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Welcome to the Autumn/Winter 2017  
edition of Case Notes

We are very excited to present 
a first look at our new ward at 
Harefield Hospital. Demand for 
our services has rapidly expanded 
over the past few years requiring 
us to find an additional capacity 
to meet the patients’ needs at this 
location. Juniper Ward – our new 
private facility at the site – has 
opened with 16 beds, a new high 
dependency unit and improved 
diagnostics facilities. You’ll find 
the full overview on page 04. 

This issue also highlights some of 
the pioneering work undertaken by 
our clinicians. Dr Emma Beddow 
discusses the value of less–invasive 
surgery for lung cancer. 

We also discuss new findings 
supporting the use of cognitive 
behavioural therapy for sleep 
disorders, and diagnostic services to 
detect inherited cardiac conditions 
such as Cardiomyopathy and 
Familial Hypercholesterolaemia.

David Shrimpton 
Managing Director,  
RB&HH Specialist Care

privatepatients@rbht.nhs.uk 
www.rbhh-specialistcare.co.uk

Contents

VATS lobectomy

PAGE 06

Septal Myectomy

PAGE 10

What's new at RB&HH

PAGE 02

Sleep Easy: Sleep disorders

PAGE 08

FH: genetic screening

PAGE 12

Endurance Sport

PAGE 15

New development: MRI 
scans and cardiac devices

PAGE 14

Introducing RB&HH’s 
latest consultants

PAGE 18

Research round-up

PAGE 20

Juniper Ward Opening

PAGE 04



Surgeon Olivier Ghez  
is a Health Star 

Olivier Ghez, consultant paediatric and  
congenital cardiac surgeon, has won ITV’s Good 
Morning Britain's Health Star Award. The awards, 
now in their second year, were set up to reward 
people who have gone the extra mile to improve 
someone’s health or save a life. Olivier was 
nominated by several Royal Brompton families 
for the lifesaving surgery he performs on children 
diagnosed with congenital cardiac conditions. 
Olivier said it was a complete surprise to hear he’d 
won: “I am so humbled to receive this award – it is 
a great honour to receive such a testimony from the 
families of my patients. However, it is the whole 
team at Royal Brompton that allows us to deliver 
the best possible specialist care for children with 
congenital heart disease." 

Clinicians awarded 
professorships

Congratulations goes to RB&HH clinicians 
Toby Maher, Claire Hogg, Simon Padley 
and Pallav Shah, who have been awarded 
professorships by Imperial College. 

Dr Richard Grocott Mason, medical 
director, said: “I’d like to congratulate 
our new professors on these well-
deserved accolades, which show the 
high esteem in which they, their clinical 
work, and their research, are held.”

Global Cardio-Oncology Summit

Dr Alexander Lyon, Consultant Cardiologist at RB&HH Specialist Care and 
President of the British Cardio-Oncology Society (BCOS), co-chaired the 2017 
Global Cardio-Oncology Summit. This two day summit brought together 
oncologists, cardiologists, radiologists, physicians, nurses, pharmacists, 
physiotherapists, translational scientists, and trainees from all disciplines 
with an interest in the effects of cancer treatments on the heart. 

Harefield Hospital  
Masterclass in Kyrgyzstan 

A contingent of cardiac specialists from 
Harefield Hospital held a Masterclass in 
Cardiac Surgery and Cardiology in Kyrgyzstan 
this summer. 150 delegates from all over 
Central Asia attended the meeting which 
was organised by Dr Aigul Baltabaeva, 
consultant cardiologist. One session allowed 
participants to learn first-hand the refined 
off pump CABG surgical technique used 
broadly at Harefield Hospital which was 
demonstrated skilfully by Mr T. Bahrami, 
Harefield Hospital consultant cardiac surgeon. 
The Masterclass had highly rated feedback 
from participants and was publicized 
broadly by local and national media.

What’s new at RB&HH ?

Inherited respiratory 
conditions genetic  
testing now available

Based at Royal Brompton Hospital, the 
laboratory offers diagnostic genetic testing for 
families and individuals at risk of inherited 
disease. We currently offer next-generation 
sequencing (NGS) to improve the diagnosis of 
inherited cardiac conditions (ICC) and now are 
able to offer testing for inherited respiratory 
(IRC) and other related conditions as well. The 
lab has recently released two new gene panels 
which cover genes implicated in inherited lung 
conditions (Respigene panel) including cystic 
fibrosis, ciliopathies, immunodeficiencies and 
interstitial lung disease, as well as an expanded 
panel for vasculopathies and aortopathies.

First child in Britain  
to receive life-saving  
artificial heart

Medical first at Royal Brompton and Harefield Hospitals as world-
leading heart and lung specialist, André Simon, performed 
a total artificial heart transplant to save girl aged 13.

Fighting the odds and with only half a per cent survival chance, 
Mr Simon replaced Chloe’s seriously malfunctioned heart with 
a complete artificial heart, making Chloe the first in the UK 
to undergo this procedure; for what her parents describe as 
a ‘miracle’. A few weeks later, Simon replaced the SynCardia 
50cc total artificial heart and replaced it with a human one.
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Our administrative team play a key role 
in ensuring the experience is seamless, 
for both referrers and patients – from 
registration and consultation, to 
diagnostic tests and treatment. Harefield’s 
General Manager, Gerri Hamer, is excited 
at the prospect of improved facilities, 
she told us: “Harefield is already unique 
in that it offers world class care within a 
quiet, discreet and beautiful setting, just 
outside of London. Now, with our new 
and expanded Juniper Ward, which has 
been designed to the highest standard, 
we can provide superb facilities for 
the comfort of all our patients.”

To find out more, including our 
diagnostic referral forms and booking 
information, please visit our website: 
rbhh-specialistcare.co.uk/harefield 

Contact information 

Opening Hours 
8am-9pm Mon-Fri

General enquires & appointments 
020 3131 6859 or email 
privatepatients@rbht.nhs.uk

Harefield Hospital is situated in extensive 
grounds in the countryside just outside 
London. It is close to the M40, the M25 
and within easy reach of Heathrow 
airport and has ample car parking.

