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ABSTRACT

Background

Prophylactic treatment is an important but under-utilised option for the manage-
mentof migraine. Patients and physicians appear to havereservations aboutinitiating
this treatment option. This paper explores the opinions, motives and expectations of
patients regarding prophylactic migraine therapy.

Methods

A qualitative focus group study in general practice in the Netherlands with twenty
patients recruited from urban and rural general practices. Three focus group meetings
were held with 6-7 migraine patients per group (2 female and 1 male group). All partici-
pants were migraine patients according to the IHS (International Headache Society);
9 had experience with prophylactic medication. The focus group meetings were ana-
lysed using a general thematic analysis.

Results

For patients several distinguished factors count when making a decision on prophy-
lactic treatment. The decision of a patient on prophylactic medication is depending
on experience and perspectives, grouped into five categories, namely the context of
being active or passive in taking the initiative to start prophylaxis; assessing the ad-
vantages and disadvantages of prophylaxis; satisfaction with current migraine treat-
ment; the relationship with the physician and the feeling to be heard; and previous
steps taken to prevent migraine.

Conclusion

In addition to the functional impact of migraine, the decision to start prophylaxis is
based on a complex of considerations from the patient’s perspective (e.g. perceived
burden of migraine, expected benefits or disadvantages, interaction with relatives,
colleagues and physician). Therefore, when advising migraine patients about prophy-
laxis, their opinions should be taken into account. Patients need to be open to advice
and information and intervention have to be offered at an appropriate momentin the
course of migraine.
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BACKGROUND

Primary care is an important setting for the management of migraine and in many
countries most migraine consultations occur in this context!. In the Netherlands,
migraine is mainly managed in primary care and 95% of prescriptions for triptans are
issued in this setting 2.

Prophylactic therapy is an option for patients with frequent or long-lasting migraine
headaches®*?®. The results of 6-12 months of preventive treatment are that in about
50% of patients the attack frequency decreases by 50%. Also, the attacks are often less
severe °. Drop-out by adverse events is around 5%, drop-out due to ineffectiveness is
unknown in usual care.

Dutch GP guidelines on headache recommend discussing prophylactic therapy with
patients who suffer (on average) 2 or more attacks each month''. Despite it being a safe
and more or less effective treatment option, only 7-13 % of the migraine patients re-
ceive it”!?and the benefits are not widely accepted. Little is known about the opinions
of GPs and patients regarding prophylaxis, or the determinants behind decisions
whether or not to start prophylaxis.

This qualitative study explores the opinions, motives and expectations of migraine
patients about prophylactic migraine therapy. A similar study focusing on GPs’ opin-
ionsis reported separately.

METHODS

Recruitment

Three focus groups of migraine patients were formed, 2 from urban areas and 1 from a
rural area. Patient selection was based on pre-specified criteria, aiming to reflect a
broad range of experience (from young to old), gender (separate groups for males and
females), attack frequency (= 2attacks/month) and pain level (= 6 on a scale of 10
matching migraine, 1 being almost no headache and 10 being the worst headache
ever). Our goal was to achieve a diversity of migraine patients, corresponding to gen-
eral practice and with a sufficiently high frequency to be eligible for preventive ther-
apy'#!3. The study was approved by the Ethics Committee of the Leiden University
Medical Centre.

One group of 7 females and a second group of 6 males were recruited from 5 urban
primary care health centres or group practices. See patient characteristics in Table 2.
We selected patients based on the diagnosis migraine and all these patients used pre-
scribed medication for acute treatment. Thirteen patients had consulted their GP or a
neurologist for their migraine (2 groups). A third group, comprising 7 females from a
rural area, was recruited by a researcher investigating consumer behaviour. In this
group each participant wasapproached by telephone and selected if they had migraine
according to the IHS criteria. In this group 2 participants had not received any medical
supervision yet.
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Table 1. Patient characteristics, 2 female and 1 male groups.

