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Abstract

Background This study aims to improve the understanding of the patient journey via the perspectives of patients
with migraine.

Methods The questionnaire was created by patients. It was based on the experiences of 24 patients with migraine
and 4 members of the patient advocacy organization La Voix des Migraineux. Two focus groups were held to assess
the various dimensions of the patient journey. This survey was accessible on the MoiPatient online platform between
March 19th and May 17th, 2022.

Results Out of the 683 participants (average age: 41.8 years; female: 92.4%; average age at first migraine attack: 16.2
years), 95.9% had received a formal migraine diagnosis from a physician. Migraine had a significant impact on most
participants (96.0% had a severe HIT-6 score and 70.7% had severe disability on the MIDAS). Unmet patients' needs
highlighted in this study included diagnosis delay (mean 7.5 years), treatment delay, limited access to neurologists
and/or headache specialists, long trial-and-error process of different medications (participants had tried an average
of 5.6 acute treatments and 5.0 preventive treatments), numerous (7.2 side effects per participants on average) and
often inadequately addressed side effects, suboptimal patient education, and the need for a therapeutic, empathic,
and supportive relationship between patients and healthcare professionals. Participants had a negative perception of
the care journey and experience with healthcare professionals: 36.2% described their care journey as an uphill battle
(“parcours du combatant”). More than half of patients did not feel heard nor supported by healthcare professionals.

Conclusion Patients with migraine have to face a multitude of complex obstacles trying to get the care they deserve.
The burden of disease is amplified by the complexity of the migraine patient’s journey, both in terms of diagnosis and
treatment. This study highlights specific areas in need for improvement.
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Background

Migraine is the second leading cause of disability in
the world [1, 2]. Migraine has a global prevalence of
14% and affects more than 10 million people in France
[3]. Migraine accounts for 4.9% of global population ill
health quantified in years lived with disability (YLDs) [3].
Chronic migraine has a global prevalence of 1 to 2% and
affects almost 1.4 million French people [4]. Yet, migraine
remains underdiagnosed and undertreated, and the
migraine-related disability has not improved over time
[5-8].

Studies on the migraine care journey have historically
been initiated and designed by health care profession-
als and/or treatment manufacturers. The latest study
conducted in France about the care journey of patients
with migraine, FRAMIG III, was published in 2004 and
conducted at the initiative of health care professionals
and public authorities [9, 10]. Out of 10,532 participants
interviewed over the phone, 1,179 (21.3%) had migraine.
It showed that migraine management was suboptimal
for 80% of patients. Its results emphasized the need for
adequate medical consultations and patient education
to promote patients’ autonomy and empowerment. The
Additional file 1 describes the French healthcare system
as it relates to migraine care. Now that 20 years have
passed since the FRAMIG III study, our study aims to
evaluate whether the objectives stated in the FRAMIG
II study (improved medical consultations, patient edu-
cation, patients’ autonomy and empowerment) were met
from the patients’ perspective. Patients’ needs, concerns,
and perspectives are not necessarily identical to those
of the healthcare professionals. This study is novel as it
was completely initiated and designed solely by patients
to avoid any potential bias from prior studies, healthcare
professionals, manufacturers, and policy makers. Evalu-
ating the patients’ own perceptions of their overall care
throughout the course of their illness is the first step to
identify areas of improvement in the delivery of care.
This study aims to assess the journey to diagnosis and
care of people living with severe migraine, to evaluate
the impact on their quality of life, and to improve knowl-
edge regarding their experiences of their disease and its
management.

Methods

Survey design, measurements, and outcomes

The protocol of this cross-sectional study and the sur-
vey were ethically approved by the MoiPatient Scientific
Advisory Board on Patients’ Best Interests (Le Conseil
Scientifique d'Intérét des Patients or CSIP) [11]. The
CSIP is made up of health care professionals; researchers
and methodologists; specialists in digital health, health
economics and digital ethics; and patients, relatives and
carers.
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Twenty-four patients with migraine and 4 method-
ologists collaborated to create a cross-sectional sur-
vey under the leadership and guidance of La Voix des
Migraineux, the French patient advocacy organization
for people with headache disorders. To design the survey,
two focus groups took place in October and November
2021; 28 patients (3 male / 25 female; living in France
and La Réunion) gathered to share their experiences and
visions on their health care journey, including problems
encountered before diagnosis, during diagnosis, and dur-
ing disease management. During these focus groups, 11
themes were selected for the survey. The survey was cre-
ated by patients and La Voix des Migraineux with sup-
port from CEmka and MoiPatient. It was composed of a
series of 86 questions to collect data on:

+ demographic and health parameters (such as age,
sex, familial status, place of residency, education
level, main activity, current or past occupation,
family history, comorbidities, disability situations).

