Arrhythmia Alliance
The Heart Rhythm Charity

www.heartrhythmcharity.org.uk

Promoting better understanding, diagnosis, treatment and quality of life for
individuals with cardiac arrhythmia



Syncope Trust And Reflex anoxic Seizures

Working together with individuals,
families and medical
professionals to offer support
and information on syncopes
and reflex anoxic seizures



Prof J.B.P.
Stephenson




life by syncope

100,000 experience loss of consciousness
30%(A)& 39%(C) Epilepsy misdiagnosed
3% of cases presenting in casualty

1% all hospital admissions

50% leave hospital without a diagnosis



15% SOB

15% Falls
13% Abdo Pain
9% Chest Pain

7% Syncope
5% Stroke

More common than Stroke/Chest Pain - and taken
together - the commonest presentation



e Dally activity affected 71%
* Restricted driving 60%
 Changed employment 37%
Linzer et al study (1994)
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“working together with individuals, families and medical pnofess nals

to offer support and information on syncope and reflex
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(BLACKOUTS)?

www.stars.org.uk

PO Box 175 Stratford-upon-Avon Warwickshire CV37 8YD

Tel: +44 (0) 1789 450 564 Fax: +44 (0) 1789 450 682
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GUIDELINES ON HO
TO ESTABLISH
RAPID ACCESS CLINIC
The Heart Rhythm Charity

Promoting better understanding, diagnosis
treatment and quality of life for individual:
with cardiac arrhythmias

rrthythmia Alliance

www.heartrhythmcharity.org.uk

Registered Charity No. 1107496 ©2007

correct

& accurate diagnosis

e Efficient & cost —effective
diagnosis

Syncope Trust And Reflex anoxic Seizures
WORKING TOGETHER WITH INDIVIDUALS, FAMILIES AND ME
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BREAKING NEWS

Heart Centre recently opened the UK's first
B e e
The ciinic will provide a multidisciplinary solution © the
challengedoctors frequentyface when  attempting
help sormeone with unesplained blackous.
o ot v o v e i
S iskot i e ABTO) Eouk Il & i
JEe T e g e
diagnosis for peaple suffering from unexpleined blackouts.

resour utiised_monitoring
i m ﬂlal)\nsls o makw; further specialist refeirals”
said Dr Paul Cooper, a

iy e e
Blackouts are one of the fist symptoms of an ifragular
syt » coniion whih cavses ovs 00,00 dsts
evary’ Sgpis ol esment s thertar Vi

hth re e thar 100 dedicatedhéort thythm speclis
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id the specialst

Adetailed

by an expert who can address the underying cause of the

blackouts.

Or Adam Fitzpatick, the brains behind the new dlinic
commented, “We're re
‘opened in Manchester, We hope 1o set a standard for a vital
senice that can be copied We will help to ensure
an accurate diagnosis for people suffering from unexplained
blackouts, allevating patient suffering and releasing over £13
milion of vital NHS healthcare resources * Up o 50 percent
pulation will suffer a blackout at some point

nously excitad that this cinic has

the blackouts
Electroencephalogram (EEG),which can help exclude epilepsy
Electrocardiogra (ECG), which can dentfy underlying heart
hythm problems

blackouts are sufficiently frequent, a wearable heart
monitor can record 24 hours of hiart yth data
Long term heart shythm monitoring 15 used to uncover
B DL T

alloy

o R e e
with 3 Tit Table Test (ITT), although this approach has a

during their fetime.
blackouts, 50t can bea long and diffcultprocess to reach an
accurate diagnosis of the underbing. problem.  Blackouts
lggered by a cardiowascular cause can appear smiar to
eplleptic seizures and It is estmated that approximately
28 percent of patients currently diagnosed with epilepsy are
misdiagnosed at a costof £46 millon.
Within the Rapid Access Blackout Clinic, a multdisciplinary
team drawn from cardiology, geriatrics, neurology, paediatiics
and psycholoay will woik togather at the Manchester Heart
Contre,fast racking diagnosis and the provision of appropiiate
e o patients.
“The advent of Rapid Access Blackout Qinics wil help to
improve patnt car, aning Wt cadac, neuclogal
gorn felet oo emogiel sl s )
etamine the atse. of blckouts, The combination of
Gecpline witin o diic il abo” e Wid @

