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Foreword
We wish to thank you for reading this important new
research, the ﬁrst comprehensive attempt to understand
what it is like for patients to live with atrial ﬁbrillation and
receive an anticoagulant drug - warfarin.
The report highlights areas where change will greatly
improve patient care. We, the Atrial Fibrillation Association
(AFA) and AntiCoagulation Europe (ACE) are united in
calling for change in key areas of policy and healthcare
professional practice to improve the experience and lives
of people with atrial ﬁbrillation.
We hope this report helps with the understanding of the
issues faced by people with atrial ﬁbrillation on warfarin
and can act as a stepping stone for real change.

Mrs Trudie Lobban MBE
#HIEF %XECUTIVE /FlCER
Atrial Fibrillation Association
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Mrs Eve Knight
#O FOUNDER AND #HIEF %XECUTIVE
!NTI#OAGULATION %UROPE
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Executive summary
Atrial ﬁbrillation (AF) is the most common heart rhythm abnormality,
affecting well over a million people per year in the UK. The condition
is a life-threatening illness in its own right, and a leading cause of
stroke.1 Over the last 50 years warfarin has been widely used to
reduce the risk of stroke in people with AF and is well understood by
the healthcare profession. Although warfarin is very effective clinically
when well controlled, it can present challenges for patients as they
require regular monitoring and may need to alter their lifestyle to
prevent complications.
Living with Warfarin shows for the ﬁrst
time the day-to-day reality for people
with atrial ﬁbrillation (AF) taking
warfarin. Key ﬁndings are:
s &OR THE MAJORITY OF PATIENTS
questioned, warfarin affected
their lives more than AF itself
s ,ACK OF KNOWLEDGE ABOUT !&
the risk of stroke or the
importance of treatment with
warfarin was widespread
s 4HE TIME AND POTENTIAL
inconvenience of monitoring of
patients was signiﬁcant
s ,ESS THAN HALF OF PATIENTS 
were warned about AF during a
routine health check, reinforcing
the need for opportunistic health
screening

4HE REPORT PROVIDES A CLEAR SERIES
of calls for action, to inspire change
amongst clinical practice and give
PEOPLE LIVING WITH !& HOPE 4HE KEY
requests are:
s #LINICIANS MUST ENSURE EVERY
AF patient understands the
need for therapy, and to work
to minimise the impact therapy
has on everyday life
s 0ATIENTS NEED TO ENSURE THEY
speak up if any aspect of care
is too intrusive on their life
s 0ATIENTS AND HEALTHCARE
professionals can work through
the different management options
available to ensure the best care
for patients

“Improvements in monitoring
and the introduction of new
therapeutic options means
treatment to prevent AF-related
stroke in people with AF is now
highly effective and without many
of the restrictions associated with
warfarin.” – Trudie Lobban MBE
AFA
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Introduction
Atrial ﬁbrillation (AF) is the most common heart rhythm
abnormality, affecting well over a million people a year in the UK.
The condition is not just a heart murmur or fast pulse. It is a lifethreatening illness in its own right and a leading cause of stroke.1
Warfarin effectively prevents strokes in those people with AF who
are eligible and able to tolerate it, and it is widely available in the
NHS, but the treatment is not without its challenges. Patients
require regular monitoring and may need to alter their lifestyle to
prevent complications. Until now the extent of this on patients
was unknown. Whilst many people with AF are not provided with
warfarin management, Living with Warfarin is the culmination of a
groundbreaking research project to show for the ﬁrst time the dayto-day reality for people with atrial ﬁbrillation (AF) taking warfarin,
and the ways in which it impacts on their lives.
Understanding AF and warfarin is also critical, to ensure patients
can see the value of warfarin as a reduction on the risk of stroke
because of the underlying risks of their condition. The research
therefore investigates levels of knowledge and awareness about
AF and its management.
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Call to action
As two of the leading groups dedicated to improving the care of
people with AF and eliminating stroke, the AFA and ACE make the
following recommendations for change:
To all people living with AF
4HIS REPORT AIMS TO GIVE PEOPLE
living with AF hope, so that their
voices will be listened to and so that
not only warfarin but also new and
less-invasive options may become
realistic options for stroke prevention
increasingly become the norm for
stroke prevention:
s 3PEAK UP IF ANY ASPECT OF YOUR
care is too intrusive on your life.
4HERE MAY BE OPTIONS AVAILABLE
that alleviate the burden
s 7ORK WITH YOUR DOCTOR(#0 TO
understand your therapy, to
ensure you are making the right
decisions for you
s $O NOT BE WORRIED ABOUT ASKING
questions of your clinician: you
can both work in partnership to
give you a life free from the fear of
stroke

