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



e “Trudie, would you
start a little support
ou

4

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)






CARDIOLOGY
PAEDIATRICS - GERIATRICS

PSYCHOLOGY

Medical Advisory Committee
(STARS MAC)



Symcape Trast And Beflex auoxic Selznres

*working togsther with individuals; familiss and madical p
o offer support and infarmation on syncopa and wefler o

DO YOU OR YOUR CHILDREN

SUFFER FROM UNEXPLAINED

LOSS OF CONSCIOUSNESS
(BLACKOUTS)?

www.stars.org.uk

PO Box 175 Stratford-upon-Aven Warwickshire CV37 BYD
Tal: +44 [0) 1789 450 564 Fox: +44 (0) 1789 450 682
Email: trudis@stars.org.uk

Engivered Chariy Bg, 1034898



¥ 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



STARS volunteer takes her campaign to Lond
Mum raises awareness
at Westminster launch
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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



Arrnythmia Alliance

The Heart Rhythm Charity

Trudie Lobban
Founder & Trustee

F el T LS
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 |Is a coalition 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
arrnythmias.

 The A-A supports and promotes the aims &
objectives of the individual groups.



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

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



C Heart Di Sarvka
oronary Heart Disease

Chapter Eight

Arrhythmias and Sudden
Cardlac Death

www.dh.gov.uk



Executive Committee

President - Prof A John Camm

Dr Phillip Batin Mr Robert Hall
Mr Pierre Chauvineau Dr Guy Haywood
Dr Campbell Cowan Mrs Sarah Jacob
Dr Meil Davidson Mrs Anne Jolly
Dr Wiyn Davies Ms Sue Jones

Mr Steve Gray Dr Gerry Kaye

Dr John Morgan

Mrs Jayne Mudd

D Francis Murgatroyd
Dr Richard Schilling

Dr Graham Stuart

Mrs Jenny Tagney

Mr Paul Turner

Trustees - Dr Derek Connelly Dr Adam Fitzpatrick Mrs Trudie Lobban

Arrhythmia Alliance

P O Box 3697 Stratford Upon Avon Warwickshire /37 8YL

Arrhythmia Alliance
The Heart Rhythm Charity

Promoting better understanding, diagnesis,
treatment and quality of life for individuals
with cardiac arrhythmias

NATIONAL REQUIREMENTS -
LOCAL IMPLEMENTATION

summary of National Service Framework for
Arrhythmia’s & Sudden Cardiac Death




*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



Physiologists; RCN; Government; Dept of Health;
Industry; LMCA,; Age Concern; ICD Support Groups,;
BHF; CHF; Patients Association; British Army Corps;
USA Patient Groups; Eurordis; NORD; IAPO; Spanish

Heart Patient Groups; French ICD Support Groups
(APODEC); SADS UK; SADS USA,; SADS Canada,;

SADS Australia; CMA; STARS,; etc

AlA AlA



*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
foss of consciousness (LOC) and Refx Anosic Seiures, fo
Cartiomyopaty and Sudten Aduk Dth Syndrome (zad more)

Become a member

Find a Heat Ahihm
Soecilist

UPDATES

\010507) Adtec: 1CO/CRT]
Fatient nfo

000407) Addes
Booklet Order For

000407) Added
Physical Aty and

Jxercice athice or patents
withan (D

Added:

“NATIONAL
IREQUREMENTS - LoCA]
IMPLEMENTATION

Artythias & Sudden

Patient Information

Arrhythmia Alliance
The Heart Rhythm Charity

Promairg betier undeesianding, dingnoas,
pechmert ared q:uuh\- ahlife for individuals with
cardias anhythmics
Bagpren Clarmh, IEOFR R

Catheter Ablation

Information booklets:

10 DOWNING STREET
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general/patients/carer’s

Website
Congresses

Articles, Newsletters
Telephone helpline

AAAW

AlA "

e proseil
Arrhythmia Alliance Conference brings together
DoH Heart Team, Arrhythmia Experts & Patients
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NATIONAL SERVICE FRAMEWORK (N5F) FOR CORONARY HEART DISEASE

