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Background. Despite their growing influence on patient management and outcomes, very little is

known about patients’ perceptions of clinical guidelines. This is a significant omission, particu-

larly for services advocating patient-centred care and informed decision making.

Objectives. To explore the knowledge and attitudes of women with menstrual disorders towards

the use of evidence-based clinical guidelines for their condition.

Methods. Semi-structured interviews were conducted with women with menstrual disorders.

Results. Some women were not aware of the existence of clinical guidelines for their condition.

Many were unsure as to their exact nature. The most consistent interpretation of guidelines

was as a ‘set of rules’. Numerous positive aspects of the use of guidelines were identified, for ex-

ample, ensuring quality and safety for patients, earlier diagnosis, reducing waiting times and im-

proving continuity of care. Negative views involved seeing guidelines as a tool for rationing and

concerns over inflexibility. Patients recognized that implementation of guidelines in general prac-

tice can be problematic, especially if resources are not made available. An unmet need for infor-

mation became apparent in this group of patients. Many women felt that they should have access

to guidelines that are being used in their medical care and that guidelines had the potential to act

as an information resource for patients.

Conclusions. A patient-centred service should endeavour to increase patient awareness of the

existence and use of clinical guidelines. A patient version of clinical guidelines may be useful

in promoting patients involvement in decision making and may improve outcomes.

Keywords. Attitude, clinical guidelines, menstrual disorders.

Introduction

There is some published literature concerning clinical
guidelines, including their development,1,2 implementa-
tion,3 effect on practice,4,5 legal aspects6 and clinicians’
attitudes towards their use.7–11 Guideline development
is based on research evidence, but is not value free,12

and public involvement is often invited in the process.
The potential role of guidelines in influencing pa-

tients’ choices is reflected in the definitions such as that
adopted by the Institute of Medicine, which defines
guidelines as ‘systematically developed statements to
assist practitioner and patient (our italics) decisions
about appropriate health care for specific clinical
circumstances’.13 But while the patients’ perspective is
sometimes considered especially in the development of

national guidelines,12 very little is known about pa-
tients’ perceptions of them. Patients’ understanding
and support is also important when guideline develop-
ment affects the development and provision of services.
A study that explored patients’ and physicians’ views
about the Canadian Task Force guidelines on Preven-
tative Health Care suggested that patients and physi-
cians regard these guidelines with suspicion and that
their rejection of the issued guidelines may stem from
divergent value judgements.14 A study of the use of the
breast cancer treatment guidelines in Australia showed
that 37% of surgeons routinely issued patients with the
relevant consumer’s guide,15 but there is no data on
how patients perceived this information.

The question of how patients perceive clinical guide-
lines is important because some guidelines are
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perceived negatively by patients and doctors and also
because of the important differences between what
doctors and patients regard as good quality health
care.16 Failing to consider the patient’s viewpoint risks
limiting the utility of potentially good programmes, as
they do not achieve optimal user adherence to recom-
mendations.17 This research aims to explore the per-
ception and attitudes of women with menstrual
disorders towards evidence-based clinical guidelines in-
troduced both in primary and in secondary care.

Methods

Leicestershire Research Ethics Committee approved
the study, and all participants gave written consent.
Participants for interviews were selected from women
attending secondary care and managed according to an
evidence-based clinical pathway.18We used amaximum
variation sampling to ensure the views of a range of
women with menstrual disorders were represented in
the study.19 The sampling frame included 200 women
seen in secondary care because of menstrual abnor-
malities. Their symptom mix included heavy bleeding
(79%), irregular bleeding (62%), dysmenorrhoea
(42%) and premenstrual tension (28%). The duration
of symptoms prior to attendance varied from >1 year
(46%) to <6 months (31%). Participants’ age range
was 22–54 years and parity range was 0–6. The majority
(80%) were of white ethnicity. In total, 41% were in
full-time employment; 15% were not in paid work and
19%, 29%, 2% and 5% were in managerial, clerical,
small employer and lower supervisory jobs, respec-
tively. In total, 55% had no structural pathology, 22%
had fibroids, 2% had endometrial cancer and 2% had
endometriosis. The treatments patients received fol-
lowing referral were surgical (21%) or medical (39%),
while 40% discontinued or received no medical treat-
ment at the end of 8 months. Using maximum variation
sampling, we approached women at extremes of age
and the spectrum of socio-economic group, different
ethnicity, different symptoms, including extreme duration
of symptoms, different diagnostic groups and receiving
different treatment options. Two women approached
declined to participate, one owing to family illness and
the other because of time pressures; two women with
similar characteristics were interviewed instead. The
age range of participants was 22–54 years (Table 1).
Participants were free to choose the day, time and

