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Background: Living with coronary heart disease (CHD) usually means being prescribed
several medications to help prevent new cardiac events. Using medicines for long-term
conditions impacts on day-to-day life, and coping with medicines can be burdensome and
can affect the quality of life. To enable better support of these patients, we need to under-
stand their collective medicine-related experience.

Purpose: The purpose of this study was to describe patients’ medicine-related experience
1 year after the diagnosis of CHD.

Patients and Methods: A qualitative, descriptive study using semi-structured interviews
was conducted in 19 patients in their homes or at Linnaeus University, Sweden. Interviews
were recorded and transcribed verbatim. Qualitative content analysis with an inductive
approach was used.

Results: Patients’ experiences with using their medicines after diagnosis of CHD differed
considerably. Some patients found handling the medicines and administering their treatment
very easy, natural and straightforward, while others found that it was distressing or trouble-
some, and influenced their lives extensively. There was a varied sense of personal respon-
sibility about the treatment and use of medicines. The patients’ experiences were classified
into one of seven categories: a sense of security, unproblematic, learning to live with it,
taking responsibility for it, somewhat uncertain, troublesome, or distressing. Participants in
the study who expressed an unproblematic view of medicine taking also often revealed that
they had dilemmas or uncertainties.

Conclusion: Patients’ medicine-related experiences after CHD vary greatly. The findings of
this study highlight a need for more individualized support for patients using medicines for
secondary prevention. The patients often needed better dialogue with healthcare providers to
optimally manage their medicines. Medicine-related support for these patients should encom-
pass various aspects of medicine-taking.

Keywords: coronary artery disease, qualitative research, patient experience, medicine
management

Introduction

An increasing number of people live with coronary heart disease (CHD) today
because an aging population and the development of acute and secondary treatment
options have resulted in more patients surviving and living longer.' > Improvements
in the acute treatment of CHD, with the widespread use of percutaneous coronary

interventions, have resulted in fast physical recovery of patients and shorter hospital
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stays. However, the time available for education about the
disease and what is expected of the patient in terms of
secondary prevention have also subsequently been limited.
Successful rehabilitation after CHD presupposes that
patients are provided with sufficient education, counselling
and psychosocial support to cope with all consequences of
the disease.* However, short hospital stays have not
usually been accompanied by correspondingly expanded
out-patient follow-up services. Substantial deficits have
been seen in patients’ knowledge and understanding of
the disease and the required prevention measures, high-
lighting the need for revision of cardiac rehabilitation
programs.”

Living with CHD wusually means being prescribed
a series of medications (eg, aspirin, antiplatelet agents,
a statin, a beta-blocker, an angiotensin-converting enzyme
inhibitor or angiotensin receptor blocker, nitroglycerin
spray) for the prevention of new cardiac events.” In order
to obtain the full benefit of these medications, patients must
adhere to the prescribed regimens; however, studies reveal
that patients sometimes stop taking their medicines after the
first few months and that nonadherence increases with time
after the diagnosis.®’ Poor adherence to secondary preven-
tion is thought to be one of the reasons for treatment goals
not being met despite established guidelines and widespread

access to effective and inexpensive medicines,'®"!

12-14

resulting
in increased morbidity and mortality.

Adherence to medical treatment regimens is a complex
act requiring both motivation and ability; nonadherence
can, therefore, be either intentional or unintentional.!>!”
Unintentional nonadherence occurs if the patient wants to
adhere but is unable to because of difficulties with under-
standing instructions, affording costs, or remembering to
take the medication, or for other practical reasons.
Intentional nonadherence occurs when the patient decides
not to follow the recommendations. Depression is asso-
ciated with lower levels of both unintentional and inten-
tional nonadherence to cardiac medication and has been

increased risk of cardiac events.'®!

associated with
However, in general, factors influencing unintentional
and intentional adherence are different and need different
management.20

Adherence to medication regimens is influenced by
the patient’s attitude towards their medications. This can
Beliefs

Questionnaire-Specific (BMQ-S) instrument, which mea-

be assessed using the about Medicines
sures beliefs about the necessity for medicines or con-

cerns about medicines, on two scales.’’ > The patient’s

beliefs are important determinants of both intentional
and unintentional adherence and changes in beliefs
have been linked to changed adherence behavior.?'-**°
Based on the BMQ-S, patients can be classified as
accepting, ambivalent, indifferent or skeptical in their
attitudes, each having a specific effect on their likelihood
of being adherent.*'? Most patients, with various dis-
eases, are accepting or ambivalent, believing their med-
ications are necessary; ambivalent patients also having
serious concerns about medicines. Indifferent or skepti-
cal are less common attitudes.**** Patients with CHD
become more concerned about their medications during
the period after the event,*® which could explain the
worsening adherence among these patients.®'®** Being
discharged with more than seven medicines, not receiv-
ing a medication list, and believing that the healthcare
provider did not listen to them were factors associated
with a higher risk of increased concern.**