STARS
Freephone 0800 0286362
+44 1789 450564

www.stars.org.uk trudie@stars.org. ik
PO Box 175 Sirotord Upon Avon Wervickshire CV37 8YD U

high rate of
“Rapid access blackouts clinics are a vital resource to help
imgrove the accurate disgnoss and veemant of bacouts
hythmias” stated Trudie Lobban, Chief Executive of
SRS, Chun i s Wit h\a(kauu “A wrong
dagress an have 2 danpths et on peopis fe n
acion 10, pratening accas o appoNats Hea
e, et Pl e 1 e ot st
consequences.”
The first Rapid Access Blackout Clinc has been introduced
following new guidelings, published in 2005 in the National
Senvice Framework for Coronary Haart dissase, which called for
the introduction of such clinics for patients with artythrias
and blackouts
People with blackouts often_report_injuries_fiom _their
sudden fal, which occur in p to 30 percent of patients
‘okler than 65 and cost the NHS about £1 billon every year.
Short term_conseqiences such as arety, embarassment
and epsodes of incontinence dusing blackouts add 1 the

“The Rapid Access Blackout Clnic herakds a new way in
which blackouts will be diagnosed and tieated, opmising
patient care” stated Dr Ftzpatick.

STARS conference at the Heart Rhythm Congress 2007
to register please visit www.heartrhythm.org.uk

Patrons: Frof. John STEPHENSON, Dr Wiljam WHITEHOUSE, rof. Chisopher MATHIAS, Prf. Rose Ann KENNY,
Dr Adom FTZPATRICK, Dr Woor WIELING, Si Rogor MOORE, TWIGGY Lavon & John BURTON RACE
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¥ to promote research
*every day

*for every age group
*in every country in the world

*with doctors from every relevant field






To improve Awareness, Diagnosis and Treatments leading to

a better Quality of Life for those with Cardiac Aechythmias

AlA AlA



« Prompt government to set targets for
their diagnosis and treatment



how frightening and worrying this
can be for yourself and your
family, and in your case also for
the government and the country!

... ' would like to extend a
personal invitation to meet you at
the launch of the Arrhythmia
Awareness Week campaign at
Westminster...

| do hope you will lend your
support...



10 DOWNING STREET
LONDON SWIA 2AA

27 December 2003
THE PRIME MINISTER

beo foge ,

Thank you for your letter of 5 December enclosing information about
STARS (Syncope Trust and Reflex Anoxic Seizures) of which you are Patron. [
was interested to read of the important work that the Charity has done in recent

years 10 raise awareness of various types of syncope.

1 well understand how you felt about your recent experience. I do hope
that the fist UK Arrhythmia Awareness Week in May will be a success.
Unformunately due to my other diary commitments I will be unable w0 attend the
Jaunch but I wish you and the other campaigners every best wish for 2004,
I, on  Omeared Al iruxfi MM,
L s [/5-“ s de Lo g0
Tk ke the

Sir Roger Moore KBE ’




10 DOWNING STREET
LONDON SWI1A 2AA

THE PRIME MINISTER

I congratulate the parmership on coming together for the first UK
Arrhythmia Awareness Week and wish you every success. The partnership
between STARS, the Sudden Adult Death Trust (SAD), the Cardiomyopathy
Association (CMA) and the British Cardiac Patients Association (BCPA) during

this week will increase the profile and improve knowledge of cardiac arrhythmias

within the community.

The Government is committed to reducing mortality rates from heart
disease by at least 40 per cent in people under 75 by 2010. The National Service
Framework for Coronary Heart Disease, published in March 2000, set the
agenda for the modernisation of CHD services over a ten year period and set
standards for improved prevention, diagnosis, treatment and rehabilitation and
goals to secure fair access to high quality services. This investment will lead to

quicker access to diagnosis and treatment for people suffering from rhythm

o B

—

disturbances.

