Arrhythmia Alliance
The Heart Rhythm Charity

The Role of Arrhythmia Alliance

Promoting better understanding, diagnosis, treatment and quality of life for

individuals with cardiac arrhythmia



* |s 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. | | l

Arrhythmia Alliance

AMW Stratford-Upon-Avon Warwickshire CV37 8YL The Heart Rhythm Charity
T: OL¥89 450787 E: info@heartrhythmcharity.org.uk W: www.heartrhythmcharity.org.uk




Arrhythmia Vision

receive Information, support and rapic
access to appropriate treatment”

« Will achieve this through advancing

Awareness
S

Diagnosis & Treatment
- -

Improved
AM uality of Life of those affected




THE A-A PARTNERSHIP

Nurses, Physiologists, GPs, Practice Nurses,
Paediatricians, Geriatricians, PCTs, Cardiac Networks,
SHAs, Ambulance Services, Resuscitation Councill,
Patient Groups, Post Graduate Centres, Industry,
Individual patients and carers

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

AJA



Working
with
Government _‘

N




What can we achieve together?

«Advocacy with Dept of Health

*Greater understanding amongst the medical profession
of patients needs

«Stronger fund raising — for research, education projects

AJA



Why do we need an alliance?

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

W éatient choice



Arrhythmia bridges
the iInformation-care gap

PROBLEM

e 100,000 sudden cardiac dea

e 1 million arrhythmia su

e 120,000 loss of consc .usness p

 30% adults & 39% ch 'dren are
incorrectly diagnosed  ©
epilepsy, many have an
underlying, potential fatal,
cardiac arrhythmia

o 1.5 million hnqpital dayq

Build awareness in

General Population &
Primary Care

Support network




This Is achieved through a
number of information channels

e Information booklets:
general/patients/carers

e A«AA . Website

Arrhythmia Alliance e COn g Fesses

The Heart Rhythm Charity
Fromairg betier undersianding, diognous,

rail oo e Articles, Newsletters

Catheter Ablation

Patient Information

= mm ° Telephone helpline
e | o AAAW

AL .




Palpitation Checklist

Arrhythmia Alliance

The Heart Rhythm Charity

Fromaoting better understanding, diagnosis,
treatment and quadlity of life for individuals

with cardiac arrbythmias

by

h

Palpitation Checklist

www.heartrhythmcharity.org.uk
Registered Charity No. 10745 ©2008



Arrhythmia Alhance
The Heart Rhythm Charity

How to find more information

Alstofussful stescan befound at -wiwwheartrhy thmechanityong k. Thiskist is not exhaustiveand it s constanty evolving.
Ifwe have exduded anyone. please accept our sncerest apclogies and be assured that as soon as the matter is trought to
the attention of the Arrhythmia Aance. we wil quicly act to ensure maximum mchsivenes in our endeavours.

f you wizh to mntoct us drect plecse phone on 07789 40 77 or emal heor triythm @stors.orguk

The following Arrhythmia Allance patient bocklets are avalable to download fom our website or to order please ¢
01785 450 787

+ Aerhythmia Checkbst - Could your * Bectrophysiology Studies * Pabpitation Checklist

heart rhythm protiem be = Exercsng With an ICD = Remota Monitorng for KDs

dangerous! . FAQs * Sudden Cardioc Arrest
At Fordaton = Heart Riythm Charty - Supravertriadar Tacyearda (SVT)
+ Blockout Checkist * Hghéghting the \Work of the + Thchycarda (Fast Heart Rhythm)
+ Brdyarda (Sow Heart Reythm) Arrhythmia Alance = Testng Usng Drug lections 1o
-+ CRTICD - KD imestgate the Possbity of a Rk
* Catheter Abkaton * implantabie Loop Recorder for Sudden Cardiac Death
+ Catheter Ablation for * National Service Framewark « TitTest

Atral Fordation Chapter 8
+ Drug Teatment for Heart Rhythm + CRT/Pacemaker

Disorders (Arthytmias) * Pocemaker
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Arrhythmia Alllance

PO Baw 3657 Stratford upon Avon
Warwickshire W37 8YL

Tel: 01789 450787

e-mail: infod@heartrhythmcharity.org. uk

wavitheaitrhythmcerityor, Lk k DE‘PC’"’”E""
Plesse remember these are general guidzlines and indivicusls

should always discuss their candition with their cwn doctor Published March 2008

At Cchisd PYENT HEAZY bt 1

Arrhythmm Checklist - coud your heart rhythm problem be dangerous?