venue for the interview. With three exceptions, women
were interviewed in their homes. Participants were
allocated a study number to ensure confidentiality. The
prompt guide (Table 2) was developed through discus-
sion following a literature review and modified after ini-
tial piloting. The interviews aimed to explore issues
raised by participants.
All interviews were audiotaped, transcribed verbatim

and analysed according to the principles of the constant

comparative method19 supported by QSR NUD*IST v4
software package.20 The first stage of analysis was the
generation of open codes from the first six interviews.
An open code was assigned to each event in the data.
The codes were then organized into categories of recur-
ring themes constituting a coding frame, capable of ac-
commodating all the data.21 Interviews were conducted
in batches of six concurrently with analysis of earlier
transcripts. This allowed emergent themes to be ex-
plored in subsequent interviews. The coding frame was
modified when necessary to accommodate new data
and all changes were logged. It appeared that after 18
interviews no new themes were emerging, the point of
‘theoretical saturation’ being reached.19 One more batch
of six interviews was undertaken to test this assertion,
making the total number of interviews 24.

Results

Defining guidelines and their function
Most women were able to explain what they under-
stood by clinical guidelines, although five women
found it very difficult and were unable to provide a de-
scription. Two women were familiar with the use of
guidelines in their own place of work.

Guidelines as rules. The most common interpretation
concerned ‘rules’ to be adhered to, with 10 women
constructing guidelines in this way. The description
often expressed a degree of strictness and rigidity:

506: Sets of procedures that you have to follow . . .
as in Health and Safety and Basic Food Hygiene,
you can’t just sort of do your own thing, you have
got to follow the rules.

TABLE 1 Demographic characteristics of participants

Number of women

Ethnicity
White 21
Non-White 3

Socio-economic group
Managerial/professional 3
Clerical/intermediate 6
Small employer/own account worker 4
Lower supervisory/technical 3
Routine/semi-routine 4
Not working 4

Diagnosis
No structural pathology 14
Polyps/fibroids 7
Endometrial carcinoma 2
Endometriosis 1

Treatment
None 4
Medical treatment 9
Surgical treatment 11

Family Practice—an international journal206
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A predefined process. Women often expanded on
their interpretation to include a description of the
kinds of processes involved in using guidelines as care
proceeding in a sequential fashion:

60: I s’pose it’s like a flow chart . . . and they map
the patients on this flowchart . . .

Guidelines were seen as signposts used to direct pa-
tients towards secondary care in predefined ‘footsteps’
and in response to them fitting sets of criteria or ‘simi-
larities’. There were three accounts that linked this
with rationing:

735: You read that many things that are open to
some and not to others so like I didn’t know
whether they’re kind of ruled by that.

Ensure quality of care. Two participants connected
guidelines with ensuring quality of care. One woman

discussed guidelines in the use of a chaperone as an
example of patient and doctor protection.

30: . . . not necessarily rules, but a set of bullet
points whereby . . . erm . . . you know, if you’ve
got this kind of thing then you need to be doing
such and such I would see it as that . . . or p’raps
safety . . . safety guidelines that, that kind of thing.

How guidelines influence doctors’ decisions?
The interviews sought to explore patients’ perceptions
of doctors’ decision making and the extent to which
patients feel guidelines can usefully (or otherwise) in-
form this process. Most participants found this area
difficult. Only a minority, however, were indifferent
to clinical processes, indicating that doctors’ decision
making did not or should not concern them:

581: Well I just think well he’s the doctor, you know,
I’ll just try that, you know, go along with that.

TABLE 2 Interview prompt guide

Interview topics Patients’ concerns Questions to ask

Attitudes towards the service received before
attending hospital. Perceived interest of GP in
problem

Doctors and choice What sort of service did you receive from your
doctor? Did your doctor know much about it?

Problem taken seriously. Appropriate timely
action

Examination Was your doctor interested in your problem?
Was your problem taken seriously?

Hopes/expectations for outcome Information provision What did you want/expect your doctor to do?

Resources GPs draw upon in making decisions.
CME, Books, Peers, Experience, RCGP. Is this
the way it should be? Patient’s understanding of
evidence-based pathways

Education How do you think your GP decides on the best
way to help you? How do they decide/keep up to
date?What do you think about that?How do you
feel about doctors using guidelines to decide
your treatment?