- - CHAPTER EIGHT - ARRHYTHMIAS AND SUDDEN CARDIAC DEATH
QUALITY REQUIREMENT ONE - PATIENT SUPPORT
Qualiry Requirament Ones Perient Support Parlent Suppor Groups
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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

smih o s






VWensite

1,006,443 3546

Jan 20,526
Feb 21,706
Mch 20,489

16,867

IEIEPNONE 2,638




C Uo — INU \|U

Implementation of NSF Chapter 8

USA/ NORDIC /NETHERLANDS / FRANCE / SWITZERLAND / SPAIN

RCN School Nurses Conference — London

The 7th York Cardiac Care Conference — Rehabilitation
DoH - SCD / NHRMD Taskforce

AED - First responders & AED coys

BHF — ACC / CVD TASKFORCE




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









\NccU. T C C X 9l0(=40 O JC al lU Ovel -

react, inadequate support provided, basic lack of
awareness

 Resources: Website, Information pack, Staff
Training DVD, In-school Presentations




Iclentliyirg &
\EP) Cife)i

Affiliation to A-A

Accredited information endorsed
by Dept of Health



1 A=A offer
S[OL0S7

e Volunteer Training
e Helpline support and advice

e Promotion of events & meetings via A-A website
& e bull

 Free membership for patient & carer



Affiliate groups will receive:
Accredited & DoH endorsed information
Helpline support & advice

Free website hosting & design

Group management guidance

Free A-A membership



NEED:

* Approx. 100,000 people suffer cardiac arrest per annum
in UK

RESOURCES:

 Website, awareness materials, media campaign, public
launches



AAAWOT will focus on further awareness and fundraising to ensure that more
Automated External Defibrillators (AED) are available to the general public to be trained
In their use in order to save more lives.

We are looking for even more volunteers to help during AAAWO7 and would like to at
least double the number of events (www.aaaw.org.uk).

“It is important that healthcare services meet the needs of patients affected by arrhythmia
and they receive the same expert care that | received. | was lucky to have expert advice
and treatment. My heart goes out to families who have suffered bereavement through
sudden cardiac death”.

Bill Beaumont OBE - Patron of Arrhythmia Alliance



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

M ea rtS C ree n e British Ashley Jolly
America Cardiovascular

Syncope Trust And Reflex anoxic Seizures SCIEEI"I |ng Hearts SaV|ng I-l ves” SOCiety Sudden Adult Death Trust

www.heariscreenamerica.com www.bcs.com SADS UK
USA UK Sudden Arrhythmic Death Syndromo

Sudden Cardiac Deatht. MM - | @SADS ==
(in the YUUI’Ig) AFRICA ‘\ FOUNDAT'ON

REVENT ARRHYTHMIC CARDIAC EVENTS Sudden Arrhythmia Death Syndi Cardiac Inherited

Support Group

Disease Group
wwww.paceafrica.org.za www.sads.org New Zealand

www.parentheartwatch.org ~ www.scdyoung.ie www.cidg.org

A South Africa USA
Us Ireland New Zealand
( ': i 1 " as- SAVING

Association Y Noune

Ry saving lives Stichting ICD dragers Nederland q—'a@ It flb j—[eaﬂ“ HEAR‘S
www.suddenﬁasrglacarrest.orq www.stin.nl www. TakeltToHeart.org v cavi nhearts org

Motherlands USA
PACES LS

www,safeathletes.org

LISA

HR-UK .‘.
Heart Rhytha UK ' The British Society for Heart Failure
i oy — The Anthony Bates Foundation www.bsh.org.uk

Electrophysiology Society

www.hruk.org.uk www.pediatricepsociety.org www. livewiresni.org UK
UK USA USA

USA



Work to support & promote the aims &
objectives of the individual patient group
members of A-A

Booklets in every hospital and widely in primary
care

Educational presentations distributed to public
Professional Telephone support 24/7

Congresses, patient meetings, awareness
events

Leverage links with international sister



of an

Alllance



