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Abstract

Aim: The aim of this study was to explore patients’ experiences of preventive antico-
agulation therapy in atrial fibrillation.

Design: This was a descriptive qualitative study based on interviews.

Methods: Individual interviews with 15 patients, 6 women and 9 men, treated with
preventive oral anticoagulant due to atrial fibrillation, were conducted. The inter-
views were analysed with qualitative content analysis.

Results: Based on the analysis, the theme Managing a necessary evil emerged. The
theme comprised the three categories: Coping with anxiety and changes in daily life,
Having confidence in care and Being a partner or only a receiver of treatment. Patients
described it like being faced with a situation where a treatment perceived as vital
was weighed against undesirable consequences and risks. Patients trusted caregivers

and had confidence in care, but there was a risk of being a receiver of care instead of

becoming a partner.
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1 | BACKGROUND

Atrial fibrillation (AF) is a common arrhythmia in adults, which in-
creases the risk for stroke (Pistoia et al., 2016). The prevalence of
AF in adults is 2%-4%, and the disease is expected to increase in
prevalence (Hindricks et al., 2020). It is estimated that in year 2030
about 14-17 million people in Europe will have AF. One important
cornerstone in the management of AF is thrombosis prophylaxis
with oral anticoagulant therapy (OAC), with vitamin K antagonists
(VKA) or non-VKA oral anticoagulants (NOAC). VKAs have for a
long time been the only treatment for thromboembolic diseases but
nowadays NOAC is an increasingly common treatment alternative
(Kirchhof, Benussi, et al., 2016). Both treatments can be complicated
because they increase the risk of bleeding, but one difference with

atrial fibrillation, oral anticoagulation therapy, patients’ experiences, qualitative

warfarin is that it requires frequent blood tests and dosage adjust-
ments (Salmasi et al., 2019).

2 | INTRODUCTION

Oral anticoagulant treatment reduces stroke and mortality in AF
patients, but despite the evidence for OACs to reduce the risk
for stroke, some patients stop taking their medications (Hindricks
et al., 2020; Kirchhof, Benussi, et al., 2016). Reasons for not tak-
ing OAKs are reported to be lack of knowledge about the purpose
of the therapy, the risk of bleeding complications or the effort re-
quired from the patient to verify or adjust the dose of VKA (Kirchhof,
Benussi, et al., 2016; Pandya & Bajorek, 2017). A systematic review
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found that adherence and persistence with NOAC therapy were
poor among patients with AF (Shehab et al., 2019), others describe
the association between low knowledge and poorer adherence to
OAC medication (Rolls et al., 2017; Smet et al., 2018). In an interview
study of patients on both VKA and NOAK, knowledge gaps and mis-
conceptions of AF and its treatment were identified and a negative
attitude, especially against VKA, was found (Salmasi et al., 2019).
Thrysoee et al. describe uncertainty among patients with AF, and
difficulties in understanding the association between AF, anticoagu-
lation and stroke, and also that patients did not understand that AF
was a lifelong disease (Thrysoee et al., 2018).

European Guidelines recommend a patient-centred approach
in the management of patients with AF, and patients should be em-
powered to participate in their own care (Hindricks et al., 2020).
Shared decision-making is recommended in the decision-making
process, including anticoagulant therapy, but it requires the active
involvement of patients and that they are thoroughly aware of the
potential benefits and risks and the different alternatives for OAC
(Kirchhof, Benussi, et al., 2016; Kirchhof, Breithardt, et al., 2016).
Patients’ preferences for OAC were investigated in a systematic
literature review (Wilke et al., 2017), which showed that patients
are willing to accept a higher bleeding risk if the stroke risk can be
significantly reduced. The study also showed that patients’ prefer-
ences towards OACs often differ from the perspective of the phy-
sicians, where physicians evaluate bleeding risk as more important
than patients do (Wilke et al., 2017). Differences in preferences
regarding OAC therapy between patients and physicians are also
described by others (Slavenburg et al., 2020). A study aimed at
examining patients' choices showed that patients prefer treatment
that does not require periprocedural interruption (bridging), which
is not associated with regular INR checks and dose adjustments,
which has minor interactions with food and can be taken once
daily (Bottger et al., 2015).

In summary, OAC therapy is challenging and places great de-
mands on patients. In order to be able to support patients, both in
deciding on treatment and in compliance, we need knowledge about
patients' perceptions and experiences of OAC therapy. Updated
research describing patients' perspectives of OAC therapy remains
sparse, and further studies are needed. Therefore, the aim of this
study was to explore patients’ experiences of preventive anticoagu-

lation therapy in atrial fibrillation.

