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Patient Perspectives

Mellanie True Hills, Speaker and
CEO, StopAfib.org
Decatur, Texas

with atrial fibrillation

know the symptoms of a wildly

hose

beating heart, the fatigue and
downright helplessness when try-
ing to contend with the condition.
Patients are desperate to relieve those
symptoms and will follow recom-
mendations, often without question.
For some physicians, especially the
primary care providers who aren’t
as well versed in the details of afib
treatments, it appears that rate con-
trol is the treatment of choice for

Figure 1: StopAfib.org is a com-
prehensive gateway to atrial fi-
brillation information, including
information about rate control
and treatment alternatives.

Stuck in the Middle;
Afib Patients on Rate Control

everyone — regardless of whether or
not they are symptomatic.

Through StopAfib.org forums and
events, | hear from thousands of pa-
tients, many of whom have shared
their experiences about rate control.
Many feel so miserable that they
can’t do anything. To them, it seems
like they don’t have a life anymore.
Afib alone isn’t causing this dimin-
ished quality of life — it may be the
rate control treatment. There ought
to be a better solution. Perhaps it’s
time to rethink the typical treatment
of afib patients.

Right now, the atrial fibrillation
guidelines recommend rate con-
trol for those without symptoms or
with minimal symptoms. The ACC/
AHA/ESC 2006 Guidelines for the
Management of Patients With Atrial
Fibrillation state that,“...rate control
is a reasonable strategy in elderly pa-
tients with minimal symptoms related
to AE’'" The European Society of
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with it—not just the patient, but the family, too

afib-related stroke.
So let's Get Started Learning About Atrial Fibrillation

News from StopAfib.org

Atrial fibrillation (AF or afib) is the most common irregular heartheat and is
characterized by heart palpitations, dizziness, and shortness of breath. This
progressive and debilitating disease can lead to stroke, hear failure, and
Alzheimer's disease, and can double your rigk of death. Afib takes a
physical toll, an emotional toll, and a financial toll on those who are living

If you wander whether you are at risk for atrial fibrillation, or whether you
rnight have it already, or if you want to know how to manage afib now that
you have been diagnosed, then you have come to the right place
StopAfib.org is here to help increase your knowledge about afib, to help
irnprove your guality of life if you are living with it, and to help you avoid an

Take a Stand Against  Susan lucci Speaks
Afib and Shoke » Abnut Facing Afib »

Sign up for our Newsletter
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FIRM Trial

the FIRM Trial — Video .. more

Here are the most recent atrial fibrillation news stories. Sign up for our
Mewsletter on this page to be notified of the latest news stories

See the News and Events page for other news, events, and video interviews

Atrial Fibrillation Focal and Rotor Catheter Ablations Show High
Success Rates — Video Interview with Dr. Sanjiv Narayan About the

Dr. Sanjiv Narayan Discusses Ablation of Atrial Fibrillation Foci and Rotors,

Cardiology’s 2010 Guidelines for the
Management of Atrial Fibrillation
and the Canadian Cardiovascular
Society Atrial Fibrillation Guidelines
2010 provide similar recommenda-
tions. Yet, many primary care pro-
viders put patients on (and leave
them on) rate control despite being
symptomatic, and not always elderly.
Rate
slow down the heartbeat, while often

control medications simply

leaving the patient in

up-to-date information about the

most current treatment options,
specialists can provide alternatives.
Otherwise, patients, some of whom
are feeling the life-altering symp-
toms of afib, remain on rate control

and can be left waiting.

CONSEQUENCES OF STATUS QUO
Allowing the afib to continue could
have some serious repercussions that

researchers con-

afib. So while treat- . tinue to piece to-
ing such patients with Aﬁb alone |Sn’t gether. The irregular
rate control may not CaUSing this heartbeats can cause

t th t risk to- . deli d fi-
fl;ly theesrenpitierrllsts mjy diminished quallty :)irorlci)s eolfng;heanhea;t
suffer the effects years of life — it may be  ind new rescarch has
later. the rate control correlated thi.S aﬁb—