JUNIPER WARD
NEW FACILITIES AT HAREFIELD HOSPITAL

A centre of excellence, RB&HH has 
long offered patients the expertise of 
our world-leading consultants at the 
Harefield site, providing pioneering 
services in heart and lung care. 

Private, self-funding, and international 
patients can now arrange appointments 
with our heart and lung specialists, 
and be seen in our new private 
patient facilities which include:

 � 16 spacious private rooms 
with ensuite shower 

 � New outpatient consulting 
rooms and diagnostic suites

 � New MR scanning facilities
 � 4 high dependency unit 

(HDU) private rooms
 � A rapid diagnostics service 
 � Specialist heart and lung 

screening services

Consultations and multiple tests 
can be scheduled on the same day, 
in the one location, five days a 
week. This enables us to provide a 
'one-step' approach, removing the 
burden of multiple appointments and 
unnecessary travel for patients. 

Below are the services that will 
be available for same-day or 
short-notice appointments: 

 � Respiratory and Cardiology 
Consultations 

 � CT (cardiac, lung and general) 
 � MRI (cardiac and general) 
 � Non-invasive cardiology including 

Cardiac Monitoring, Exercise 
Tolerance Tests and ECG 

 � Echocardiography (stress 
and contrast) 

 � Lung Function 

T his November we are excited to 
be expanding our facilities at 
Harefield Hospital to include a 

brand new state-of-the-art private ward. 
Known as one of the leading facilities 
for cardiac and thoracic surgery in the 
world; Harefield Hospital is also one 
of the largest and most established 
centres for heart and lung transplant. 

Juniper Ward, the new 16 bed private 
patients ward opened in October 
2017, with the new outpatients and 
diagnostic suites open for patients in 
November 2017. Our Harefield Hospital 
consultants will work closely with 
an extended multidisciplinary team 
of clinical professionals to ensure a 
comprehensive and holistic patient 
journey, providing our patients with 
an outstanding healthcare experience. 
Great care has been taken to ensure 
our service offers the latest diagnostic 
capabilities in an environment that is 
relaxing and comfortable for the patient.

Our Harefield Hospital 
consultants will work 
closely with an extended 
multidisciplinary team of 
clinical professionals to 
ensure a comprehensive 
and holistic patient journey
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A
t the Royal Brompton and 
Harefield Hospitals, we work 
closely together across the 
lung cancer MDT to push the 

boundaries in finding cures for patients. 
Patients who have been turned down for 
surgery elsewhere have had successful 
surgery with us. These include patients 
with cancers involving the chest wall and 
sternum, cancer infiltrating the outer 
layer of the oesophagus, and those with 
PET-positive mediastinal lymph nodes 
and limited disease outside the chest. 

All these patients were offered palliative 
treatment at their local hospital and 
sought a second opinion with us. With a 
combination of surgery and oncological 
input, all were kept alive and well for 
at least 30 months after treatment. 

Large tumours requiring complex 
surgical reconstruction of the remaining 
airways are also referred to our team for 
treatment. Surgery involves removing 
one or more lobes of the diseased lung 
along with, if necessary, parts of the 
rib cage and large blood vessels. 

In all cases, a complete mediastinal 
lymph node clearance is undertaken. 
This most accurately stages the extent 
of disease and limits further spread 
of tumour cells outside the lung, 
therefore improving prognosis. 

With the advent of new immunotherapy 
drugs for lung cancer, more people are 
being offered a chance of life-saving 
treatment. Our lung cancer team works 
very closely with our specialist oncology 
colleagues to ensure we explore every 
option when planning treatment, to 
enable us to achieve the best outcome 
for all patients. Each case of lung cancer 
is discussed at our specialist lung 
cancer MDT and we agree the optimal 
management plan for that case.

Different surgical approaches

In recent years, there has been a shift 
towards offering patients keyhole 
surgery and smaller incisions with 
no rib spreading. This approach is 
known as the VATS lobectomy. 

The traditional posterolateral 
thoracotomy has been significantly 
modified so that the length of the skin 
incision is considerably smaller than 
that performed 10 years ago and rib 
spreading is far less than previously done. 

Lung cancer is the third most common cancer 
in the UK and accounts for approximately 13% of 
all cancers. It also has the highest mortality rate 
in the UK for both males and females. But with 
two different surgical approaches available, it 
is not always clear what option would be best. 

Right upper lobe tumour with limited ipsilateral lymph node  
disease noted by dark blue lymph nodes. Light blue nodes are free of tumour.

Emma Beddow
Consultant Thoracic Surgeon 
Harefield Hospital

In recent years 
there has been 
a shift towards 
offering patients 
keyhole surgery 
and smaller 
incisions with 
no rib spreading. 
This approach 
is known as the 
VATS lobectomy.

Muscles may or may not be cut,  
depending on the surgeon. All 
approaches generally heal very 
well with smaller, neat scars.

Key questions about  
lung cancer surgery  

Some of the common questions 
that arise when considering 
whether to offer a VATS lobectomy 
or traditional surgery include:

 � Is the amount of lung 
removed the same? 

  Yes, a lobectomy may be done 
with either approach.

 � What procedure will cause the least 
amount of post-operative pain? 

  The immediate postoperative 
pain is generally agreed to be less 
with VATS surgery compared to 
open thoracotomy. However, at 
six weeks post-operative, many 
papers report conflicting results.

 � How does the survival rate for 
VATS surgery compare with a 
traditional thoracotomy? 

  This relates to early or potentially 
curative disease. There is a slight 
perioperative advantage with 
VATS however the 5 year survival 
is the same. Our decisions depend 
on the wider context of illness 
for each individual patient.

Removing lymph nodes   

In general, the lymph nodes tend to 
be completely removed with an open 
thoracotomy. With the VATS approach, 
this is not the case. An American study 
demonstrated that in a small number of 
patients, lymph node tissue containing 
cancer cells was left inside the patient. 