To healthcare professionals
AF and stroke prevention health
professionals are hugely dedicated,
delivering quality care to hundreds
of thousands of patients across the
.(3 4O THESE INDIVIDUALS THIS REPORT
wants to say:
s 9OU CAN DO MORE TO ENSURE EVERY
AF patient understands the link
between AF and stroke and the
need for therapy
s (EALTHCARE PROFESSIONALS (#0S
need to demonstrate the impact
of poor control to aid compliance
with therapy
s !LL PRIMARY CARE PROFESSIONALS
should set aside dedicated time for
professional education to remain
up-to-date
s 0ROVIDE PATIENTS WITH OPTIONS TO
make sure patients don’t have their
lives ruled by warfarin
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The research
4HE RESEARCH RESULTS ARE BROKEN INTO
four key areas, getting to the heart
of the problem for people with AF.
4HESE ARE
The patient journey
#HARTS THE COURSE PATIENTS TAKE WHEN
receiving a diagnosis and being
placed on warfarin treatment.
Knowledge and understanding
#REATES THE CLEAREST PICTURE YET
of how patients perceive their
chronic condition, its treatment and
the information they receive from
healthcare professionals.

Impact of warfarin-related
monitoring
0ROVIDES A GREATER UNDERSTANDING
of the effects on everyday life of
the regular blood tests (known as
International Normalised Ratio or
INR monitoring) required for people
taking warfarin.
Life with AF and warfarin
,OOKS IN DEPTH AT THE WAYS IN WHICH
the condition and its management
may be preventing or hindering
people with AF from reaching their
full potential.

Methodology
4HIS RESEARCH WAS CONDUCTED BY
"RANDING 3CIENCE IN 
The core aims of research were:
s 0ROVIDE INSIGHT INTO THE PATIENTS
VIEWS AND EXPERIENCE OF ATRIAL
ﬁbrillation
s 0ROVIDE AN UNDERSTANDING OF WHAT
it is like to live with warfarin
s 0ROVIDE AN UNDERSTANDING OF THE
impact of AF and warfarin therapy
on patient lifestyles
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The research methodology
consisted of:
s ! QUANTITATIVE TELEPHONE SURVEY OF
 PEOPLE IN THE 5+  MEN 
WOMEN BETWEEN THE AGES OF 
AND  WHO HAVE !& AND WERE
taking warfarin.
s  QUALITATIVE INTERVIEWS AND
patient (and partner) video diaries

Research was conducted according
to geographic quotas to ensure
RELEVANCE ACROSS 5+
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The patient journey
The research identiﬁes three critical phases in the
journey of any patient being diagnosed with AF and
then receiving treatment with warfarin.
4HE lRST STEP DUBBED PRE DIAGNOSIS
is the point at which initial concerns
about AF were raised.
#RUCIALLY IN THIS PHASE LESS THAN HALF
OF PATIENTS  WERE WARNED ABOUT
AF during a routine health check or
while being investigated for another
health complaint.

How diagnosed with AF?
$URING ROUTINE HEALTH CHECK
$URING INVESTIGATION OF
another health complaint
$UE TO EXPERIENCING
symptoms of AF
#ANT REMEMBER

14%
54%

30%

"ASE !LL N

h4HIS REINFORCES THE NEED FOR
greater education of at-risk
patients to attend regular health
screening. Family doctors
and nurses also have a role in
understanding how opportunistic
screening can uncover hugely
important conditions like AF.” –
Trudie Lobban MBE, AFA

In the second phase, diagnosis,
hospital specialists become the most
IMPORTANT LIAISON WITH PATIENTS 
of respondents received an ofﬁcial
diagnosis of AF from a hospitalbased specialist.
4HE THIRD PHASE IS management with
WARFARIN (ERE THE RESEARCH DRAWS
attention to the time taken for patients
to receive warfarin therapy.
Almost three-quarters  WILL BE
on warfarin to prevent stroke within
four weeks, but one in ﬁve patients
 REPORT WAITING BETWEEN A
month and a year before receiving
warfarin.
4HE RESEARCH ALSO INDICATES THAT
PATIENTS TREATED BY A '0 ARE MORE
likely to receive warfarin later than
those under the care of a hospital
specialist.
Although it is important to stress
that there may be many factors
inﬂuencing this, it is clear that
patients need to be empowered
with information about management
options and, where appropriate,
challenge clinical opinion.