Total |Femalel| Male |Female2
N=20 n=7 n==6 n=7
Pain score* (1-10) 8.4 8.2 8.4 8.6
Attack freq./month | 2.5 16 6 5 5
age =5 4 1 1 2
<25 4 2 - 2
25-50 11 3 4 4
>50 5 2 2 1
mean 43 yrs 42 yrs 47 yrs 39yrs
Education level low 3 - 1 2
medium 14 5 5 4
high 3 2 - 1
Paid work (hrs/wk) | none 5 2 1 2
<36 8 4 1 3
=36 7 1 4 2
mean (hours/ 22 15 29 21
week)

* Pain level during maximum of attack on a 1-10 numeric scale (10 being unbearable pain)

The application form contained two questions on migraine (severity and frequency),
one on the level of education and one about the number of hours in paid work. Based
on this application form, the researcher made a comparison with national data on
migraine patients in general practice!?. Regarding the severity and frequency of the
migraine, the composition of the three groups corresponded well with the average
characteristics of migraine patients in Dutch general practice. The subject mentioned
on the invitation was migraine headache in general, without a specific indication of
our interest in preventive treatment.

Data generation

The focus group meetings were chaired by an independent moderator experienced in
focus group research. The principal investigator (FD) observed all meetings from an
adjacentroom via a monitor with sound, but had no influence on the discussions. The
moderator used a specially prepared interview guide (compiled by AKN and FD)
which started with an introduction and familiarization, followed by discussion on
the characteristics of the patients’ migraine experience (e.g. age at onset, changes in
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migraine over time, treatment for attacks, and treatment goals, etc.). Prophylaxis was
discussed, including the advantages and disadvantages, and the patients’ experiences
and attitudes towards preventive medication. In all focus groups sessions a topic list
was used, which included some provocative statements to stimulate discussion and
the exchange of ideas. The quantitative data listed in the results section are based on
this topic list. All sessions were digitally recorded on DVD.

Data analysis

The recordings were analysed independently by three researchers (FD, AKN and BA).
Because the DVD recordings provided the most detailed information on both verbal
and non-verbal communication, these served as the primary data source!'*¢. The re-
searchers used regular DVD-reading software with good on-screen forward/backward
and other search possibilities. The DVDs allowed both hearing and seeing of non-
verbal indications as to whether or not an opinion was supported by others in the
group. The three investigators individually identified ‘themes’, that is remarks con-
taining information on prophylactic therapy, or relevant or closely related to it. A
transcript was made of all the comments by the participants on preventive treatment.
Subsequently these comments were grouped independently by three researchers. The
identified themes were written out and then organised into categories and (sub-)
themes by the principal investigator, according to the rules of ‘thematic analysis'®8,
into a draft analytical framework. This framework was consecutively discussed and
decided upon with the other members of the team.

When there was disagreement between researchers in the analysis, the theme was ana-
lysed again by the disagreeing researchers and in case of a persisting discrepancy con-
sensuswassoughedandreachedbetween theresearchers. Theanalysiswascoordinated
by the principal investigator, who did put the remaining questions each time to both
the other researchers. An interpretative analysis of the data with the help of this
framework enabled the identification of several related but separate topics of experi-
ence and reasoning regarding prophylactic treatment for migraine and a tentative
model for understanding patients’ decision making regarding such treatment.

RESULTS

Five main categories of themes emerged from the focus group meetings.

1) Previous steps taken to prevent migraine

Withregard to preventive measures, many participants were concerned that migraine
was not well understood, and some found it hard to rely on prophylactic therapy be-
cause the mechanism was still unclear to them.

Almost all patients had experimented with behavioural, lifestyle or dietary actions,
mostly without success and later therefore abandoned. However, some patients con-
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tinued with these behaviours, even when they believed that they probably provided
no benefit. Many participants avoided certain foods and other types of products.
Some used specific products in order to promote their health.

‘Stabilizing the biological clock’, i.e., developing a stable day-night rhythm, was a
widely used precaution by more than half of participants. Interventions were often
supported by their physicians. For some patients, prophylaxis was the last resort.

“I ‘did’ the whole alternative circuit. I tried everything. Only after all that was I ready for
prophylaxis.” (Group 1, PT 1)

Many types of complementary medicines had been or were being used. Most patients
believed that although prophylactic treatment is only moderately effective, it is still
more effective than complementary therapies. Using a complementary therapy often
hampered patients from considering prophylaxis; they were waiting for the effects of
the complementary interventions. Once complementary therapies had failed, they
were more willing to try regular therapies.

