that the delta wave 
is created by the electrical activation of a little part of the ventricle via the 
accessory pathway (AP) rather than via the AV node and the conduction 
system (in blue) and thereby showing up even on a resting ECG when the 
patient has no symptoms.  

Figure 2: Patient initiated single lead recording of rare cardiac arrhythmia. 
This infrequent arrhythmia had failed to show up on normal Holter recordings 
as they happened very rarely only several times per month. The left panel 
shows a patient activated ECG recording with a smartphone gadget allowing 
the recording of a single lead ECG. The device is integrated in the cover of 
the patient’s phone and therefore always available (right panel). Once the 
patient felt palpitations, she could readily record her ECG. It demonstrates 4 
ventricular (note the different shape of the ECG) extra beats (VE) that occur 
earlier than the normal sinus rhythm (SR). 

Figure 3: 3D reconstructions from CMR (courtesy of Dr Sonya Babu-Narayan) 
and CT scan (courtesy of Dr Mike Rubens) in four different ACHD conditions. 
Displayed is a heart after Mustard repair in early childhood, a massively 
enlarged right atrium in an atriopulmonary Fontan patient, double inlet left 
ventricle (DILV) after total cavo pulmonary connection (TCPC) and Ebstein’s 
anomaly. Abbreviations: RA right atrium, RV right ventricle, LA left atrium, LV 
left ventricle, AO aorta, PA pulmonary artery. 

Figure 4: Example of the operators screen during a remote controlled 
navigation electrophysiology procedure in 14 year old boy demonstrating the 
picture-in-picture display of the 3D mapping information on the reference 
x-ray displays. This allowed a successful catheter ablation with a total 
exposure to potentially harmful x-ray of only 38 sec (28µGym2) for the whole 
procedure. The yellow arrows indicate the direction of the magnetic field 
steering the mapping and ablation catheter. Simultaneously, the ECGs from 
the normal 12 lead ECG but also from the intracardiac catheters are displayed 
(right part of the picture).
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Where, when and why not 
come along? 
You are most welcome to join us in October at 
our Annual Conference, this year being held 
on Saturday 10th October 2015. The event 
takes place in the City of Bristol, renowned 
worldwide for its history, art and culture. 
There’s something for everyone ranging from 
the maritime heritage of SS Great Britain 
through to the street art of Banksy (featured 
on the front cover of our last issue).

Enjoy an informative, interesting, empowering 
day of presentations around living with a 
congenital heart condition and managing 
your health. Speakers are all experts in GUCH 
medicine based at the Bristol Heart Institute. 
The Conference is Free of Charge for patients, 
friends and relatives and for professionals 
with an interest in GUCH medicine. If you have 

any special access needs we’d be very happy 
to help, please let us know by contacting the 
office on 01473 252007 (as far as you can 
in advance so that we can get everything 
sorted for you). If you are really struggling 
financially we have grants available that can 
help with travel costs.

You will of course be free to attend as many 
of the talks as you wish. A chill out room will 
be available if you want to spend some time 
relaxing.

For those of you who want to stay a little 
longer there will be an informal dinner in the 
evening at the conference venue. 

Feedback from previous events  has been very 
good.

“Just want to say thank you for the wonderful 
conference. It was very informative and 

lovely meeting up with friends I haven’t seen 
for over two years. It was also nice to meet 
lots of new people, who I will hopefully meet 
again. Looking forward to the next one.” 
Karen Hallwood

“I have to say - my eighth conference BEST 
EVER! Thanks to everyone who made it 
possible.” Vicki Hendry

“Has been very informative - amazed at how 
much information has been covered. Also 
been good meeting new people. An enjoyable 
day altogether.” Anonymous

Conference places are limited.  To register 
your interest email conference@thesf.org.uk 
or call Helen on 01473 252007 

We hope to see you in October  
The Somerville Foundation team

Annual Conference 2015 - Bristol

Guy’s and St Thomas’ Hospital is part of 
Kings Health Partners (KHP), an academic 
health sciences centre which brings together 
scientific research and clinical practice for 
the benefit of patients. The congenital heart 
disease service for patients of all ages has 
an active research programme involving 
collaboration with experts from many 
other departments in KHP. Our work aims 
to advance knowledge and contribute to 
improved diagnosis, treatment and quality of 
life for adults with congenital heart disease. 
Below we give a flavour of our current 
projects.

Cardiac MRI (CMR) scanning is an integral 
part of patient assessment. We are fortunate 
to have as our academic partners the world 
leading Division of Imaging Sciences and 
Bioengineering at King’s College. A large 
research team is working on new ways to 
use CMR to advance understanding of the 
structure and function of hearts with many 
different abnormalities.  For example we are 
studying which CMR measurements correlate 
best with exercise capacity and the structure 
of cardiac muscle cells in Tetralogy of Fallot.  
We are even using a CMR compatible exercise 
machine to increase our understanding of 
what determines exercise capacity in patients 
with the single ventricle Fontan circulation.

Disorders of heart rhythm manifesting 

decades after corrective surgery have become 
the most common reason for hospitalisation 
of adults with congenital heart disease. It 
is no surprise therefore that this is a major 
focus of our research effort, with two 
important goals: 

(i) to discover why particular patients with 
ACHD are affected by heart rhythm problems 
while others are not and (ii) to design 
treatments to diagnose and eliminate heart 
rhythm disturbances in ACHD patients.

We have just installed a state-of-the-art 
research facility in St. Thomas’ hospital which 
will have ACHD patients right at the heart 
of it. We have performed catheter ablation 
of atrial flutter inside the MRI scanner in 

patients with structurally normal hearts. 
This facility will now allow us to perform 
simultaneous detailed magnetic resonance 
imaging and electrical measurements inside 
the human heart for the first time in the 
world in ACHD patients. This “marriage” of 
the important anatomical information from 
the MRI scan and the electrical information 
from the catheter assessment (figure 1) will 
ultimately deliver a one-stop personalised 
therapy for arrhythmia.