Using medicines for long-term conditions impacts
on day-to-day life, and coping with medicines can be
burdensome and can affect the quality of life.*® In the
early recovery phase after an acute coronary event,
patients might consider medicines as intrusive and as the
cause of many of their symptoms.>” They can find it hard
to understand their treatment and this can generate con-
cerns about potential side effects.®® A study of medication-
related perspectives among patients who had been using
medications for an average of 2.5 years found that they
thought about their medicines and wanted to understand
their treatment, but the level of information they wanted
differed among the participants. The beliefs they held
about both the disease and the medicines also influenced
their decisions about the treatment.>® A review of inter-
view studies of patients with CHD, or patients receiving
similar preventive treatment, explored concepts relating to
how patients perceived their medicines and their perspec-
tives on adherence. These perceptions about the disease
and about taking their medication and the patients’ rela-
tionships with the clinicians were found to be central
factors influencing medication-taking behavior.** These
studies have all had a general aim, covering medication-
related experiences in general,”’ studying patients’ experi-
ences with chronic medicines in general,®® or focusing
specifically on factors affecting medicine-taking and

3940 However, little is known about how

adherence.
patients with CHD reason about their medicines, what
support they have and what affects their thinking about

medicines.
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Since we are currently developing an intervention for
improving pharmaceutical care for patients with CHD, we
require a better understanding of how patients in our set-
ting experience medicine-taking so we can find ways to
better support them.*"*** The purpose of this study was,
therefore, to describe patients’ medication-related experi-
ences over the first year after diagnosis of CHD.

Materials and Methods
Study Design and Setting

A qualitative study using a descriptive approach with
semi-structured interviews was conducted. The partici-
pants were 19 patients who had been diagnosed with
CHD and had their secondary prevention follow-up meet-
ing at the cardiology clinic of a county hospital in the
south of Sweden. The standard follow-up procedure for
patients like these included an appointment with a cardiac
specialist nurse within 3 weeks of discharge, and an
appointment with an assistant physician or cardiologist
about 2 months after discharge. All patients were also
offered cardiac rehabilitation for about 4 months at the
hospital or at a primary-care facility closer to home.

Data Collection

Patients who had been diagnosed with CHD during June—
December 2014 were recruited from the healthcare register
of the county council. Patients were included if they had
a coronary angiography accompanied by a diagnosis of
angina pectoris, myocardial infarction, or another acute or
chronic ischemic disease. This yielded a list of 131 patients,
identified only by their social security numbers. Patients
were subsequently excluded if they had had prior CHD,
lived outside the area, had a coronary artery bypass graft
(CABG), had dementia, had a record of drug abuse, had not
attended the follow-up meetings, or seemed too ill with
other diagnoses. This left 75 patients, 45 of whom were
selected as possible candidates using purposeful sampling.
The aim of this sampling method was to ascertain variation
in age, marital status, type of CHD, presence of co-
morbidities and discharge date. The selected patients were
contacted by a letter which described the study and
informed them that the interviewer would contact them
via telephone within a week to ask for their participation.
Letters were first sent to 16 patients who had had a CHD
event in the summer of 2014, and these patients were then
contacted by phone. Some could not be reached by phone
and a few did not want to participate in the interviews

because they did not feel they had enough to share, or
they had other priorities. Letters were then sent to more
patients, those who had had a CHD event later in 2014,
bringing the total to 35 patients contacted by letter and 19
who consented to participate. After the interview, the parti-
cipants were asked to complete the BMQ-S. This question-
naire was used to control for variations in the attitudes of
the sample; it was applied after the interview so that it
would not influence data collection for the study. The char-
acteristics of the participants are presented in Table 1.

Interviews

Interviews were conducted by the first author in the parti-
cipant’s home (16) or in the first author’s office (3),
whichever was desired by the participant. The interviewer
introduced the aim of the study and asked the participant
to put their medicines on the table in front of them so that
pill boxes would give cues for the interview. The first three
interviews were recorded and transcribed so that the inter-
view guide and the researcher’s performance could be
reviewed with the last author. After this review, the semi-
structured interview guide was supplemented by the addi-
tion of examples of follow-up questions and probes to get
more in-depth responses during the interviews (Table 2).
Another 16 interviews were then conducted during
September—November 2015 and these were then analyzed
together with the first three. Interviews took between 20
and 110 min. The interviews were recorded and later
transcribed verbatim. One recording failed because of
technical error, so 18 interviews were transcribed, three
by a research assistant and 15 by the first author. The
collected data then constituted 240 pages of interview
transcripts.