These patients would not typically be 
offered any chemotherapy post-surgery 
as they would have been thought to 
be clear. This would put them at risk 
of developing further complications 
and illness from the remaining 
cancerous tissue. At the Harefield, 
we mitigate this by offering VATS 
surgery only to the earliest tumours. 

Cancer treatment at Harefield 

Harefield still offers surgery to 
patients when their disease has spread 
outside the chest. If there is limited 
spread of disease to lymph nodes, they 
may be offered a combined approach 
of chemotherapy and surgery. 

In potentially curable cancer, 
surgery offers patients the best 
chance while non-surgical options 
such as SABR and conventional 
radiotherapy give around half the 
survival rates compared to surgery. 

We know that being diagnosed with 
lung cancer is very frightening and 
we strive to make our patients’ 
pathways from diagnosis through 
to treatment and follow up as 
efficient and as positive as we can. 

We are here to support them 
and their families all the way 
through your journey.

To find out more or book an  
appointment at Harefield Hospital 
please call 02031 316 858 or email 
privatepatients@rbht.nhs.uk

VATS Lobectomy  
or Traditional 
Lung Cancer 
Surgery?

Procedure
VATS lobectomy

Carried out by
Miss Emma Beddow (pictured)

What problems does it solve? 
The length of the incision is 
smaller than previously done in 
traditional lobectomy.

How does it work? 
Surgery removing lobes of 
the diseased lungs and lymph 
node clearance, combined 
with oncological input for drug 
treatment, patients are given a 
chance of life-saving treatment.

At a 
glance
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Obstructive sleep apnoea 
(OSA) is one of the most 
common respiratory disorders. 
And due to our aging 
population and high levels 
of obesity, it’s prevalence is 
increasing. But OSA often 
goes undiagnosed in the 
general population, and vital 
questions remain about who 
should be treated and when. 

Who should be treated?

There is no definitive guidance on 
who to treat with CPAP and when. 

Treatment of OSA is recommended 
in individuals experiencing daytime 
sleepiness, and CPAP is recommended 
in  patients with moderate or severe 
OSA. The role of CPAP in patients 
with mild OSA is less clear. 

We have a highly experienced team that 
has been diagnosing and treating adult 
patients with sleep disorders for more 
than 20 years. Our service for sleep-
related problems is one of the largest 
in Europe and we have an international 
reputation for our work with patients 
experiencing sleep disorders. 

Using the latest equipment, we can 
monitor progress remotely using 
advanced telemonitoring systems 
and CPAP titration devices to identify 
and resolve problems quickly, 
improve compliance and ensure 
optimum control of sleep apnoea. 

How is it different to insomnia?

Insomnia is defined as daytime 
impairment or distress due to difficulty 
falling asleep, staying asleep or non-
restorative sleep, even though the 
sufferer has had adequate opportunity 

to sleep. It affects around one in three 
people in the UK, particularly women 
and older people. To classify as insomnia, 
incidents must occur at least three 
times per week for at least one month. 

Insufficient sleep has widespread impacts 
on physical health and mental wellbeing. 

Cognitive behavioural therapy for 
insomnia (CBTi) is the recommended 
first line treatment for insomnia 
lasting more than one month. CBTi 
incorporates behavioural management, 
including stimulus control therapy and 
sleep restriction, as well as cognitive 
strategies that aim to address the 
individual’s thoughts and beliefs about 
sleep. It also uses relaxation techniques, 
sometimes including mindfulness 
therapy, to address the hyperarousal that 
commonly contributes to insomnia,. 

Research suggests that CBTi is effective 
in reducing sleep onset latency (time 
taken to fall asleep), wake after sleep 
onset (time spent awake at night), 
sleep efficiency, and sleep quality, and 
that these effects endure over time. 

To find out more or book a sleep 
consultation at Royal Brompton Hospital, 
Harefield Hospital or 77 Wimpole 
Street please call 02031 316 858 or 
email privatepatients@rbht.nhs.uk

insulin resistance and impaired glucose 
tolerance, depression, a reduced quality 
of life and an increased risk of road 
traffic accidents. It is also linked to 
the impairment of multiple aspects of 
cognition, and has been implicated in the 
early onset of cognitive decline by as much 
as a decade. Research suggests that OSA 
should also be recognised as a modifiable 
risk factor for Alzheimer's disease. 

The mechanism of cognitive 
impairment is thought to include 
neuro-inflammation, oxidative stress, 
and increased sympathetic activity.

“The primary treatment for OSA 
is continuous positive airways 
pressure, which provides a pneumatic 
splint to the upper airway”

How is OSA diagnosed?

Typical symptoms of OSA include 
daytime sleepiness or fatigue, 
snoring and witnessed apnoeas at 
night, and nocturia. The diagnosis is 
confirmed with a respiratory sleep 
study, which may be performed in 
hospital or in the patient's home. 

What is the treatment for OSA?

The primary treatment for OSA is 
continuous positive airways pressure 
(CPAP), which provides a pneumatic splint 
to the upper airway, preventing collapse 
and consequent intermittent hypoxia. 
Randomised controlled trials have shown 
that treatment of OSA with CPAP therapy 
can improve blood pressure control in 
patients with systemic hypertension with 
the greatest benefits seen in patients 
with more severe OSA and in those 
patients with resistant hypertension.

Treatment of OSA with CPAP therapy 
has also been shown to improve 
cardiovascular outcomes and 
appears to improve neurocognitive 
architecture and function. 

Weight loss significantly improves the 
severity of OSA in obese patients. In 
patients with mild OSA and/or without 
marked obesity, or those with a recessed 
jaw, oral appliances (mandibular 
advancement devices) may be effective. 
In some patients with positional 
OSA, using a wedge to prevent supine 
positioning may be recommended. 

Patients with OSA 
have recurrent 
episodes of partial or 
complete obstruction 
of the upper airway 
during sleep.

Dr Alanna Hare
Consultant Physician , 
Department of Sleep  
and Ventilation 

SLEEP EASY
  GETTING THE RIGHT TREATMENT FOR SLEEP 
  DISORDERS IS VITAL FOR PATIENT WELFARE

How can we help?