3 | METHODS
3.1 | Design and context

To enable a deeper understanding of the participants’ experiences,
an inductive qualitative design with individual interviews was cho-
sen. The method makes it possible to gain an insight into patients’
life world (Polit & Beck, 2016). This was a sub-study in a study about
atrial fibrillation patients’ experiences, quality of life and illness per-

ceptions in atrial fibrillation. The main study included 180 patients

TABLE 1 Description of participants and their oral anticoagulant
therapy

Prior
experience

Participant Age OAC treatment with VKA

1 70 NOAC X

2 56 NOAC

3 79 NOAC

4 65 NOAC X

5 75 VKA

6 71 VKA

7 65 NOAC

8 70 VKA

9 81 NOAC

10 81 VKA

11 74 NOAC

12 58 NOAC X

13 81 VKA

14 69 NOAC X

15 59 NOAC X

Abbreviations: NOAC, non-VKA oral anticoagulants; OAC, oral
anticoagulant therapy; VKA, vitamin K antagonists.

with atrial fibrillation, recruited at a university hospital in Sweden
and hospitalized for electrical cardioversion.

3.2 | Participants

To answer the aim of this study, 15 participants, 6 women and 9
men, ages 56-81 years (median 70 years), were included through
purposive sampling. Men and women with different ages, different
levels of education, different marital statuses and included in the
main study were contacted by telephone. They were all treated with
preventive OAC due to AF, 5 with VKA and 10 with NOAC. Six of
those treated with NOAC had prior experience with VKA (Table 1).
Inclusion criteria for the study were AF diagnosis, treated with OAC,

and willing to participate in interviews.

3.3 | Data collection

The semi-structured interviews followed a short interview guide
with a focus on experiences of OAC, medications affecting daily liv-
ing, and knowledge about treatment. Examples of questions were
as follows: What is your experience of being treated with OAC?
Has the treatment affected your life or lifestyle? What information
did you receive before starting treatment? Probing questions were
asked to clarify and further develop the participants’ answers. The
interviews were conducted between June 2018 and April 2019 and
took place in the participants’ homes or at the hospital according to
their wishes. They were done by first (KO) and last (KHA) author and
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two nurses undergoing specialist training; none was involved in the
care of the participants. The interviews were digitally recorded and
transcribed verbatim.

3.4 | Analysis

Qualitative content analysis, according to Graneheim and Lundman,
was used for the analysis. This method, which covers both descrip-
tions of the manifest content as well as interpretations of the latent
content and close to the participants' lived experiences (Graneheim
et al., 2017; Graneheim & Lundman, 2004) was considered appro-
priate according to the aim. All authors, with extensive experience
of qualitative method, were involved in the analysis. The tran-
scribed interviews were read through several times and meaning
units corresponding to the aim were condensed and labelled with
codes. The codes were then sorted by similarities and differences
and grouped into subcategories and categories, and furthermore,
the underlying meaning of the categories was identified and formu-
lated into a theme. Throughout the analysis process, we continually
reflected upon and discussed our pre-understandings. The analysis
was performed and discussed by all authors until consensus was

achieved.

3.5 | Trustworthiness

We followed the recommendations from Graneheim and Lundman
(2004) to ensure trustworthiness. Men and women with different
ages, different levels of education, different marital statuses with
different backgrounds and experiences were included for credibil-
ity. In all interviews, focus was on the same area for dependability.
Transferability was achieved by giving a clear description of the data
collection, settings and characteristics of participants and process of

analysis. Quotations were used to illustrate findings.

3.6 | Ethical considerations

This study conformed to the principles outlined in the Declaration of
Helsinki and was approved by the Swedish Ethical Review Authority
(Dnr 2018-24-31M). All participants received written and oral

TABLE 2 Subcategories, categories and theme

Subcategories

o Accepting that the treatment affects life and lifestyle
e Handling dose adjustments and side effects
e Dealing with anxiety

e Trusting caregivers
e Feeling cared for

e lLacking insights and involvement
e Searching for more knowledge
e Becoming a partner

Categories

Coping with anxiety and changes in daily life

N inaO 2659
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information from the researchers and gave their written informed
consent.

4 | RESULTS

The result of this study revealed the theme Managing a necessary evil,
and the three categories connected to the theme were Coping with
anxiety and changes in daily life, Having confidence in care and Being a
partner or only a receiver of treatment. An overview of the theme, cat-
egories and subcategories is given in Table 2 and is explained more
in detail in the following text.