When a doctor puts . related fibrosis with
a patient on rate con- treatment |tSE|f. stroke.? Even on rate
trol, the intentions Perhaps it’s time to control medications,
may be justified by the . . afib  patients may
treatment  guidelines, rethink the typlcal have an elevated risk
but the core, underly- treatment Of aﬁb of stroke because rate
ing problem of afib is . control allows the
not addressed. By pre- patlents' haywire circuitry of

scribing rate control
medications, doctors seek to slow the
heartbeat and ease the symptoms, yet
symptoms may not let up. However,
patients often don’t realize why they
are taking the medication and may
not understand that the drugs won’t
stop the afib. In addition, many stud-
ies have found that patients don’t
understand the seriousness of afib,
and the sit-back-and-wait philosophy
of rate control enforces that belief.
Doctors may not explain the serious-
ness of afib (such as the potential for
stroke and heart failure), or may not
explain in a way patients can under-
stand. Some patients may not even
comprehend rate control because of
the brain fog and short-term memory
loss that patients experience on many
rate control medications.

This is where the skill and knowl-
edge of specialists can improve
the lives of those with afib. With

the
tinue causing damage. In addition, a

heart to con-

recent study published in the Journal
of the American College of Cardiology
found that rate control treatment
didn’t appear to improve quality of
life for afib patients.’

In an accompanying editorial, Dr.
Paul Dorian, a leading afib quality-
of-life researcher at the University of
Toronto, wrote that atrial fibrillation
treatment strategy, whether rate or
rhythm control, has little impact on
quality of life, and that symptoms are
the most important determinant of
quality of life.

He also stated that patients have to
accurately convey how the illness af-
fects their daily lives and health in
order for healthcare providers to un-
derstand the impact of afib, but this can
be difficult. Based on the experiences
of the patient community, this task is
made more difficult when patients and
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doctors can’t communicate effectively.
This disconnect seems to be especially
prevalent among female patients, who
may communicate more with feelings
and emotions rather than with tangible
symptoms.

Dr. Dorian also observed that stud-
ies suggest that when beta-blocker
therapy is used for strict rate control,
the potential benefits may be offset by
adverse effects, such as fatigue, espe-
cially when higher or more frequent
doses are needed to sustain those ben-
efits. In addition, he pointed out that
studies consistently show that women
have a poorer quality of life while
in afib, as do those who suffer from
depression or anxiety, and that older
patients are often less symptomatic
than younger ones.

The editorial also stated that while
using objective measures of cardiac
function to judge quality of life in
afib patients seems reasonable, “it is
insufficient to merely examine the
electrocardiogram of patients in AF
to assess the impact of their illness
on their well-being. Clinicians need
to be aware that patient personality,
treatment expectations, and factors
unrelated to the arrhythmia itself will
have important, potentially deter-
mining influences on the extent to
which AF causes suffering.”* Dorian
concludes the editorial with some
time-tested wisdom: “In an era of
increasingly sophisticated and com-
plex technologies used to investigate
and treat atrial fibrillation, it is worth
heeding the advice of Hippocrates:
‘It is far more important to know
what person the disease has than
what disease the person has.”*

The key for healthcare profession-
als is in knowing whether rate con-
trol medications diminish a patient’s
ability to enjoy normal activities and
exercise. Often, doctors don’t realize
the impact rate control medications
have on patients. Doctors usually see
these medications as benign, but pa-
tients often have a different view. The
energy-sapping, brain-fogging experi-
ence of these drugs decreases the qual-
ity of life as much as afib itself. They
are definitely not benign. As someone
who has been on these medications, I
personally felt like I was a zombie —
and if my brain didn’t work, I might
as well be dead. After hearing from
thousands of afib patients through the
StopAfib.org forums and other com-
munications, I have found that too
many other afib patients have had that

same experience.

That kind of ‘zombie’ feeling is all
too real for many others, too, but it can
be worse. Rate control medications
such as beta blockers could potentially
contribute to dementia or Alzheimer’s
in afib patients, and could even lead
researchers to believe afib patients
have those conditions when they
don’t. Indeed, researchers have found
that afib and Alzheimer’s are related.
However, could the beta blockers that
afib patients are taking, which not
only decrease the amount of oxygen
received by the brain but also cause
foggy headedness, lead to dementia
or mimic it? Are researchers being
led to believe that more afib patients
have Alzheimer’s than actually do? It’s
a question worth asking: Is it really
Alzheimer’s, or could the brain fog of
afib patients be from beta blockers?