New Percutaneous Valve Technology for 
Patients with Pulmonary Regurgitation - 
The Venus P-Valve. The growth in catheter 
treatment of pulmonary valve stenosis 
(abnormal narrowing of the pulmonary valve) 
and regurgitation (backward flow of blood) 

has expanded hugely in the last 15 years 
since the development of the Melody valve. 
Until now we have been limited by the size of 
the right ventricular outflow tract into which 
such valves can be delivered. The Melody valve 
is only suitable for 15-20% of patients with 
pulmonary regurgitation. The Sapien valve 
has expanded the application a little because 
of its larger size but the majority of patients 

still require surgical replacement of the 
pulmonary valve on cardiopulmonary bypass 
because their outflow tracts are too large. We 
have been involved with the development 
and first use in the Western world of a new 
valve, the Venus P, which we hope will extend 
the range of non-surgical valve treatment 
for patients with large outflow tracts. It is a 
valve made of pig pericardium (heart tissue) 
mounted in a self-expanding stented nitinol 
(alloy of nickel and titanium) frame (figure 2). 
We have performed the first three procedures 
in children and adult patients in Europe and 
are commencing a European wide prospective 
trial of the valve to be led from Guy’s and St 
Thomas’. 

Psychological health and well being is as 
important as physical. As presented at The 
Somerville Foundation Annual Conference 
in 2013 we are working with our colleagues 
within KHP to further the area of psychological 
research within the ACHD patient population. 
Participation in the Integrating Mental and 
Physical Healthcare: Research, Training and 
Services (IMPARTS) programme allows our 
team to screen for anxiety and depression 

on all patients attending clinics. This informs 
clinic discussion and risk and guides referral 
for psychological treatment. Data on over 
700 patients is currently being analysed, and 
the results should be available later this year. 

By Dr Cathy Head
Consultant Cardiologist, Adult 

Congenital Heart Disease Service, 
Guy’s and St Thomas’ NHS 

Foundation Trust

Figure 1: Panel A. MRI scan of a 56 year 
old patient who presented with an atrial 
arrhythmia 50 years after surgical repair 
of a “hole in the heart”. Panel B. Computer-
processed image of the entire right atrium 
where blue represents normal heart muscle 
and red represents scar tissue. The presence 
of atrial scar tissue is the cause of atrial 
rhythm disturbance in this patient group.

Figure 2: The new Venus p-valve - a solution 
for percutaneous treatment in large outflow 
tracts.State of the art facility

Figure 2

Figure 1
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Earlier this year, eight larger than life 
photographs of adults born with a heart 
condition, bearing their scars from life-saving 
cardiac surgery, proudly graced the Central Hall 
of Glasgow’s Kelvingrove Art Gallery & Museum.  

The story of each model’s journey navigating 
the complexity of living with their condition, 
in their own words, was written on the reverse 
of their eight-foot high photo banners to give 
voice to this often hidden population. 

The idea for the exhibit emerged from a 
conversation between three friends with 
congenital heart disease (CHD) about the need 
for improved awareness and, to this end, it 
surpassed our hopes with coverage in most 
national and local newspapers and both the 
Scottish BBC and STV news and radio.

The launch on 12th February, was a rare 
opportunity to bring together the CHD 
community, including patients, family members, 
medical professionals, charity representatives 
and politicians outside the usual hospital 
setting to celebrate the advances in survival 
and a shared passion for improving care for this 
population.  

During the course of a month, 100,000 visitors 
pass through Kelvingrove and it would have 
been difficult for them to miss this impressive 
display.  

We thought it best to let the visitors speak for 
themselves by sharing some of their comments 
extracted from the visitors’ book.

From other’s born with a heart 
condition

“As an adult with CHD I think this is a great 
exhibition.”

“Being a CHD sufferer it was interesting to read 
everyone’s story. The empathy I felt and the way 
their stories moved me.”

“As an adult with CHD I was moved to tears 
by your bravery! Well done to all of you I hope 
you realise the positive impact your bravery is 
having on so many others :-)”  

“Having lived with CHD all my life it was 
amazing to see and read others stories! Very 
emotional.” 

“My hubby has just been fitted with a pacemaker 
and waiting on a new valve it was very good to 

see other stories. His CHD was diagnosed last 
week!” 

“Good to see others like me! :-)”

“Wonderful exhibition! Very inspirational 
people. Very moving as my husband has CHD 
and will be having further surgery in the next 
few months.”

“I found it really interesting to see other 
people’s reactions to something that I too have 
experienced. The emotions and feelings are very 
similar and quite complex.” 

“Me & my scar came through here today so I 
could gain inspiration and confidence from 
these wonderful people so that I too can be 
proud to show off my scar.  I am going on 
my first beach holiday soon and I will keep 
Roderick’s story in my head and heart when 
I am swimming. Very powerful & emotional 
today. Thanks guys. x”

Providing hope to children born 
with a heart condition.

“Hope youngsters come to see this & realise 
that there’s a lot of life to live after surgery.”

“Here with a two year old CHD boy. Great to see 
images out for all to see. Two year old enjoyed 
spotting ‘zip lines’, like his own.” 

“As a parent of a child with CHD (Tricupsid 
atresia, HRHS) it is very encouraging to see how 
well the GUCHs do! A real inspiration! Thanks 
for sharing. No treatment for CHD only buying 
time. XXX”

“Inspiring exhibition. Viewed whilst waiting as 
our three week old son is having open heart 
surgery at Yorkhill.” 