Our sleep services include:

 �  Private sleep service at our 
sites in Sydney Street and 
Wimpole Street, London

 � Home sleep studies and home 
set up on CPAP therapy

 �  Inpatient sleep studies 
in our dedicated Centre 
for Sleep in Chelsea for 
more detailed studies

 � Respiratory sleep studies 
and full polysomnography

 �  Highly experienced 
support team 

 � Access to latest CPAP 
devices and masks

 � Latest telemonitoring 
equipment to improve 
treatment compliance and 
enable the rapid resolution of 
problems, without needing 
to attend clinic in person

 � Cognitive behavioural 
therapy for insomnia, with 
personalised sleep programmes

What is sleep apnoea?

Patients with OSA have recurrent episodes 
of partial or complete obstruction of 
the upper airway during sleep. These 
repeated interruptions in breathing result 
in intermittent oxygen desaturation 
and fragmented, poor quality sleep. 

OSA is associated with hypertension, 
coronary artery disease, cardiac 
dysrythmias, heart failure, stroke, 
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Septal Myectomy
a patient perspective

The faulty gene can be inherited from 
either parent, and relatives may have 
similar heart problems and symptoms. 
Even in the absence of symptoms, affected 
people may have a risk of complications 
and need to be screened preventatively.

Initial symptoms such as excessive 
tiredness can be so unspecific and 
easily ascribed to our modern lifestyle, 
that the condition isn’t suspected 
(unless a relative in the family was 
previously identified as having the 
disease) until much later on when it 
has progressed to create an obstruction 
inside the heart itself. At that point the 
condition is referred to as Hypertrophic 
Obstructive Cardiomyopathy (HOCM)

We recently operated on Mr G, a man who 
was diagnosed with HOCM a few years ago.

Since the heart muscle thickens at a 
very slow pace, symptoms creep in over 
a long period of time. Mr G initially 
misinterpreted his increasingly limited 
exercise ability and stamina as simply 
getting older and he didn’t think he 
needed a doctor’s examination.

Eventually a cardiologist made the 
diagnosis of HCM. He was advised to  
seek a subspecialty opinion and he 
initially looked within his home country. 
He was told he needed surgery and that 

it was a very complex procedure with 
risks. Understandably he was concerned 
and didn’t want to rush into a big heart 
operation. He knew he would have to 
seek out the few clinicians able to lend 
world-leading expertise in this field.

After reading about the work of Dr Antonis 
Pantazis, Chief Cardiologist in Inherited 
Cardiac Conditions at Royal Brompton & 
Harefield Specialist Care, he travelled to 
London to seek treatment. The patient had 
developed a high degree of obstruction 
due to the interaction between the 
thickened heart muscle and one of the 
valves inside the heart called the mitral 
valve. Any obstruction in the outflow of 
blood can also be harmful for the heart 
in the long term. Due to the obstruction, 
the pressures inside the heart increase 
and the walls of the top chamber of 
the heart, the atrium, are stretched.

The patient’s heart had to struggle against 
a blockage and the amount of blood that 
could move forward was severely reduced. 
The mitral valve was also leaking severely 
as a result of the abnormal blood flow. 

Dr Pantazis adjusted his medication, which 
provided immediate improvement in his 
symptoms and quality of life. For several 
months all seemed to return to normal 
and he regained his energy and stamina. 

Dr Antonis Pantazis, 
consultant cardiologist, 
Royal Brompton & 
Harefield Hospitals

Dr Pantazis has planned 
and guided the largest 
number of myectomies in 
the UK working in the most 
prominent centres in this field.

During the septal myectomy 
procedure, the surgeon removes the 
small amount of the thickened septal 
wall to widen the outflow tract from 
the left ventricle to the aorta.

When he experienced side effects from 
the medication and his symptoms 
reappeared he began to consider 
a more definitive treatment. 

There are two types of invasive options: 
the alcohol septal ablation and the 
surgical septal myectomy. The type of 
the intervention has to be decided based 
on anatomy, function, concomitant 
diseases and patient preference.

Mr G was referred to Mr Fabio De Robertis, 
Cardiac & Transplant Surgeon at Royal 
Brompton & Harefield Specialist Care for a 
surgical procedure called septal myectomy.

Mr De Robertis recalls: “When I met this 
patient I was struck by how resilient he 
had been over the years, putting up with 
his symptoms whilst continuing with a 
busy lifestyle. He had now come to the 
conclusion he needed surgery but he 
wasn’t particularly happy about it.”

Mr De Robertis observed that “His 
anatomy was typical of HOCM patients, 
and could be addressed by septal 
myectomy [a surgical thinning of the 
excessive heart muscle], in combination 
with a specific technique of mitral 
repair that preserves the valve and 
addresses only the abnormalities of the 
structures supporting it, namely the 
papillary muscles and the chords.”

Mr De Robertis reassured him there 
was no need for valve replacement, a 
fact that put Mr G’s mind at rest as he no 
longer had to consider the implications 
of life-long anticoagulation drugs in the 
case of a mechanical valve prosthesis or 
possible re-operation in 10-15 years in the 
case of implantation of a tissue valve.

He was admitted to Harefield Hospital,the 
operation was completed by the afternoon 
and Mr G woke up from anaesthetic in the 
Harefield Recovery Unit by early evening.

The following day he was out of bed 
having breakfast, and was then moved to 
the High Dependency Unit. From there 

he went on to mobilise and recover very 
well. He achieved the planned target 
with ease and could be discharged from 
the hospital 5 days after the surgery.

His surgeon and cardiologist followed him 
very closely after the operation. Three 
weeks later his progress was assessed 
again in the outpatient clinic by Mr De 
Robertis and Dr Pantazis. Everything had 
gone according to plan and Mr G was able 
to take a flight back to his home country. 
Since the surgery he has gone back to a 
normal life without his limiting symptoms.

It is important to note that every patient 
with HCM and LVOTO is different. 
This applies to the preoperative, 
intraoperative and postoperative period. 

Mr De Robertis has a special interest 
in the surgical septal myectomy, and 
is able to deliver a broad spectrum of 
surgical options for the correction 
of the multiple and occasionally 
unexpected variations of abnormalities 
in Hypertrophic cardiomyopathy. His 
experience has been enriched through 
his contacts with centres of excellence in 
this field in the Europe and in the US.