For the elderly, rate control medica-
tions may have an even worse effect,
making some patients feel exhausted
and unable to even walk up stairs or
pick up their grandchildren. Patients
may not realize that rate control med-
ications may cause this fatigue, and
these medications make 1t difficult
for patients to exercise, too. Coupled
with aging, the “watch and wait” ap-
proach can lead to a downward spiral
of inactivity and diminished quality
of life — while nothing is being done
to fix the original arrhythmia. At that
point, the risk of stroke is possible, so
patient health and quality of life po-
tentially gets worse.

A VITAL RESOURCE: SPECIALISTS
Shouldn’t afib patients
chance to live normal, healthy, ac-

have a

tive lives? Healthcare providers can
educate patients about rate control,
leading to more informed deci-
sions. Also, having patients treated
by specialists is an important way
to get them the care that they need.
General practitioners may not real-
ize that there are options that can
give patients a better life and possi-
bly head off strokes at the same time.
Specialists can help their general
practitioner peers understand that
leaving patients stuck in the middle
on rate control may be doing a dis-
service to patients and their families.
One way to raise awareness of the
rate control issue would be to share
this article with your general practi-
tioner colleagues.

Think of it another way: Would
you or your peers choose this treat-
ment option for yourself or for a
family member?
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Can Atrnial Fibrillation Be Cured?

Home | Can Atrial Fibrillation Be Cured?

While medications and electrical cardioversion are common for atrial fibrillation
treatment, they don't cure afib. There are two major approaches to consider if
medications aren't working for you. Catheter ablation and surgical maze procedures
cure atrial fibrillation for many patients

Follow the links below to learm about catheter ablation and the three surgical maze
procedures, including what to expect and the risks and success rates of each.

» Catheter ablation is done by an electrophysiologist (a cardiologist specializing in
heart thythms) in the electrophysiology (EP) lab. A catheter-based energy source

iz ingerted through the groin, neck, or arm and threaded to the heart, where it
scars the tizsue. This is the least invasive of these procedures

» Cox maze (|l procedure is an open-heart surgery done by a cardiothoracic
surgeon uging & "cut-and-sew" procedure to scar the tissue. It is considered the
gold standard for curing atrial fibrillation, but is very complicated and rarely done
today and has thus given way to the two procedures helow.

¥ Maze procedure is a surgical ablation done by a cardiothoracic surgeon. It uses
the same open-heart procedure as Cox maze lll, but uses an energy source to
scar the tissue. It is typically combined with other heart surgery.

¥ Mini maze procedure is a minimally-invasive surgical ablation that uses an energy
source to scar the tissue. It doesn't require opening the chest, so it has a shorter

recovery time. It is less invasive than the other surgery options, and is slightly
mare invasive than catheter ablation

Having both the electrophysiologist and the surgeon collaborate in the operating suite
has led to the latest trend, the hybrid ablation procedure. It incorporates both catheter

ablation and a mini maze procedure in a single operation, $o it is important to know
about both types of atrial fibrillation treatrments in order to find the procedure that is
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Figure 2 (above): The “Can
Atrial Fibrillation Be Cured?”
section of StopAfib.org helps
patients evaluate treatment
options through in-depth, yet
easy-to-understand, informa-
tion about procedures such as
catheter ablation and mini maze.