When were you
prescribed Warfarin
At diagnosis
7ITHIN  WEEKS
 TO  MONTHS
/VER  YEAR
#ANT REMEMBER

6%
20%
57%
15%
"ASE !LL N

h4IME IS OFTEN OF THE ESSENCE
when starting patients on
anticoagulation therapy such
AS WARFARIN WHICH IS WHY '0S
have such an important role
TO PLAY 7E ADVISE ALL PRIMARY
care professionals to take part
in regular evidence-based
education to ensure their practice
remains up-to-date.” - Professor
David Fitzmaurice, Academic GP,
University of Birmingham
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Knowledge and
understanding
What is AF?
A vital question for anyone newly
DIAGNOSED AND ONE THAT THE .(3
broadly answers with three-quarters
 OF RESPONDENTS RECEIVING SOME
information of the condition, most
COMMONLY A VERBAL EXPLANATION

(OWEVER 25% could not recall or
did not receive any information on
the condition from their healthcare
professional.

Information received at diagnosis
6ERBAL EXPLANATION OF THE NATURE
of the condition or its causes

76%

6ERBAL EXPLANATION OF MEDICATION

67%

,EAmET  FACTSHEET ON MEDICATION

33%

6ERBAL EXPLANATION OF LIFESTYLE
management

32%

,EAmET  FACTSHEET ON THE NATURE OF
the condition and its causes

27%

,EAmET  FACTSHEET ON LIFESTYLE
management
/THER

$ESPITE THE INFORMATION PROVIDED
ignorance was widespread with
only two thirds  OF PATIENTS
accurately described AF correctly and
one in ten could not describe it at all.
4HIS PROBLEM WAS ESPECIALLY ACUTE
AMONGST OLDER PATIENTS THOSE  

24%
13%

Base: !LL RECEIVING INFORMATION N

h)T ISNT JUST ABOUT GIVING PATIENTS
information, we all need to
do more to make sure they
understand. AF is a long-term,
potentially life-threatening
CONDITION 0ATIENTS NEED TO KNOW
about their disease so they can
make informed decisions.” –
Trudie Lobban MBE, AFA
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Link between AF and stroke
!& IS A MAJOR RISK FACTOR FOR STROKE
with 22,500 strokes a year thought
to be directly attributable to AF. 
4HE OUTLOOK IS ALSO BLEAKER FOR THOSE
with AF who have a stroke with more
likelihood of death and disability.
3HOCKINGLY THEN 38% of patients
questioned had no idea of any of the
risks of AF, and 56% were not aware
that AF increases the risk of stroke.
Stroke prevention treatment
with warfarin
0ATIENTS QUESTIONED WERE ASKED
about their understanding of what
warfarin did for them:

What is your understanding of what warfarin does for you?
4HINS MY BLOOD

81%

0ROTECTS AGAINST STROKE 
brain damage

36%

0REVENTS BLOOD CLOTS 
thickened blood

35%

(ELPS STOP IRREGULAR HEART BEAT 
palpitations

18%

4REATS MY !&

14%

0ROTECTS AGAINST HEART ATTACK
/THER

11%
15%

$ONT KNOW

1%

Base: !LL RECEIVING INFORMATION N

$ESPITE THE WIDESPREAD ASSUMED
understanding of the simplistic action
OF WARFARIN IN THINNING THE BLOOD JUST
a third OF PATIENTS  KNEW THAT
this could prevent a stroke.
,OW LEVELS OF UNDERSTANDING WERE
mirrored by a lack of interest in
information, with patients generally
not proactive in seeking additional
information on warfarin. Less than
a third  SAID THEY ACTIVELY
searched for information on warfarin.