“In the beginning, when my migraines were first diagnosed, we tried everything and every
therapy to treat the attacks. Later on, I stopped making appointments for my migraines, I
was so disappointed ... and I tried everything myself, avoided all kinds of food, gulped
down vitamins and other supplements, relaxation therapies, etc., etc.” (Group 3, PT 5)

2) Satisfaction with current migraine treatment

Migraine patients differed in how they determined whether or not they were satisfied
with their treatment. Some patients were satisfied when they were able to keep on
functioning at work or at home, others were only satisfied when the headache
disappeared.

A few participants kept a highly structured diary to ascertain whether there were any
factors that influenced their migraine. Keeping a diary made patients more accessible
to prophylactic medication.

“My GP gave a kind of brochure; later on I continued keeping record of my headaches. 1
think that’s very important; noting parallel things, food and so, looking back whether
medication works.” (Group 1, PT 1)

According to the patients, preventing the overuse of attack treatment was only occa-
sionally considered by the GP. According to the patients, almost no GP used that argu-
mentinthediscussionaboutwhetherornottostartpreventive treatment. Remarkably,
some patients who used excessive attack treatment mistakenly called it ‘prevention’.
In their incorrect but exemplary way of thinking, they considered it to be prophylaxis
because they used the attack treatment before a migraine attack occurred. Some pa-
tients showed very limited awareness about the risks of overuse of attack treatment.
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“I already take so many medications, so don’t do that preventive thing to me. When I feel
a headache coming, I just take a tablet and that’s prevention to me.” (Group 2, PT 3)

Most patients agreed that effective migraine treatment consists of effective attack
management in addition to effective prophylaxis. More than half of the patients
wanted to reduce the use of attack treatment, because they felt they were using too
many triptans or painkillers. However, patients still focused on the importance of at-
tack treatment; prophylaxis took second place. This focus on attack treatment ham-
pered their thinking about other strategies to reduce the burden of migraine.

“I'm afraid of the side-effects of triptans; that’s making me more open to prophylaxis.”
(Group 1, PT5)

The feeling of being in control of the migraine and not being controlled by it was
considered a very important factor. Participants accepted a high frequency of migraine
and/or long-lasting attacks as arguments for prophylaxis. However, the vast majority
believed that if the attack treatment was extremely effective, there would be no need
for prophylaxis. This was irrespective of the number of attacks and was in relation to
what patients found ‘normal’ for them.

“I'm not stuffing my body with medication when I have an attack 3 times a month, even
ifitis terribly intense, but when it’s good treatable.” (Group 2, PT 7)

3) Taking the initiative for prophylaxis

Although not every patient had personal experience with migraine prophylaxis, al-
most everyone knew about its existence. Most patients received information from
family members, physicians, the Internet, the media or pharmacists. Many partici-
pants had searched the Internet for specific information on prophylaxis and encoun-
tered both positive and negative information such as stories of patients who have had
alot tobenefit from prophylaxis and others who had no good effect and suffered from
significant side effects.

“I'm using preventive therapy now. I didn’t hear anything about it from the doctor ... I
found out myself that something like that was available. It was in a women’s magazine,
notvia the GP. I'm unhappy about that...”(Group 3, PT 7)

Testimonies of other patients or information of a patient headache association was
not clear enough or too ambiguous to make a first step. It did not have a direct influ-
ence on their own health-seeking behaviour.

“Anti-epileptics, that sounds dreadful. The sort of thing you associate with lying on the
ground with foam around your mouth.” (Group 2, PT 3)
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There was no consensus as to who should take the initiative for prophylaxis. About
half of the patients expected an active approach from their GP. Others (more urban
and/or more highly educated) preferred to take the initiative themselves. All patients
expected that their GP should be able to discuss the advantages and disadvantages of
prophylaxis.

Patients found itimportant that discussion about prophylaxis should take place at the
appropriate moment. This was not necessarily at the initial diagnosis, but when the
patient knew more about the impact of migraine and the effectiveness of attack treat-
ment. The need for prophylaxis could then be considered within a more realistic
context.

“I never wanted it; I'm not a pill swallower. But I find it terrible to have to call my col-
leagues that I have another attack again. Then they stare at me with negatively loaden,
piercing eyes. And I have started to think differently about daily treatment.” (Group 2, PT
6)

Prophylaxis was often discussed when patients indicated they were no longer able to
cope with the headache attacks.