Figure 3 (below): To help pa-
tients learn more about afib, point
them to StopAfib.org, where they
can tap into a wealth of informa-
tion, including videos such as
Take a Stand Against Fibrillation
and Stroke, which details statistics
and the risks associated with afib.
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Susan Lucci Speaks Out About Facing AFib
Watch as daytime TV star Susan Lucci and her

husband Helmut Huber join StopAfib. org founder
Mellanie True Hills to talk about atrial fibrillation

StopAfib.org is participating with Susan Lucci and
Helrut Huber, who has afib, in the Facing AFib™
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For many, the solution is consult-
ing with a specialist who can tailor
treatments to patients’ specific needs.
Often, such treatments can keep the

patient in normal sinus rhythm, and
thus, possibly prevent strokes.

continued on page 36
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Continued from page 35

If patients are to be left on rate
control and in afib, healthcare pro-
fessionals may want to be more
aggressive in prescribing anticoagu-
lants and helping patients understand
the need for very strict adherence
to their medication schedules. For
example, if there is any question as
to whether the patient needs antico-
agulants while on rate control, then
perhaps we should err on the side
of prescribing them, especially for
women. In general, patients tend to
fear strokes more than bleeds.’

Prompt treatment also matters.
Patients who have procedures with-
in the first two or three years of di-
agnosis have the best chance of be-
ing “cured” or at least of having
their afib markedly diminished. So,
instead of taking a “watch and wait”
approach, think “the sooner, the
better.”

Yes, rate control is a recommended
strategy in all of the guidelines. But
the next time a patient steps into
your examination room, take into
account the potential long-term
risks of rate control and the quality-
of-life impact that treatment strategy
may have on the patient. Specifically,
consider the following as you treat
afib patients:

1. Reconsider leaving patients
in afib and on rate control.
Many do not feel better and
actually feel worse because of
the impact of the medication.
However, they may not realize
it or know how to convey that
to healthcare professionals. So
ask them 1if they feel better or
worse after being on the medica-
tion. We know that slowing the
heart doesn’t necessarily improve
quality of life, so maybe lighten
the dose. For patients who are
paroxysmal, going in and out of
afib frequently, rate control just
may leave the heart rate too slow
when they are not in afib, mak-
ing them feel miserable.

2. Consider whether
should try for normal sinus

patients

rhythm. Just because patients
don’t feel afib, doesn’t mean it
doesn’t impact them. Ask. If they
have been on rate control for a
while, they may not even realize

what it means to feel normal.
Maybe such patients could try a
short course of rhythm control,
and be cardioverted if necessary,
so they can see what it feels like
to be in normal rhythm again.
Since we know that about half
of afib patients have sleep apnea,®
and that there is a high rate of
cardioversion  failures among
those with untreated sleep ap-
nea,” probe for the potential of
sleep apnea, and do something
about it. Could treating sleep
apnea or using rhythm control
medication keep them in normal

sinus rhythm?

Thoroughly evaluate AV node
ablation recommendations.
Think long and hard before rele-
gating someone to AV node abla-
tion — especially someone under
the age of 80 — because staying in
afib all the time can be a miser-
able existence. Because afib be-
gets afib, remodeling can lead to
stroke, and strokes happen even
on anticoagulants, AV node ab-
lation could increase the risk of
stroke. In addition, the younger
patients are when they get an AV
node ablation, the longer fibrosis
can build up, potentially increas-
ing stroke risk.

Seriously rethink using rate
control or AV node ablation
in women. We know that wom-
en are much more vulnerable to
strokes, and about 60 percent of
stroke deaths occur in women.
Yet, it appears through the ex-
perience of the patient commu-
nity that more women than men
may get rate control. A recent
small study in private practice
showed that more women than
men were referred for AV node
ablation, whereas more men
than women were referred for
catheter ablation.® This is true
despite the fact that women on
anticoagulants spend more time
outside of therapeutic range and
below therapeutic range than
men.’ Therefore, are we setting

these women up for strokes?

Review a variety of treat-
ment options with patients.
With alternatives available such
as rhythm control medications
and catheter ablation and sur-
gical (maze and mini maze)
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procedures, afib can be cured or
greatly diminished. We have seen
more and more evidence that
turning to these treatments can
give patients their lives back. A
study published in the January
2012 issue of the journal Heart
showed that after a catheter abla-
tion, “rates of stroke and death
were no different from those of
the general population.”'” That
could be the case with surgery
as well. So, for afib patients and
healthcare providers, a more ag-
gressive approach could be in
order. Watching and waiting is
just that. Please don’t leave afib
patients stuck in the middle,
between physicians prescribing
rate control and the potential for

strokes. M
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