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Welcome to the Inherited Cardiovascular
Conditions Service at Leeds General Infirmary.
The Inherited Cardiac Conditions service is
based at the Yorkshire Heart Centre and the
Regional Genetics Centre in Leeds. We are a
specialised genetic and cardiac service covering
the Yorkshire region and run by a dedicated
multidisciplinary team.

The aims of our service

We look after patients and their families with a wide range
of genetic conditions that affect the heart. These conditions
are rare and may affect not only yourself but potentially
other family members. We aim to provide information, risk
assessment and appropriate screening for individuals and
families who are suffering from or at risk of an inherited
cardiac condition.



What to expect when you attend our clinic:

Inherited conditions are often difficult to diagnose so we
often need to do a number of tests on your heart.

We try to do as many of these tests as possible during your
1st appointment. However this may not always be possible,
ocassionally you may be required to have investigations in
advance of or after your clinic appointment.

You will see a Consultant or clinical nurse specialist, with
allocated time to assess any symptoms, talk to you about your
family and family tree, provide the results of any tests and
discuss in detail further tests or treatment you might need.

You will be given plenty of opportunity to ask questions.

To fit all this in takes some time so please expect to be in
the hospital for 3-4 hours.

You will be given an information pack, which includes
contact details, patient information about the relevant
heart condition, information about supporting charities and
information sheets for your relatives.



Additional information about tests

ECG

This is a tracing of your heart and takes a few minutes.

You will be asked to undress to your waist while electrodes
stickers are positioned to record your heart beat. This test is
performed by male and female physiologists. All patients will
have an ECG for their appointment.

Signal averaged ECG

This is a different type of heart trace that takes about 20
minutes to record and gives us an average recording of your
heart readings. Most people don’t need this test.

Holter monitor

This is a machine that records your heart trace over a longer
period of time. You will take the machine home which will
allow us to record your heart trace while you are going about
your normal routine. You may not need this test. If you do,
you will receive a separate letter from the department asking
you to attend the ECG department at the LGI.

Echo

This is an ultrasound scan of your heart and takes about
30 minutes. You will be asked to undress to the waist and
a gown will be provided. A probe will be placed on your
chest allowing us to record the images needed. This test
is performed by male and female physiologists. Almost all
patients will have an Echo scan.

Exercise test

This test involves recording your heart rate while you walk or
run on a treadmill. You are advised to wear comfortable, low
heeled shoes. The test takes about 30 minutes. Not everyone
needs this test.
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Useful information

Inherited Cardiac conditions may involve more than one
member of the family. Prior to your appointment it may

be useful to gather details of the medical history of family
members. You may be contacted by one of our team to gather
this information. This will also be an opportunity to explain
more about the service and answer any immediate questions.

Examples of information which may be helpful:

e family tree, names, dates of birth and medical history of
close relatives (if known)

¢ relevant death certificates, post mortem reports or
photographs (if available)

Please do not worry if this information is not available as we
may be able to request this at a later stage.

Confidentiality

All information received will be used to help with the clinical
assessment and will be kept confidential.

As these conditions often run in families, it is important to
be able to share some of your medical information with
other family members. This is however your choice. We will
check with you whether you are happy to share basic medical
information with your relatives.



Support and counselling

We offer support and counselling to individuals and families
who are affected by inherited cardiac conditions and
arrhythmias.

Support is available for those who have had a bereavement in
the family due to sudden cardiac death. Also those who have
been diagnosed with or are anxious about the potential risks
of a hereditary cardiac condition.

Counselling support can be accessed at any time; it may be
before attending the Inherited clinic or some time later,
whenever it may help.



Meet the team

Meet the individuals who all work closely together to try and
provide the very best service that we can. This multidisciplinary
approach is one of the strengths of our service and allows all
patients, whatever their age, to see the appropriate person
with the most expertise in your condition.

Consultant Cardiologists

Dr Stephen Page
(Arrhythmia and heart
muscle)

Dr Alex Simms
(Arrhythmia and heart
muscle)

Dr Anshu Sengupta
(Arrhythmia and heart
muscle)

Dr Wazir Baig
(Aortopathy)

Genetic counsellor
Kathryn Moore

Paediatric Cardiologists

Dr Grazia Delle Donne
(Heart muscle)

Dr Dominic Hares
(Arrhythmia)

Dr Sarah Boynton
(Arrhythmia)

Consultant Geneticists
Dr Katrina Prescott

Dr Verity Hartill

Secretary phone number:
0113 392 4563

Telephone: 0113 392 4457 and 07789 003 997
Email: leedsth-tr.clinicalgeneticsleeds@nhs.net

Specialist Cardiac Physiologists

Gemma Bassindale

Charlotte Knowles

Jonathan Milner



Kath Ashcroft

07789 003 997

ICC Co-ordinator,

Genetic counsellor
Telephone: 0113 392 4436
Secretary: 0113 392 4456
E-mail: kathashcroft@nhs.net

Point of contact for clinical questions

Adults:

Annabel Nixon, Rachel Walker

ICC Nurse Specialists,

Telephone: 07584 184 602

Email: leedsth-tr.iccservice@nhs.net

Children:

Beth Lunn

Paediatric ICC Nurse Specialist
Telephone: 0113 392 5467
Email: CCNS.LGI@nhs.net

Note: for questions relating to the scheduling of your
appointment please use the contact number for the
administration team found on your appointment letter.