“My migraines were so severe that I went to the doctor ... I couldn’t do anything but cry. He
tried to comfort me and offered prophylaxis.” (Group 3, PT 4)

For a few participants, the initiative for prophylaxis was taken by the GP based on the
amount of prescribed attack medication; these GPs actively monitored the use of
triptans and painkillers. When confronted with such an active approach, the patients
were initially cautious but subsequently regarded the GP’s intervention as positive.
Ultimately, almost all patients desired to have their own control over the final
decision.

“Sometimes I'm afraid he’ll phone again ... because I take too much medication. I once
phoned for arepeat prescription, but the doctor called back and said: You’ve used too much
this month. Then he mentioned preventive therapy. It feels OK, that he’s concerned about
me.” (Group 1, PT5)

4) Assessing the advantages and disadvantages of prophylaxis

From the patient’s perspective, the decision to start prophylaxis is complex. There is a
wide range of perceived advantages and disadvantages, migraine patterns often vary,
and the underlying concerns also differ.

“The pattern of attacks of my migraine is too weird to be able to figure out whether prophy-
laxis will help me or not.” (Group 3, PT 2)
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“Accepting prophylaxis is difficult, because my attacks sometimes stay away for a long
time. It's sometimes months before I have another attack, but once they start theyre very
frequent.” (Group 3, PT 3)

“I'm now using so many triptans ... this can’t be a good thing.” (Group 3, PT 2)

“I just don’t want to do it. I'm very anti-drugs.” (Group 3, PT 1)

When considering prophylaxis, all patients experienced negative or obstructive ele-
ments, as well as positive factors. Participants had differing views on this subject,
some mainly emphasised the positive aspects and others mainly the negative
aspects.

The most important negative factors were the fear of side-effects, the assumption that
prophylaxis will have little impact, and the feeling of becoming a chronic patient. The
issue of ‘becoming a chronic patient’ was expressed in all sessions, and about 50% of
the patients associated the use of prophylactic drugs with ‘old age’ and ‘chronic dis-
ease’. Participants emphasised that they did not feel like a ‘patient’ in between the
migraine attacks, so it did not feel appropriate to use medication on a daily basis.
Despite a high impact of migraine and although many (daily) preventive measures
and behavioural adaptations has been adopted, the use of prophylactic drugs was not
easily accepted.

More than half of the patients stated that daily use of tablets for migraine would make
them feel emotionally unhealthier. Other negative factors included the fear of drug
dependency, a low assessment of their own capacity for compliance, and the negative
reactions of persons in their direct surroundings.

“If I were to take tablets every day, 1'd feel like I'm a patient. Now I just have a headache
sometimes ... actually it’s many times.” (Group 3, PT 3)

“I think I'd forget it (medication) so often that it wouldn’t be effective.” (Group 3, PT 7)

“I'm afraid of becoming dependent on those drugs.” (Group 3, PT 2)

“It's something in the head about not wanting to take tablets every day.” (Group 2, PT 4)
“When you receive preventive therapy for something, people think you’re a pitiful case.”
(Group 2, PT 6)

“The question is: how does migraine affect your life. I don’t want migraine to affect my
life, and taking drugs every day would have a major effect on my life.” (Group 1, PT 6)

The factors that contribute to positive decision appear to rest on a more calculated
way of thinking or approach; weighing the advantages against the disadvantages and
assessment of the degree of effectiveness.

Half of the participants had benefited from prophylaxis. The main positive benefits
were a reduction in the burden of migraine with an increase in the range of abilities;
this was particularly important when the impact was high. Other positive features
were the ease of administration, an overall general gain in health, areduction in acute
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medication, less confrontations with the GP in case acute medication was used exces-
sively, and less pressure from others close to them. When the benefits were clearer,
patients were able to accept prophylaxis or were at least willing to try it. Most of the
patients stated they would accept daily drug intake if their migraine frequency would
be halved.