+ migraine-related clinical characteristics (type of
migraine, type of attacks, frequency and duration,
age of onset, characteristics of migraine over specific
time frame).

+ level of knowledge about the disease.

+ migraine burden (in multiple domains such as pain,
regular daily activities, and work).

+ healthcare journey (diagnosis, migraine
management, professionals consulted (type,
frequency...)).

« access to information.

« acute and/or preventive treatments received
(type, frequency, efficacy, side effects, drug
abuse, information, compliance) including non-
pharmacological approaches.

« patient-healthcare professional relationships and
overall impressions.

The migraine-related disability was assessed using:

« HIT-6 [12], which is a validated scale to assess the
impact of migraine through 6 items assessing the
severity of pain during attacks, the incapacitating
nature of attacks (desire to lie down and inability
to carry out daily activities), and the impact of
migraine on various aspects (fatigue, feelings, work
capacity). Score < 55: slight or moderate impact; > 55:
significant to major impact.

+ MIDAS [13], which is a validated scale to evaluate
migraine-related disability, the unproductive days,
and the days with reduced productivity over the 3
last months.
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The questionnaire was constructed with methodological
assistance from Cemka and piloted by the participants of
the focus-groups. It was then submitted for proofread-
ing to the President of the French Society for the Study of
Migraines and Headaches (SFEMC). Finally, it has been
validated the MoiPatient Scientific Advisory Board on
Patients’ Best Interests.

The survey is available in its original version in the
Additional file 2 and translated in the Additional file 3.

Target population and survey dissemination

Inclusion criteria included adults aged>18 years who
self-reported living with migraine. The survey was pro-
moted via La Voix des Migraineux newsletter (500 sub-
scribers) and social media channels (12,000 followers).
It was also promoted via a migraine diary application
entitled Apomigraine and a patient information platform
entitled Mapatho. The survey was available online on the
platform MoiPatient, which is a digital platform created
by and for patient associations and a trusted third-party
used by La Voix des Migraineux. The MoiPatient admin-
istrative board can solely be composed of patient associa-
tions. This platform collects the experiences of patients
with different illnesses to enhance research and to create
new indicators on health centres.

Data was collected by MoiPatient between March 19th
and May 17th 2022 on a secure and approved health data
host, ClaraNet, in compliance with the privacy standards
and laws. To be able to access the survey, participants
had to validate an activation link sent to them via email,
which enabled them to provide consent for participation
in the study.

Sample size

Using the formula for sample size calculation in a simple
random sample with a Z score of 1.96 for 95% confidence
level, margin of error 0.05, proportion of the popula-
tion 0.14, the sample size needed is 185. Since two prior
surveys recently done in France among people living
with migraine had 660 participants [14] and 741 par-
ticipants [15], our targeted sample size was at least 600
participants.

Statistical analysis
CEmka, a healthcare and research consulting agency, was
commissioned to conduct statistical analysis of the data.
The statistical analyses were descriptive and performed
with SAS® software (version 9.4, SAS® Institute Inc., Cary,
NC, USA). They included a complete analysis of all sur-
vey items, on all participants, and were completed by
cross-analyses according to the main demographic char-
acteristics of the participants.
Quantitative variables were described using the fol-
lowing statistics: mean, standard deviations, t-tests, and
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ANOVA in case of normal distribution, and median,
quartiles, and Mann-Whiney U in case of variables that
are not normally distributed. Categorical variables were
described using size and percentage of each category cal-
culated on the expressed responses and compared using
chi-squared test. All analyses were run in aggregate and
no individual-level analysis was conducted.

Results

General characteristics of participants

Out of the 683 participants, only 5 (0.73%) provided sur-
veys with missing data. Participants were on average 41.8
years old (SD 11.4). Most (631, 92.4%) were female, 49
(7.2%) were male, and 3 (0.4%) were nonbinary. The geo-
graphical distribution of participants was diverse within
France and all regions were represented (Fig. 1). Most
participants (500, 73.2%) lived with a partner, and 358
(52.5%) had children. Most participants (484, 70.9%) were
employed, 70 (10.2%) were students or unpaid interns, 27
(4.0%) were homemakers, 40 (5.9%) were unemployed,
and 11 (1.6%) were retired or pre-retired. Most (501,
73.5%) participants had a family history of migraine.

38 participants (5.6%) had a disabled allowance (Alloca-
tion aux Adultes Handicapés and/or Pension d'invalidité
de la Securité Sociale, ) consisting in a financial support
linked to difficulties to work. 51 (7.5%) had the long-term
illness status (Affection Longue Durée) meaning a better
reimbursement for migraine-related care.