Yorkshire Regional Genetic Service, Chapel Allerton Hospital
Yorkshire Heart Centre, Leeds General Infirmary



Ongoing support

British Heart Foundation
Tel: 0300 330 3311
www.bhf.org.uk

Marfan Association

Tel: 0125 281 0472
www.marfan-association.org.
uk

Marfan Trust
www.marfantrust.org
Tel: +44 (0)20 8725 5248

SADS UK
www.sadsuk.org.uk

Arrhythmia Alliance
www.heartrhythmalliance.org

Cardiomyopathy UK
Tel 0800 018 1024
www.cardiomyopathy.org

Pumping Marvellous
Telephone: 0800 978 8133
www.pumpingmarvellous.org

Cardiac Risk in the Young
Tel: 0173 736 3222
Www.c-r-y.org.uk

Credible Meds
(for Long QT Syndrome)
crediblemeds.org

Brugada Drugs
www.brugadadrugs.org
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Membership of TAKE HEART is open to anyone for a once only fee of £1.50. In return you will receive
a regular newsletter keeping you informed of the charity’s activities.
YOU CAN ALSO JOIN ONLINE AT: www.takeheart.net
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An attractive Take Heart badge is available at £1.00. Please indicate the quantity required and add the
cost to the Membership fee.

No of Badges requIired: ..........ccoocveiiiiiiieciiieeeee e

I 'enclose @ cheque fOr ... o.ooi i payable to TAKE HEART.

DONATION FORM

Donations should be sent to: THE TREASURER, TAKE HEART, ‘F* FLOOR, JUBILEE WING,
LEEDS GENERAL INFIRMARY, LEEDS LS1 3EX.

If you are a UK taxpayer, the Charity can benefit further from your donation.
If you would like further details, please tick this box: I:l

PLEASE MAKE ALL CHEQUES PAYABLE TO TAKE HEART.

DONATIONS ARE ALWAYS WELCOME AND WILL BE
ACKNOWLEDGED, AND PUBLISHED IN OUR NEWSLETTER

Please send completed Membership/Donation forms to:
THE TREASURER, TAKE HEART, ‘F' FLOOR, JUBILEE WING,
LEEDS GENERAL INFIRMARY, LEEDS LS1 3EX. TEL: 0113 392 2888. EMAIL: office@takeheart.net



Registered Charity No. 1002063

WE ARE TAKE HEART

Take Heart is a small, but professional charity, run on a completely voluntary basis, raising
funds exclusively for the Yorkshire Heart Centre at Leeds General Infirmary, St James's hospital
and its units within The Leeds Teaching Hospitals NHS Trust. We were founded in 1989 by a
small number of heart patients wishing to return something for the excellent care received.

From a small beginning, we have raised nearly six million pounds and this has been used
to provide comfort and enhance the surroundings for the many thousands who visit the
centre every year. We have also made significant progress in supporting staff in their work and
improving their working environment.

Some of the major achievements of the charity are the provision of a suite of relatives rooms
available free of charge when required, a roof garden providing a peaceful area for patients
and relatives, and an internal garden. We provide free bedside television, free telephone calls
and free internet for all patients on the heart wards and we have recently provided changing
rooms for an additional MRI scanner. Take Heart have refurbished most waiting areas and
made sure that patients enjoy comfort of the highest standard. We also fund information
booklets (such as the one you are now reading) which are available in all the Heart Centre
wards.

Look around and you will see many items provided by Take Heart. One of the schemes we are
most proud of is the Take Heart Suite, costing nearly £500,000. This suite has been created to
provide a unit for patients to be admitted to instead of a ward for planned procedures such as
pacemakers. This increases the number of patients who can be treated in a day and reduces
waiting times, In the first year alone over 1,000 patients went through the suite. Patients can
relax there in comfort after their procedure before they go home. The staff who work there
get so much positive feedback from patients and they love working in the new environment.

Take Heart funds are raised in many ways - through donations - events - sponsorship, and
bequests, mainly through its thousands of members and supporters.

We would love you to become a member of Take Heart. As a member, you will receive our
newsletter four times a year and if you wish to take part in anything, this is absolutely at
your choice. Please note that you will never be bombarded with follow-up mail. You can
join by going to our web site www.takeheart.net or picking up a form from any ward
reception area.

Gina McGawley Use your SmartPhone
Chairman, Take Heart. to visit our website
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FOR MORE INFORMATION CONTACT:
Take Heart, 'F’ Floor, Jubilee Building,
Leeds General Infirmary, Leeds LS1 3EX.
Tel: 0113 392 2888.

Email: office@takeheart.net

Web: www.takeheart.net
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© This booklet is copyright.

Further information regarding this booklet and
its reproduction can be obtained from:
Cardiac Rehabilitation Team, D Floor, Sunshine Corridor, Old Site,
Leeds General Infirmary, Great George Street, Leeds LS1 3EX.
Tel: 0113392 8110 or 0113 392 5639.
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