Arrhythmia Alliance
The Heart Rhythm Charity

Promoting better understanding. diognosis,
treatment and quality of life for individuaks
with cardiac arrhythmias

Arrhythmla Checklist

Could your heclrt rhythm problem be dangerous?

Registered Charity No, 1107496 ©2008
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RESTART THE
HEART

Sudden Cardiac Arrest can strike
anyone, anytime, anywhere...

A 4

Defibrillator
{ CPR alone = 5% Survival ;
CPR + AED = 50% Survival
An Automatic External Defibrillator (AED ) together with CPR
is the OMLY way to re-establish the heart's natural rhythm!

A_Iﬁ Arrhythmia Alliance is helping to

i <o place AEDs in local communities
.............
R Help us to help you
& el cac-LpscarnA
NeaT L Tel: 01789 451830 campaigns@stars.org.uk




CHEW MAGNA
SETTER & LBE ESTATE AGENTS

ESTATE AGENTS
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Affiliation

organisations & help
establish new groups

www.heartrhythmcharity.orqg.uk

Arrhythmia Alliance
Affiliated Groups

AJLA.
Arthythmia Alliance

Tha Heart Rbythm Charity
www hatrteithmenrity arguk

British
Cardiovascular
Soclety badgroup
Bournemouth Ares Cufbriaer
British Cor dorwamulor Society (BCT) (BAD) Group.

IDAS Aberdeen and Morth Eost Heart Support Group - Heortlink Derby Heort Support Group
Hiddlesborough ICD Support Group - Nottinghom Cordior Heart Suppart Group
SADS Conoda - SAFEBEAT - Derbyshire Arrhythmia Heort Support Group

v 4O, STERG ©

Lvewrei STARS (Smecpe Fuil APPFC (Assodoma Portuguas de
Co A (Northers beiand) Al Rl itini. Smiziares | Portadores da Pacemakers o COf)

Essex ICD Support Group = Middiesex ICD Support Group = The ‘Coventry Hedithy Heartd' Support Group
= Pocle Hospitd KD Support Group - Southend Hespital ‘Pocers & fody” KD Support Group
HeortBeat Eat Suffolk ICD Support Group - UPBEAT ICD Support Group

mwes e @ LEA

wirialfirittationassociation
The st o o Chuastr Haart Support Group
ISl Corehennimuin Sy (DEG) Arid Frkotion Assodation (AFA)
Restort Swanses ICD Support Group = Oxford Heortbeot Club ICD Support Group
Medwoy Pocemoker Support Group - Good Hope Sutton ICD Support Group
Miton Keynes ICD Support Group - The Trent Cardiae Metwork Arrhythmio Colishorative Heart Suppart Group

e
e
2

Dwiw:mmnMr _:!'..,Eh%h:,. ' A[K P

Esat Yarkshire & Horth
Sa¥f Suppart Group el Dhance’

5 Gewrge’s. Huoapital 1P Group Pocie Heart Suppart Group
Bolton ICD Support Group - SPARKS Hordlield Hospitd ICD Support Group

High Wyeambe ond District ICD Support Group - North Gloucestershire ICD Support Group
Riythm for Life Kant ICD Support Group = Wast Dorset 1D Support Group = Mattingham KD Support Group

Puggatarad Crurty b, 1137430



Syncope Trust And Reflex anoxic Seizures

Working together with individuals,
families and medical
professionals to offer support
and Information on syncope

AlA and reflex anoxic seizures



The Blackouts Checklist




Rapid Access Blackout

GUIDELINES ON HOW CI i n iCS

TO ESTABLISH
RAPID ACCESS CLINICS

The Heart Rhythm Charity

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

Sl bl correct & accurate diagnosis

e Efficient & cost —effective

Arrhythmia Alliance

_ diagnosis
www.heartrhythmcharity.org.uk

Registerad Charity Mo. 1107496 ©2007




Rapid Access Transient Loss of
Consciousness Clinic Website

2 Home | STARS - Microsoft Internet Explorer

RA P

Home

Introduction

Setting up a Clinic

What is @ T-LoC Clinic?