97 (14.3%) had the recognition of disabled worker sta-
tus (Reconnaissance de la Qualité de Travailleur Handi-
capé) allowing the employee to benefit from a set of
measures to access a job, keep it or consider a new job.
(See Additional file 1 for more information about French
disability status.)

Migraine-related clinical characteristics
Among the 683 participants, 654 (95.9%) received a for-
mal migraine diagnosis from a physician. Average age
at first migraine attack was 16.2 years (SD 8.6). For 118
(21.0%) of women, the first migraine attack occurred at
the same time as their first period (12.9 years; SD 1.7).

Over the last 3 months, 415 (60.9%) participants had
migraine without aura, 186 (27.3%) had migraine with
aura, and 81 (11.9%) had both. No definition of aura was
specified in the questionnaire (question 14 in Additional
files 2 and 3). Regarding monthly migraine days (MMDs),
190 (27.9%) participants had 1 to 7 MMDs, 246 (36.1%)
had 8 to 14 MMDs, and 246 (36.1%) had at least 15
MMDs. Regarding the intensity of migraine attacks, 4.3%
(N=29) were mild, 51.3% (N=350) were moderate, and
44.4% (N =303) were severe.

While 271 (76.3%) women described less intense pain
during pregnancy and 279 (79.0%) had less frequent
migraine attacks during pregnancy, about two third
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Fig. 1 Geographical distribution of participants by regions in France. Number and percentage of participants

of women (631 (66.3%)) felt that they did not receive
adequate migraine care during pregnancy. The peri-
menopausal transition was associated with an increased
migraine burden. Out of 83 (41.3%) post-menopausal
women, 43 (51.8%) experienced more intense pain and 45
(54.2%) felt that migraine attacks were more frequent.

Comorbidities

The main psychiatric comorbidities reported by the par-
ticipants included: depression (218, 31.9%), anxiety dis-
orders (189, 27.7%), sleep disorders (179, 26.2%), and
suicidal ideation (56, 8.2%), respectively diagnosed after
the diagnosis of the migraine in 73.0%, 63.3%, 67.0%, and

80.0% of cases. 26.5% of patients with depression (26,1%
of patients with anxiety disorder and 24,3% of patients
with sleep disorders, respectively) thought that depres-
sion (anxiety disorders and sleep disorders respectively)
has negatively impacted the migraine management. (See
the question number 62 in Additional files 2 and 3)

Migraine impact

The mean HIT-6 score was of 67.4 (SD 5.8). Out of 682
participants, 3 (0.7%) had headaches with little or no
impact, 22 (3.2%) had a moderate impact, 24 (3.5%)
had an important impact, and 632 (92.5%) had a severe
impact. The mean MIDAS score was 71.5 (SD 80.4).
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Out of the 680 (99.6%) participants who completed the
MIDAS, 83 (12.2%) had no or little disability (Grade I), 32
(4.7%) had mild disability (Grade II), 85 (12.4%) had mod-
erate disability (Grade III), and 483 (70.7%) had severe
disability (Grade IV, lack of productivity during at least
21 days over the last 3 months). On average in the last
3 months, participants missed 8.6 (Q, 1; IQR 0-7) days
of work or school, they had 16.9 (Q, 10; IQR 3-20) days
with at least 50% reduced productivity due to the symp-
toms of their disease, they missed 16.0 (Q, 10; IQR 3-20)
days of housework and missed 14.8 (Q, 7; IQR 3-20)
days of family, social, or leisure activities.

The migraine care journey

Diagnosis

The migraine diagnosis was received on average at the
age of 23.6 years old (SD 10). Diagnostic delay (time lag
between onset of migraine symptoms and diagnosis) was
7.5 years (Q, 21; IQR 17-30). Out of the 654 (95.9%) par-
ticipants who received a diagnosis of migraine from a
physician, 337 (51.5%) received it from a GP, 277 (42.4%)
from a neurologist, 18 (2.8%) from a pain center physi-
cian, and 5 (0.8%) from a pediatrician. The main rea-
sons for seeking medical advice were “the frequency of
migraine attacks” (543, 83.0% of participants), “the diffi-
culty to manage migraine attacks” (434, 66.5%), and “the
worsening of migraine pain” (404, 61.8%). Participants
consulted 2.7 (Q, 2; IQR 1-3) healthcare professionals
before receiving a diagnosis of migraine. Participants’
territory type (rural, semi-rural, or urban) was not asso-
ciated with diagnostic delay.