“Idon’t care what I have to do; I'd do anything to getrid of my headaches.” (GR 2, PT 4)
“If it worked for 100%, I would certainly join the users!” (Group 3, PT 3)

“With prophylactic drugs you're able to participate much more in sport activities - which
I enjoy very much.” (Group 1, PT 4)

“If somebody said to me: “The migraines will disappear if I cut off your hand”, then I'd
say: Cut off my whole arm!” (Group 3, PT 3)

Many patients anticipated reimbursement problems with the healthcare insurance
companies when receiving prophylactic therapy (in fact, in the Netherlands, all costs
of prophylactic therapies are fully covered by healthcare insurance for all patients).
Patients who had experience with prophylaxis reported that they had no problems
with health insurance or the financial side of treatment costs.

Apart from the duration of the attack another important factor was the situation in-
volved, e.g. being at school, at work, or with friends or family. For similar attack rates
the perceived need for prophylaxis differed between patients.

Notbeing able to take care of others was a strong positive factor for prophylaxis. Apart
from the impact of migraine on themselves also the impact on other persons for
whom they are responsible (e.g. children, family members, colleagues, etc.) was an
important argument for preventive treatment.

“I can’t even make it to the meetings of my sports club. I might manage it once, but the
second, third and fourth time they wouldn’t understand. When you feel that negative
impact from migraine, then you really want to start thinking about preventive treatment.”
(Group 3, PT4)

5) The relationship with the physician and the feeling to be heard

At the time of diagnosis, being taken seriously about the burden of the migraine and
acknowledgement of their suffering was considered most important. But this was not
the appropriate time when patients were interested in prevention. Many migraine
patients felt there was a limit to the extent to which their physician is able to compre-
hend the burden they bear. They considered that their GP unable to imagine how
difficultitis to experience a migraine attack, whereas others mentioned a sympathetic
response from their GP. Patients indicated that at a later stage a good empathetic rela-
tionship with the doctor was important for the acceptance of prevention.
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“He (GP) was really concerned about me, about the enormous number of attacks I had.
That was good and very considerate of him.” (Group 1, PT 4)

“I'think that he (GP) thinks: what on earth can 1 do for you anyway...” (Group 2, PT 2)
“I found that now something really has to be done ... so I went to the doctor. He said: It
sounds like classic migraine; we’ll see what we can do. I should have done this much earlier
... atlast I felt that someone understood.” (Group 1, PT 2)

“There’s always that fear of the next attack, and my family doctor seemed to understand
that fear. First and foremost, you have to be taken seriously by your doctor.” (Group 1, PT
)

An important influence was the way their GPs treated them. Positive factors in pro-
moting prevention were having a positive interaction and the feeling being taken seri-
ously. On the other hand, being dissatisfied about the approach of the physician
hampered the willingness to consider prophylaxis.

“Primarily I want to be taken seriously, but I can not complain. He’s handled it well, with
the start of preventive treatment.” (Goup1 PT 5)

“If you have more than two attacks a month, they just give you a prescription for anti-ep-
ileptics and - before you know it - you're outside again.” (Group 3, PT 6)

DISCUSSION

Summary of main findings

The present study describes patients’ subjective opinions about prophylaxis as a
treatment option for migraine.

A number of conditions that must be met before preventive therapy is accepted and
that these often are related to each other (figure 1). These conditions can be patient
related, clinician related or be related to the disease or the disease process. Knowledge
on the importance of these issues for the decision making of patients is crucial for
physicians dealing with migraine patients in daily practice.

Patients indicate a number of important factors in favour of the use of prophylaxis
related to the perceived burden of migraine; a high frequency of attacks, severe at-
tacks, and lack of effectiveness of attack treatment. These are characteristics of the
migraine itself, on which physicians do not have much influence (however they have
certainly on proper attack treatment). The patient makes a balance of pros and cons.
Expectations of the beneficial effects, fear of side effects and drug dependency and
negative health feeling in case of daily use of medication, play a considerable role in
making this balance.

The willingness to try prophylaxis increased after other interventions had been tried
(e.g. dietary changes, changes in lifestyle or previous complementary treatments).
Patients prefer strongly to take the decision themselves and want to have responsibil-
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ity themselves. The individual history of earlier interventions is pivotal. Several fac-
torsincrease the resistance to accepting prophylaxis, such as changing the scope from
seeing migraine as an intermittent to seeing it as a chronic disease.