Data Analysis

Qualitative content analysis with an inductive approach
has been previously described by Elo and Kyngis.*> The
recordings were listened to carefully, in order to proof-read
the transcripts, and to get a sense of the whole. The
transcripts were then read through to find the meaning
units that corresponded with the study aim. The initial
codings for, or condensed summaries of, the meaning
units were written in the margin of the transcript as
a form of open coding. The context of the whole interview
or a typical area of content was considered when deciding
on the codes.** Each interview resulted in between 10 and
50 codes, which were collected in an Excel spreadsheet
(500 codes in total). Similar codes were combined to form
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Table | Characteristics of the Participants

Participant Gender Age CHD-Diagnosis Marital Status Comorbidity Attitude Towards
Medicines
| Male 63 NSTEMI In relationship Accepting
2 Male 65 STEMI Married Accepting
3 Female 72 NSTEMI Widowed SLE, Sjogren’s syndrome Skeptical
4 Female 77 NSTEMI Married Gout Accepting
5 Male 78 Angina Married Hip fracture Accepting
6 Female 68 STEMI Alone Type 2 diabetes Ambivalent
7 Male 60 NSTEMI Alone AF, type 2 diabetes, post-stroke Indifferent
8 Male 77 Angina Married Type 2 diabetes, nephrectomy Ambivalent
9 Male 56 STEMI Married Psoriasis, arthritis Accepting
10 Male 65 NSTEMI In relationship Polymyalgia rheumatica Indifferent
I Male 58 Angina Married Ambivalent
12 Female 77 STEMI Married Type 2 diabetes, ankylosing spondylitis Ambivalent
13 Female 75 Angina Alone Crohn’s disease Accepting
14 Female 60 STEMI Alone Back pain Accepting
15 Female 86 STEMI Alone Hypertension, osteoporosis Accepting
16 Male 54 NSTEMI Married Missing data
17 Male 62 Angina Alone Indifferent
18 Female 69 STEMI Married Rheumatoid arthritis Accepting
19 Male 78 NSTEMI Married Indifferent

Abbreviations: AF, atrial fibrillation; CHD, coronary heart disease; NSTEMI, Non-ST-elevation myocardial infarction; SLE, systemic lupus erythematosus; STEMI, ST-

elevation myocardial infarction.

Table 2 Interview Guide Used for Interviews 4—19, Main Questions in Bold

What do you think about your medicines?
How does it feel to take them?

Do you feel safe with the treatment?

Can you describe why?

How do you feel about taking ... ?

What does it mean to you to take ... ?

How are you affected by taking ... ?

Is it OK not to know ... ?

Can you give an example?

How do you feel when you take your medicines?

Do you discuss your medicines with anyone?
Have you had any problems with your medicines?
What kind of support have you had in using medicines?

Are you satisfied with that?

How would you prefer it to be?

Has anyone offered you ... ?

Would you have wanted someone to discuss that with?

In what way do you think that would be good?

with this summary?

What things do you think have affected your opinion about medicines?

This is a summary of your thoughts about medicines; do you agree

In what way?

Can you tell me more!

Can you give an example?

How do you explain that?

Has there ever been a situation when things did not turn out as

you had expected?

about 50 groups, which were then compared for differ-
ences and similarities before being regrouped and merged
to form sub-categories, based on their meanings. The
abstraction process was guided by the concept of a code
belonging to a sub-category more than just being similar in
content.”> Sub-categories were freely formed from the

groups in this manner, and later categories emerged from
the sub-categories (Table 3). All the steps in this collection
and analysis process were performed by the first author,
with insights from the actual interviews in mind but also
with ongoing dialogue with the last author for guidance in
the methodology. The first author has 10 years’ experience
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Table 3 Example of the Analytical Process

Meaning Unit

Code

Sub-Category Category

It’s also about the whole side-effects aspect and having read the

Felt the need to read the patient package

Wanted to be Taking

been when ... | do not know. It was when | spoke to someone
who thought that “there are other alternatives when it comes to
metformin” or something like that; | would try that and | would
discuss it with my diabetes nurse.” (Male, 60)

material. It’s there (patient package insert) you find out all the insert as she was not knowledgeable informed. responsibility
information about that. Otherwise, how could | know? | am not about medicine. for it.
knowledgeable about medicine in any way. | get it from there.

(Female, 75)

” So | mentioned it to the doctor at the hospital when | was over | Discussed medical problems when he was | Took the

there, and | also talked to someone else about it. It, it might have | in contact with healthcare and received initiative.

guidance.

as a clinical pharmacist talking to patients about their
medicines in clinics, wards and educational groups and is
familiar with the research field. The last author has exten-
sive experience as a nurse in cardiology and in using
qualitative methods.

Ethical Considerations

The investigation conformed to the standards described in the
Declaration of Helsinki. The study was approved by the
Regional Ethics Committee in Linkoping (Dnr 2014/506-31).
Participants were given written and oral information about the
study and gave written consent to participate. Participation was
voluntary and participants could at any time and without
explanation choose to withdraw from the study. Codes were
used instead of personal data in all audio files, transcripts and
analyses to ensure confidentiality.

Results

Analysis of the interviews revealed that the participants
varied in their response to the handling of and treatment
with medicines after diagnosis of CHD, finding it very easy,
natural and straightforward, or distressing, or mostly trou-
blesome. Participants also had different feelings about taking
responsibility for their treatment and the use of medicines.
Some felt concerned about taking medicines and some felt
secure in taking them, but no one mentioned that they had
noticed a positive therapeutic effect from taking them. These
responses associated with medicine-taking after CHD were
characterized into seven categories (Table 4).