12 May 2004



VIASS VMIEDIA CAMPAIGIN

STARS volunteer takes her campaign to Tondon

“Watford Qbserver - 14 May 20047~
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“There are no plans to extend the National
Service Framework (NSF) for Coronary
Heart Disease”

Melanie Johnson, Public Health Minister



“The issue of arrhythmia and its management
and how this might relate to the NSF

IS currently under consideration.”
Melanie Johnson, Public Health Minister



“...NSF for Coronary Heart Disease...

does not mean it is incapable of extension.”
Melanie Johnson, Public Health Minister



“... could lead to the drafting of a new

chapter...”
Melanie Johnson, Public Health Minister



“...reassure you that we are aware of this area
of concern, and are giving the management

of arrnythmia active attention.”
Melanie Johnson, Public Health Minister






Czar, 98 MPs, 75 clinicians and healthcare
executives, and 150 charity volunteers

— Additional media coverage of arrnythmias (and
the importance of their diagnosis and treatment)

— Promise by Government officials to amend
the NSF with a new chapter on arrnythmias



Arrhythmia Alliance
The Heart Rhythm Charity

www.heartrhythmcharity.org.uk

Promoting better understanding, diagnosis, treatment and quality of life for
individuals with cardiac arrhythmia



 Is acoalition of charities, patient groups, patients, carers, medical
groups and allied professionals. These groups work together under

the A-A umbrella to promote timely and effective diagnosis &
treatment of arrhythmias.

« The A-A supports and promotes the aims & objectives of the

Individual groups. ! | |

Arrhythmia Alliance
PO BOX 3697 Stratford-Upon-Avon Warwickshire CV37 8YL The Heart Rhythm Charity

T: 01789 450787 E: info@heartrhythmcharity.org.uk W: www.heartrhythmcharity.org.uk




Cardiac Networks, SHA’s, Ambulance Services,
Resuscitation Council, Patient Groups, Post Graduate
Centres, Industry, Individual patients and carers

TOTAL: 17,500 (+RCN 400,000!)



Arrhythmia Alliance
The Heart Rhythm Charity

Promoting better understanding, diagnosis,
treatment and quality of life for individuals
with cardiac arrhythmia

Registered Charity No. 1107496 ©2007

NATIONAL REQUIREMENTS -
LOCAL IMPLEMENTATION

Summary of National Service Framework for
Arrhythmias & Sudden Cardiac Death

Coronary Heart Disease

www.dh.gov.uk



*Reception at No
*Dept of Health

*Expert group to produce guidelines

sImplementation Board

«SCD Board

*NHRMD Taskforce

sPatient Education, Information & Support

*British Heart Foundation
«Steering Group — arrhythmia nurses
«Steering Group — education & training
«Steering Group — Teen web site

0 Downing Stree



Government & Dept of Health
*Change government policy and influence future policy
maker
*Bridge the gap between patient/clinician/government

* Medical Groups
Influence government & provide accredited information
*Ensure patients receive the treatment to which they are
entitled

 Industry
*Resources & Expertise
*Procurement



*Advocacy with Dept of Health

*Greater understanding amongst the medical profession
of patients needs

«Stronger fund raising — for research, education projects



Medical Profession approach the Alliance before the
Dept of Health!

Government officials LISTEN to the voter!
Trust — there is no ulterior motive
No perceived conflict of interest

Patient choice



access to appropriate treatment”

« Will achieve this through advancing




e 100,000 sudden cardiac dea
pa

* 1 million arrhythmia s ers

e 120,000 loss of consc'ousness
pa

e 30% adults & 39% chilaic
incorrectly diagnosed with
epilepsy, many have an

—underlying, potential fatal,

cardiac arrhythmia
O 1.5 million ho | I (a

Build awareness in

General Population &
Primary Care

Support network




Arthythmia Alliance

Home

Promoting setr anderstandin, dignosis, estmant

The Heart Rhythim CHArity and quley of e for indvidal it Codac Arythma

T 01789 50787
fo@arbythmisallanc o ok

Home.