Migraine follow-up over the last 12 months

Most participants (626, 92.1%) had at least one clini-
cal follow-up for migraine over the last year. The 3 most
common specialties for these visits were GP (518 partici-
pants, 82.7%), neurologists (449, 71.7%), and osteopathic
practitioners (327, 52.2%). Other specialties visited
included physical therapists (186, 29.7%), psychiatrists or

Table 1 Professionals consulted over the last 12 months
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psychologists (146, 23.3%), pain specialists (145, 23.2%),
acupuncturists (127, 20.3%), meditation professionals
(67, 10.7%), and sport medicine specialists (21, 3.4%).

Nearly a third of participants who had consulted a
healthcare professional for migraine over the last year
(190, 30.3%) did not see a neurologist. The most common
reasons were the excessive wait time to see a neurologist
to the point that they had given up seeing one (49 par-
ticipants, 33.6%) and the absence of neurologist special-
ized in migraine in their geographic area (33, 22.6%). The
time between follow-up appointments was between 3
and 6 months for 190 (42.3%) participants and up to 6 to
9 months for 106 (23.6%) of participants. The mean dura-
tion of an appointment was 25.4 min (SD 12.5).

145 participants (23.2%) had had a consultation at a
specialized center for the study and the treatment of pain.

About half of participants (355, 53.5%) considered their
physician to be very/somewhat available for emergencies.
Table 1 lists the types of professionals consulted over the
last 12 months Between 66.7% and 92.3% of profession-
als were attentive to possible pain or side effects of treat-
ments (medications, procedures or other), particularly
osteopaths (92.3%), acupuncturists (88.9%), and medita-
tion practitioners (88.1%). Follow-ups were deemed most
helpful with the neurologist, psychologist/psychothera-
pist, and pain centers (Table 1, question 63 in Additional
files 2 and 3).

Each patient had consulted an average of 3.3 (SD 1.7)
different kinds of healthcare professionals for the man-
agement of their migraine over the last 12 months, 1.8
(SD 0.7) different kinds of physicians with prescription
capacity (such as neurologist or general practitioner)
and 1.5 (SD 1.4) different kinds of health care profession-
als (such as psychologist or acupuncturist). This number
significatively differs depending on migraine frequency
(p-value=0.022) (Fig. 2). Indeed, the annual number of
different healthcare professionals consulted was on aver-
age 2.9 (SD 1.6) for patients with 1-7 MMDs, 3.2 (SD

Professionals consulted in the last 12 months

Consulted following recommenda-
tions from a professional

Able to listen to complaints of pain Follow-up
and of possible side effects considered as

effective or

rather effective
GP 70 (13.6%) 413 (80.4%) 281 (54.6%)
Neurologist 333 (74.5%) 375 (83.5%) 292 (65.5%)
Osteopath 61 (49.8%) 301 (92.3%) 78 (54.4%)
Physiotherapist 46 (79.3%) 28 (75.7%) 0 (35.7%)
Psychologist/ psychotherapist 94 (64.4%) 65 (88.7%) 0 (59.5%)
Pain center 18 (81.9%) 20 (82.8%) 85 (58.6%)
Acupuncturist 58 (45.7%) 12 (88.9%) 47 (37.9%)
Other 37 (40.2% 87 (93.5%) 61 (66.3%)
Meditation professional 39 (58.2%) 59 (88.1%) 36 (53.7%)
Sports professional 13 (61.9%) 14 (66 7%) 2 (60.0%)
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Fig. 2 Number of different kinds of healthcare professionals consulted over the last 12 months according to the number of attacks per month

1.7) for patients with 8—14 MMDs, and 3.7 (SD 1.8) for
patients with at least 15 MMDs (p-value = 0.0004).

Among the 54 participants (7.9%) who did not see
a healthcare professional for migraine over the 12 last
months, the most common reasons for not following
up included (1) never having had clinical follow-ups for
migraine (22 participants, 40.7%), (2) giving up on the
follow-ups (13, 24.1%), (3) not having energy anymore to
seek follow-ups (12, 22.2%), (4) not requiring active fol-
low-ups due to amelioration of the disease with or with-
out an effective treatment (7, 13.0%), (5) not having the
means anymore to be able to follow-up (4, 7.4%).

Treatment

Respectively, 655 (97.0%) and 675 (99.0%) participants
had taken at least one treatment over the last 3 and 12
months. Most (413, 61.2% and 598, 87.7%) took both
acute and preventive treatments, 229 (33.9%) and 73
(10.7%) took only acute treatments, and 13 (1.9%) and
4 (0.6%) was on preventive treatment exclusively. More
than a third of participants (289, 43.1%) experienced
medication overuse with an acute treatment.