On Feeling Inspired

“Very moving and inspiring.”

“Brilliant and moving exhibition that reminds 
us of the fragility of life! The participants are 
inspirational.”

“Very powerful and important exhibition very 
moving. A great testament to you all.” 

On raising awareness and 
challenging perceptions

“Outstanding, so brave, so beautiful.”

“A great way to raise awareness, brave & 
beautiful images.”  

“Powerful way to help change perception. 
Fantastic :-)” 

“Great exhibit raising much needed awareness 
for CHDs.” 

Gratitude to the NHS

“Fantastic. Doing well thanks to all @Yorkhill. x”  

“Inspirational pictures and stories, proud to 
work @ the Golden Jubilee caring for such 
people with similar stories.”

The exhibition moved to the Golden Jubilee 
National Hospital for the month of May, will 
be at the Forth Valley Royal Hospital in Larbert 
for the month of June and is then heading to 
the Scottish Parliament later in the year. We 
are incredibly proud of what this project has 
achieved and hope it builds on the work of 
The Somerville Foundation. We are also very 
grateful to all of the wonderful people who 
have supported us and all of our models.   

Finally, one of the models, David, sadly died 
on the 25th Feb 2015 following complications 
with his heart transplant. His father Brian said: 
“He was an inspirational man. His courage, 
gentleness and much more will always be 
remembered. Thank you David, with all our 
love.”

Liza Morton, Jenny Kumar & Caroline Wilson
Liza, Jenny and Caroline were the brains behind 

the Scarred FOR Life exhibition.

Scarred FOR Life exhibition

I am 11 and I have 
a heart condition 
where I only have 

half a heart and 
I also have a 
scar for life.
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Join us on... forum.thesf.org.uk

It’s good to talk...

The Somerville Foundation was recently 
approached by Dr Paul Clift (congenital 
cardiology lead for clinical research with the 
British Cardiac Society) who wanted to find 
out more about the involvement of Grown 
Up Congenital Heart (GUCH) patients in 
research.

We published a survey on our website and 
from the small number of people (22) who 
replied this is what we discovered.

 § None of the participants had been able 
to take part in the initial design of the 
research study

 § Only half of the GUCH patients taking 
part had their out of pocket expenses 
fully covered

 § 14% strongly disagreed with the 
statement “Everything was fully 
explained to me, who the research 
was for, what was being measured and 
how the results would be used.” The 
remainder agreed or strongly agreed

 § Over 85% of patients said that they 
weren’t given access to the results of the 
research

 § Nearly 43% of GUCHs said that they 
didn’t have a named person to talk to if 
they had any questions or were worried 
about any of the aspects of the research 

 § 42% agreed with the statement “I felt 
that I was being treated as an equal 
partner in the research rather than as 
just another patient”

 § 86% of respondents said that they would 

be more likely to participate in research 
if they knew that the results would be 
shared with them

 § 91% said they would be more likely to 
participate in research if they knew that 
they wouldn’t have to spend a long 
time waiting in hospital clinics for tests 
related to the research

Below are some of the responses to the survey 
question “In your own words please complete 
the following statement. What really matters 
to me is that researchers ……”

“Clearly explain what they are doing, why and 
when/where the results will be available”

“Treat you as a person, not just a case they 

can study and give you as much information 
as you’d like about the study”

“Listen and act appropriately on their 
findings. That the results gathered will lead 
to improvements and not just gather dust on 
a shelf”

“Involve participants and treat them with 
respect”

“Have the resources and volunteers made 
available to them to enable them to conduct 
their research. If more GUCH patients 
were made aware of what is involved in 
participating and were kept informed of 
results etc. more people would perhaps come 
forward to partake in future projects”

“Clearly explain what they are doing, why and 
when / where the results will be available”

“Give patients feedback”

Clearly the sample size is too small to draw 
firm conclusions from, however we hope that 
perhaps it will give some clues to researchers 
about how to involve GUCH patients. John 
Richardson, our National Director, who also 
spoke directly with patients over the phone, 
and face to face, in addition to conducting 
the survey, said “Everyone was very positive 
about opportunities to support researchers, 
however there appears to be a genuine 
concern that GUCHs just aren’t being involved 
in research design and that findings from the 
research aren’t being shared with them”.

Questions, 
questions, 

questions

... Everyone was 
very positive about 
opportunities 
to support 
researchers...

What would you do without your quarterly copy of GUCH News?  
Although we are not planning on cancelling, it would be a huge 
shame to lose this popular magazine due to lack of funds. But don’t 
worry, you can help!

How? I hear you cry. Well it couldn’t be easier! Just make a one off 
donation of £13 and you will be doing your bit to help out. Donate 
online at www.thesf.org.uk or call the office on 01473 252007.

Play our Lottery
Alternatively, you can help to raise funds by playing our lottery. From 
just £1 per week you could help TSF and be in with a chance to win 
£25,000 each week. Visit www.thesf.org.uk/lottery or call the office 
for more details.

Shop Online with Easyfundraising

Click... shop... donate!

Do your regular online shopping and Easyfundraising will 

do the rest! You can shop from over 2,000 retailers including: 

Tesco, Asda, Amazon, Ebay, Expedia, Argos, John Lewis, Next and 

many, many more. To take a look visit www.thesf.org.uk/shop  and 

click on the Easyfundraising banner to get started. 

You don’t even have to log onto Easyfundraising every time you 
shop. Just set up the ‘Find & Remind’ service and Easyfundraising will 

automatically alert you when a 
donation is available from a 
retailer. So even if you forget 
about Easyfundraising, ‘Find 
& Remind’ will remember 
for you, which means that 
The Somerville Foundation 
won’t miss 
out on any 
donations. 
Easy!

