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What Healthcare Providers Can Do About
AF Patients Who Research Online

Mellanie True Hills
Founder and CEOQO, StopAfib.org
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Being an AF Patient

eartbeat -

Close calls with a heart attack and -
troke convinced a Toxas woman :
to give up her high-stross life and
create a network to help women
eduCe thpir risk of beart disease
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Atnal Fibnllation: For Patients By Patients
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So et's Get Staned Leaming About Altnal FReBator

24 Select Language

What s Afibr

Why s Aflb a Problem?

Can Alib Be Managed?

Can AlIb be Cured?

Patient Stories

Afib News and Events

Patient and Caregiver Hesources
Find Al Services

getinrhythm.com

ATRIAL FIBRILLATION
PATIENT CONFERENCE

March 28th & 29th

REGISTER TODAY

CLT INEMYTHM STAY IN RHYTHM

Get Started Learning

About Atrial Fibrillation »

Educate & Empower Patients

Newsietter Sign Up (TS (T S (R

Learn about AF &
treatment options
Sign up for news
alerts

Translate into

90 languages
HON Certified

We comply with the
HONcode standard for| fkktts
trustworthy health @iVF
information: £ 114

verify here._| cervirien
0872014
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What We Have Learned From AF Patients

= How different AF is for each
= AF takes a huge toll on patients and families

= Communication between doctors and patients is
challenging

= That patients value different approaches/treatments
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Why Do AF Patients Research Online?

= They still have lots of questions
» Doctors may not have fime to answer all their questions
« They may not understand what their doctor said

= They want solutions, not just to live with AF
= They need emotional support from other AF patients
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What Can You Do About Patients
Researching Online?

= Accept and embrace patients researching online
= Encourage seeking credible sites with HON seal
= Provide them approved resources and forums

How and where can you find credible resources?
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Europace Advance Access published June 24, 2015

@ — EHRA POSITION PAPER

Cardiac tachyarrhythmias and patient values and
preferences for their management the European
Heart Rhythm Association (EHRA) consensus
document endorsed by the Heart Rhythm Society
(HRS), Asia Pacific Heart Rhythm Society
(APHRS), and Sociedad Latinoamericana de
Estimulacion Cardiaca y Electrofisiologia
(SOLEACE)

Deirdre A. Lane (Task Force Chair, UK), Luis Aguinaga (Argention),

Carita Blomatrom-Lundgvist (Sweden ), Giuseppe Boriani (laly),

Ghworge-Andrei Dan (Romuania), Mellanie True Hills (USA), Eliine M. Hylok (USA),
Stephen A. LaHaye (Canada), Gregory Y H. Lip (UK), Trudie Lobban (UK),

Johe Mandrola (USA), Pamela J. McCabe (USA), Susanee S. Pedersen (Derrnark),
Ron Phters (The Nethertands), Simon Stewart (Australia), Kathryn Wood (USA),
Tatjana S Potpara (Co-Chair, Serbia)
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EHRA AF Patient Site — AfibMatters.org

AFIB MATTERS

ENGLISM

LIVING WITH ATRIAL FI
AFIB MATTERS
WILL | 8E ABLE TO LIVE A NORMAL LIFESTYLE? e

USEFUL LINKS

B0

DO | HAVE TO STOP EXERCISING?
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AF Patient Organization Sites

Provide education & support for patients to:

= Understand what their doctors are telling them

=» Communicate more effectively with their doctors
= Make better decisions about their care

= Be adherent to their medications

= Know that they are not alone
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AF Patient Sites — StopAfib.org

Get Started Leaming About Atnal Fibrillation
Guide

Moeve | A0 Mews & Everey o1 Larvm) Learreng Aot & Fer B e
Take & Stand Agavist Al Fonnaton Dy EQUCanag Yourser ang Oovers
By Medarme True Hlls

If you've come here Som seeing the Take a Sland wdeo, piease share £ with others
tHhat Should know 2008 AV TEYEanon If you! RavenT seen £ vel see

o Tare a Stand vt
Let's get started arning 300wt Ay MEeilaton by starting oih the saction Delow for
anyone niteresied In keameng about afd ¥ you're an afio patient, famiy member, of
CAregiver. Ten contifue omn 10 The Jower S&chon as well

For Anyone Interested in Learning About AND
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Month 1o Broodway and Beyond

For the @ arnvadl At Fbniation Asareness Month
StopAdh org spreads aearoness and shares vital
rdormabon Ore

Living with Alib Video by Mellasie True Hills
Lrang with Afh Sesson. from the 2015 Natoral Adral
Fboliaton Pabert Conference nore