Sense of Security
The category “sense of security” describes participants’
experience of feeling secure with their medicines, because

they trusted the doctors and the health system, and trusted
that they were being treated in the best way. They also felt
safe because they thought that the medicines protected them
from worsening of their condition and because they felt that
the treatment had been individualized for them in some
way. They knew they could discuss any dilemmas with
someone, which also made them feel secure to be taking
medicines as part of everyday life.

"Trusting the doctors", and the health system, was the
reason participants felt safe with their medicines. The
extensive research behind this type of treatment, and the
fact that all patients receive the same medicines was also
mentioned as good reasons for putting trust in the treat-
ment. The participants who expressed a sense of
being "protected by the medicines" said they knew that
they had medicines that reduced the risk of new events.
One participant commented that the medicines were like
a lifeline and explained: “Yeah, if I stop, if I stop taking
them, this problem, this thing with my coronary arteries
will get even worse and then the risk that I’ll have another
heart attack will be higher I think.” (18) Some participants
mentioned that they had had confirmation of the effects of
their medicines on, for example, their cholesterol levels.
Having the nitroglycerin spray nearby also felt like being
protected by a life guard. Being "treated as a partner" and
deciding on the treatment together, taking individual fac-
tors into consideration, helped participants to trust that the
medicines were right for them. “So he thought my blood
pressure was too low. So it was because of that; yes, we
spoke about that too, and together we decided to reduce
the enalapril.” (10) Having "someone to talk to" and dis-
cuss the treatment with, a relative working in healthcare,

or another doctor, made participants feel safe when
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Table 4 Categorization of Medication-Related Experiences from the
Perspective of 19 Patients After a Coronary Heart Disease Event

Categories Sub-Categories

Sense of security Trust the doctor
Protected by the medicines
Treated as a partner

Someone to talk to

Unproblematic | just take them
Straightforward process
Still feeling well
Know all | need

Easy to accept

Learning to live with it | Coming to terms with medicines
Reflecting on medicines is a part of
everyday life

Necessary evil

Creating a routine of one’s own

Taking responsibility Want to be informed

for it Taking the initiative
Feel in charge of my own health

Decided for myself

Somewhat uncertain | take them but | am not sure | need them
Missing information

Lack someone to discuss with

Troublesome Inconvenient and fussy

Disturbed by the generic exchanges
Annoying to easily bleed

Restricted in every-day life

Experience side effects

Distressing Feel bad about taking them
Distrust of healthcare or pharmacy
Worrisome to get new generics

Unwelcome reminder of ill health

managing their drugs. Some used this as a sort of second
opinion which made them feel sure of the treatment; for
others, it was more the sense that they had someone to turn
to that gave a sense of security. “So I choose the channel
that is easiest and that’s my siblings really, because they’re
in healthcare.” (16)

Unproblematic

The category ‘“unproblematic” describes participants’
experience of accepting medicines into their life with
ease. When something came up it was easily taken care
of, medicines were not on their mind, they just took them
and got on with their lives. They had not noticed anything
different in their health; they felt well, so they guessed

everything was all right. They might not know so much
about their medicines but they were confident, they were
happy not knowing because decisions were not up to them.
Falling ill and having a bunch of medicines was something
that just happened to them and they accepted it easily.

Some participants said "I just take them", and that they
never thought of it as anything special. It was no big deal,
because they had accepted that they needed them. “I don’t
really think anything about them at all (the medications);
they’re just part of my life right now.” (16) It was also
experienced as a" straightforward process"; when some-
thing occurred it was easily taken care of and then put in
the past. A new status quo was instantly found, so even
though they had had complications they did not consider
the medicines as problematic. When they needed new
prescriptions they knew where to turn and the pharmacy
had the medicines they needed in stock. Participants
expressed that they were "still feeling well", the medicines
had not made them tired, drowsy or nauseated, which they
thought characterized the side effects of medicines. They
thought that because they felt the same as before, the
medicines could not be bad for them in any way. “Yeah,
when you don’t get any side effects or anything, no nausea
or ... anything like that ... that I notice.” (12) Participants
said that they "knew all they needed" because they felt
comfortable with their medicines even though they did not
know all there is to know. Some participants even
acknowledged that they did not know much at all but
they were happy that way because they trusted others
and they did not want to take any more responsibility.
Participants said that the medicines had been "easy to
accept" because they were instantly convinced about
their need for them. They might have to live with a few
side effects but that was not a problem in the bigger
picture.

Yes, but now I’ve been given that (warfarin). Yes, now
I think that way (that I need it). In any case, they have
explained how it’s related and why I should have it. And
it’s no problem that it (the blood) runs a little easier. It
works for me. (7)

Learning to Live with It

The category “learning to live with it” describes the
experience of participants in adapting, ie getting used to
thinking of health and medicines in a new way, and mak-
ing medicines a part of every-day life. Some participants
described this as a process that had ended, they had
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adapted their way of life and thinking. Others might still
be learning because they thought of their medicines as
a necessary evil, but they did live with them. This was
an experience of accepting the medicines and the new state
of health, of overcoming difficulties, in a thoughtful, con-
scious way. Some participants also decided not to read
about side effects because they sensed that this might
make them too attentive to them.