Among the 671 (98.4%) of participants who took acute
treatments, migraine attacks stopped within 2 h in half
the cases (317, 49.4%), whereas in the absence of treat-
ment 21 (75.0%) the attack lasted more than 12 h. The
first acute treatment was taken on average 7 (Q, 5; IQR
1-11) years after the first migraine attack and at the age
of 23 years old (SD 9.5). It was generally taken about 6
months before the diagnosis.

Oral triptans were the most taken acute treatments
(538 participants, 83.8%) followed by two Nonsteroidal
Anti-Inflammatory Drugs (NSAIDs), ketoprofen taken
by 232 participants (36.1%), and ibuprofen taken by 192

participants (29.9%). There were followed by acetamino-
phen, opioids, and aspirin (Fig. 3).

Participants had tried 5.6 (SD 4.2) different acute treat-
ments and an average of 5.0 (SD 4.0) different preventive
treatments. Respectively, over the 3 and 12 last months,
426 (71.0%) and 602 (88.3%) participants had taken at
least one preventive treatment.

Only 87 (12.9%) of the participants never had side
effects to migraine treatment, 62 (9.2%) rarely, 174
(25.9%) sometimes, and 275 (40.9%) often. The number
of side effects over the last year is shown in Fig. 4. Out of
the 586 (87.1%) of participants who had side effects, the
mean number of different side effects was 7.2 (SD 3.9).

The most common side effects were concentration dif-
ficulties, memory difficulties, digestive problems, and
sleep disorders (Fig. 5).

Some of the participants changed doses and/or discon-
tinued their treatment on their own. The proportions and
the reasons given are listed in Table 2.

Out of the 3,662 self-reported side effects, 2,330
(63.63%) were discussed with a physician and the associa-
tion between the side effect and the treatment was con-
firmed in 1,490 (40.7%) cases. All side effects combined,
participants felt that their reporting of side effects were
adequately addressed by their healthcare professional in
304 (8.30%) cases. Some side effects (such as migraine
worsening, sleep disorders, and weight gain) were easier
for patients to report to healthcare professionals than
others (such as anger/irritability). Participants also felt
that some side effects (such as digestive issues) were
more easily addressed by healthcare professionals than
others (such as migraine worsening or weight gain).
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Fig. 4 Number of side effects due to migraine treatment over the year

499 (73.4%) of the participants said they had not used
any non-medication treatments. Among other partici-
pants, some reported using:

« transcutaneous electrical neurostimulation (TENS)
(105, 15.4%), of which 16 (15.4%) were satisfied or
very satisfied, and 67 (64.5%) were dissatisfied or very
dissatisfied.

« CEFALY (91, 13.4%), of which 16 (17.6%) were
satisfied or very satisfied, and 62 (68.2%) were
dissatisfied or very dissatisfied.

Patient education

At the time of diagnosis, 367 (56.1%) patients received
information about migraine; for 252 of them (68.7%) this
information was clear and sufficient to understand the
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Fig. 5 Migraine treatment side effects in the last 12 months
Table 2 Treatment adherence in their lifetime
Acute treatment Preventive treatment
Number of treatments already tested (lifetime) 56(SD4.2) 5.0 (SD 4.0)
Number of participants who changed the treatment dose 260 (38.5%) 183 (30.4%)

themselves

Number of participants who discontinued the treatment
themselves

257 (38.1%) 361 (60.0%)

Main reasons for changing doses
Main reasons for discontinuing

Number of patients informing their care teams of the dose modifi-
cations / discontinuation

Lack of treatment efficacy: 224 (87.2%)
Side effects: 113 (44.0%)

Lack of treatment efficacy: 194 (76.1%)
Side effects: 177 (69.4%)

203 (79.6%) for the dose modification
« 212 (85.1%) for the discontinuation

Side effects: 138 (75.4%)

Lack of treatment efficacy: 112
Side effects: 293 (81.4%)

Lack of treatment efficacy: 272 (75.6%)
+ 153 (85.5%) for the dose modification
+ 312 (88.9%) for the discontinuation

(61.2%)

Table 3 Proportion of healthcare professionals providing migraine patient education at the time of diagnosis

GP

Neurologist

Pain center physician Pediatrician Other

Migraine education provided 151 (44.8%) 194 (70.0%)

14 (77.8%) 3 (60.0%) 5(29.4%)

diagnosis. A significant difference was observed accord-
ing to the physician consulted (Table 3).