Support GUCH News
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care for the patients is not fully developed. 
Virtually all of congenital heart disease falls 
under the ‘rare’ umbrella and we hope to 
start seeing all our transitional care patients 
within the unit, in order to fully evaluate their 
health status and general wellbeing, so that 
we can assess the long term impact of their 
heart condition on their life. Such studies are 
known as longitudinal studies, and do not 
necessarily require a drug intervention but do 
provide much needed information about the 
effects of childhood procedures, operations 
and interventions and can help in determining 
what are the best ways of treating children 
born with heart defects today.

So how can you become involved in clinical 
research? The most obvious answer is by 
participating in a clinical trial. Your hospital 
may be running a clinical trial looking at the 
management of your condition, and you may 
be asked to be involved. Typically, you will be 
given or sent a letter with an information 
sheet, detailing what the study involves; this 
should include the benefits of involvement 
and any risks that may be present. You will 
be asked to consent in writing to becoming 
a subject in the trial and it is worth knowing 
that even after you give consent, it is 

absolutely your choice should you wish to 
not be part of the trial later. Being in a trial 
will usually involve more clinical interaction, 
which may be for study investigations, blood 
tests, follow up appointments or in some 
cases in patient stays. You cannot be paid 
for being a participant, but many studies will 
reimburse any expenses incurred.

Another way of being involved is to review 
research proposals which a clinician may 
have developed. Increasingly, the bodies that 
pay for clinical research such as NIHR require 
a panel of patients to review the research 
proposal to see that it makes sense to them 
and that the research could be of value to 
patients. This is important as it is all of us 
who pay for research through our taxation 
and charitable contributions and the funders 
need to know that their money is spent wisely.

Finally, it is recognised that many of the 
best ideas for research come from patients 
themselves, and the BCS is hoping to survey 
patient groups and clinicians in the near 
future to hear what they think the priorities 
for clinical research should be. Hopefully this 
will pull together research themes which 
again will help the funders in determining 

what research is most likely to benefit 
patients.

If you have any good ideas for clinical 
research, please do feed them back to The 
Somerville Foundation and they will be taken 
seriously. If in the future you are sent a survey 
to complete then we really do want to know 
your views on clinical research and also to 
hear about your experiences, both good and 
bad, of clinical research. 

All of us involved in clinical research are 
immensely grateful to patients and their 
families for the time and commitment that 
they give to clinical studies. Without you, 
clinical research is simply not possible, but 
with you there is a great potential to develop 
new and effective management strategies for 
patients with congenital heart defects, and 
we thank you for your continued support.

By Paul Clift
Consultant Cardiologist QEHB, 

Clinical Lead for NIHR, Chair of BCS 
Clinical Study Group for Congenital 

Research

From a patient perspective, the concept of 
being involved in clinical research may be 
daunting, disconcerting, and unsettling but, 
equally, it can be rewarding to have the 
opportunity to increase the knowledge of 
how best to manage their condition. 

Congenital cardiology patients (those born 
with a heart condition) are often excluded 
from clinical trials and this means that whilst 
there is a vast experience-based knowledge 
of how to manage conditions and the 
complications related to them, there is not 
much ‘evidence-based medicine’ in clinical 
congenital cardiology. Much of how we 
manage non-congenital heart patients in 
later life is based around the results from 
large clinical trials where an active drug 
has been compared to a dummy drug, to 
demonstrate the effectiveness or not of the 
therapy. Over the last 30 years this has led 
to great advances in the management of 
heart failure and heart attacks, so that the 
treatment options for patients with these 
conditions are now established and highly 
effective. As a clinical community, it would be 
valuable for us to establish such evidence for 
treatments in the congenital cardiac patient. 

The challenges to clinical research are 
numerous; it is a long and arduous process 
from the idea of a clinical trial through to 
the trial being approved, to patients being 

recruited and ultimately results being known 
that can guide clinical practice. Clinical care 
of patients should and does take priority over 
clinical research in all our institutions but 
increasingly there is a desire to take clinical 
research / congenital cardiology research 
forward in the UK. The British Cardiovascular 
Society (BCS) and the National Institute for 
Health Research (NIHR) are keen to promote 
and support research in congenital cardiology. 
There is therefore an opportunity to establish 
the clinical research priorities in congenital 
cardiology, and the clinicians, nursing staff, 
patients and their families all have a role in 
developing patient research. 

In the adult congenital heart disease 
(ACHD) service at Queen Elizabeth Hospital 
Birmingham (QEHB), we see large numbers 
of patients with highly complex congenital 
heart conditions, such as those with 
univentricular hearts who have undergone 
the Fontan operation in childhood, including 
an increasing number of patients with 
Hypoplastic Left Heart Syndrome, a very 
complex form of a univentricular circulation. 
Much of our clinical research programme 
is planned around the evaluation and long 
term management strategies for people with 
univentricular hearts.

We have recently evaluated the incidence 
of atrial arrhythmias in our population, 

demonstrating the high prevalence of 
rhythm disturbances in patients with the 
Fontan circulation. This information has led 
us to plan and perform some innovative 
electrophysiology techniques in these 
patients and to think how we can improve on 
our management strategy. 

The evaluation of the functional capacity 
of univentricular heart patients is of great 
interest to our unit. We have used data from 
cardiopulmonary exercise testing to identify 
Fontan patients at risk of deterioration and are 
evaluating the use of 3D echocardiography 
techniques in assessing these patients. The 
aim of this is to lead us to a comprehensive 
non-invasive evaluation of patients to reduce 
the need for cardiac catheterisation and 
cardiac MRI and to identify patients who may 
require advanced management strategies. 