"Coming to terms with medicines" describes the
experience of adapting to a new routine or adapting to
a life with medicines, accepting the situation after initial
hesitation. It took some time to get used to the thought of
having to take medicines, but then they found a routine
and got on with it. “It took a while before I knew what to
do, to remember to take them, you know.” (14) The
experience also sometimes involved learning how to relate
to side effects or feelings of insecurity, but all these
experiences ended up as some sort of acceptance of
a new situation. Participants said that "reflecting on med-
icines is a part of everyday life"; that they had been
thinking about their medicines sometimes without taking
any action. They reflected in a more general sense on what
the medicines did for them, or thought about how to best
take them. A "necessary evil" was how some participants
described their medicines as something they were not keen
on, because they knew they could cause side effects or
they had always thought that you should take as few
medications as possible, but they understood that they
had to take these medicines because of their disease. “I
think it’s a bit scary with all the medication you take of
course, but well ... sometimes it’s necessary and so you
just have to do it.” (15) "Creating a routine of ones own"
describes participants’ experience of making medicine-
taking a routine, or organizing medicines in the best way
for them.

Well yes, I take them out of the packaging but ... both yes
and no ... I have a smaller box that I use ... One sheet of
pills, the various sheets in it. So I don’t have to deal with
the boxes every time. They are very big after all.//And
then I put it on the kitchen table in the evening so I don’t
forget to take them. (13)

It was also expressed how they managed their medicines
as a habit, both the habit of taking them with breakfast and
the habit of filling the pill dispenser with what they were
used to, without the list of prescribed medicines as an aid.
Participants said that if they forgot their medicine it was
usually because their routine was disrupted. For some

participants, this happened often, usually with the pills to
be taken in the evening.

Taking Responsibility for Their Own

Treatment
The category “taking responsibility for it” describes the
participants’ experiences with respect to taking responsibil-
ity for their own treatment in some way. This experience
could be a conscious sense of responsibility for the treat-
ment or the experience that they had to take the initiative for
something to happen. It could also be the experience of
making their own decisions about the treatment, for instance
deciding not to take a medicine that they felt bad about.
Some participants "wanted to be informed" about side
effects, and actively sought information about this in order to
have a sense of control over what they might be faced with.
“Yes, that I have a certain control. And don’t just say that I’'m
feeling terrible, so terrible. Instead, I know what the deal is.”
(18) "Taking the initiative" describes the experience of decid-
ing to discuss or change medicines. This covered how partici-
pants had acted upon various cues to handle problems, like
contacting their primary-care physician when they suspected
a side effect, or arranging for their prescribed medicines not to
be exchanged for a generic version. Problems were handled
and solved because of their own initiative. Participants could
also "feel in charge of their own health" because they sensed
that the quality of their treatment was their responsibility too,
not just that of the doctor. They thought that it was up to them
to decide about the balance of risk and safety, or that they had
to take responsibility for their body because they knew it best.
“I take on that responsibility myself. I have to assume respon-
sibility for myself, so to speak. It is too important for someone
else to take that responsibility.” (10) Some participants said
that they had "decided for themselves" about the treatment.
This did not necessarily mean that they were disobeying the
doctor’s prescription, they just saw it as the natural conse-
quence of taking responsibility for themselves, and thought
that the doctor would probably agree with the decision if they
had had the possibility to discuss it. Participants sometimes
solved a problem regarding their medicines by acting on their
own and they knew that they were doing this outside of the
doctor’s prescription. Problems managed this way included
contraindications, interactions, or the feeling of having too
many medicines, so the participant decided to skip or take
fewer medicines that they felt were not prioritized, like anti-

depressants or analgesics.
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The doctor actually told me, I need to take it all the time if
it’s going to have an effect. And I thought that there’s so
much here that I ... So I have sort of forgotten (put away)
this tablet. (12)

Side effects were managed by one patient by slightly low-
ering the dose of the beta-blocker. One participant had
received a prescription for sildenafil to take for only 2
months, from his primary-care physician, but since he had
not heard of any time restraints from the cardiologist, and
this medicine was so important for his quality of life he had
decided to use it for longer periods. He said that he had not
inquired further about possible restraints because he did not
want to know more, he had made his own decision.

Somewhat Uncertain

The category “somewhat uncertain” describes participants’
experiences of not being entirely sure about the treatment
without any objective facts or real worries. These partici-
pants took the medicines even though they had some doubts
about actually needing them. They may also have felt that
they did not have all the necessary information or knowl-
edge to feel confident in managing their medicines. They felt
that there were uncertainties surrounding their treatment.

"I take them but I am not sure I need them" describes
the experience of not really committing to the need for
medicines. They might have thought there were other
alternatives but had accepted the prescription, or they
might not have understood or known their purpose.