Perceived burden of migraine
Severity and frequency attacks
Effect of attack treatment

Ability to cope with the attacks

Too much attack medication

Balancing for and against
Expectation of effect / efficacy

Fear of side effects / drug dependency
Negative health feeling when daily use
Pressure of others
Ease of administration

Earlier interventions
Behavioral / dietary interventions
Complementary medicine

Autonomy / self-determination
Bearing responsibility one self

Availability of (conflicting) information
Fear becoming ‘chronic patient’
Being able to take care of others

Physician's influence
Active approach / taking initiative
Positive interaction
Acknowledgement of suffering/
impact

Providing relevant information

Process factors

Complex / time consuming decision
Offer at right moment

Keeping of diary

Impact personal / social functioning

v

Use of preventive therapy (compliant)

Figure 1. Interactions of elements playing a role in accepting of and compliance with preven-
tive treatment

When weighing the facts and reaching a decision on prophylaxis, the physician has a
major influence, especially by providing relevant information. In the process of get-
ting more insight on their migraine, patients feel that the physician can be helpful.
Patients attach greatimportance to a good and trusted relationship with the physician
and often prefer an active approach.

Itis important to acknowledge that a patient is going through a process, and in time
tend more and more towards a decision. It takes time to realize that one has a severe
problem with migraine and that the migraine has a large impact. Keeping a diary can
provide such an insight in an earlier stage °. From the management perspective, pa-
tients need to be receptive to the idea of prophylaxis at the right moment in their mi-
graine history.
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Study strengths and limitations

This focus group research aimed to explore opinions through a purposeful sample
covering a range of subjects and doesn’t provide numbers and clear conclusions such
as quantitative research.

We decided to have separate male and female groups based on the assumption that
their approaches to migraine differ, and that a mixed group may inhibit the explora-
tion of some key elements of migraine for woman, such as a relation with
menstruation.

Saturation of themes occurred within the three groups, when no new themes arose
that had not been included in our topic guide. Within the groups, a diversity of ap-
proaches was found. For example, the urban group was more highly educated and
displayed more resistance to prophylaxis, and needed a more rational and evidence-
based requirement for its introduction. The rural group had a more passive attitude
and indicated more acceptance to the propositions from their physician.

A weakness of the present study is that it was conducted in the Dutch language and is
reported in English. Qualitative studies aim to capture meaning from the narratives of
respondents and some loss and/or distortion may have occurred in the translation
process. However, we had the Dutch texts translated by two experienced translators
and from the perspective of migraine a native English speaking expert physician on
migraine looked into the patient remarks.

Comparison with other studies

Parallel to this study another qualitative study from the same research group, also on
prophylaxis for migraine, explored the attitude of GPs*. That study confirmed the
complexity of the decision-making process, which from the perspective of the GP was
also not based on the impact of migraine alone. Patients and GPs showed a similar
degree of hesitance, not because of lack of knowledge or lack of interest, but because
of doubts about effectiveness, side-effects, and the risk of developing drug
dependence.

Of the qualitative studies on migraine, only one has addressed preventive therapy?!.
In that study by Rozen, the method (questionnaire) and setting (third-line centre)
were different to ours and all patients had prior exposure to migraine prophylaxis.
The decision whether or not to start preventive therapy had already been made, and
the questionnaire mainly addressed side-effects and the choice of drugs. That study
provided no information on its aims or how the decision concerning prophylaxis was
made.

Two qualitative studies show agreement with our study in relation to prevention. One
study shows remarkable similarities on the patient communication with the GP and
on the search for complementary therapies by patients. Because this study is not
about prevention, is does cover the influence of these two issues on prevention?. The
other study reports that self-efficacy scores were positively associated with the use of
positive psychological coping strategies to prevent headaches?.
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Other studies which address patient factors in migraine do not address prophylaxis
and focus on the needs of migraine patients?*?, decision-making in migraine®®?¥, the
burden of migraine and quality of life**2°, perimenopausal headache®!, migraine in
midlife women *?, and pressure on patients related to referral®®, and therefore have
almost no overlap to our study. The questionnaire study by Kowacs et al. on the pa-
tients’ view on side effects of preventive treatment revealed that side effects are better
accepted by patients with high use or actual overuse of attack treatment, which is
consistent with our findings?4. The questionnaire study of Kol et al. found that 55 % of
patients with two or more attacks per month wanted to use prophylaxis, while only
8% actually used this treatment. This paradox is one of the underlying themes in our
study'2.