Are there any perceived benefits? Transparency Flexibility Good and bad things about this system

Progression to resolution. Validation for
menstrual disorders

Clinical freedom Would it speed up treatment? Would it give
more importance to period problems?

Reducing inequalities and wait. Getting the best
available treatment. Treatments proven to be of
benefit

Patient centred Is it fairer? Should patients have access to
guidelines?

The importance of a hospital visit Continuity of care Is going to the OPD important? Why?

Is contact with the specialist in itself important? How did you feel What about seeing the specialist?

Is the specialist a gatekeeper to investigation and
surgical treatment

Embarrassment What did you expect the specialist to do?

Facilitation of progression Relationship What did you want the specialist to do?

What resources to specialists draw upon in order
to make decisions? CME, Books, Peers,
Experience, RCOG

Knowledge How does the specialist decide on the best way to
treat you? How do they decide/keep up to date?
What do you think about that? Is it different
from the GP?

Perceived differences between GP and hospital
services. Time, knowledge, access to tests,
provide prescription, access to surgery

Value What is the difference between seeing the
specialist and your GP

CME, Continuing Medical Education; OPD, Outpatient Department; RCGP, Royal College of General Practitioners; RCOG, Royal College of
Obstetricians and Gynaecologists.
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Accounts of decision making were of two broad
types. The first construction was of a definite patient-
centred process where individual patients had distinct
problems. Addressing need thus becomes dependent
on the doctor’s personal knowledge of the patient:

3055: . . . when I went and he’s looked at it and
thought, ‘Well, she’s never been to me before and
all of a sudden she’s got these problems and, you
know, she is forty’, erm . . . so p’raps he’s took that
all into consideration . . . And that’s why . . . you
know he dealt with it like he did.

The second construction was based on the premise
that women with menstrual disorders are essentially
all the same:

16: I s’pose he can just go on a . . . his other pa-
tients and . . . if any of them have had the same
problem and . . . you know, it’s all in the sort of
the same routine really isn’t it?

In this scenario, the most important aspect relevant
to decision making is the doctor’s previous experience
and knowledge of other women with similar problems.
Participants did not volunteer guidelines as the basis
of decision making in everyday practice. Accordingly,
women presenting both types of account were likely
to view doctors’ treatment choices as imprecise, inex-
act or speculative but perhaps not totally unstructured
or haphazard. Patients were dissatisfied and somewhat
perplexed by what sometimes appeared as a process
of elimination:

1: So it’s all done on what information you give
them and trial and error . . . so you are a guinea
pig aren’t you?

Some attributed what they see as an unsatisfactory
process to inadequate knowledge or to financial con-
straints:

754: I think you get a quick fix, a cheap option and
a quick fix and ‘we’ll see if that works’.

A few patients expressed a hope or belief that
guidelines may help remedy this through providing an
educational update or raising awareness, but this was
tempered by scepticism that guidelines may not be
practical because of the infinite medical conditions for
which they will be needed:

8: Keeping up to date with current facilities avail-
able and medicines available and any sort of proce-
dures and, you know, success rates with these things.

There were concerns that guidelines would be un-
workable. Patients expressed concern that deferring
to guidelines can impair patient–doctor relationships;
in that, it reduces patients’ confidence but also

because of a potential to create conflict between pa-
tients and doctors:

754: And they’d just be sitting there looking
through . . . I don’t know if that would actually
give you the confidence.

32: I know a lot of people would start misusing
that, I mean, ‘Well it says here I can do that’. you
know, and then whether he has actually got,
what’s the, the backing in terms of the NHS kinda,
of being able to send so many patients there, that
would be sort of a clashing point.

Guidelines as a way of validating the problem
Thirteen women interviewed indicated that they had
struggled to prove the legitimacy of their problem to
the doctor. For most, this involved several visits over
months or years.

646: you know, that you’ve got a problem and
you . . . you have to try and get that problem
over to the doctor, it’s a bit like being on trial really
I think. You know, you have to try and convince
that doctor that you are ill . . . to get past them to
get into the hospital and I don’t think that’s right.

Four women (all in the younger age range) reported
feeling a sense of isolation, leading to self-doubt about
the authenticity of their complaints and to them seek-
ing assurances from friends and colleagues:

81: But then you think, ‘Well, people think I’m . . .
making a big deal out of it, is it as bad as that?’