[ still function after all. Like today, when I forgot to take
them. I have kept functioning either way. I know that
I have forgotten them once in a while, and I’ll be walking
down town. I feel tired, for sure, but that could be due to
something else, after all. But I don’t feel like I miss them,

you know (when I’ve forgotten them). (6)

"Missing information" describes how participants’ have
experienced a lack of knowledge or have wanted more infor-
mation so as to feel certain about their medicines. "Lack of
someone to discuss with" was expressed by participants who
wished their doctor could be more accessible for discussing
their treatment. “And you have a lot, possibly too much,
personal responsibility if you ask me. Because even if you
get it, that’s not enough, you need to discuss things some-
times.” (7)

Troublesome
The category “troublesome” describes participants’ experi-
ence of the medicines as something that caused them

trouble. This could have been that they were hard to
manage, that it was just a tricky job to get them in the
pill dispenser, or that the medicines were a nuisance
because their side effects impaired their quality of life;
they felt that they had to adapt their way of living because
of the effects of the medicines.

Participants sometimes experienced the actual managing
and handling of medicines as "inconvenient and fussy"; it was
bothersome because it required detail, and pills were small,
numerous, and similar looking. “I guess I just felt that there
were a lot to keep track of to get it right . .. There are so many
pills, so it’s ... I understand if people get it mixed up.” (4)
Renewing prescriptions could be troublesome when partici-
pants did not feel confident of whom to turn to, or when they
were unexpectedly faced with referrals to primary care. Some
participants said that they were "disturbed by the generic
exchange" because they had to keep track of the names,
because of the inflexible system and because of the fuss in
the pharmacy. It was also "annoying to easily bleed" because
it resulted in a fuss, either related to applying plaster and
dealing with blood stains, or because of having to request
particular care, or justify bruises. Participants felt that they
were "restricted in every-day life" when they avoided activ-
ities because of the risk of bleeding, when they had felt
fatigued or impeded by the effects of a beta-blocker, or
because they could no longer relieve their pain with non-
steroidal anti-inflammatory drugs. They also felt restricted in
a sense because they could not just take their pills in the
morning and get on with their life, because they also had to
take pills in the evening.

Yes, it’s easier to just have one thing that you ..., you get
up, get dressed, eat breakfast and then just take it. And
then ... Then you get on with living. It doesn’t matter
where you are at night, if you are out dancing or whatever,

you don’t need to check the clock. (17)

Some participants said that they had "experienced side
effects" like having nightmares, gastrointestinal problems
and feelings of dizziness, some also had to seek acute care
because of this. Some had put this in the past by changing
medicines and others had to live with the side effects.

Distressing

The category “distressing” describes participants’ experi-
ences of concern about their medicines, of feeling unsafe
about them. The sense that something was not quite right,
either with how the medicines affected the body, or with
distrust in the encounter with healthcare representatives or
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pharmacy. Worries also arose from the exchange of med-
ications for a different generic version at the pharmacy,
with
Participants could "feel bad about taking the medications".

some receiving different brands each time.
This entailed concerns about taking too many medicines,
about the combination of medicines, or about how medi-
cines would affect the body in the long run, and some
participants also had symptoms which they thought could
have been caused by the medicines. "Distrust of healthcare
or pharmacy" could arise in encounters related to medicine
taking, which gave participants a feeling of insecurity, not
knowing who to rely on, and doubts about the medicines.
“Never heard of it, he said, the vaginal thing that is. That it
could give (cardiac side effects). But why does it say that,
I ask you as well, why does it say that?” (13) Some
participants described how it was "worrisome to get new
generics" because they worried about different effects and
side effects when they received a new brand. “And you
think: will I tolerate this one, or will I not? What will
happen?” (6) An "unwelcome reminder of ill health" was
how some participants described the medicines: they
reminded them that they were no longer free from disease.
This could be in the sense that they were reminded of their
disease each time they had to take their medicines. “It’s
a constant reminder. What you want to do is leave all that
stuff behind you, that you have had a heart attack, but you
actually end up being reminded of it every day.” (14) It
could also be in a more general sense that when they
thought of their medicines they got a negative feeling
because medicines reminded them of illness.

Discussion

The aim of this study was to describe the experience of
using medicines from the perspective of patients with
CHD. The findings showed that the use of medicines
could be viewed as trivial or natural, but it could also
influence day-to-day life, routines and thoughts exten-
sively. Some participants truly live with their medicines,
they think about them, they might be distressed or troubled
by them; and others just take them. Feeling a sense of
security with medicines, ie, putting trust in the knowledge
of doctors and the rigor of the health system, did not
necessarily mean that the participants were untroubled or
not distressed by their medicines. Participants in the study
who expressed an unproblematic view of medicine taking
also often revealed that they had had dilemmas or uncer-
tainties. Altogether, the findings of the study highlight the
need for more individualized support for patients who use

medicines for the secondary prevention of CHD. Based on
our findings, this support needs to encompass various
aspects of medicine-taking.