Video: Managing AF Risk Factors Paned with Dis.
David J. Wilber, Susan Redline, and Mark S, Link
Maragng AF Rak Faclors Panel from the 2015

Natorad Atsa Fonilation Patent Corference ~cre

Video: Surgery Panel with Dys. Jonathan Philpon,
Ralph Damiano, Ji., and James Edgenion
Surgery Panel. Som Be 2015 Natsonal Atnal Fbellston

Patwerct Cordereece mom

Video: Parmering with Head?hcare Providers
Robert C. Kowal, MD, PhD, FHRS and Mellanie True
Mlis, CSP

Getting ®w Best Care fom the 2015 Natbional Ainyl
Fhrliton Patwet Corfersrce T

Arrial Fibeillation Medication Ssady Now Enrolling

Study adl Seterrene hom well meds shion e g the

StopAfif)

L

N4

org



AF Patient Conference Presentations

Get in Rhythm.
Stay in Rhythm

Atrial Fibrillation
Patient Conference StopAflb org

111111111 by patients
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Resources

Resources for Atmal Fibnllation Patients and
Cmgivers

ave Fuecil Cawgpn Sasoien
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Amenc an Feant Aysociadon Anad Frtlten Infomation
Amenc an Stické Assoc ishen

Amencan College of Cardiclogy Cardonman Heat Patient Reources
ActiCosgdation Ewrcpe

A Feoilation Assocuton UK

Aadd Fbrilation Assocution US

Clarvsland Chree AF Corter

Chot Cave Astic cagrlaton Resourts

Exxopean Heant Rinythm Assotistion

Everpdey Meabh Amal Flodiation Certer

Heathiew Alnial Frinlanon Resour s

Hean Fifrythm Socwey Atal Follation Patent Sae
Joumgd of Alnad Fitnllaton

Maye Gt Adaal Foilation

MedcmeNet com Amnal Fibnlanon Index

Medire Pha interactve ASh Tutonal

Medacape Amai Foilaton Resource Center

Natronal Bioos Clot Alance

National Stroke Assoc iaton Alnal Fibnliabon Informaton
Saciety of Thorace Surgeons

The AF 8 Repont

Glossary

* Adlate

* Ablation

* Amwadaone

. an

* Aogotensn §

* Angotensn-converting
enzyme (ACE) mhibtors

* Angotensn § recegtor
blockers (ARDs)

» Antiantrthowe dugs

* Aaticoagulant

* Antcagulation

* Antiplatelet drugs

* Antthrombot dugs

* Antence

* Antrem

* Antrem Puimonary Ve
Abigton

» Apccaban

» ARISTOTLE Stuoy

» Artiythmea

* Agsymptomatc

* Atheroscieross

» Atnal remadeing

* Atnal volume

» Atnovertircular (AV) sode

» AV pnctional ablaton

» AV node ablation

Ablate — Elmnate Uissue around the pulmonary vens o at othe: sowrces of ematc
vlectnca mgnals that cause the megulsr heatbeat

Ablation — A procedure that ehawnates Dssue around the pulmonary vews o &t
other sources of emanc slectncal sipnals that cause the megular heanbeat

Amiodarone — An artiarhythmee medication used 0 atnal and vemtacular megelar
heatbeats R is conpdeved the mos! efectve antarhython drug Bt can cavse
sencus sde effects, ncluding thyrsid damage, bver protlems. of kidney problems of
fadire Other possitle nde efects nclude lung and breathing peobllems, sespeeatony
dateess, waon problems daphiagm parslysis. nenvous system damage, severs hae
1ons, speech loss, cognities problems and death. Oral doss amodaccne has masy
brand names that dffer 1 wanous couniies. Brand names 0 the US are Cosdlecne
and Pacesns




Supporf Forums

?StopAfibDiscussion Fort -

Learn more about ATRIAL FIBRILLATION and the risk of STROKE at: { StopAfib.org
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Other Support Forums

Facebook Afibbers.org

LAF FORUM IX

A forum for sharing experiences regarding lone atrial Abeliation (ninth in a senes)
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Patient Empowerment Materials
From Sign Against Stroke in AF Task Force

Important

Interpreting your information about i .
diagnosis and stroke risk and Questions to ask How to advocate for Information

treatment options anticoagulation your doctor your own care for carers
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Polish launched World Heart Day
English and Portuguese will launch World Stroke Day October 29
Latin American Spanish will launch late 2015
Available at http://www.SignAgainstStroke.com
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How Does Approving of Patients
Researching Online Help You?

= |Informed patients understand what you tell them

= Patients who engage in shared decision-making
« Are more adherent
« Have better outcomes

= Empowered patients are easier o manage and treat
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StopAfib.org

For patients by patients

www.StopAfib.org
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