For more information about our available 
tests and treatments for suspected or 
diagnosed Hypertrophic Cardiomyopathy, 
please contact us on (+44) 0203 131 0535.

Hypertrophic CardioMyopathy (HCM) is  
a slowly debilitating condition where the  
heart muscle thickens inappropriately.  
The disease is inherited and it is estimated 
it may affect as many as 1 in 500 people.

Mr Fabio De Robertis, 
consultant cardiac surgeon, 
Harefield Hospital

Mr De Robertis has a special 
interest in the surgical septal 
myectomy, and is able to deliver 
a broad spectrum of surgical 
options for the correction of the 
variations of abnormalities in 
Hypertrophic cardiomyopathy

Procedure
Septal Myectomy

Carried out by
Mr Fabio De Robertis and  
Dr Antonis Pantazis

What problems does it solve? 
Treatment for hypertrophic 
cardiomyopathy. 

The open-heart surgery entails 
removing a portion of the septum 
that is obstructing the flow of 
blood from the left ventricle  
to the aorta.

At a 
glance

I was struck by how resilient he 
had been over the years, putting 
up with his symptoms whilst 
continuing with a busy lifestyle.
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What is FH?

In some individuals, a high 
cholesterol level in the blood is 
caused by an inherited genetic 
defect known as familial 
hypercholesterlaemia (also known 
as FH). FH is an autosomal-
dominant disorder and most 
people with FH have inherited a 
defective gene for FH from only 
one parent. These individuals are 
therefore heterozygous and have 
at least a 20 fold increased risk of 
cardiovascular disease. This group 
of patients who are homozygous if 
untreated are at a very high risk of 
premature cardiovascular events 
including death at a young age. 

Prevalence

FH is an inherited genetic defect 
with an estimated prevalence 
of around 1 in 500 in the UK, 
although recent genetic studies 
suggest it may be as frequent as 1 
in 250.  Although it is estimated 
that about 300,000 people in the 
UK are affected with heterozygous 
FH only 15,000 to 20,000 people 
are diagnosed with FH.  Therefore, 
FH is underdiagnosed and under 
treated and early diagnosis and 
treatment is essential to reduce the 
cardiovascular disease burden. 

Why screen for FH? 

The vast majority of those with FH, 
worldwide, are underdiagnosed due 
to gaps in screening, recognition and 
classification of FH. If not identified 
and treated intensely from an early 
age, at least 50% of men with FH 
will develop CHD by the age of 50, 
and 30% women by age of 601 2. The 
risk of CHD death at age 20–39 is 
increased 80–84-fold for FH3. 

GENETIC  
DIAGNOSTICS

RB&HH Specialist Care are launching a genetic 
diagnostic test for patients with suspected 
familial hypercholesterolaemia (FH). The 
unique service will be available at both Harefield 
Hospital private outpatients in Uxbridge 
and at our 77 Wimpole Street outpatients 
and diagnostics clinic in central London. 

1  Slack J. Risks of ischaemic heart-disease in familial hyperlipoproteinaemic states.Lancet 1969;2:1380–1382
2  Stone NJ, Levy RI, Fredrickson DS, Verter J. Coronary artery disease in 116 kindredwith familial type II hyperlipoproteinemia. Circulation 1974;49:476–488.
3  Scientific Steering Committee on behalf of the Register Group. Mortality in treated heterozygous familial 

hypercholesterolaemia: implications for clinical management. Atherosclerosis 1999;142:105–112.

FH
The disease is 
transmitted 
from generation 
to generation 
in such a way 
that siblings 
and children of 
a person with 
FH will have a 
50:50 chance of 
having inherited 
an FH gene

Family

The raised cholesterol level 
in the blood is present 
from birth and it leads 
to an early development 
of atherosclerosis and 
cardiovascular disease. The 
disease is transmitted from 
generation to generation in 
such a way that siblings and 
children of a person with 
FH (first-degree relatives) 
will have a 50:50 chance of 
having inherited an FH gene. 
Therefore, a combination 
of DNA testing and clinical 
diagnosis is recommended 
to identify affected relatives 
of those with a clinical FH. 
This is known as cascade 
testing. Knowing the family 
mutation is a key piece of 
information for cascade 
testing and for starting 
treatment in childhood.

Prognosis

It’s important to note that 
with optimal treatment 
an affected individual’s 
lifetime risk of cardiovascular 
disease approaches the risk 
in the general population.

Diagnosis

StoreGene works with  
RB&HH Specialist Care to 
provide the FH mutation 
screening that offers full 
coverage (through next 
generation sequencing) 
of LDLR/APOB/PCSK9/
LDLRAP1 and the 12 LDL-C 
SNPs for a polygenic 
hypercholesterolaemia 
diagnosis. 

FH treatment

To our knowledge The Royal 
Brompton & Harefield Hospital 
Foundation Trust is the only 
centre in the UK that offers 
a comprehensive service 
for patients with FH which 
includes genetic screening, 
cascade testing, lipid 
lowering treatment, PCSK9 
monoclonal antibodies and 
for some patients lipoprotein 
apheresis.  (continue with 
Being a genetic disorder...).

To make an appointment 
with Dr Mahmoud Barbir 
or for more information 
contact our booking team at 
+44 (0)203 131 0535 or email 
privatepatients@rbht.nhs.uk

Dr Mahmoud Babir
Consultant Cardiologist 
Specialises in coronary 
disease risk factors, 
prevention, detection and 
management. Familial 
hypercholesterolaemia in 
children and adults. 
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A number of studies show 
that MRIs can now be done 
safely if the cardiac devices are 
reprogrammed temporarily 
so that the MRI’s magnetic 
field doesn’t affect them. 
Reprogramming of a device 
can be done noninvasively and 
relatively easily. During the 
MRI scan the patients will be 
observed by cardiac specialists 
who will monitor the patients 
and the device to ensure safety. 