4.1 | Managing a necessary evil

The theme in this study of patients being treated with preventive
OAC condensed the experiences of being faced with a situation
where a treatment that was perceived as vital, was weighed against
undesirable consequences and risks. Patients trusted caregivers and
had confidence in care, but there was a risk of being a receiver of
care instead of becoming a partner. The following categories de-

scribe the participants' experiences and handling of the situation.

4.2 | Coping with anxiety and changes in daily life

This category encompassed how OAC influenced daily life and cop-
ing with the changes. The treatment affected daily life in varying
degrees depending on former lifestyle and situation in life, the treat-
ment they received, and how participants tolerated the medication.
The treatment also had an emotional impact on the participants that
they had to deal with.

4.21 | Accepting the treatment affecting
life and lifestyle

Participants expressed that treatment with anticoagulants had
a significant impact on their daily life, and that it was something
they had to accept. Some were dissatisfied with the medication

and felt that it was impossible to exercise or to live their lives the

Theme

Managing a necessary evil

Having confidence in care

Being a partner or only a receiver of treatment
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way they wanted. “Then, | said, | don't want it like this. | was tired
of having the medication; it didn't work exercising and living the
way | wanted." (12)

Participants stated that they had to be careful not to hurt them-
selves and avoided situations when there was a risk of injury. This
was to some extent linked to the lack of antidote to NOAC. Travelling
was a stress factor for those who needed to take a prothrombin time
test (PT/INR) when travelling abroad. Those treated with VKA de-
scribed that they had to reflect on their diet and sometimes adjust it

due to recommendations from care.

With the Waran, there are certain things that are in-
appropriate to eat too much of, it applies to salad and
to strawberries for example. | eat salad quite regularly
so it's like the same all the time and then it does not
matter, but strawberries are a bit difficult because
they are seasonal.

(10)

4.2.2 | Handling dose adjustments and side effects

Most participants with experience with VKA reported that frequent
testing was troublesome. VKA was perceived as difficult to adjust,
with fluctuating test values or missing times for tests, and interac-
tions with other drugs resulting in confused and irregular dosing.
Some also reported experiencing extended hospital stays related to
treatment with VKA. Participants who performed self-tests adapted
dosage and sampling times based on the current PT/INR and ex-

pressed becoming more independent.

After taking a course, | got the equipment. So, last
night for example, | took a quick check, 2.3, it is quite
okay, | have the knowledge and | am so experienced
with Waran. | can change the dose myself and | can
control the medication. It should be between 2 and 3.

(13)

Some participants reported that their skin was so sensitive that it was
injured even without an identified explanation and it was difficult to stop
the bleeding. Others stated that they were bleeding less than expected
and had no discomfort from side effects. It became a routine to take their
anticoagulants, and, although it was sometimes forgotten, there was an
opinion that forgetting a single tablet did not have consequences. It was
described as "just one tablet" (8) out of several. Participants stated that
they accepted side effects as being easy bleeding and did not think much
about them, as they felt forced to take the medication.

| have to take this medicine. Therefore, | have tried
not to read too much about it. | thought, | should not
frighten myself by reading about side effects.

(2

Participants who switched from VKA to NOAC were pleased
and experienced relief when tests decreased. Change of medi-
cation led to a sense of freedom. It simplified everyday life and
made it easier for those who wanted to travel. Participants who
reported former side effects of nosebleeds experienced great

improvement.

4.2.3 | Dealing with anxiety

Having AF and being treated with antithrombotic medication some-
times caused anxiety, both the diagnosis itself and its treatment.
Most worries were experienced at the beginning of the treatment.
As the experiences with the treatment increased and time passed,

the anxiety was less noticeable.

The first time | was treated with Elequis | was ex-
tremely scared. It was in the fall and slippery and |
thought, if | slip and get hurt and as medicating
with NOAC, | will get a brain haemorrhage. Which
is better, preventing a thrombosis or getting brain
haemorrhage?

7

To handle anxiety, some stated that taking the drug led to a feeling
of safety because they relied on the treatment to prevent unwanted
events related to the disease.

| know that it is to prevent stroke, so the medication
makes me feel safe. If | don't take it, | can't get electric
conversion.

9

4.3 | Having confidence in care

Having confidence in care was reported as important. Confidence
was built on trust in caregivers, in the knowledge of the profession-

als and in the feeling of being care for.

4.3.1 | Trusting caregivers

Trusting caregivers was described and seen as important, and the
participants perceived doctors and nurses as educated and profes-
sional and therefore they complied with the treatment. “I trust the
doctors and if they say | should take medicine, then | will take it.
They have the knowledge about this”. (8)

Trust was also based on continuity and the relationship cre-
ated between the patient and the caregiver. Continuity was im-
portant as well as when the conversation between caregivers and

participants was straightforward and honest. It created a sense of calm.
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... My wife and | had been thinking about changing
medication. | brought it up with my doctor, whom
| have seen for years, at my last visit in March, but
added: If you say | should take the medicine, then |
will continue. It feels safe that he didn't transfer my
check-ups to a health care centre.