Relationships and Interactions with
Clinicians
In line with what others have found in more general studies of
the same population,*® the participants’ medicine taking was
influenced by their perceptions about the disease and the
medication, and their encounters or relationships with health
professionals. When the participants felt secure, it was partly
because they trusted the doctors and felt that they were listened
to and treated as a partner. This trust in the doctor and satisfac-
tion with the relationship has been linked to medication beliefs
and patient adherence.******>*¢ Considering the low fulfill-
ment of treatment goals in secondary prevention'®'! it is of
great concern that many patients with cardiovascular medica-
tion mistrust that their doctors will choose the right treatment
for them or perceive that their concern about the drugs has not
always been taken seriously.*” Several studies support the
notion that patients often experience a reluctance in doctors
or other healthcare professionals to discuss the risk of adverse
effects.** > In our study, a feeling of uncertainty, as opposed
to security, was connected to a lack of information.
Participants were not asked about the specific information
they had been given or what they did not have, but they
nonetheless mentioned missing information or not knowing
enough about their need for drugs, as in a recent study of
patients who had undergone percutaneous coronary interven-
tions (PCI) in Norway.*® Several other studies have also men-
tioned a lack of information and, perhaps more importantly,
have found that patients need very different types of informa-
tion, adapted to their own personal situations, and that the kind
of information needed varies over time.*”#%>0->2>4

The findings in our study associated with the active
experience of learning to live with medicines, and taking
or feeling responsibility, reflect how medicines are included
in the everyday life of patients. Being active in this sense
also meant that participants considered themselves to be
active partners with healthcare personnel in treating or pre-
venting the disease. Perhaps most importantly, the partici-
pants differed in the way they wanted to take responsibility
for their treatment. Some said that they relied on their
doctors to give them the right treatment and wanted to
refrain from engaging, while others saw themselves as
valuable partners in the management of their own health.
This is not a new finding,*******® but we still do not have
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a follow-up management plan ready to meet these differing
needs. This is reflected in the participants who felt that they
were missing information and someone to discuss things
with, because they needed the health professionals to be
easily accessible if they were to feel like an active partner.
The health professionals must be able to individualize the
information and, through the continuing relationship, be
ready to repeat information and adapt it to their patients’
experiences.*®**>* It is also evident from the literature that
health professionals need to be more interested in the
patients’ views on health, the risks of medicines and how
they feel about taking them.******47->* Participants in this
study who experienced medicine-taking as troublesome and
distressing might have been relieved of some of these
burdens if health professionals had opened a dialogue and
questioned them about their perspective. Other participants
did not explicitly report that they wanted someone to dis-
cuss their medications with but they did say that they had
solved problems by themselves. They were left alone with
decisions that they ought to have discussed with a doctor (or
other healthcare professional). Like the old woman who
decided not to take her antidepressant, because she had so
many medicines now. Patients make decisions that seem
rational to them, within their knowledge and context, but
that might have been better if their knowledge and perspec-
tive had widened through a respectful discussion with
a health professional.*>>*>°

Personal Beliefs, Routines and

Experiences

Most of the participants in this study reported high necessity
beliefs (BMQ-S), but in the interviews, no one mentioned
that they had had any positive effects from them. This is not
surprising, as most of the relevant medicines are preventive
rather than for treating symptoms. Participants in this study
reported that they felt protected by their medicines; this has
previously been described as a safety net.>° But it is still
interesting to note that the participants did not mention an
experienced need for the medications. This finding could
perhaps explain why adherence to treatment among patients
with CHD, as opposed to other chronic diseases, is not
strongly correlated with a belief in the necessity for
treatment.”® Thus, for patients with CHD, the correlation
between beliefs and adherence is mainly linked to patients’
concerns. It could be that when asked about the necessity
for the drugs in the BMQ-S, patients’ answer according to
the information they have received and what they know, but

this may not be an emotional belief, since they do not
experience a need/necessity for the medication. Thus,
because it is not an emotional belief, it would not influence
their behavior with respect to adherence as much as it
otherwise would.*

Participants in the study had created their own routines
or systems for taking their medications, consistent with
other studies.***®>” The participants used different sys-
tems but all related some system which they used to
remember to take their medicines. Many used a pill dis-
penser, which they filled every one or 2 weeks. Taking the
pills this way in the morning with breakfast was consid-
ered easy: “I just take them.” These participants had made
it a habit and did not reflect on their medicines as they
took them. The role of habit has been highlighted in

adherence research®®>’

and it is evident that forming
a habit around taking medicines is important to avoid
missing doses (unintentional nonadherence). However,
this habit could also facilitate intentional adherence,
because the description of the dispenser as an easy way
of taking daily medicine implies that there is some
ambivalence about taking the medicines on a daily basis.
Ambivalent patients (according to the BMQ-S) hold strong
necessity beliefs, which make them want to take the med-
icines (intention), but also have strong concerns, which
discourage them from taking the medicines. Using a pill
dispenser perhaps limits the ambivalence to the day of
organizing the tablets: this is when they make a new
decision on whether to adhere to the regimen for the
next period. This is one way that beliefs about medicines
and forming habits might interact and influence adherence.

