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Women at risk of coronary heart disease experience barriers to
diagnosis and treatment: A qualitative interview study
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Abstract

Objective. To explore barriers in the health service to diagnosis and treatment experienced by women at increased risk of
coronary heart disease (CHD). Design. Qualitative study using semi-structured interviews. Serzing. Norway. Subjects.
Twenty women diagnosed with heterozygous familial hypercholesterolemia (FH) recruited through a lipid clinic. Results.
Women reported three specific barriers related to diagnosis and treatment of CHD. They had to struggle to take a
cholesterol test; they experienced that their risk was being downplayed by doctors; and that their symptoms of CHD were
misinterpreted when they consulted doctors for evaluation and treatment. Conclusion. Stereotyping CHD as a man’s disease
may result in barriers to diagnosis and treatment for women. Doctors should ask the patient about the family history of
CHD if a concern about heart disease is on the patient’s agenda.
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Coronary heart disease (CHD) is a leading cause of
death and a significant cause of morbidity in women.
The risk of CHD increases with age, and on average
CHD is manifested one decade later in women than
in men [1]. At all ages men have higher rates of
CHD compared with women, though the same
proportions of men and women eventually die of
coronary heart disease as the disease occurs later in
women [1]. There are marked gender differences in
symptoms, diagnosis, treatment, and referral of
CHD [2-5]. Women are less likely to receive lipid-
lowering medication and to have a coronary revas-
cularization procedure when diagnosed with CHD
[2-5].

As doctors, we have an interest in gender inequal-
ities in health, and we are interested in facilitating
patient-centred healthcare. From previous research,
we have seen that knowledge about women’s experi-

There are gender differences in how people at
risk of coronary heart disease (CHD) are
managed in the health service. Women are
less likely to receive lipid-lowering medication
and are also less likely to have a coronary
revascularization procedure when diagnosed
with CHD.

e Women at risk of CHD experience barriers
to diagnosis and treatment.

e Stereotyping of CHD as a man’s disease
may result in barriers for women.

e Doctors should ask the patient about the
family history of CHD if a concern about
heart disease is on the patient’s agenda.

ence of barriers to diagnosis and treatment can give
insights important for improving healthcare [6,7].
Our motivation for this study was to understand

more about the gender inequalities in relation
to CHD: Does gender play a role in doctors’
management of women who think they are at risk
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of CHD? The aim of this study is to explore barriers
in the health service to diagnosis and treatment
experienced by women at risk of CHD.

Material and methods
Parncipants

Women diagnosed with heterozygous familial hy-
percholesterolemia (FH) represent an extreme case
of women at risk of CHD. FH is a common (1:500)
inherited condition with elevated levels of total blood
cholesterol and low-density lipoprotein (LDL) [7].
Women with FH have increased risk of CHD; at
least 30% of women with this condition will develop
heart disease by the age of 60 if they are not given
medical treatment [8]. A family history of early
CHD is an important determinant of early cardiac
events [9]. If barriers to diagnosis and treatment
exist for women at risk of CHD, these women have
probably been confronted with them. In this respect
our sample represents a strategic case.

The first author (JCF) interviewed 20 women
aged 15-57 (average 31 years) about their experi-
ences of being diagnosed and living with FH, and
their experiences with the health service formed one
of the themes investigated. Participants were re-
cruited from the Lipid Clinic at Rikshospitalet
University Hospital in Oslo. We purposefully
sampled a majority of asymptomatic and relatively
young participants, aiming for a diversity regarding
social and professional background. We obtained
ethical approval for our study from the Regional
Committee for Medical Research Ethics (Health
Region East), Norway.

Data collection

We used semi-structured interviews (45 to 90 min-
utes) to collect data. Thirteen interviews were
conducted at the interviewer’s office; six interviews
were done in participants’ homes, and in one case at
the interviewee’s workplace. The interviews were
conducted in the period June 2000 to March 2002.
An interview guide had been developed on the basis
of eight weeks of fieldwork, which involved informal
conversations with patients and observation of con-
sultations between doctors and patients in the Lipid
Clinic. The interview questions covered general
beliefs about heart disease and health, how partici-
pants perceived and managed their own risk of heart
disease, and their experiences with the health ser-
vice. We did not question them specifically about
barriers to diagnosis and treatment. Participants
were asked open questions such as: “Tell me about
your experiences with the health service”, and “How
have health professionals communicated with you

about your condition?”. All interviews were tran-
scribed verbatim by JCF.

Analysis

We developed a coding frame for the data. The
coding frame was developed through negotiations
between the authors, based on a separate reading of
transcripts. JCF coded all transcripts, with KM
joining in when negotiating the final categories and
their contents. The categories emerged from the data
during the analysis. Material concerning experienced
barriers in the health service to diagnosis and
treatment was identified and used for systematic
text condensation, according to the principles of
Giorgi’s phenomenological analysis [10], modified
by Malterud [11]. The analysis followed these steps:
(1) reading all the material to obtain an overall
impression and bracketing previous preconceptions;
(1) identifying units of meaning, representing differ-
ent aspects of the barriers experienced by women
and coding for these; (iii) condensing and summar-
izing the contents of each of the coded groups; and
(iv), generalizing descriptions and concepts reflect-
ing apparently significant barriers.