Similar studies have also been conducted with other chronic diseases. For example,
the study of Adams et al. on acceptance of the preventive treatment for asthma?®.
Specific for prophylactic asthma treatment is that it is given even in asymptomatic
periods, the inhalation therapy is visible to others and there is fear for side effects on
the longer term (‘steroid fear’). In contrast, in migraine only patients with frequent
and severe attacks are treated, mainly the side effects on the short term are feared, and
in general patients have no trouble with the acceptance of the migraine as such. This
comparison shows that migraine has similarities, but also differences with other
chronic diseases. Most likely the opinions of patients differ per indication.

CONCLUSIONS

The benefits of prophylactic medication for migraine are under-exploited. Future re-
search should focus on the various aspects involved in decisions about preventive
treatment, as reflected in the present study. An understanding by physicians of the
patient’s feelings and concerns towards prevention are important for more effective
use of these agents. When advising migraine patients on prophylaxis it is important
to explicitly address their underlying thoughts and emotions, and to consider the in-
tervention at an appropriate moment in the course of the patient’s migraine
experience.

ACKNOWLEDGEMENT

The authors thank J.A.G. Muller, MSc, moderator, and all the participating patients
and GPs for their cooperation.

Prophylactic treatment of migraine; the patient’s view, a qualitative study |

References

1.

10.

11.

12.

13.

14.
15.

16.

Freitag FG. The cycle of migraine: patients’ quality of life during and between mi-
graine attacks. Clin Ther 2007;29(5):939-949.

Dekker F, Wiendels N, de Valk V, van der Vliet C, Knuistingh Neven A, Assendelft
W]JJ, Ferrari MD. Triptan overuse in the Dutch general population: A nationwide
pharmaco-epidemiology database analysis in 6.7 million people. Cephalalgia
2011;31(8):943-952.

D’Amico D, Solari A, Usai S, Santoro P, Bernardoni P, Frediani F, De Marco R,
Massetto N, Bussone G. Improvement in quality of life and activity limitations in
migraine patients after prophylaxis. A prospective longitudinal multicentre
study. Cephalalgia 2006;26(6):691-696.

Silberstein SD, Winner PK, Chmiel JJ. Migraine preventive medication reduces
resource utilization. Headache 2003;43(3):171-178.

Goadsby PJ. Recent advances in the diagnosis and management of migraine. BMJ
2006;332(7532):25-29.

Peres ME, Silberstein S, Moreira F, CorchsF, Vieira DS, Abraham N, Gebeline-Myers
C.Patients’ preference for migraine preventive therapy. Headache 2007;47(4):540-
545.

Lipton RB, Bigal ME, Diamond M, Freitag F, Reed ML, Stewart WE. Migraine preva-
lence, disease burden, and the need for preventive therapy. Neurology
2007;68(5):343-349.

Goadsby PJ, Sprenger T. Current practice and future directions in the prevention
and acute management of migraine. Lancet Neurol 2010;9(3):285-298.

Mulleners WM, Haan J, Dekker F, Ferrari MD. [Preventive treatment for migraine.].
Ned Tijdschr Geneeskd 2010;154(29):A1512.

Linde K, Rossnagel K. Propranolol for migraine prophylaxis. Cochrane Database
Syst Rev 2004;(2):CD003225.

Grol MH, Neven AK, Pijnenborg L, Goudswaard AN. [Summary of the practice
guideline ‘Headache’ from the Dutch College of General Practitioners]. Ned
Tijdschr Geneeskd 2006;150(6):305-309.

Kol CM, Dekker F, Neven AK, Assendelft W], Blom JW. Acceptance or rejection of
prophylactic medicine in patients with migraine: a cross-sectional study. Br ] Gen
Pract 2008;58(547):98-101.

Wiendels NJ, Knuistingh Neven A, Rosendaal FR, Spinhoven P, Zitman FG,
Assendelft WJ]J, Ferrari MD. Chronic frequent headache in the general population:
prevalence and associated factors. Cephalalgia 2006;26(12):1434-1442.

Heath C, Hindmarsh J, Luff P. Video in Qualitative Research. SAGE. 2010.