Why set up a T-LoC clinic?

Register

AUt STARS & Syncope

About the Arhythmia Alliance

Contact Us

¢4 start [8] 1nbox - Micra... | @ Presentation...

F'®
-
0 I B --:
Welcome to the Rapid Access
BlackoutsiTransient Loss of T
Consciousness (T-LoC) Clinic i 'r';gi:t:rEyF;Er
{RABCIRATC) website. e T
started
This site has heen designed to suppart the set
up and managerment of a triage tool to assist
the rapid and accurate diagnosis of patients
suffering from unexplained periods of unconsciousness
Blackouts/T-LoC commaonly result fram three main types of cause: cardiovascular (e.g.
syncope), neurological {e.q. epilepsy) or psychogenic. Reaching an accurate diagnosis
forthe cause of T-LoC can be a lengthy process which can he delayed if patients are
referred to & specialist neuralogist or cardiologist without the full spectrum of causes
heing considered.
A Rapid Access Blackout/ T-LoC Clinic can help to ensure swift and accurate diagnosis,
and can be cost effective for the healthcare system as patients are not undergoing
unnecessary or repeated investigations or hospital admissions before a diagnosis is
reached
why T-LoC?
Itis important to note that clinicians and patients will use an array of terminology to define
these periods of unconsciousness. The mast commaonly used include 'blackouts' and
‘transient logs of consciousness' (T-LoC).
G wihat is next ... G new enquirie. .. B Microsaft Po... 2 Home | STAR. .. o3| oL L noiza




STARS

school

v

4 ¢ ¢

STARSS

hos produced mew

nurses with o good b

consciousness |Blackous), synd
availeble on how to lend maxmu)

Advisory website - i
a sufferer

Information packs -
direel ta the schaals

Staff training CD-RC

managemsnt in the ela

In-school presentati
& odvice for staff

Would you like to receive

Flease complete the form and rebrn i

QCCUPATION:

| would like information on:
Lazs of consciousness

Syncope
Reflex anaxic seizuras
Website

Address: o,

Altarnatively, contact Loura Mebson of

STARS SHINE A LIGHT

.

Synecope Trust And Reflex anoxic Scizures

ALERT CAR

STARS is pleased to infroduce its

STA

Spseafer Vrnst Asud RefTex awcxic Selzuies

SHINE A LIGHT ON EDUCATION

STARS is pleased to infraduce its naw adueaticnal web-site.

Seiperes

HRME: i e Anaxie ST, Online information,

downloodable lesson

el
o tabe
M "NT::'I:V”frrmm ., plans, sample care
P o : 3
- ﬁ;;ﬁumwm"“ plons and support

ERLL mnwm:n.

i o SOPEEET s call i EMERD sy ALAVEES ar
4wz nall ko

muaterials designed for
educotors and families

I'I'ICII'IUgiI'Ig lI'IE' care I:Il'ld
education of young
people with syncape,

This new sife infreduces
Sammy Star, hosie a blog, o moderdted message board
and offers information and advice for those who have
been diagnosed with syncope or RAS.

So whether you are a teacher suppatting o child with
syncope or RAS, o pupll wonderng how to tell your
friends ar you simply want fo talk to others, why not visit

www.education.stars.org.uk

www.stars.org.
www.education.sta
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P i b s e -

is not an age old problem

Don't just blame

¢ Dad eye sight
e An uneven pavement
* A knee giving way

Have you considered....

SYNCOPE as a cause of your fall(s)?

Each year 35% of adults aged 65 and over experience
syncope (blackout, faint or transient loss of consciousness) and

this can be the reason fora fall. Treatments are avalable...