Many thought that the introduction of a guideline
for menstrual disorders would reduce the need for pa-
tients to have to ‘prove their case’ in this way and con-
sequently that guidelines would improve access to
care, by providing external validation of the com-
plaint, reassuring women that they were not alone in
their experience:

60: . . . I think in a way you start to understand
that . . . it’s not just you . . . and that they’re taking
you seriously because they are following a pattern.

Guidelines can facilitate or hinder progress
Some patients regarded guidelines with optimism and
hoped that once a patient has convinced her doctor of
the validity of her complaint she could begin to prog-
ress towards resolution. Those women felt that there
were a number of advantages to guideline-based care
at all stages, starting with earlier diagnosis. The opti-
mism stemmed from a view of guidelines as allowing
patients to view their own progress in a more struc-
tured health care aimed at cure:

754: That’s like . . . erm a proper starting point
isn’t it? Erm . . . there is a particular, you know,
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a goal of success at the end of it, some sort of di-
rection erm, which I think would certainly be lack-
ing in my case.

Others were more sceptical and viewed guidelines
as a tool for procrastination by the health care pro-
viders. Those women saw the potential for guidelines
to be used as a tool to limiting access:

16: Erm . . . but if you’re continuously having to go
back . . . and nothing’s helping and, you know,
you’re not getting anywhere, because the doctors
are following these guidelines that they should do
this . . . before they refer . . . then er . . . doesn’t
help you does it?

Guidelines may ensure uniformity
Women recognized that the care they receive can vary
according to several factors, including the degree of
priority assigned to the clinical condition and the cost
of treatment. Some felt that they were being managed
according to an undisclosed list of priorities. Many felt
that guidelines can ensure a uniform standard of care.

60: . . . but if you follow certain guidelines for the,
for the multitude, as a whole, you’re gonna get
more people having proper care, and then the
odd few then still having the odd few that still
don’t match the guidelines and other people get-
ting . . . feel the care they got wasn’t satisfactory.

Guidelines can be inflexible
Those women who gave accounts of decision
making as a patient-centred process expressed con-
cerns about standardization. They tended to view
guidelines as interfering with decisions that need to be
tailor made for the individual patient and restricting
doctors’ choices and thus impairing the clinical pro-
cess, in some cases making the situation completely
untenable:

45: Erm The only thing is er every woman’s body
is different.

623: I think it would help if they were allowed to
move beyond those guidelines.

Women were also concerned about the impact of
guidelines on their own ability to choose:

581: Well while, these guidelines are what you’re
working to, if there’s something there I don’t
agree with then where do you go from there?

Information
More than half the participants (n = 15) believed that
patients should be able to access the guidelines that
their doctors use. Most thought that this should be

offered routinely. Women indicated that knowledge
of the health care process and their place in the system
would increase their sense of ownership:

30: . . . you would know what route you were tak-
ing, and where you were on that route.

Guidelines were not seen as a tool to circumvent
doctors’ advice. But access to the guidelines, by im-
proving transparency of the decision making, was seen
to provide confirmation that patients are being taken
seriously and improved confidence in the management
plan.

754: Well, you’d be . . . erm more reassured that
erm . . . you are actually following a path towards
your goal of, of being better.

On the other hand, some women felt that it was
only necessary for patients to see the guidelines when
the patient was not making adequate progress. In this
context, guidelines were seen as delimiting what care
could be provided in order to justify the doctor’s man-
agement, not outlining a range of choices that could
be abused.

570: . . . I s’pose some people might sort of add
them to their symptoms if they knew what was
needed to get things pushed through quicker.

Three participants were unsure whether patients
would benefit from actually seeing the guidelines but
would like to know that their doctor is using them.
Three thought that guidelines should not be offered
to patients at all because of fear of provoking anxiety
or that patients may have difficulty understanding the
content of the guidelines:

60: I just I think it would be above you, above
your head. And then, if you don’t understand it,
you’d worry the fact that you don’t understand
what’s happening to you.