“In general, the more information
patients have access to enables
THEM TO GET BETTER CARE 0EOPLE
with AF and those on whose
lives anticoagulation has a large
impact, should take advantage
of the wide range of clear patient
literature available to ensure
they make the right decisions for
them.” - Eve Knight, ACE

Nine out of ten (89%) remember
receiving information on warfarin,
WHILST ONLY  REMEMBER RECEIVING
information on AF itself.
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Impact of warfarin-related
monitoring
Management with warfarin isn’t just a simple matter of taking
medication as prescribed, and getting on with life. Living with warfarin
shows the reality of life on warfarin, and the extent to which the
therapy is helping patients.
INR monitoring
7ARFARIN THERAPY REQUIRES ACTIVE MONITORING AS THE RIGHT DOSE VARIES FROM
PATIENT TO PATIENT 0ATIENTS HAVE A REGULAR BLOOD TEST AT A HOSPITAL CLINIC
OR THEIR '0 SURGERY TO CHECK THEIR )NTERNATIONAL .ORMALISED 2ATIO ).2 
4HE ).2 COMPARES HOW FAST THE PATIENTS BLOOD CLOTS COMPARED TO AN
INTERNATIONAL STANDARD NORMAL BLOOD CLOTS AT AN ).2 OF  4O PREVENT THE
RISK OF STROKE IN SOMEONE WITH !& THEIR BLOOD NEEDS TO CLOT  TO  TIMES
MORE SLOWLY THEREFORE THE ).2 GENERALLY NEEDS TO BE BETWEEN   "Y
measuring the INR – the patient’s therapeutic range -, clinics can ensure
that the patient stays within their therapeutic range by taking the right dose
of warfarin.

Time spent being monitored
Over two-thirds  OF PATIENTS
questioned needed their INR
MONITORED AT LEAST EVERY  WEEKS
Four in ten  ARE HAVING THEIR
).2 MONITORED EVERY TWO WEEKS 4HIS
rises to almost two-thirds 
amongst patients diagnosed in the
PAST  MONTHS
&OR THE MAJORITY OF THOSE INTERVIEWED
MONITORING TAKES PLACE IN THE '0S
surgery, with trips to hospital or other
CLINICS USUALLY THE NORM /NLY OLDER
PATIENTS  WERE LIKELY TO HAVE THEIR
INR monitored at home.

Where do you go to have
your INR monitored?
(OSPITAL
'0
#LINIC
(OME

10% 15%
19%
56%
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Getting to the clinic on a regular basis
adds to the time and inconvenience.
Almost half  OF PATIENTS
said they drove to monitoring
appointments, but one in six 
relied on someone else driving them.

$ESPITE THE TIME REQUIRED FOR ).2
monitoring diminishing as more
intensive monitoring gives way to
monthly check-ups, the research
demonstrates a signiﬁcant time
impact for patients.

For most patients having their INR
monitored takes up to one hour,
including travel to and from the
appointment.

s 42% of patients take less than half an hour these
30
patients are likely to:
MONITORED BY THEIR '0
minutes sss BEWALK
OR DRIVE TO THEIR APPOINTMENT
BE MONITORED AT HOME

up to
1 hour

s 39%TAKE BETWEEN  MINUTES AND AN HOUR
and are likely to:
s BE MONITORED BY THEIR '0 OR A SPECIALIST CLINIC
s DRIVE TO THEIR APPOINTMENT5P

over
1 hour

s  take over an hour and are likely to:
s BE MONITORED BY THE HOSPITAL OR A SPECIALIST CLINIC
s USE PUBLIC TRANSPORT OR DRIVE TO THEIR APPOINTMENT

Based on these ﬁndings, the time
required from a patient for INR
MONITORING COULD RANGE FROM SIX HOURS
or less in a year, up to a huge 52
hours a year.

h7ARFARIN CAN BE INCONVENIENT
especially initially. For many it
becomes part of the daily routine,
accepted as something they
have to do to stay healthy, but
we should still try and minimise
the impact on people’s lives.” –
Trudie Lobban MBE, AFA

All that effort and no gain
#ONSIDERING HOW MUCH TIME
patients spend on monitoring, and
the inconvenience and lifestyle
restrictions encountered in order to
get their warfarin treatment right, a
signiﬁcant number often don’t even
meet their INR targets.
s Half  OF PATIENTS SAID THEY
meet the target always or most
of the time
s One third said they only meet their
target some of the time
/VER one in ten  OF
respondents said they did not know
their INR target.

h*UST HALF  OF PATIENTS WHO
only met their targets some of
the time felt concerned about
THE SITUATION #LINICIANS NEED TO
be able demonstrate the impact
of poor control to patients in
order to make them a full partner
in the management of their
ANTICOAGULANT THERAPYv n %VE
+NIGHT !#%
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Life with AF and warfarin
Warfarin a bigger burden
than AF itself
0ATIENTS REPORTED THAT WARFARIN HAD
more of an impact on life than AF
itself. According to the survey, 57%
of patients felt that AF had a fairly
low impact or no impact at all on their
overall quality of life. By contrast half
of patients  FELT THAT WARFARIN
had a very high or fairly high impact
on their overall quality of life.