Many of our patients would like to start 
a family and we are developing long term 
studies into the safety and outcomes of 
pregnancy in patients with congenital heart 
defects.

At QEHB, we will shortly open an Institute 
for Translational Medicine in which will 
be housed a Rare Diseases Unit. The unit is 
specifically set up to help clinical research 
in patient groups where the disease process 
is rare and the knowledge of how best to 

Clinical 
Research for 
Congenital 
Cardiology

Sunday 11 October 2015
Do you want to take part in the Royal 
Parks Foundation Half Marathon 2015?

The ballot for places is now closed but 
we have 6 places still available.

The Royal Parks Foundation Half 
Marathon is one of the UK’s most exciting 
events, giving you the opportunity to 
run through the amazing Royal Parks 
of London and also take in some of 
London’s most iconic landmarks! Join 
thousands of runners on the start line 
this October and be part of the biggest 
Royal Parks Foundation Half Marathon 
field yet. 

Keith Scott, Clare Nicoll, Darren Cassidy, 
David Gullen, Paul Giles, Murray Evans, 
Belinda Dawson, Adam Stevens and 
Gillian Warson took part in the 2014 
event, running 13.1 miles through four 
of London’s lovely parks. Starting in Hyde 
Park the runners made their way through 
Green Park, St James’ Park, Kensington 
Gardens, parts of the Embankment and 
the Mall. They raised just over £5,000 
between them.

About the race

The 13.1 mile scenic route winds 
through four Royal Parks in all their 

autumnal splendour. Runners also have 
the opportunity to take in magnificent 
views of the capital city and some of its 
historic landmarks including Buckingham 
Palace, the Houses of Parliament and the 
Royal Albert Hall.

How to get a place

The Somerville Foundation has 6 places 
available. If you want to run to raise 
funds for The Somerville Foundation 
we can guarantee you a place, but act 
quickly! Places will be allocated on a 
first come first served basis.

What do you get?

 § guaranteed entry in the race

 § unlimited support, advice and 
guidance

 § a fundraising pack with more ideas 
to help you reach your target and 
sponsorship forms

 § running vest to wear with pride on 
your big day

If you want to take part in this year’s 
beautiful run and raise vital funds 
for The Somerville Foundation call 
Helen on 01473 252007 or email  
admin@thesf.org.uk.

Royal 
Parks Half 
Marathon
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patients and is more profound the more 
severe the congenital heart defect is. Memory 
was found to be largely unaffected. Further 
work is now needed to identify the underlying 
mechanisms that can explain the specific 
causes of these deficits, and inform tools 
and interventions to evaluate and address 
potential deficits within clinical practice.
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Assessment of 
Cardiovascular Fitness 
Assessment of exercise intolerance is 
important in patients with heart disease. 
Traditionally, this is achieved by measuring 
maximum VO2 (the amount of oxygen 
consumed by the body), during cardio-
pulmonary exercise testing (CPEX). However, 
this cannot tell the difference between the 
work of the heart (cardiac output), and tissue 
extraction problems, i.e. how well the muscles 
use oxygen. We hypothesised that a better 
approach may be to assess VO2 and cardiac 
output simultaneously (which also allows 
calculation of tissue extraction). Thus, we 
developed magnetic resonance imaging (MRI) 
augmented CPEX in which real-time cardiac 
MRI scanning is performed at the same time as 
analysing the respiratory gases. Our study in 
healthy normal-heart volunteers has recently 
been published and validated. We now wish to 
recruit patients with congenital heart defects 
into this study to see how their body works 
differently, and whether it is their heart defect 
that limits their exercise capacity or whether 
it is a problem with the muscles extracting 
oxygen, in which case a reconditioning 
programme could improve their outcome. 
In particular we wish to study patients with 
Fontan circulations (univentricular hearts), 
and patients born with Tetralogy of Fallot. 

When we exercise, our bodies use oxygen to 
burn fuel in our muscles and convert this to 
energy.  The more fuel the body can use the 
more energy can be produced. In order to 
perform exercise the lungs must be able to 
extract oxygen from the air, the heart must 
be able to pump the oxygen rich blood to 
the muscles and the muscles must be able to 

use the oxygen.  The more efficiently these 
systems work the more fuel can be burned 
and the harder the body can exercise. VO2 
max is the maximum ability of an individual’s 
body to use oxygen during exercise. Fitter 
people are able to use more oxygen than less 
fit people. 

We would like to learn how the heart, lungs 
and muscles respond to exercise in people 
with differing levels of fitness. We would 
like to do this by carrying out a special scan 
while the patient is cycling on a bike within 
the MR scanner, and comparing this data to 
a more traditional form of cardiopulmonary 
exercise test performed on an exercise bike. 
Participants in the study will have a standard 
cardiopulmonary exercise test performed 
on an exercise bike. An ECG is recorded 
throughout to ensure that the heart rhythm 
is stable. 

On a second visit, an MR scan will be 
performed to assess your heart function at 
rest and during exercise. 

An MR scan uses a large magnet to get pictures 
of the heart. A bike will be positioned on the 
table. It is a special bike that can be pedalled 
while you are lying in the MR scanner. You will 
have to cycle for approximately 10 minutes 
while we scan your heart. We will record your 
electrical heart action to make sure that you 
are all right.  We will also ask you to wear a 
mask so that we can collect and analyse the 
air that you breathe out.

As with all studies in our department, all 
information that is collected during the 
course of the project will be kept strictly 
confidential. Once the study is complete and 
all the data has been analysed we anticipate 
publishing our results in one or more medical 
journals. 