For information on blackouts, transient loss of consclousness,
and syncope coniact STARS

WWW. Stars.org.uk Tel: 01 T82 450564

M
= Woridng Roget heevith Indidouals, famiins and
- medcal pofessional o ofer soport and Information T o
- Bz o ki b
on Bpnonnns. and Riefen Anoois Serwes —— = mlwz

ARRHYTHMIA AWA RENESS WEEK 8-14 JUNE 2009
Tek 01782 451821 or smail jomnagi@stars. or g.uk or manyEstars. crguk
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ATRIAL FIBRILLATION ASSOCIATION

www.atrialfibrillation.org.uk

AJA
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atrialfibrillationassociation

Welcome to AFA Donate

Welcome to Alrial Fibrillation Association (AFA), a UK registered charity which Please give generously, we need
provides information, support and access to established, new or innovative all the support we can get!
Patient Information treatments for Atrial Fibrillation (AF).

Make a donation »

Case Studies Afrial Fibrillation (AF}is the most common arthythmia — heart thythm

disturbance. It occurs when chaotic electrical activity develops in the upper

chambers of the heart (the atria). As a result, the atria no longer beatin an

organised, regular rhythm, so the patient's pulse is irregular and as a result, the 24 HOUI'
pumping of the heartis less efficient Across the UK approximately 2 million He|p Line Number
News & Events people suffer with Atrial Fibrillation,

Medical Professionals

AF Specialists

E%Un 2009 Regional Meetings
Podcast

Ireland Park Avenue Hotel, Belfast 18th February 2009
Links North York

Publications South Rhinefield House

Join AFA Midlands Stratford Mano|

it e et e e Pt
, r ATRIAL FIBRILLATION (AF) Atrial Fibeitlation (AF)
Donate London London Atrial Fibrillation DRUG INFORMATION Pationt Information

Checklist .
ecklis =

www.atrlalfibrillation.org.uk
i 1769451837,




atrialfibrillationassociation

UK Atrial Fibrillation Specialists

Atrial Fibrillation Association Clinicians have kindly given permission for their details to be added to the AFA database. This is not an exhaustive list, and
AFA cannot verify any of the names included on the list. All referrals to a specialist must be through your own GP.

Patient Information
2 Ifyou are a clinician with an interest in AF and would like to have your name included on the database, please contact

Case Studies infi rial-fibrillation. org uk
Medical Professionals &1 187 €1 DA [E) BB RO BEIY BhY B3R BhSR AEh EMUG NG GO0 1B UGY IRY FO1 EIN [A2 ¥ Rxe s RS
AF Specialists : T S =—— e = o
- FirstName  Surname Title Area of interest. Medical Centre
News & Events
R Aberdeen Paul Broadhurst  Dr Arrhythmia clinics and AF ablation  oerdeen Royal
Forum Infirmary
Consultant Cardiologist,
Podcast Management of AF including g?dlf:ﬂs'z:aclc
. Basildon Stuant Harris Dr catheter ablation with latest Centre
Links techniques
Publications
The University of
Birmingham David Fizmaurice Professor Birmingham
: Specialist Registrar in Cardiology,  Queen Elizabeth
Birmingham Christopher Boos Dr AF Hospital




atrialfibrillationassociation atrialfibrillationassociation

I 2A T 2A

Providing information, support and access to established, Providing information support and access to established,
new or innovative treatments for Atrial Fibrillation new or innovative treatments for Atrial Fibrillation

Patient & Primary Atrial Fibrillation
Care Checklist Checklist

www. uirlalflbrlllqhon.org uk
el +44,(0)1789.451 837



atrialfibrillationassocialion

Feel the pulse to beat the stroke!
v

FACT
Atrial Fibrillation (AF) is the meost commen heart rhythm disorder

v

FAC
AF s often a silent conditi oing undetected

v

| FACT

Wms an irregular pulﬁ
- L 4

. FACT
hndqular pulse can cause small blood clots o form making

i, stroke more likely
MN

1in 4 siroke victime have Atrial Fibrillation

v
Feel Your Puise

the easlest way to detect AF

|
,-‘5\. _,-'i"g. Atriial IFi bl ket oo usss o it oo
arbr s Hroviding INfonTRLcn, Support andaccess b establsed, —
e of | novative trestments. for Adrial Fibril la i on DH Y Department
Afficind to Arbyghemio Alkanc L_ Drepactent
e haarirhythan chariy. cng ik af health