About Arhythmia Aliance|
News & Evens
About Arhythmias
Medical Area
NSF - Chapter 8
Members
Links.

Forum

Welcoms to the patient page, where w will ty to answsr the questions you may have sbout
anhythrias

What is an arrhythmia?

A cardiac arhythmia i whee he heat beats (o fst, 00 sow or
bet gy | s s g ofconddorsfun i
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Patient Information

Arrhythmia Alliance
The Heart Rhythm Charity
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Catheter Ablation

Information booklets:
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Pacemaker/CRT

Sudden Cardiac Arrest

How to Establish Rapid Access Clinics

|ICD Deactivations
Testing Using Drug Injections
Drug Treatment for Arrhythmias

Blackout Checklist

Arrhythmia Alliance
The Heart Rhythm Charity

Promoting befter understanding, diagnosis,
treatment and quality of life for individuals
with cardiac arrhythmias
et i 1075 €08
Bradycardia
(Slow Heart Rhythm)

Arrhythmia Alliance

The Heart Rhythm Charity
Promoting better understanding, diagnosis,
treatment and quality of life for individuals
with cardiac arthythmias
AP -——

CRT / Pacemaker
Patient Information
www.arrhythmicalliance.org.uk
' ey -

Arrhythmia Alliance
The Heart Rhythm Charity

(B ety eile Uncla o divgy iapies
treatment and quality of life for individuals
with cardiac arrhythmias

Regerrd iy o 1107496 02007

Implantable Cardioverter
Defibrillators (ICDs)
in Dying Patients

- % P

Arrhythmia Alliance

The Heart Rhythm Charity
Promoting better understanding, diagnosis,
treatment and quality of life for individuals
with cardiac arrhythmias
-

X Arrhythmia Alliance
Tachycardia
(Fast Heart Rhythm) The Heart Rhythm Charity

Promofing befter undersianding, diagnosis,
reatment and quality of life for individuals
with cardiac arrhythmias
womesct e

Physical activity and exercise
advise for patients with an 1CD

Arrhythmia Alliance
The Heart Rhythm Charity

Promoting better understandi iagnosis,
freatment and quality of life for individuals
with cardiac arhythmias

Cloy o 188 05
ICD/CRT
Patient Information

s i

Arrhythmia Alliance

The Heart Rhythm Charity

Promoting better understanding, diagnesis,

freatment and quelity of life for individuals
with cardiac arrhythrias

Regnrad iy No. 107456 21008

What can | do about
Sudden Cardiac Arrest?

Arrhythmia Alliance

The Heart Rhythm Charity
Promoting better understanding, diagnosis,
treatment and quality of life for individuals
with cardiac arrhythmias
g oty . 107498 82008

Guidelines on how to establish »

- g Tt a8 T suani eimres

“werking ogether i ndviduols, fniles ond mg
1o o s ion on syncape and rfl

Rapid Access Clinics m y‘“&

THE BLACKOUTS

DO YOU OR YOUR CHILDREN
SUFFER FROM UNEXPLAINED
LOSS OF CONSCIOUSNESS
(BLACKOUTS)?

www.stars.org.uk

PO Box 175 Siratford-upon-Avon Warwickshire CV37 8YD
Tol: +44 (0) 1789 450564 _Fax: +44 (0) 1769 450 682
Emil: rudie@stars.org.uk
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|Total | 3,749,549  |36,450
Quarter 1 62,721
Quarter 2 47,240
Quarter 3 46,969
Total 156,930

NEIEPHGRE 22,939




UK Heart Rhythm
Congress 2006

* Held at The National Motorcycle
Museum, Birmingham.

» Only 150 delegates were expected to attend, 800 delegates registered for the
meeting.