4)

4.3.2 | Feeling cared for

The care process generally worked well with continuous visits. The
caregiver checked if participants were able to manage their medica-
tion, handled the anticoagulant setting carefully and planned with

close controls, which led to a feeling of being well cared for.

| have been so well taken care of. It works well with
doctor visits and they check if | can manage the med-
ication. | feel surrounded by care that really works
well.

(2)

Participants treated with VKA felt that they received feedback
quickly in connection with blood sampling and they felt safe with the
continuous contact. Those treated with NOAC were grateful to receive
such expensive medicines, which was interpreted as being respected

and important to care for.

Yes, | am grateful that | received Eliquis, it is an expen-
sive medicine. It is nice that they think | am worth it,
but it is lucky that there is high-cost protection.

(3)

4.4 | Being a partner or only a receiver of treatment

This category concerns patients’ involvement in their own treat-
ment. Some participants considered themselves as partners in the
decision about OAC treatment, but most accepted the doctors’ deci-
sions, regardless of whether information about different treatment
options was given or not, and became only a receiver of care. The
reason for that was often respect for the professional knowledge of
the doctors, and that they had never reflected on the possibility of
being involved in the decision-making process.

441 | Lackinginsights and involvement

Some patients expressed that they had not received any information
about OAC before being put on treatment. On the other hand, some
described that they avoided making decisions with the given infor-
mation. The reasons for this were that they did not want to scare

themselves or that they trusted the doctor.

N inaO 2661
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When there was a lack of understanding of the consequences
of the treatment, problems arose, such as in the following quotation

when medication had to be adjusted prior to examination.

| was told to take the tablet every day, it was import-
ant, but | never understood that | could not pause the
medication in any way. As when | did the colonoscopy,
| received written information that | should pause it.
| thought there was coordination between those who
would do a colonoscopy and the cardiologist but that
was not the case so my electrical conversion could
not be done as planned.

(12)

Participants did not question the doctor's prescription. When
lacking knowledge, one cannot participate in decision-making, so they

were obedient and compliant.

| have not really been involved in decisions, but | have
done as they told me. When you do not have knowl-
edge yourself, you do as others say.

(6)

4.4.2 | Searching for more knowledge

Several participants described that they searched for information on
Internet, despite having received information from the healthcare
provider, to compare with the given information. Some participants
talked to other people with experience with anticoagulants and thus
gained new knowledge.

It's doubtless a problem for us as patients. We don't
really know what's best for us unless they tell us and
then you go home and look at what's written online.

(1)

4.4.3 | Becoming a partner

The imbalance between the professional doctor and the needing
patient was obvious in the interviews, and the expectations from
the patient were that the doctor decides. Some stated that the doc-
tor had informed them about the alternatives and their advantages,
disadvantages and risks, but they blamed themselves for not being

more active and asking questions.

She told me about 3 different medicines, but | should
have written down what she said There was one that
you only need to take once a day, there was one that
you take twice, one in the morning on one in the eve-
ning. Then there are some that were quite new, as

| understood, and not so well known. | should have
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written down their names and then read about them.
But | trust the doctor very much...

(5)

However, there were also indications that those participants
who had become more experienced, and when they also experi-
enced continuity in care, they dared to question the doctors’ sug-
gestions. They eventually became more involved and active in
discussions about for example benefits and negative side effects of
medication and discussed until agreement was achieved between
two partners, one on medical treatment and one on coping with the

illness in daily life.

| was on my annual check with my doctor, whom |
have met with for years after my heart attack, and
complained about all the tests. It was a stress factor,
and we agreed to change medication.

(3)

5 | DISCUSSION

In this study, aiming to explore experiences of preventive anticoagu-
lation therapy in patients with atrial fibrillation, the theme Managing
a necessary evil and the three categories:

Coping with anxiety and changes in daily life, having confidence in
care and being a partner or only a receiver of treatment emerged and
will be discussed below.

The results in this study showed that OAC treatment affected
life and lifestyle, and this is similar to previous results (Clarkesmith
et al., 2017; Mas Dalmau et al., 2017). An interview study explor-
ing patients’ experiences of OAC treatment found that there were
challenges related to OAC, and the challenges included lifestyle
restrictions and problems related to maintaining INR (Clarkesmith
et al., 2017). Patients’ narratives in this study revealed a feeling
of not being able to live the life they wanted, and the restrictions
were experienced as limiting and thus affecting quality of life in a
negative way.