For some participants, their medicines were no more
than an unproblematic routine, while others found it both-
ersome to take medicines even though they had routines
for it and used a pill box. Having a complex regimen with
administration more than once a day is associated with
lower adherence® and participants in our study found that
multiple administrations restricted them in their everyday
life and, in line with others, that the evening doses were
more likely to be forgotten.***”** This shows the signifi-
cance of tailoring medicine dosages for individual patients,
and indicates that it is often worth questioning the thera-
peutic need for twice-daily dosages, or any absolute
dosage regimen. Some participants also said that the med-
icines themselves were a reminder of their disease and that
having to take medicines more than once a day made them
live with the disease more than if they could just take their
medicines with breakfast and go on with their lives. This is

submit your manuscript

420

Dove

Patient Preference and Adherence 2020:14


http://www.dovepress.com
http://www.dovepress.com

Dove

Ostbring et al

an important example of how medicines and patient adher-
ence cannot be isolated from the whole experience of
becoming ill and the emotions connected with this.*®>
This is part of the medication experience described by
Shoemaker as an individual’s subjective experience of
taking a medication in his daily life, captured in four
themes.®® The theme “a meaningful encounter” describes
how the encounter with a medication is filled with mean-
ing such as the sense of losing control (of health).

The patient’s medication experience, as well as their dif-
ferent personality traits, will influence their beliefs and how
they perceive medicines, and will, therefore, affect how they
are best supported. The term concordance has been described
as “a new way to define the process of successful prescribing
and medicine taking, based on partnership.”®' It is based on the
notion that consultation between patient and prescriber is
a negotiation between equals, who might have differing
views. In this sense, it is equivalent to person-centered care
because it endorses the patient as an expert.”*** Concordance
is about achieving constructive and respectful partnerships.®'
As concordance was proposed and welcomed twenty years
ago, but can hardly be said to have hit the scene yet, perhaps
it will be outrun by person-centered care and “What matters to
you?”.%+% Post-discharge follow-up and cardiac rehabilita-
tion are now in need of revision because treatment goals are
unmet (34, 37) and patients’ knowledge is found to be limited
(5). However, care must be taken not to impose our goals as
healthcare professionals onto the patients without regard to
their personal perspective.

Methodological Considerations

The trustworthiness of qualitative content analysis can be
described in terms of credibility, dependability, conformability
and transferability.** Choosing interviewees with different
genders, ages and experiences contributes to an increase in
credibility. To ensure broad variability, we used purposeful
sampling and made sure that the participants differed in their
demographic characteristics (see Table 1). It also strengthens
the credibility of the study that the participants had different
attitudes to their medicines according to the BMQ.
Transferability was supported by the purposeful sampling of
participants from diverse backgrounds and was confirmed by
“arich and vigorous presentation of the findings together with
appropriate quotations.”** Since all participants were recruited
from the same hospital, however, transferability beyond the
local study area may be limited. To ensure dependability, three
pilot interviews were conducted by the first author and
reviewed by the last author before the remaining interviews

were conducted. To strengthen dependability, the first author
was the only one who conducted the interviews, transcribed
them verbatim, and proof-read the transcripts, thus making this
aspect consistent.

Conformability was achieved by following the recom-
mended steps in the analytical process, as suggested by
Elo.°” The first author’s previous clinical experience and
understanding of the participants’ contexts might have
influenced the interpretation of the data. However, open
dialogue among the authors helped to reduce any potential
bias and our different perspectives as pharmacists and
nurse helped to increase comprehensiveness and contribute
to the sound interpretation of the data. Analyses were
carried out in close collaboration with the last author,
who has extensive experience with qualitative research
methods. Categories and sub-categories were also dis-
cussed with LH, who is a pharmacist in cardiac care.

Clinical Implications

In this study of patients’ experiences of medical secondary
preventive care, we found that patients often need better
interactions with healthcare providers to manage their
medicines in the best way. This improved dialogue should
be based on either concordance or person-centered care,
both of which focus on relational aspects. Our findings
particularly emphasize that when medicines are managed
with the patients, the offered support should encompass all
the relevant aspects of medicine-taking.

A follow-up program for patients with CHD based on
person-centered care could use knowledge of the patients’
challenges with medicines, and their experience of them,
to improve the treatment experience for each individual
patient.*®%%? Poor adherence to treatment is only one of
the many problems that can arise to make the treatment
outcome suboptimal. Understanding that the patient’s
experience of taking medicines can be a factor behind
many drug-related problems also indicates that their per-
sonal information is valuable, and can help provide effec-
tive support for them.®®

Knowledge of the patient’s beliefs about their medi-
cines can guide healthcare professionals in how to
approach them at the first appointment and how to plan
the follow-up. Using the BMQ in clinical practice is also
a way to ensure that these more personal aspects of med-
icine-taking are taken into account.

Patients need personally tailored medicine regimens,
where the dose and dosage of the medicine is guided not
just by the effects and side-effects of the drug but also by
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how it is experienced by the patient. Patients also need
personally tailored information, where the amount of
information and the way it is communicated are adapted
to the patient’s need.

Healthcare professionals who support patients in secondary
prevention need to assess patients’ thoughts about and feelings
for their medicines, and also to understand that patients feel
different levels of responsibility with regard to their treatment.

Conclusions

The experiences of patients using medicines after CHD
vary greatly. The findings of this study highlight the need
for more individualized support for patients using medi-
cines for secondary prevention. We found that patients
often need better dialogue with healthcare providers to
manage their medicines in the best way. Our findings
emphasize that when support in managing medications is
offered to patients, it should encompass various aspects of
medicine-taking.
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