We have performed this study in normal 
people to ensure that it is feasible and 
acceptable to perform. We have compared 
our data with conventional exercise testing. 
Seventeen healthy adults underwent CPEX 
and MR-CPEX. 15 of the 17 volunteers 
completed exercise; exclusions were due to 
claustrophobia and inability to effectively 
master exercise technique. There were strong 
relationships between conventional and MR-
CPEX for peak VO2. Other variables we looked 
at included the amount of carbon dioxide 
produced (VCO2) and the ventilation. We 
have so far found that MR-CPEX is feasible, 
acceptable and demonstrates physiology not 
apparent with conventional CPEX. MR-CPEX 
allows us to tell the difference between the 
cardiac output, oxygen consumption and 
variations in VO2. 

We believe that this will be useful in 
understanding the origin of reduced exercise 
capacity in cardiac disease, and enable us 
to evaluate this further within the GUCH 
population so that we can identify the 
root cause of exercise intolerance and 
offer patients a comprehensive assessment 
that allows us to tailor make a treatment 
programme. This may involve offering further 
surgery, treating heart failure and designing 
patient specific exercise programmes. 
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If you are interested in taking part in the 
Cardiovascular Fitness Study please contact 
either Dr Nathaniel Barber: nathaniel.
barber@ucl.ac.uk or Dr Bejal Pandya: 
b.pandya@ucl.ac.uk.
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and Dr Seamus Cullen

Consultant Cardiologists, 
The Heart Hospital and The Barts 

Heart Centre, London

Introduction
There are many research studies within the 
GUCH unit since our merger with Barts 
Healthcare and in collaboration with Great 
Ormond Street Hospital. We’d like to highlight 
some of our projects that may be interesting 
to the GUCH patients to participate in.

Assessment of cognitive 
function in GUCH patients
The steady rise in the number of adults with 
congenital heart disease (CHD) has shifted 
attention to the long-term impact of the 
condition for patients. Interest is also moving 
to long-term psychosocial outcomes such 
as quality of life, social functioning and 
wellbeing.  Research is increasingly focused 
on the long-term impact and late problems of 
these conditions and associated treatments. 
One potential difficultly affecting this patient 
group is impairment of cognitive function. 
Cognitive function refers to a person’s ability 
to process thoughts.  It primarily refers to 
memory, the ability to learn new information, 
speech and reading comprehension. 

Medical literature indicates that there is 
a relationship between CHD, its related 
treatments and patients’ cognitive 
functioning. However most of the research 
to date has focused on children. The impact 
of CHD on cognition in adults is relatively 
understudied despite recent research 
suggesting cognitive impairment persists 
into adolescence.
The primary focus of research to date has 

been on the assessment of IQ in both child 
and adult patients. A recent study suggested 
that IQ was adversely affected in children with 
complex heart defects but remained within 
the normal range in those with simpler forms 
of CHD. The limited adult literature suggests 
that IQ is relatively unaffected in grown up 
congenital heart (GUCH) patients.

Whilst informative, it fails to capture 

performance in specific domains of cognition, 
such as memory, executive functioning, 
verbal fluency and attention.

A series of five studies examined cognition in 
GUCH patients, mainly assessing IQ. A sample 
of patients with Tetralogy of Fallot exhibited 

significant impairment of executive function 
and attention. They had learning deficits 
suggesting that they may have difficulty 
with planning, dealing with new situations, 
learning and recalling information. 

In collaboration with our colleagues in the 
department of Psychology (now based at 
City University), led by Professor Stanton 
Newman, a study was undertaken, aimed at 
assessing cognitive function in GUCH patients 
with different types of CHD varying from 
simple lesions to more complex conditions. 
The study aimed to (a) assess the level of 
cognitive functioning in GUCH patients in 
comparison to age-matched norms and (b) 
investigate differences in cognitive function 
between different diagnostic groups.

Patients were classified into four groups 
based on the complexity of the congenital 
heart condition. A comprehensive range of 
neuropsychological tests were used to assess 
several cognitive domains including memory, 
attention, executive function and verbal 
fluency. Tests were undertaken to produce 
an estimated full scale IQ in all patients. 
Mood was assessed to examine whether it 
influenced cognitive performance.

This ongoing study of 310 patients represents 
one of the largest series of GUCH patients 
investigated, in respect of cognitive 
functioning later in life.  Data is being 
analysed and the results will be submitted 
for publication in a major cardiology journal.  
Preliminary results indicate that impairment 
of cognitive function is found in some GUCH 

Joint
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The primary focus 

of research to date 
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assessment of IQ...
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fuel in our muscles 

and convert this 
to energy.  The 

more fuel the body 
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The next challenge that we see in cardiac transplant is to further 
develop our understanding of the risk factors for adverse reactions 
after heart transplant. Knowledge of these will enable to better 
predict when patients should be listed for transplant as well as how 
we can modify the risk factors to improve the outcome in individual 
patients. To this end we are hoping to publish data on transplant for 
Fontan patients. The key findings will be the importance of Fontan 
associated liver disease as a risk factor for transplant following the 
Fontan procedure, as well as that in some patients this risk can be 
lowered with proactive management while on the waiting list. 

Although heart transplant is an extremely important part of advanced 
heart failure management in GUCH patients there are many patients 
assessed who are not suitable for heart transplant for a variety of 
reasons. Other patients, despite being suitable for transplant are 
simply too unwell to wait for a heart to become available. A long-term 
ventricular assist device (VAD), which is an implantable artificial heart 
pump, has been developed for patients with acquired heart disease, 
namely cardiomyopathy, often secondary to ischaemic heart disease 
(figure 1). The development of the Freeman’s VAD programme has 
produced much research in this area and there has been a particular 
focus over the last few years on the management of these patients 
at home. These pumps are ideally suited to certain GUCH patients’ 
circulations if heart failure develops, particularly those with a systemic 
right ventricle. We have published the largest worldwide experience 
with VAD for GUCH patients with a systemic right ventricle and now 
consider that offering such devices should be a standard part of 
management of heart failure in certain GUCH patients (figure 2). One 
of our current patients is so satisfied with the VAD that he has asked 

to be taken off the transplant list preferring to continue with the VAD!