About two third of participants (457, 67.0%) felt that
they had enough information about their treatment plan
(such as maximum number of acute treatments and
number of trial weeks for the preventive treatment to
possibly reach its effectiveness), 482 (70.7%) about life-
style habits that could help mitigate migraine attacks, 313
(45.9%) about potential side effects.

When asked to rank 10 possible sources of migraine
information in terms of importance to them, personal
search came first followed by neurologists (Fig. 6).

Relationships between patients and healthcare
professionals and shared medical decision-making
Participants overall had negative feelings about their care
and their relationships with healthcare professionals.
More than half of participants felt the healthcare pro-
fessional did not listen to them (364, 53.6%), nearly half
did not feel they received any support from their health-
care professional (332, 48.8%), and the majority did not
receive guidance from their healthcare professionals
(550, 80.9%). On average, they rated the understanding
and support of healthcare professionals at 6.1 (SD 2.5)
on a scale of 1 to 10 (10 corresponding to the highest
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Fig. 6 Mean score of source information importance. 10 possible sources of information about migraine were proposed to the participants, who were

asking to rank the sources from the less important source to the most one

Most of the doctors | have met are not closed to new
treatments.

In general, healthcare professionals take into account my
overall state of health when providing clinical follow-up for
my migraines.

Generally speaking, healthcare professionals are kind to their
migraine patients.

Most of the doctors | have met are well-informed about

WER s 7w

222% 9.3%
146%
o%%

.3% 33.1%

32.1%

e eI s1ow T
migraine.
Generally speaking, doctors have no difficulty adapting to _
each migraine patient. 8% 42.4% -
0.0% 20.0% 40.0% 60.0% 80.0% 100.0%
m Strongly agree  m Agree No opinion Disagree  m Strongly disagree

Fig. 7 Patient-healthcare professional relationship. Participants'level of agreement with the different proposed statements

satisfaction score). 120 (17.6%) of participants had a score
between 1 and 3, 229 (33.5%) between 4 and 6, and 334
(48.9%) between 7 and 10. Figures 7 and 8 show the level
of participants’ agreement regarding the understand-
ing and support of healthcare professionals when coping
with migraine.

The monthly migraine days over the last 3 months
was higher in participants feeling that their healthcare
professionals were not treating them properly: 27.5%
of participants feeling that their healthcare profession-
als were treating them properly had at least 15 MMDs

compared to 46.3% of participants feeling that their
healthcare professionals were not treating them properly
(p-value =0.0370). Acute treatment self-discontinuation
was also more frequent in participants with lower satis-
faction: 47.4% for those with a satisfaction score of 0 to 3
vs. 41.0% for those with a score of 4 to 6, and 32.8% with
a score of 7 to 10 (p-value=0.0054). Participants with
lower satisfaction were also less likely to inform their
healthcare professionals about their medication self-
discontinuation: 73.1% for those with a satisfaction score
of 0 to 3, vs. 84.6% for those with a score of 4 to 6, and



Duburcq et al. The Journal of Headache and Pain (2025) 26:76

Page 10 of 14

Respected my choices 34.1% 5.3%

Minimized my pathology 36.9% C153%

Lacked empathy towards me [/ ES i 42.8% 13.4%

Equated my pathology with a psychopathological disorder [N/ 24.0% S as%
Were unaware of my condition  [EX¥17 /AN 38.5% - 150%

Did not take the time to talk to me about how | feel as a migraine sufferer PGB 31.9% . 157%
Supported me T/ ANNAS 7N 45.1% 3.7%

Gave me hope that my health would improve 53.4% . 260%

Clearly explained my pathology FT/AN23M%IN 60.7% C138%

Clearly explained possible side effects [EX7I7I5%M 49.1% o 299%

Clearly explained how to manage my treatment 40.7% 7.8%

Listened to me - [EX/ A0S I——— 49.0% 4.6%

Gave me useful advice on managing my migraines W1/ NI719% M 62.5% . 184%

0.0% 20.0% 40.0% 60.0% 80.0% 100.0%

m Always m Often = Rarely m Neved

Fig. 8 Shared medical decision-making. Participants were invited to assess the situations lived during their experience as a patient with migraine, that

they have come across with one or more healthcare professionals

Table 4 Ranking of expressions defining the overall patient

experience

The obstacle course / uphill battle 246 (36.2%)
Quest for the Grail 143 (21.1%)
Abandonment, loneliness 97 (14.3%)
Complex, tortuous 59 (8.7%)
Caring support 38 (5.6%)
Difficult to access 35 (5.2%)
Hope 30 (4.4%)
Coordinated, effective support 17 (2.5%)