On the day of the scan, the 
patient’s cardiac device 
will be programmed into 
a special setting. This will 
help ensure that their 
device works properly while 
in the MRI environment. 
The programming will 
look and feel much like the 
programming that is done 
for normal medical check-up 
appointments. After the MRI, 
the device will be programmed 
back to its previous settings.

The patient is monitored 
carefully and if they 
experience any heart issues 
during or after their MRI 
scan, a cardiologist will be 
contacted immediately.

Dr Joyce Wong, Harefield 
Hospital Consultant 
Cardiologist says, "We are 
one of the few centres in 
the country that can safely 
provide this service due to our 
expertise in cardiac care.”

For more information or to 
refer patients with pacemakers 
or ICDs needing an MRI to 
Royal Brompton & Harefield 
Hospitals Specialist Care  
call Harefield Hospital at  
02031 316 858 or Royal 
Brompton Hospital at  
02031 310 535.

Exercise should be an important 
part of a healthy lifestyle.  
But high intensity sport  
may trigger a cardiac  
event if you have  
an undetected  
cardiovascular  
condition. 

ENDURANCE 
SPORT AND 
CARDIAC 
CONDITIONS

Pheidippides, the original ‘marathon 
man’ who ran from Marathon to Athens 
in 490BC, has two claims to fame. Not 
only was he the first person known to 
run what became known as a marathon. 
He is also the first man to die as a result, 
reportedly collapsing immediately after 
delivering his message of the Greek 
victory in the Battle of Marathon. 

Over the years, the popularity of 
endurance sports like running, 
swimming and cycling, has soared. In 
many athletes, this leads to changes to 
the heart, described by some scientists 
as ‘Pheidippides cardiomyopathy’.

Pheidippides cardiomyopathy refers to 
a series of effects induced by strenuous 
exercise. These consist of acute changes 
in the metabolism with increased 
oxygen demand, alterations of the 

1 4
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Pacing check 
before the scan

Once scan 
is complete 
cardiac device is 
programed back to 
original settings

Cardiac device 
programmed to 
allow for scan

Pacing check 
done after scanCardiologists 

onsite to oversee 
any issues

How it works

NEW DEVELOPMENT

People with pacemakers and 
implantable cardioverter-
defibrillators (ICDs) are often told 
that they can’t get an MRI scan. 

Royal Brompton & Harefield 
Hospitals are two of few centres  
in the country that have the ability 
to perform MRI scans on patients 
who have a pacemakers or ICDs. 

MRI scans 
and cardiac 
devices
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loading conditions of the heart, and 
excretion of catecholamines. These 
are followed by sub-acute effects on 
the heart, which eventually become 
chronic with regular training.

Atrial fibrillation in athletes 

One of the most common features of 
Pheidippides cardiomyopathy is an 
arrhythmia called atrial fibrillation. 
This is an irregular and occasionally 
fast heart beat coming from the atrium, 
which controls the heart rhythm. 

Atrial fibrillation can be caused by 
changes in the autonomic tone regulating 
the heart rhythm, by extra beats related 
to the high level of training, and changes 
to the size and shape of the atrium. The 
risk of getting atrial fibrillation can 
increase by up to 30% compared to non-
athletes, probably due to the changes in 
the shape and geometry of the heart. 

Detailed investigations are necessary 
to determine whether atrial fibrillation 
is caused specifically by athletic 
training only. If other causes are 
involved, the risks and the management 
are significantly different. 

Managing atrial fibrillation in athletes can 
be challenging, as medication is usually 
not tolerated or is not effective enough. 

Recognising hypertrophic 
cardiomyopathy

Hypertrophic cardiomyopathy is a 
heart condition that creates thick 
heart tissue. Determining whether 
a thickened heart is caused by 
athletic training or an underlying 
hypertrophic cardiomyopathy presents 
a longstanding medical challenge. 

Around 50% of athletes show changes 
in the heart related to sports. These are 
more prominent in sports like cycling, 
rowing, swimming and long distance 
running; and less prominent in sports like 
volleyball, hockey, tennis or soccer. These 
changes bring the heart into the grey area 
between ‘normal’ athletic adaptation, 
and hypertrophic cardiomyopathy. 

Symptoms of hypertrophic 
cardiomyopathy include pain or 
discomfort in the chest, breathlessness, 
palpitations or loss of consciousness. 

Diagnosing hypertrophic 
cardiomyopathy 

The most commonly used diagnostic 
tool for hypertrophic cardiomyopathy 
is the ECG, shows some changes in 
about 40% of highly-trained athletes. 

This can change with detraining, 
but in many cases has led to athletes 
being disqualified from taking part 
in sport. Certain features of the ECG 
can suggest high level training rather 
than hypertrophic cardiomyopathy, 
and there is a long list of markers 
that need to be looked at. 

A 24-hour monitor is usually 
helpful to record the heart’s rhythm 
over longer periods of time.

Imaging of the heart is essential, and is 
usually delivered by echocardiography 
and cardiac magnetic resonance testing.

A detailed family history is another 
important way to provide context and 
determine the probability of outcomes 
for those undergoing screening, 
helping to identify subtle conditions 
that may otherwise be missed. 

The fact there are a long list of 
criteria to try and differentiate the 
condition of an athlete’s heart from 
hypertrophic cardiomyopathy suggests 
that the final conclusion cannot 
be based on one single marker. 

If athletes are diagnosed with 
hypertrophic cardiomyopathy, 
they begin a different pathway of 
assessment and risk stratification, and 
the risks of sudden death and stroke 
are evaluated in a different way. 

Arrhythmogenic right 
ventricular cardiomyopathy

Another condition related to sport 
is arrhythmogenic right ventricular 
cardiomyopathy. In its genetic form, 
this presents with thinning of areas of 
the heart, mainly in the right ventricle, 
associated with replacement of the 
heart muscle by scar and fatty tissue. 

It first presents with electrical 
abnormalities in the heart, before 
structural changes occur. It can 
present very subtle signs in the early 
years; however, as these signs are 
often missed, it is associated with 
the increased risk of sudden death. 