Outside the field of heart failure we have had an increasing number 

of patients presenting with heart rhythm problems in association 

with congenital heart disease. Three areas we are currently looking at 

are atrial arrhythmias in the context of device closure of atrial septal 

defects; arrhythmia following atrial switch (Senning and Mustard 

procedure); and arrhythmia in repaired Tetralogy of Fallot. We are 

hoping to publish our experience of treatment strategies for such 

patients later this year.  

Areas not directly relating to the heart are also extremely important 

to GUCH patients. We have highlighted the issues of lack of advice 

or inappropriate advice given to women with GUCH with regards 

to contraception. We have shown similar problems with regard to 

problems accessing dental surveillance for GUCH patients, despite the 

importance of this as part of a strategy to reduce the incidence of 

endocarditis. Armed with this data we have brought dental surveillance 

services and contraception services into the GUCH clinic and these are 

now part of routine follow up appointments. This ensures that all can 

access these services as well as saving time for patients in terms of 

travel and, as a ‘one stop shop’, has proved extremely effective for 

patient care.

Outside the clinical areas there remains ongoing research at the Centre 

for Life with projects at present looking at the genetics of hypoplastic 

left heart syndrome (a rare congenital heart defect in which the left 

ventricle of the heart is severely underdeveloped) and the embryology 

of bicuspid aortic valves.

By David Crossland

Consultant Adult Congenital and Paediatric Cardiologist at 

Freeman Hospital, Newcastle upon Tyne

Figure 1. Photograph of implantable part of HeartWare® ventricular 

assist device (VAD).

Figure 2. Chest x-ray showing HeartWare® following implant in a 

patient who developed heart failure who has had a previous Senning 

procedure.

The Newcastle Freeman Hospital department of Paediatric and Adult 
Congenital cardiology serves a UK region of just under 3 million people 
(5% of the total UK population). All congenital abnormalities are 
recorded on the region’s NORCAS (Northern Congenital Abnormality 
Survey) database and details of patients and outcomes are held on 
the departmental database. Access to this combination of information 
has led to several studies looking at the incidence and prevalence of 
congenital heart disease as well as analysis of risk factors including 
association with other congenital abnormalities. 

A natural extension of this research was to use the data to predict 
the likely numbers of patients surviving to adulthood, and the 
degree of care they require as adults, and project this information 
onto the whole UK population. This 2001 study predicted 1600 
patients per year transitioning from paediatric cardiology clinics to 
Grown Up Congenital Heart (GUCH) clinics across the UK. This data 
is still widely used to demonstrate the need for an increase in GUCH 
services and to illustrate the need for continued follow up of GUCH 
patients. More recently, closer examination of the single ventricle sub 
group has been undertaken. This clearly defines the 2013 UK single 
ventricle population at around 1040 patients and predicts growth in 
this population by 60% over the next decade. Also highlighted is the 
prediction that the proportion of patients with symptoms is likely 
to stay the same, meaning that the total number of symptomatic 
patients will increase with obvious implications for access to other 
services, in particular transplant. 

As the largest congenital heart disease transplant centre in the UK we 
continue to pay close attention to survival following heart transplant. 
In 2010 we demonstrated improvement in survival rates for GUCH 
heart transplants from 50% at five years in 1988-2001 to nearly 80% 
at five years at the most recent analysis. Although this improvement is 
a significant step forward for GUCH patients, particularly as we have 
shown the increase is due to improvement in patient management (as 
opposed to offering transplant to lower risk patients), there is clearly 
still work to be carried out in this area. 

DATA 
LEADS 

THE 
WAY

Figure 1

Figure 2

Here to Help...
Our help service is here for every patient, every friend, every family. Contact us for information, 
advice and support.

Phone: 0800 854 759
Email: helpline@thesf.org.uk

We have an answerphone service for when we are unfortunately unavailable. Please be sure to 
speak slowly and clearly, leaving your name and contact number. We will get back to you as soon 
as we can. 

Supporting young people and 
adults born with a heart condition

Monday - Friday
Answerphone available out of hours.

www.thesf.org.uk

Want to talk?
We’re here to listen

0800 854 759
or email helpline@thesf.org.uk
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Overview
The Somerville Foundation (TSF) welcomes the opportunity to work 
in partnership with researchers, when their research is likely to 
benefit patients, and the patient’s participation will be empowering, 
rewarding and pleasant.

We have recently launched TSF’s Big Six Campaign so that in the 
future we will be able to make grants towards research funding. We 
are also happy to join you in writing joint bids to funding bodies.

Conditions of participation
Process 

Research proposals will need to:
1. Have been passed by the researcher’s own ethics committee.

2. Include a brief risk assessment. This should demonstrate 
that possible risks to patients have been considered and that 
appropriate steps have been taken to manage those risks.

3. Be recommended to TSF’s board of trustees by the National 
Director.

4. Be approved by TSF’s board of trustees. 

Please approach The Somerville Foundation in good time to allow this 
to happen (usually a minimum of 3 months).

Participants 

All those involved will have volunteered in full knowledge of what is 
expected from them.
Patients will understand:

1. Why research is being undertaken.

2. Who it is for.

3. How the results will be used.

4. Patients will have full access to the research findings.

5. Patients will have their own personal expenses fully covered.

6. Patients will be treated with dignity, courtesy and respect at all 
times.

Contact 

Please call John Richardson on 01473 252007 or email  
john@thesf.org.uk to discuss ways to support your research.