91.5% for those with a score of 7 to 10 (p-value =0.0091).
Participants’ satisfaction was also associated with taking
treatment (acute or preventive) in accordance with the
physician’s recommendations: 75.0% of participants with
a satisfaction score of 0 to 3 followed the physician’s rec-
ommendations vs. 82.4% with a score of 4 to 6, and 90.1%
with a score of 7 to 10 (p-value =0.0002). The frequency
of migraine medication side effects was also associated
with participants’ satisfaction: 43.6% of participants with
a satisfaction score of 0 to 3 had frequent side effects vs.
43.7% of participants with a score of 4 to 6, and 37.1% of
participants with a score of 7 to 10 (p-value = 0.0445).
Most participants (85.5%) have had to navigate a chal-
lenging and difficult journey to get medical care. Table 4

lists the expressions used by participants to define their
overall experience with migraine care.

Discussion

A survey on patients’ lived experience completely
designed by patients

To our knowledge, this is the first study on the migraine
care journey completely run by patients to be pub-
lished in medical literature. Because of all the necessary
steps to publish in the scientific literature (such as ethi-
cal approval, consent, secure platform to collect health
data, methodology, and statistical analysis), most of the
patient-led surveys remain in the grey literature. La Voix
de Migraineux, the French patient advocacy organiza-
tion for people with headache disorders, designed the
survey based on feedback they received from patients
and from the results of two patient focus groups. Inde-
pendent methodological, statistical, and scientific writing
help was only solicited to ensure compliance with ethical,
privacy, methodological, and scientific standards to be
able to share the patients’ lived experience in the scien-
tific literature. The authors hope that this study will serve
as a blueprint for other patient advocacy organizations to
overcome the barriers to publishing in the scientific lit-
erature and making their voices heard.
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Migraine impact

This is a survey study of people with moderate or severe
migraine, and/or with more than 8 MMD’s. Hence, most
participants had severe disability scores. Regarding the
impact on people’s ability to work, despite more than
two thirds (70.7%) of participants with severe disabil-
ity according to the MIDAS, 70.9% of participants were
employed and only 5.9% were unemployed. Consistent
with prior studies [6], participants with prioritized their
work over other aspects of their lives (housework and
family/social lives).

Migraine care journey

Overall impression of care

Most participants (85.5%) have had to navigate a chal-
lenging, long, painful, and difficult journey to get medi-
cal care. This study identified barriers to care similar
to the ones listed in the CaMEO-I survey: only 11.5%
(955/8,330) of participants were able to traverse the 3
barriers of (1) consulting a healthcare professional for
headache, (2) receiving an accurate diagnosis, and (3) and
receiving appropriate pharmacologic treatment [22]. This
study sheds light on the migraine care journey from the
patients’ perspective in France to identify specific areas
for improvement and hopefully encourage interventions
and systemic changes for better and more compassion-
ate, effective, and equitable care.

Diagnosis and treatment delays

It took an average of 7.5 years and consultations with
an average of 2.7 healthcare professionals between
first migraine symptoms and diagnosis. The European
Migraine and Headache Alliance survey found compa-
rable delays; the most frequently reported unmet need
was the long delay between the first visit and migraine
diagnosis: 34% of participants had to see at least 4 spe-
cialists before being correctly diagnosed, and between
the diagnosis and treatment prescription: >5 years in 40%
of cases [16]. The American Migraine Study highlighted
that about 56% of people with migraine are not diag-
nosed including 24% who consulted for it [17]. Migraine
remains largely underdiagnosed and hence undertreated
in France too.

Unsurprisingly, the time to first acute treatment and
age at first acute treatment are consistent with the delay
in diagnosis. Delay in appropriate diagnosis and care has
significant consequences: it negatively impacts the qual-
ity of life as well as mental and emotional wellbeing of
about 89% patients with migraine and negatively impacts
the work life and career of about 72% with migraine [18].
It contributes to migraine chronification and hence a
higher burden of disease [19-21].
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Limited access to neurologists and specialty care

Even in this sample with significant migraine burden,
most participants receive a diagnosis (51.5%) and fol-
low-up migraine care (82.7%) from their general prac-
titioners. It is important to note where most patients
are receiving their care to help develop future interven-
tions. In addition, since only neurologists can prescribe
the newer migraine-specific medications in France, the
limited access to neurologists is a significant barrier to
care. Nearly a third of participants who regularly follow
for their migraine had not seen a neurologist in the past
year mostly due to the excessive wait time to the point
they have given up on seeing one or to the absence of a
neurologist specialized in headache medicine in their
geographical region. Given the current barriers, some
patients give up on seeking or following with neurology,
and some patients do not have the energy or means to
continue seeking migraine care anymore.