UK HEART RHYTHM CONGRESS 2006
| would attend the meeting again next year

* Evaluation results show that nearly WEL
100% of delegates would attend HRCO7

OYes
ONo
l No Comment

Endorsed by
()

_ LuV ™ British
% Heart Rhythm SOCletYH%Jggfnygzm British Society for Heart Failure ] O CeldioveRotr

Society




Heart Rhythm o ——

Congress

Hilton Birmingham Metropole

e International Speakers
e Live Cases

o Patient Day

* Devices and Intervention Courses

www.heartrhythm.org.uk

Endorsed by

Tel 01789 451831 British

() )
E-mail: aa@stars.org. Uk (O Hicart Rhythim sw@



Regional Meetings 2007 Overall Evaluation Result

and Scotland Regional Meeting is yet to be confirmed. 17%
O Aerage
* Possibility of an Irish Regional Meeting oo
« Up to 100 delegates at each meeting -
» Evaluation results show that all meetings were, again
a success
- — i (
DLy PICKED
o --‘.’-: HOTELS ———
Sponsored by
Cardione(its @ ST JUDE MEDICAL SORIN._

= .7.Bo§ton s
& Medtronic EETN & BIOTRONIK




Arrhythmia Alliance

Promoting better undarstanding, disgnosis, trestmant

Home

The Heart Rhythm Charity ang qualiy of Ife for individuals with Caraisc Arsbythmia

Tel: 01789 #50787
info@arbytimisallisnce.org uk

Rbout Arthythmia Alliance
News & Events
About Arthyihmias
Medical Area
NSF - Chapter 8
Members
Links

Forum

Welcome 1o the patient page, where we will try fo ansver the questions you may have cbout
antythmizs

What is an arrhythmia?

Acardiac arthythmia is where the hecrt beats too fest, too slow o°
beats iegularly |t covers 3 range o° condilons fiom a transien
loss of consciousness (T-LOC) and Reflex Anoxic Seizures, to
Cardiomyopathy and Sudden Adult Death Syrdrome (read more)

e
Specialist
UPDATES

(01/05/07) Added: ICD/CAT|
Patient Info

(0DHT7) Added
Booklet Order Form

(QUDHO7) Added
Physical Activiy and

lexercise advice frr patients|
with an 1CD

Added:
“NATIONAL
IREQUIREMEN OCAL]
IMPLEMENTATION
Summary of National
Senice Framewark for
Arthythmias & Sudder

Donate
Become a member

Information on establishing Rapid Access Blackout
Clinics

*Drug Protocols

*Cardiac Rehabilitation
*Business Case Templates
*Collection of presentations
*Medical Papers

*Medical Forum



Implementation of the NSF
« Highlight greater awareness within primary care

e Target GPs In person with A-A/STARS
promotional material

* World Awareness Day — 17" June 2007

With volunteers hosting events to achieve these objectives



Arrhythmia Alliance
The Heart Rhythm Charity

!ﬂ HeartScreen

America
Screening Hearts, Saving Lives™ Soclety

www.heariscreenamerico.com www.bcs.com

Usa UK

British
Cardiovascular

w
Syncope Trust And Reflex anoxic Seizures

Q} Sudden Cardiac Death M
(in the yuung) AFRICA
‘. Suppur‘t Er‘uup PREVENT ARRHYTHMIC CARDIAC EVENTS

wwww.paceafrica.org.za

www.parentheartwatch.org www.scdyoung.ie

South Africa

USA Ireland

Sudden %
Association "

Poower and possion, saping lives Stichting ICD dragers Nederland Ta@ It ([b j.[eart”'

www.stin.nl
Motherlands

PACES

www.suddencardiacarrest.org
USA

USA

*°

HR-UK
Heart Rhythm UK

Ashley Jolly

Sudden Adult Death Trust

SADS UK

Sudden Arrhythmic Death Syndrome

www. Takelt ToHeart. org

The Blackouts Trust

STARS:US Inc

=SADS | &

FOUN DATION _ )
Sudden Arthythmia Death Synd Cardiac Inherited
Disease Group
www.sads.org New Zedlanid
www.cidg.org
USA
New Zealand
L

SAVING

{OUNG

HEARTS

WWW. Savi ngyounghearts org

USA

www,safeathletes.org
USA

The British Society for Heart Failure
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