The Somerville Foundation 
Research Policy

Many of you have already 
discovered our Facebook page 
but did you know we have a 
Facebook Group too? 

With over 1,000 ‘likes’ on our 
page we are delighted to be 
reaching so many people on 
a regular basis. This is where 
we share our events, news, 
inspirational stories and 
information from Specialist 
Centres, among others. You can 
like our Facebook page by visiting  
w w w . f a c e b o o k . c o m /
thesomervillefoundation.

Do you have questions you’d 
like answered by other GUCH 
patients but don’t want to post 

them on the page for everyone 
to see? Then our Facebook 
Group is the place to go. It is 
a Closed Group, which means 
it is private. Only members can 
see what is posted and shared. 
Anybody with a Congenital 
Heart Defect (CHD) is welcome 
to join. 

Just visit http://goo.gl/SUjzGE 
and click ‘Join’. One of the group 
managers will approve your 
membership and away you go. 
Please bear in mind that the 
group managers are volunteers 
and your membership may not 
be approved immediately.

Facebook, facebook everywhere
We offer many congratulations to 
the Conservative MP for Ipswich 
Ben Gummer on his re-election 
and also on his appointment as a 
Health Minister in May 2015. Ben’s 
ministerial responsibilities include 
hospital care, patient experience, 
patient choice and secondary care, 
among others. We wish him every 
success and the very best of luck in 
both roles.

“It is a privilege to be re-elected to represent our wonderful town 
and I am honoured to have been asked to serve in the government 
as well.  I am looking forward to continuing my work doing what I 
can to support charities based in Ipswich, including The Somerville 
Foundation - which has done so much for people with congenital 
heart conditions.”  - Ben Gummer MP

Ben Gummer MP

Spot the Difference
Are you eagle eyed? Can you spy the five differences in our spring competition?
Summer is starting and what better way to get that summery feeling 
than by splashing out and indulging in some retail therapy?! With this 
issue’s competition you could win a £25 voucher to spend in Boots, so 
you could stock up on sun cream and other summer essentials. 
To enter, simply identify the five differences between the two 
seemingly identical pictures. Circle, scan and email to magazine@
thesf.org.uk, or send to The Somerville Foundation head office for 
your chance to win. 

Congratulations...
..to Richard Nutting, who successfully spotted the differences from 
our previous issue. A £25 National Garden gift card is on its way to 
you. 
...Happy shopping! 

The summer issue winner will be selected at random from all correct 
entries received by 21st July 2015. We reserve the right to substitute 
prizes for those of equal or higher value where necessary.

Good Luck! 

Ben pictured reading GUCH News 
prior to his election in 2010.
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How to contact us
Head office
Saracens House
25 St Margarets Green
Ipswich
IP4 2BN
Tel: 01473 252007
Email: admin@thesf.org.uk

National Director 
John Richardson
Tel: 01473 252007 
Email: john@thesf.org.uk 

Mental Health Support Worker
Anne Crump
Tel: 0208 240 1165
Email: anne@thesf.org.uk

Acting Editor of GUCH News
Helen Barker
Tel: 01473 252007
Email: magazine@thesf.org.uk

Visit us at www.thesf.org.uk

For information, help and support, phone 
our free helpline on 

0800 854 759
or email us at

helpline@thesf.org.uk

If you would like to receive your copy 
of GUCH News on audio cassette, CD, in 
Braille or straight to your email inbox, 
please contact Head Office.

Your right to reply: if you would like to 
respond to any of the items in GUCH News, 
please write to the editor, care of  
Head office, or email  
magazine@thesf.org.uk

Acting Editor > Helen Barker
Proof readers > Jenny Kumar, Sarah Barker, 
Frances McManus, Claire Choong, Debbie 
Rigby, Lucy Peterson
Writers > Helen Barker, John Richardson
Design > Footsteps Design
Printed by > The Five Castles Press

With thanks to everyone who contributed 
their time, energy, skill, stories and 
experience.

Supporting young people and adults born with a heart condition

Monday - Friday
Answerphone available out of hours.

www.thesf.org.uk

Want to talk?
We’re here to listen

0800 854 759
or email helpline@thesf.org.uk

SUPPORTED BY

Registered Charity No. 1138088

www.thesf.org.ukOur website is packed full with info, advice and support. Have a browse and see what we can do for you...

The smallest amounts can make a big difference. If you can, please donate to us today to help us continue the work we do for adults born with heart conditions. Visit our website or give us a ring for more info on easy ways to support us.

Join our mailing list today 
and receive GUCH News 
FREE straight to your door 
or inbox. 

If you’d like to share a story 
with us in a future issue of 
GUCH News then don’t be shy 
– get in touch! You can write 
yourself or we can team you 
up with one of our friendly, 
supportive writers who can 
help you shine.

Are you a Tweetheart? 
Follow us for the latest 
info, updates, news and 
more! We are @_thesf

Where did you find us? 

Let us know how you 

got involved with us. It’s 

helpful to know what 

promotion is working, and 

we are always so interested 

to hear member stories! 

Our live chat happens 
every Sunday (until 
further notice) from 7pm 
– 9pm. Head over to our 
message board at  
forum.thesf.org.uk  
to log on and get involved!

Help us save trees and save money – switch to our super-sleek e-version of GUCH News today and you’ll not only get to feel a bit smug about your greatness, but also be in the know a whole week before it’s released in hard copy. Contact the office today to make the change.

Supporting young people and adults 
born with a heart condition

GUCH NEWS