Fag b i iy Mum B 1122442
wancarta i dbtion seg b Taduphonie 44 (0 TR80 451837 E-mal e in b bria-b ol i Lo

FiOiBes 0 ChawMagna Briod BS40 803




Heart
Rhythm
Congress
2008

Heart Rhythm Congress

*Hilton Birmingham Metropole

nternational Speakers
_Ive Cases
Patient Day

Devices and Intervention Courses

HRC 2009 — 18th-21st October

www.heartrhythm.org.uk



I Y Y
The British Society for Heart Failure . ' > ?$T S“’:lﬂlr’i*‘“* ‘
. apanese Heart

{formerly the Japa

| The Blackouts Trust
Arrhythmia Alliance % ot T

The Heart Rhythm Charity S i | —R‘ US Inc

www.heartrhythmcharity.org.uk

r—— . D l
Symeope Trust And Reflex anasie Selmres

Health Policy Institute, Japan 'I : P ACE [ KERACL UB

the Pediatric & Congenital www.pacemakerclub.com

Restoring the Rhythm of Life

Electrophysiology Society

e HEUR%’.#,EA}: EUROPEAN
Cardiovascular / eart Rhythm
Soclety Take It To Heart™ s et CARDIOLOGY®
Ashley Jolly
j Cardiac Inherited ﬁ& BEDBNA—ZAX—H—RO=
\j . Disease Group
New Zealand
Sudden Adult Death Trust
-- e SADS UK SAVING e ) SEILIEROFEEEFIE
BeHRA TITO-0013 MEEERENERE?-7-3 HHE/LTF WE0I-5658-8070 FAXDI-5658-0508
|h~]gi4ll Heart Rh_nhrn Association *o u“e

HEARTS

$SADS  _ com
FOUNDATION {-.@ e on

AA HeartScreen Q’
America :

Screening Hearts, Saving Lives™

HR-UK .#

Heart Rhythm UK

Sudden Arrhythmia Death Syndromes Foundation

Paiger and passion, savling Nees

AC

” The Anthony Bates Foundation i

PREVENT ARRHYTHMIC CARDIAC EVENTS



http://www.hruk.org.uk/

Cardiac Association — South Africa

Chinese Society of Cardiology
Emirates Cardiac Society
European Heart Rhythm Association
European Cardiac Arrhythmia Society
Heart Rhythm Society — USA
International Cardiac Pacing & Electrophysiology Society
Japanese Heart Rhythm Society
Russian Cardiac Society
Sweden, Ireland, Portugal, Spain, Italy, S America etc!!!



o - Arrhythmia Alliance
‘ The Heart Rhythm Chority

wwew haortrhythmcharity.orguik

general public and provide support
network for patients and carers

*To promote the theme ‘Know Your
Pulse’ and an understanding
amongst the public of this health-
check procedure

*To promote awareness and
support activities relating to the
work of A-A, including projects

such as ‘Restart the Heart’

AJA

PO Box 367 Sraond penfem Wawida e CVE BvL anirind 5
Tl MTEFISFET e-mail infodhear iy thmcharity orguk  www haarmrhythme harity ong uk Em_:_.._.l frwe
oF A

Pl 1 iy s | 14T 00 SCIE00




Our Goal

In 5 years

Everyone will understand arrhythmias
as they do chest pains

All those affected will be diagnosed accurately, have
access to appropriate services & receive support
and information

Widespread placement of AEDs in public places

Sister organisations internationally

Al
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Arrhythmia Alliance
The Heart Rhythm Charity

The Role of Arrhythmia Alliance

Promoting better understanding, diagnosis, treatment and quality of life for

individuals with cardiac arrhythmia
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