Discussion

The main emerging theme from this study is that
women attempting to access health care for a menstrual
disorder face a number of difficulties. First, there is
a need to convince their doctor of the legitimacy of the
problem. Many women reported the need for repeated
attendances before their problem was accepted as gen-
uine. This influenced patients’ perception of the role of
clinical guidelines, with some hoping that guidelines
would facilitate access, but others were fearful that
they would be used as a means of rationing. Clearly,
much will depend on how the guidelines are drawn and
explained to patients. Guidelines are issued to aid clini-
cal decision making and may, in the process, facilitate
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or restrict access of some groups to particular treat-
ment options. This can create frustration, especially as
it may not be sufficiently clear to patients. More effort
is needed to explain to patients the rationale on which
guidelines are based and also to assess the impact of
guidelines on different patient groups. The availability
of a consumer version of guidelines, particularly where
it includes recommendations on how patients can iden-
tify and assess disease severity and access care, might
address some of the issues raised by patients as well as
issues of labelling and prejudice among physicians.
Patients’ perception of clinical guidelines was also

influenced by whether they viewed menstrual disor-
ders as being unique to the individual patient and re-
quiring personal treatment or as a process in which
women experience similar symptoms requiring similar
treatment. Not surprisingly, the different emphases re-
sulted in contrasting views of the role of guidelines.
Doctors’ knowledge of the individual patient as a fac-
tor in decision making was valued, but only a few ex-
amples were presented of how it was actuated.
Regardless of which explanation was dominant in
women’s accounts, many experienced doctors’ deci-
sion making as a process of ‘trial and error’ in which
they became ‘guinea pigs’, clearly an unsatisfactory sit-
uation. There appears to be a greater need for doctors
to explain the concepts of a therapeutic trial and clini-
cal uncertainty and also a need to develop better pre-
dictors of successful outcome in those areas where
such predictors are lacking or weak. It is important to
recognize that repeat cycles of therapeutic trial can
prolong patient suffering, resulting in frustration and
diminishing trust.
Many patients had some understanding of the con-

cept of guidelines but not in the context of clinical de-
cision making. The use of clinical guidelines in routine
practice was generally well received. Women identi-
fied a number of benefits to guideline-based manage-
ment and it is interesting to note that their ideas are
in accord with those usually presented in connection
with the use of guidelines, such as ensuring the quality
and uniformity of health care and as a source of edu-
cational material for doctors.4 Women felt that the
use of guidelines also had the potential to assist with
some of the difficulties they face when accessing
health care, by providing external validity for the com-
plaint and facilitating progress. Participants also recog-
nized that guideline-based care is not a panacea. The
potential problems they highlighted, such as inflexibil-
ity, are in agreement with physicians’ views.7

Patients require not only clinical information but also
an understanding of health care process and where they
are in the system.22 Many of the women interviewed in-
dicated that they would find it helpful to be able to see
the guidelines used by their doctors. Beaulieu et al.14

argued for a better realization that people are sensitive
to the limits of scientific knowledge and that many

physicians and patients regard science as expressed
through evidence-based guidelines with suspicion.
While this may be more evident in the area of preven-
tative medicine, our research suggests that women
with menstrual disorders were inclined to view guide-
lines pragmatically and to evaluate their potential for
achieving resolution.
A potential methodological concern may be that the

interviews were conducted and analysed by a health
professional.23 For transparency, this was made ex-
plicit to participants before the interview and it is pos-
sible that participants’ accounts became more
focussed on selected aspects of their care.
It is also important to point out that women’s per-

ceptions of guidelines for menstrual disorders may
well be different to the views of other groups of pa-
tients to different conditions, and therefore, the find-
ings in this study should not be extrapolated to other
clinical areas. Nevertheless, the findings do show that
patients have definite views on clinical guidelines.
These views need to be understood and taken into ac-
count in promoting the wider use of evidence-based
guidelines in health care.
There is a need to increase awareness among pa-

tients about the existence, nature and role of clinical
guidelines. It is also possible that better patient educa-
tion may improve the uptake and use of guidelines.24

The dissemination of patient versions of guidelines
could facilitate partnership with patients and promote
more patient-centred care, especially relevant in con-
ditions such as menstrual disorders where treatment
decisions are often made by doctors on the basis of
subjective symptoms with a focus on improving the
quality of life for patients. Using guidelines to involve
patients in decision making may lead to improved out-
comes. More research is needed to explore how best
to prepare and present guidelines to those patients
who may wish to access them and, subsequently, to as-
sess their experience. Particularly relevant to patients
are issues of access to services, identification of disease
and assessment of severity. Guidelines will be espe-
cially useful in this area because patients will need to
address some or all these issues before they present
for medical help. Guidelines may also have an educa-
tional role that enables patients’ compliance.
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Condensation: Women are inclined to view clinical
guidelines pragmatically, based on their potential im-
pact on care provision. There is a need to better in-
form patients about the value of clinical guidelines.
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