Diagnosis depends on a long list of criteria, 
but family history plays a significant role. 
Although the first person presenting in 
a family may have a clear manifestation, 
relatives will typically only have electrical 
changes without showing signs of any 
structural changes of the heart. 

These changes can be picked up by an 
ECG, Holter monitor, and in exercise 
tests. Detailed screening can detect early 
changes and evaluate possible risks. 
The overall risk appears to be related 
to the progression of the condition and 
the symptoms. The changes in the heart 
affect both sides of the heart and they can 
be best identified with cardiac MRI. The 
condition can also progress over time, so 
follow up evaluations are recommended.

Despite the issues highlighted, endurance 
sports can be very rewarding and form 
an important part of a healthy lifestyle. 
However, it is also important to be 
aware of the risks that, for some people, 
strenuous activity can lead to cardiac 
complications, benign arrhythmias and 
possibly long-term changes in the heart. 

To find out more about the Pheidippides 
intensive heart screen, please email 
privatepatients@rbht.nhs.uk  
or call 020 3553 2615.

Dr Pantazis
Clinical Lead for cardiomyopathy 
service at the RBH and HH

Endurance sports 
can be very 
rewarding for 
the individuals 
involved... 
However, 
strenuous 
activity might 
be associated 
with a number 
of cardiac 
complications

High endurance athletes typically have 
a slow heart rate, and the medication 
to control atrial fibrillation further 
reduces the heart rate, so it may 
cause symptoms of dizziness at rest. 
Moreover, it often causes fatigue and 
reduced exercise performance.

Detraining is one alternative option, 
but it may not be the athlete’s preferred 
choice. Atrial fibrillation ablation 
is another alternative intervention 
that has shown favourable results. 

Whether an athlete can return 
to endurance sports having been 
diagnosed with atrial fibrillation 
depends on how symptomatic the 
atrial fibrillation has been and the 
general condition of the heart.

Risk of sudden death

The major concern in athletes is sudden 
death, although the incidence of sudden 
cardiac death in athletes is estimated to be 
as little as 1 in 23,000, compared to 1 per 
300,000 among the general population. 

Most people who suffer sudden deaths 
in sports are men, particularly in sports 
where regular bursts of explosive 
activity are involved. The risk is 
largely determined by the presence 
of any underlying cardiac problem. 
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Mr Balakrishnan Mahesh
Consultant Cardiac and Transplant 
Surgeon at Harefield Hospital

Mr Balakrishnan Mahesh is a 
Consultant Cardiac and Transplant 
Surgeon at Harefield Hospital. He was 
previously a consultant at the Golden 
Jubilee National Hospital in Glasgow in 
cardiac surgery and transplantation.

He specialises in heart and lung transplantation and 
ventricular assist devices, performing key procedures such as: 
total arterial coronary revascularization, minimally invasive 
aortic valve surgery by only partially splitting the breast bone, 
aortic root surgery and mitral valve [repair] surgery.

Mr Mahesh completed his cardiac surgical training at 
both Harefield and Papworth hospitals. He then specialised 
in heart and lung transplantation, and implantation of 
ventricular assist devices, at the University of Pittsburgh 
Medical Center, USA.
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Dr Beverly Tsai-Goodman
Consultant Paediatric and  
Fetal Cardiologist at Royal 
Brompton Hospital

Dr. Beverly Tsai-Goodman is a 
consultant paediatric and fetal 
cardiologist at the Royal Brompton 
Hospital. With extensive experience, 
(practicing as a specialist consultant 

since 2004), Dr Tsai-Goodman works closely with 
obstetricians and obstetric ultrasonographers to improve 
recognition of congenital heart disease before birth. 
Her main interest lies with detecting abnormalities of 
the fetal heart from as early as 15-16 week’s gestation as 
well as managing newborn infants and children with 
congenital heart defects. She was the leading cardiologist 
for the Barth Syndrome NHS Specialised Service in 
Bristol from 2004 to 2014 taking care of paediatric male 
patients diagnosed with this inherited condition. 

Mr Andreas Hoschtitzky
Consultant Paediatric and  
Adult Cardiac Surgery  
at Royal Brompton Hospital

Mr Andreas Hoschtitzky is a
Consultant Paediatric and Adult
Cardiac Surgeon. He specialises in 
the correction of complex congenital 
heart defects including: valve 

repair surgery of mitral, tricuspid, aortic and pulmonary 
valves, aortic root surgery including valve sparing aortic 
root replacement and Ross procedure, aortic aneurysm 
surgery, and surgery for hypertrophic cardiomyopathy.

Previously, he was the Clinical Lead at the 
Northwest regional ACHD Centre in Manchester, where 
he served as educational and clinical supervisor; and 
worked as an Honorary Paediatric Cardiac Surgeon 
at Alderhey Children’s Hospital from 2010 to 2017.

Dr Alanna Hare 
Consultant in sleep and 
ventilation at Royal Brompton 
Hospital and 77 Wimpole Street

Dr Alanna Hare is a consultant 
in respiratory medicine and 
runs specialist clinics in sleep 
disorders, respiratory failure 
and domiciliary ventilation 

at Royal Brompton Hospital. Dr Hare has a 
specialist interest in sleep disorders including sleep 
apnoea, the restless legs syndrome, periodic limb 
movement disorder, insomnia and parasomnias. 
She is a specialist in the use of continuous positive 
airways pressure (CPAP) for sleep apnoea, and non-
invasive ventilation (NIV) for respiratory failure. 
Dr Hare trained in cognitive behavioural therapy 
for insomnia (CBTi) at the University of Oxford.

Dr Alexandra Nanzer-Kelly 
Consultant Respiratory Physician 
at Royal Brompton Hospital 

Dr Alexandra Nanzer-Kelly is a 
Consultant respiratory physician at 
The Royal Brompton Hospital. She 
is trained in all areas of respiratory 
medicine and specialises in the 
diagnosis and management of 

severe asthma and the complications of its treatment.
She has a specialist interest in the adverse 

metabolic, skeletal and psychological effects 
of steroid therapy that many patients with 
severe asthma are dependent on, as well as the 
management of asthma in the overweight patient.