Results

Of 20 participants, seven women spontaneously
reported that they had experienced barriers to
diagnosis and treatment when they were asked about
their experiences with the health service. Two of
these were students at university level, two did
manual work, two did non-manual work, and one
was in receipt of disablement benefit. Two women
were diagnosed with angina pectoris, and one of
them had suffered from a myocardial infarction. The
other five women had no history of CHD. Thirteen
participants in our study conveyed no barriers to
diagnosis and treatment. Among them were women
who had been diagnosed as children or adolescents
due to an established contact between their families
and the Lipid Clinic. Women who reported barriers
had typically been diagnosed as adults, and they
shared experiences of resistance in the health service:

“You know things about you own health ... and they
challenge you with everything they know: Authority,
knowledge, history. It becomes a barrier so great that
vou need a strong will to get through.” (Participant 5,
aged 51).

Women reported three specific barriers related
to diagnosis and treatment of CHD: They had
to struggle to take a cholesterol test; and they
experienced that their risk was being downplayed
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by doctors; and that their symptoms of CHD were
misinterpreted when they consulted doctors for
evaluation and treatment. We elaborate on these
findings in more detail below.

“...you can’t have raised cholesterol.”

Some participants reported that they had to struggle
to have their cholesterol tested. One woman refers to
how, during her twenties, she experienced resistance
from several GPs when she asked for a test:

“This 1s what even doctors have told me: ‘Yes, but a
young and healthy woman like you can’t have raised
cholesterol.” And then, you know, when even doctors
pass on this view it becomes something you don’t want
to mention.” (Participant 32, aged 31)

Some women felt that GPs did not recognize the
clinical importance of their family history of heart
disease:

“Well ... I don’t know how doctors are educated, but
there is probably not much emphasis on the genetic . . ..
My feeling is thar there is ignorance among GPs. We
have not been taken seriously.” (Participant 32, aged
31)

The story of a 27-year-old participant is illustrative.
Her grandfather died of a heart attack when he was
50 years old. Some vyears later her father was
diagnosed with raised cholesterol. His GP suggested
to him that the condition might be hereditary, and
her father advised her to take a cholesterol test. She
was 20 years old when her struggle for a diagnosis
started:

“My father advised me to take a test after a doctor had
told him that it could be hereditary. When I visited my
own GP for some other reason I asked him for a
cholesterol test. He replied: ‘No, what’s the point of
that, you’re so young.” (Participant 25, aged 27)

She visited several different doctors and found that
her family history of CHD was not taken into
consideration:

“Then I told [my GP] that my grandfather had died
and that my father had it, but stll: ‘No, there was no
point.” After a while I went to see another doctor. Her
opinion was that there was no use in that. One day 1
Just walked down to the health centre and told them I
wanted to have that test. Finally, I was allowed to take
it, and 1t revealed a figure of tem-point something
[mmol/l] ... they actually phoned me up in the evening
to inform me.” (Participant 25, aged 27)

These examples indicate that doctors do not associ-
ate being “a young and healthy woman” with being
at risk of CHD.

“...1t’s probably not a problem”

Women experienced that their risk of heart disease
was being played down by their doctors after they
had been diagnosed with hypercholesterolemia.
Some reported a considerable delay before they were
offered lipid-lowering medication or were referred
to a specialist. One participant, aged 31, was
diagnosed with cholesterol levels of 10—11 mmol/l.
Her mother was diagnosed with angina in her
thirties. She consulted several GPs over a period of
five years before she was offered lipid-lowering
medication and referred for a specialist evaluation
at the age of 30:

“During the last five years I have tried to have it
checked on a regular basis, but I was met with very
little understanding . ... I got the feeling thatr ‘well,
well, but you are notr a man, and you are not fifty, you
don’t smoke and are not overweight, so it’s probably
not a problem’.” (Participant 32, aged 31)

Other women shared this experience of not being
recognized as someone at risk. These experiences
may indicate that these women lacked characteristics
doctors usually would associate with the typical
person at risk of developing CHD.

“I knew I was suffering from a heart attack”

The two women with CHD had both experienced
that their cardiac symptoms were not recognized
when they consulted doctors for evaluation and
treatment. A woman who suffered from a myocardial
infarction when she was 34 years old recalls that her
symptoms were questioned by both the local GP and
physicians at the hospital because her symptoms
were “untypical”:

“I knew whar it was, but like many of us I didn’t
have the typical symptoms. You wvisit the general
practitioner and you don’t have this radiating
pain i your left arm. I was sent to the hospital and
felt the nausea coming. Worst of all I could nor lift
my arms, they were like rwo heavy sacks .... I can
clearly remember the distress I felt when they phoned
the ambulance from the hospital and asked them
to turn round, because they were so busy: ‘She is
too young and she is a woman’, they argued. At
thar moment I was horrified because I knew I
was suffering from a heart artack.” (Participant 5,
aged 51)
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Another woman was left with the impression that her
angina was not taken seriously when she was
assessed by a cardiologist. She recounts the con-
versation she had with her GP after the consultation
at the hospital; she emphasized that even her doctor
was surprised that no further investigations were
planned:

“IMy GPJ] doesn’t understand why I wasn’t even
discussed [for coronary angiography]. She suggested
that it’s because I’'m a woman.” (Participant 34,
aged 57)

These accounts suggest that there may be several
reasons why women’s symptoms are not being
recognized. Besides having the wrong gender and
being the wrong age, women’s bodily symptoms of
CHD may also be considered “untypical”.