High impact of warfarin

High impact of AF

/VERALL QUALITY OF LIFE





%MPLOYMENT





$IET





&RIENDS  SOCIAL LIFE





,IVING SITUATION





Ability to do things
AROUND THE HOUSE





&AMILY





Patients call for more options
7ARFARIN IS CURRENTLY ONE OF THE FEW
options available to AF patients for
stroke prevention and it is effective.
4HE OVERALL PICTURE IS OF GENERAL
acceptance, but an underlying
dissatisfaction with limited options
and the difﬁculties of living with
WARFARIN EXISTS
Almost a third  strongly agreed
with the statement that ‘warfarin is
like a guardian angel’.
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s  STRONGLY AGREED WITH THE
statement ‘I get a real sense of
achievement when I meet my
therapeutic target’.

Food for thought
0ATIENTS SHOULD BE MINDFUL OF
a number of food and drug
interactions that can affect
warfarin levels, which can in turn
reduce treatment effectiveness
and increase the risk of side
effects. 0ATIENTS SHOULD INFORM
their doctor if they want to
CHANGE THEIR DIET FOR EXAMPLE
if they think they will drink
more alcohol while on holiday.
0ATIENTS ALSO NEED TO TALK TO THEIR
doctor before taking any other
medicines.

By contrast over two thirds 
FAIRLY STRONGLY STRONGLY AGREE WITH
the statement “I hate having to
take warfarin.
s  FAIRLY STRONGLYSTRONGLY
agreed that “I feel my whole life is
controlled by warfarin”
s  AGREED WITH h) lND IT
difﬁcult to keep to the right
diet on warfarin”
5LTIMATELY THE RESEARCH INDICATES
that patients are making the
changes required to live with
WARFARIN (OWEVER MOST PATIENTS
would be open to an alternative
that eliminates the ‘difﬁculties’
that come with warfarin.
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About atrial ﬁbrillation
Atrial ﬁbrillation is the most common
heart rhythm abnormality and
a leading cause of stroke. It is
estimated that 1.2 million people are
DIAGNOSED WITH !& IN THE 5+ 
0EOPLE LIVING WITH !& ARE ﬁve times
MORE LIKELY TO HAVE A STROKE BUT
many are unaware of the risk. In
addition, strokes related to AF tend to
be associated with poorer prognosis;
in one large study, almost 50% of
people who had a stroke related to
AF died within one year.6
AF can manifest in symptoms
such as fatigue, breathlessness
and chest pain, or it can have no
symptoms at all - but the risks to
health are very real.

In addition to the risks and severe
discomforts of the condition, people
living with AF also face limited
preventative treatment choices that,
while effective, can impact further on
their lives.
AF is a condition that has serious
implications for the individual,
their families and carers, and the
health system. For this reason, it
is invaluable to understand some
of the additional pressures that
might surround current preventative
treatment in the area, and how these
might impact on quality of life and
quality of outcomes.
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4HE !TRIAL &IBRILLATION !SSOCIATION
!&! IS A 5+ REGISTERED CHARITY WHICH
focuses on raising awareness of
Atrial Fibrillation (AF) by providing
information and support materials for
patients and medical professionals
involved in detecting, diagnosing and
managing Atrial Fibrillation. AFA works
closely with medical professionals,
$EPARTMENT OF (EALTH GOVERNMENT
.(3 4RUSTS 0#4S PATIENTS CARERS
patient support group members and
allied groups.

!NTI#OAGULATION %UROPE !#% IS A
5+ REGISTERED CHARITY FOUNDED IN THE
YEAR  7E WORK WITH PATIENTS
HEALTHCARE PROFESSIONALS .(3 TRUSTS
Industry, Governments, other charities
and patient groups and a wide range
of other organisations.

The AFA aims to:
 4O PROVIDE SUPPORT AND INFORMATION
on Atrial Fibrillation to those
affected by this condition
 4O ADVANCE THE EDUCATION OF THE
medical profession and the general
PUBLIC ON THE SUBJECT OF !TRIAL
Fibrillation
 4O PROMOTE RESEARCH INTO THE
management of Atrial Fibrillation
www.atrialﬁbrillation.org.uk

Our Aims are: 4HE PREVENTION
of thrombosis; the provision of
information, education and support;
the promotion of independence supporting people to take an active
part in their own healthcare.
www.anticoagulationeurope.org