She has further developed her expertise around 
patients with endogenous Cushing’s syndrome, and 
has studied the deleterious effects of the condition and 
the role of ghrelin on pituitary tumour development.

INTRODUCING

Professor Ulrich A. Stock 
Consultant Cardiothoracic 
Surgeon at Harefield Hospital

Professor Ulrich A. Stock is 
a consultant cardiothoracic 
surgeon at Royal Brompton 
& Harefield NHS Foundation 
Trust. He also holds a position 
as an honorary senior lecturer 

at Imperial College London, and the Magdi Yacoub 
Institute at Harefield Hospital. He is also an 
associate Professor for Cardiac Surgery at the Goethe 
University in Frankfurt am Main, Germany.

From 2011 till 2016 he was deputy director of 
the Department of Cardiac, Thoracic and Thoracic 
Vascular Surgery of the Goethe University in 
Frankfurt and headed the Heart failure Centre where 
he was instrumental in the clinical development 
of minimally mechanical assist device surgery.

Dr Peter George 
Consultant Respiratory Physician at 
Harefield Hospital, Royal Brompton 
Hospital, and 77 Wimpole Street 

Dr Peter George is a consultant 
respiratory physician at Royal Brompton 
Hospital. Expert in interstitial lung 
diseases, he specialises in idiopathic 
pulmonary fibrosis (IPF), sarcoidosis, 

hypersensitivity pneumonitis and lung diseases secondary 
to conditions such as scleroderma and rheumatoid arthritis.

In 2009 Dr George was awarded an Academic Clinical 
Fellowship in respiratory medicine at Imperial College. 
Securing funding from the Medical Research Council, Dr 
George went on to complete his PhD at the institute; focusing 
on the role of the immune system in pulmonary inflammation.

Dr George continues to be actively involved 
in clinical research and holds an honorary position 
at the National Heart and Lung Institute.

its newest consultants
Our multi-disciplinary team of 
experts ensure RB&HH remains 
a leader in providing innovative 
heart and lung treatments; 
meet the latest members to 
join our private care team. 

To refer a patient please contact 
privatepatients@rbht.nhs.uk

RB&HH welcomes 
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At RB&HH we look after the largest 
group of CF patients in Europe 
and one of the largest cohorts of 

patients with PCD in the world. These are 
lifelong conditions and so need lifelong 
care. They are both multisystem diseases 
but the most common and serious 
problems usually relate to the lungs, with 
development of recurrent infections and 
subsequent permanent lung damage.

Recent research has shown that MRI 
scanning can provide useful structural 
and functional information about how 
well the lungs are coping, importantly 
without any x-ray exposure. 

When the patients are young, and 
increasingly live much longer and 
healthier lives than in previous decades, 
keeping radiation exposure to a minimum 
becomes an increasing concern.

One of the most important advantages 
of this approach is the ability to use 
MRI in a repeating manner to follow 
disease progression or monitor the 
efficacy of treatments and interventions. 
Furthermore, these multisystem 
conditions may damage other organs 
such the liver, gall bladder and pancreas 
and may also cause sinus disease, all 
of which can be exquisitely imaged 
with MRI as part of a 'one-stop' 
comprehensive and short study.

Recent research suggests that MRI 
scanning can provide useful structural 
information about how well the 
lungs are functioning, without any 
exposure to x-ray radiation.

Dr Simon Padley, Director of Radiology at 
the RB&HH NHS FT, and who is leading this 
project with Dr Tom Semple, says “We are 
very excited to be collaborating with other 
academic centres, including researchers 
in Basel and Manchester, to refine 
these cutting edge MRI techniques and 
translate their important basic research 
into everyday clinical imaging tools. If we 
are able to continue along this exciting 
pathway of development we envisage that 
in a few short years the CTs and X-rays 
used today for PCD and CF imaging will 
be almost completely replaced by these 
new, safe and elegant techniques”.

Whilst RB&HH Specialist Care provides 
the very best in routine private 
patient MRI, CT, PET, x-ray, lung 
function and echocardiography across 
their 3 sites, research programmes 
remain an important component in 
delivering the highest standard of 
care to patients and their families.

For more information on this research, or 
any other research we do, please email us 
at research-findoutmore@rbht.nhs.uk

As leaders in the field of 
cardiac and respiratory 
care, Royal Brompton 
and Harefield Hospitals 
Specialist Care Outpatients 
and Diagnostics at 77 
Wimpole Street are 
contributing to valuable 
research into the field 
of magnetic resonance 
imaging of Cystic fibrosis 
(CF) and Primary Ciliary 
Dyskinesia (PCD).

Work funded by Royal 
College of Radiologists
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Cutting edge 
research  
into MRI for cystic 
fibrosis and PCD

Patients referred to us will receive the  
very best in care and clinical expertise. 

In Autumn 2017 Harefield Hospital will  
open new state-of-the-art private facilities.  
Here patients will be able to arrange short  
notice appointments and access:

–  Modern consulting rooms and diagnostic suites 

–  A rapid diagnostic service

–  Spacious inpatient private rooms, including  
4 HDU rooms, each with en-suite shower

For convenience private patients can be  
referred to a choice of three locations:  
Chelsea, Uxbridge and Wimpole Street.

Email privatepatients@rbht.nhs.uk 
Visit rbhh-specialistcare.co.uk

World Leading  
Private Healthcare  
Royal Brompton & Harefield Hospitals 
Heart and Lung Specialists 

Quickly 
Expertly 
Conveniently 



Royal Brompton Hospital 
Sydney Street 
London SW3 6NP 
Tel: +44(0)20 3131 0535 
Fax:  +44(0)20 7351 8535

Harefield Hospital 
Hill End Road 
Harefield UB9 6JH 
Tel: +44(0)20 3131 6858  
Fax: +44(0)20 7351 8535

RB&HH Specialist Care  
Outpatients and Diagnostics 
77 Wimpole Street  
London W1G 9RU 
Tel: +44(0)20 3131 0535  
Fax:  +44(0)20 7351 8535

www.rbhh-specialistcare.co.uk