Discussion
Validity and transferability

We approached the material with the aim of explor-
ing barriers in the health service experienced by
women at risk of CHD. We have thus not highlighted
participants’ experiences of being taken seriously by
doctors. We have not studied aspects related to
women’s own self-image and possible reluctance to
perceive themselves as at risk of CHD. This is a
factor that may influence women’s interactions with
the health service. We have no data on what actually
took place in the medical encounters that our
participants refer to. Their accounts reflect the
patient’s experience. Patients’ felt disagreements
with doctors may, however, represent a valuable
source of knowledge for the health service [12].

The participants in this study were recruited from
a specialist lipid clinic and were all diagnosed with
FH. One may question whether there has been a
selection to the clinic of patients with negative
experiences with GPs. The contrary may also be
the case: that these women have been recognized by
GPs who have referred them for a specialist evalua-
tion. However, we should be cautious in arguing that
our findings are transferable to and valid for general
practice.

Gender and chinical management

The findings in this study are consistent with well-
documented gender inequalities concerning diagno-
sis, referral, and treatment of CHD [2-5]. Recent
experimental research among GPs in the UK and
USA suggests that being a woman is a characteristic
associated with lower quality of care [13]. There are
many barriers to successful primary prevention of

CHD in general practice [14], and there is room for
improving clinical management of patients at risk of
CHD [15]. The participants in our study are
relatively young. For some participants barriers
seem to be constructed by a combination of young
age and being a woman. Age is obviously a con-
tributing factor when doctors perceive someone to
be at low risk of CHD [16]. Our results indicate that
gender is also a factor that influences doctors’
perception of a patient’s risk. Our study adds
to previous knowledge by suggesting how gender
may play a role in doctors’ management of risk
factors and symptoms of CHD in women. One
possible explanation for our findings is that a
proportion of doctors see CHD primarily as a
man’s disease.

Stereorypes and gendered interpretations of patients

Lippmann claimed that a stereotype is a “picture
in our heads” [17]. Such images influence how
we perceive and evaluate reality: “For the most
part we do not first see, and then define, we define
first and then see” [17]. According to Goffman,
individuals are “sign vehicles” that set off interpre-
tive processes in others [18]. People will interpret
signs and seek to acquire information in order to
define the other, the situation, or the encounter.
People often use stereotypes when interpreting and
organizing reality.

Lay people convey specific images of the “candi-
date” when being asked about persons they consider
at risk of developing CHD [19]. In a study from
Scotland, people’s accounts of coronary candidates
all centred on men [20]. In the public, CHD has for
a long time been represented as a man’s disease [20—
22]. Our study suggests also that doctors may stick
to stereotype images of persons they consider at risk
of CHD. Barriers we identify appear to be a result of
a mismatch between women who are concerned
about their risk and doctors’ stereotypes of the
candidate. In our study women report that doctors
confront them with the fact that they are not men.
We have no data on doctors’ imagery of the
coronary candidate, but our results suggest that the
typical coronary candidate is a man with certain
characteristics.

The issue of medicalization

Barriers to diagnosis and treatment for women
at risk of CHD operate in clinical encounters
between individual patients and doctors. Medical
knowledge, culture, and the priorities of the health
service are factors that influence GPs’ clinical
performance. In addition, GPs are often faced with
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people with fairly low risks of CHD and they need to
consider issues related to medicalization and alloca-
tion of limited resources in the health service [23].
Such issues may explain why doctors may have a
resistance to what they consider unnecessary tests
and referrals. However, gender inequalities in care
represent a challenge for the health service. Quality
assurance programmes in the health service, focus-
ing on gender-equal care, may be a helpful interven-
tion. An observational study of a national quality
assurance programme for secondary prevention of
CHD in Sweden concludes with no major gender
differences in the quality of care after a follow-up
period of one year [24].

The family history of CHD

Our results suggest that doctors do not sufficiently
recognize the medical importance of women’s family
history of CHD. There is an increasing awareness of
patients’ family history and its importance in the
prevention and management of common diseases
[25]. The family history of CHD provides important
medical information that should be considered when
assessing a patient’s risk of CHD.

So what?

Our study suggests that the health service should be
concerned with gender inequalities in management
of patients at risk of CHD. Diagnostic stereotypes
are necessary tools in clinical practice, and may help
doctors to distinguish between patients at high and
low risk of CHD. The cost of stereotyping of CHD
as a man’s disease may be barriers to diagnosis and
treatment for women. Our study emphasizes that
doctors always need to be sensitive to exceptions to a
rule. Family history may give useful clues to why a
certain, and perhaps ‘“untypical”, patient seeks
healthcare for an evaluation of his or her risk of
CHD.
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