Treatment and side effects

Most participants were taking both acute and preventive
treatment. The high proportion of participants on pre-
ventive treatment (88%) and using oral triptan (83.8%)
most likely reflects the frequency and severity of the dis-
ease within this study sample, their education regarding
migraine including its management principles, and their
access to treatments. The high proportion of participants
in this study on both acute and preventive treatment is
encouraging.

However, the lived experience of the study participants
highlights (1) the long trial-and-error process in finding
migraine treatment that is effective and tolerated and (2)
the exposure to many treatment side effects. Participants
had tried on average 5.6 different acute medications and
5.0 different preventive medications. Participants experi-
enced an average 7.2 different side effects. In addition to
experiencing a high number of side effects, participants
felt that the side effects they reported to healthcare pro-
fessionals were adequately addressed in less than 10%
of cases. It is also important to be aware that some side
effects (such as migraine worsening, sleep disorders, and
weight gain) are easier for patients to report to healthcare
professionals than others (such as anger/irritability). Par-
ticipants also felt that some side effects (such as digestive
issues) were more easily addressed by healthcare pro-
fessionals than others (such as migraine worsening or
weight gain).

Patient education

This survey also highlights the need for healthcare pro-
fessionals to provide their patients with education about
the disease, treatment, and potential side effects. Patient
education is not reliably provided, and when it is, it tends
to be focused on potential lifestyle modifications rather



Duburcq et al. The Journal of Headache and Pain (2025) 26:76

than the diagnosis and treatment plan. A little more than
half of participants received information about migraine
at the time of diagnosis. About a third that felt they did
not have enough information regarding their treatment
plan and more than half did not receive information
about potential treatment side effects. More than two
third of participants received enough information about
lifestyle habits that may help mitigate migraine attacks,
emphasizing the weight placed on patients’ shoulders.

Patient-healthcare professional relationship

Participants did not feel adequately supported by health-
care professionals. More than half did not feel that they
were heard, nearly half did not feel they received any
support from their healthcare professional, about half
felt that their healthcare professional was available in
case of emergency, and the majority felt that they did not
receive guidance from their healthcare professionals. The
monthly migraine days correlated with the perceived lack
of support from healthcare professionals.

Study limitations

There are several limitations that should be noted, and
which are inherent to this type of studies. First, there is a
risk of reporting and recall bias with using survey results
in studies. Although this was a cross-sectional survey
asking people with self-reported migraine to participate,
the majority (95.9%) had a formal diagnosis of migraine
by a physician. Of note, that the survey was confidential,
diminishing the incentive to misrepresent one’s report-
ing. Second, the survey was only available online, which
may have restricted access to underserved segments of
the population such as elderly, institutionalized, and
those with severe comorbidities and disabilities. As the
survey was distributed via newsletter and social media
channels of a patient advocacy organization, the partici-
pants most likely had received education on the symp-
toms and diagnosis of migraine. The participants are
therefore likely to be better informed about their disease
than the general population. Most of the participants of
this study had moderate or severe migraine and/or more
than 8 MMD’s, which limits the generalizability of the
results to the general adult population. The survey did
reach participants from all regions of France. The par-
ticipants’ characteristics are in line with other similar
studies such as My Migraine Voice survey participants in
terms of age (41.8 vs. 39.4 years) and type of migraine,
and an overrepresentation of female (92.4% vs. 75%) and
of family history (73.5% vs. 54%) [23]. The overrepre-
sentation of female is found in other studies such as the
recent European Migraine and Headache Alliance survey,
which administered online to an adult migraine popu-
lation in European countries counted 90% of females
[16]. The survey asked about the number of side effects
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experienced as part of the general patient experience.
More specific questions on side effects such as whether
they were attributed to acute or preventive medications
and the number of medications they were attributed was
out of scope of this study and should be addressed in fur-
ther studies.

Conclusions

This study demonstrates, not only with data but also
with words, the reality of the long and distressful patient
journey to migraine care. The results show the complex-
ity of the migraine patient’s journey, both in terms of
diagnosis and treatment, and highlight unmet needs for
future interventions. Unmet patients’ needs highlighted
in this study included diagnosis delay, treatment delay,
limited access to neurologists and/or headache special-
ists, long trial-and-error process of different medications,
numerous and often inadequately addressed side effects,
suboptimal patient education, and the need for a thera-
peutic, empathic, and supportive relationship between
patients and healthcare professionals. More than half of
participants described their migraine care journey as an
uphill battle or quest for the Grail. This study highlighted
unmet patients’ needs. It is now time for patients, health-
care professionals, and policy makers to collaborate on
interventions for a patient-centered approach to compre-
hensive headache care.
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