This study showed that for some participants, the OAC treat-
ment caused anxiety, and most worries were experienced at the
beginning of the treatment. Previous studies have found that pa-
tients who had been on OAC therapy less than one year had more
negative perceptions about the treatment (Casais et al., 2005) and
more worries about the treatment than those who have had the
OAC treatment longer (Bajorek et al., 2009). The feelings of anxi-
ety seem to decrease over time, although it may take a while. This
points out the importance of paying special attention to patients
at the beginning of the treatment, and to be aware that some of
them need extra support to prevent anxiety and negative impacts
on their quality of life.

Participants in this study expressed that they had confidence
in care and trusted the caregivers when they suggested treatment

with OAC. They perceived that the doctors had great knowledge.

In our study, all participants were included from a university hos-
pital, which may have contributed to the respect for the caregiver's
knowledge.

Trust in caregivers was also found in a study by Pokorney et al.,
which interviewed patients and providers about decision-making re-
garding OAC use for stroke prevention in atrial fibrillation. A major
theme emerged from patients' narratives, “trust in provider recom-
mendations”. Patients trusted their providers and tended to defer
decision-making to their providers. The authors discuss that patients’
“trust in providers’ recommendations does not eliminate the need
for patient involvement in decision-making” (Pokorney et al., 2019).

Crucial for patient involvement and shared decision-making is a
clear communication of risk and treatment benefits, side effects, as
well as available treatment options, and not just information. If pa-
tients are invited to be involved in OAC treatment decisions, it will
also put greater demands on them. Involved patients cannot expect
someone else to make decisions for them (Hargraves et al., 2016).
It is important, from a patient safety point of view, that patients be
involved in the decision about OAC and take their own responsibility
over the treatment. If the patient does not know why the decision
about OAC is made, the health care does the patient a disservice. By
being involved, they also have knowledge about how and why the
treatment is crucial, and therefore the ability to prevent errors that
may occur. Healthcare organization tends to be fragmented, divided
into different specialties, and missing a holistic view of the patients’
illness and treatments. Therefore, it is important that the patient un-
derstand the importance of questioning changes or interruptions in
treatment. Our study showed that the process of involvement was
easier if there was an established relationship between patients and
caregivers. An established relationship requires in turn continuity in
care. In clinical guidelines, there are clear recommendations that pa-
tients should be involved in their care, but the recommendations are
not always implemented (Ali-Ahmed et al., 2020), as this result also
showed. Involvement is a process that develops over time, and it is
important that caregivers can support that process.

Achieving shared decision-makingis notan easy task (Noseworthy
et al., 2018). One problem is that patients, like in our study, do not
feel that they have enough knowledge. Another problem is how to
deal with those who do not want to or are not able to be involved
in their care. To overcome these and other difficulties, decision aids
have been developed. A Cochrane review of studies aimed at eval-
uating the effectiveness of decision aids showed that when partic-
ipants’ knowledge increased, decisional conflict related to feeling
uninformed decreased, and so did also the proportion of participants
who were passive in decision-making (Stacey et al., 2017). In a study
of the effect of a decision-making tool for thromboprophylaxis in
atrial fibrillation, Eckman et al. showed similar results as in the re-
view above, but also that satisfaction with providers increased and
medication adherence improved (Eckman et al., 2018).

The theme "Managing a necessary evil" summarizes the re-
sults of this study. Managing is related to how much impact the
medicine has on your life, if you feel confidence in the care and

how involved you are in the process. All participants in our study
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perceived their medication as necessary. In a study aimed at in-
vestigating the first associations, patients had with taking their
medication and whether these associations were related to ad-
herence behaviour, the highest mean adherence rates were found
for participants reporting “necessity” followed by “routine”. Their
study found that negative associations reported were mostly of an
emotional nature, whereas positive associations were mostly of a
cognitive nature (Kleppe et al., 2017). This confirms the necessity
of involving the patient in their own care, for us to listen to their
feelings regarding medication and for patients to process what the

treatment entails.

6 | CONCLUSION

By considering patient's needs and the phase they are in, the oppor-
tunities to participate in decisions about OAC treatment increase.
The process of getting involved takes time and presupposes continu-
ity in care. Increased participation enables safer OAC treatment, and
decision aids may improve participation.

6.1 | Study limitation

This study is a single-centre study, performed at a university hos-
pital in Sweden, and this may have affected the results. Healthcare
systems are organized differently in different countries, which must
be considered when assessing transferability of the results to other

contexts.
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