Pope C, Mays N. Reaching the parts other methods cannot reach: an introduction
to qualitative methods in health and health services research. BMJ 1995;311
(6996):42-45.

Pope C, Ziebland S, Mays N. Qualitative research in health care. Analysing qualita-
tive data. BMJ 2000;320(7227):114-116.



100

| Chapter 5

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

Chamberlain K, Camic P, Yardley L. Qualitative analysis of experience: grounded
theory and case studies. In: Marks DF, Yardley L, editors. Research methods for
clinical and health psychology. London, Sage publications. 2003. 69-89.

Joffe H, Yardley L. Content and thematic analysis. In: Marks DF, Yardley L, editors.
Research methods for clinical and health psychology. London, Sage publications.
2003. 56-68.

Nappi G, Jensen R, Nappi RE, Sances G, Torelli P, Olesen J. Diaries and calendars for
migraine. A review. Cephalalgia 2006;26(8):905-916.

Dekker, F., Knuistingh Neven, A, Andriesse, B, Kernick, D., Ferrari, MD, and
Assendelft, W. ]. J. Prophylactic treatment of migraine by general practitioners: a
qualitative study. Br ] Gen Pract 2012;62(597):268-274.

Rozen TD. Migraine prevention: what patients want from medication and their
physicians (a headache specialty clinic perspective). Headache 2006;46(5):750-
753.

Peters M, Abu-Saad HH, Vydelingum V, Dowson A, Murphy M. Migraine and
chronic daily headache management: a qualitative study of patients’ perceptions.
Scand ] Caring Sci 2004;18(3):294-303.

Peters M, Huijer Abu-Saad H, Vydelingum V, Dowson A, Murphy M. The patients’
perceptionsof migraineand chronicdaily headache: aqualitative study. ] Headache
Pain 2005;6(1):40-47.

Belam J, Harris G, Kernick D, Kline F, Lindley K, McWatt J, Mitchell A, Reinhold D.
A qualitative study of migraine involving patient researchers. Br ] Gen Pract
2005;55(511):87-93.

Cottrell CK, Drew JB, Waller SE, Holroyd KA, Brose JA, O’Donnell FJ. Perceptions
and needs of patients with migraine: a focus group study. ] Fam Pract 2002;
51(2):142-147.

Peters M, Abu-Saad HH, Vydelingum V, Dowson A, Murphy M. Patients’ decision-
making for migraine and chronic daily headache management. A qualitative
study. Cephalalgia 2003;23(8):833-841.

Ivers H, McGrath PJ, Purdy RA, Hennigar AW, Campbell MA. Decision making in
migraine patients taking sumatriptan: an exploratory study. Headache 2000;
40(2):129-136.

Meyer GA. The art of watching out: vigilance in women who have migraine
headaches. Qual Health Res 2002;12(9):1220-1234.

Tenhunen K, Elander J. A qualitative analysis of psychological processes mediat-
ing quality of life impairments in chronic daily headache. ] Health Psychol 2005;
10(3):397-407.

Ruiz dV, I, Gonzalez N, Etxeberria Y, Garcia-Monco JC. Quality of life in migraine
patients: a qualitative study. Cephalalgia 2003;23(9):892-900.

Moloney MF, Dietrich AS, Strickland O, Myerburg S. Using Internet discussion
boards as virtual focus groups. ANS Adv Nurs Sci 2003;26(4):274-286.

32.

33.

34.

35.

Prophylactic treatment of migraine; the patient’s view, a qualitative study |

Moloney MF, Strickland OL, DeRossett SE, Melby MK, Dietrich AS. The experi-
ences of midlife women with migraines. ] Nurs Scholarsh 2006;38(3):278-285.
MorganM, Jenkins L, Ridsdale L. Patient pressure for referral for headache: a quali-
tative study of GPs’ referral behaviour. Br ] Gen Pract 2007;57(534):29-35.

Kowacs PA, Piovesan EJ, Tepper SJ. Rejection and acceptance of possible side ef-
fects of migraine prophylactic drugs. Headache 2009;49(7):1022-1027.

Adams S, Pill R, Jones A. Medication, chronic illness and identity: the perspective
of people with asthma. Soc Sci Med 1997;45(2):189-201.

101





