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Abstract: several factors contribute to stigma associated with migraine, such as the lack of objective
diagnostic tests and biomarkers or traditional gender stereotypes. Patients with migraine can
perceive the stigma from different sources: other people (public stigma), organisations (structural
stigma) or themselves (internalised stigma), and even neurologists may harbour stigma towards
patients with headache. At a social level, repeated migraine attacks lead to restricted participation
in work and family life, inducing anxiety, depression and reduced self-esteem. Regarding the
workplace, the impact of migraine on their proffesional lives is significant. Individuals who were
acquainted with people with migraine at job tended to behave more negatively towards them, and
over half of the managers did not consider headache as a valid reason for being absent from work.
Effectiveness at work is reduced during a migraine attack, but also because of the interictal
symptoms these patients go through. Regarding presenteeism, migraine was the second most
expensive disease in the USA, with an annual cost of approximately $240 billion. For all these facts,
destigmatisation should take place at the level of healthcare providers, patients and the general
population. Implementing educational programmes, training more neurologists in a specialised
headache approach, listening to the patients and taking their concerns seriously, or recognizing the
disability that the disease causes are strategies that may help minimizing the stigma of migraine.
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1. Introduction and Historical Perspective

Migraine, a prevalent and disabling neurological condition worldwide, is often accompanied by
stigma due to a lack of understanding of its severity and resulting disability [1]. According to findings
from the Global Burden of Disease study, migraine is the third leading cause of disability, with a
significantly greater impact on middle-aged women [2,3]. Episodic migraine and chronic migraine
have an estimated prevalence of 12% and 1.4%-2.2% in the general population, respectively [6,7]. The
peak of disability due to migraine is between 20 and 55 years old, which coincides with the peak of
migraine prevalence [4].

© 2024 by the author(s). Distributed under a Creative Commons CC BY license.
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Migraine is associated with substantial economic and social burden and reduced health-related
quality of life in affected individuals [5]. The economic burden of chronic migraine, including medical
costs and work productivity, is three times higher than that of episodic migraine [8].

Although the quantitative components of quality of life are increasingly recognised and assessed
through clinical questionnaires administered to patients with migraine, limited attention has been
paid to the qualitative aspects of migraine such as stigma, which refers to a social concept where a
characteristic, trait or diagnosis is used to discredit an individual leading to psychosocial
repercussions such as prejudice, discrimination, and loss of status [9].

1.1. Migraine Stigma Based on Gender Stereotypes and Underdiagnosis

Throughout history, migraine has been characterized as a predominantly feminine condition
associated with 'women of fashion,' 'young female martyrs, and 'mothers,' leading to questioning its
true disease status [10]. It is well-established that migraine is not only more prevalent in women, but
also that the associated pain tends to be more severe and longer lasting [11] and both biological and
psychological mechanisms, including hormonal changes, are considered as underlying causes.

The perception exists that the elevated occurrence of headaches between women in outpatient
clinics may be attributed to the cultural acceptability for women to openly display pain symptoms,
whereas men with chronic pain were traditionally perceived as less masculine. This perception,
coupled with the historical predominance of male doctors, contributes to women being taken less
seriously when seeking medical care for chronic pain. Consequently, women may be unfairly
perceived as hysterical and excessively complainant, fostering the misconception that they are
unwilling to recover. As a result, they may be erroneously informed that the origin of their pain is
psychological rather than somatic. Furthermore, the perception of sexism-related stigma by female
patients exacerbates their subjective experience of pain, perpetuating a detrimental cycle [12].

Other factors contribute to stigma associated with migraine. Migraine diagnosis is based on
clinical assessment using the International Classification of Headache Disorders criteria [13].
However, the absence of objective diagnostic tests and biomarkers often leads to migraine being
unrecognized and misunderstood by society, medical, and scientific communities [14,15].
Consequently, it may be considered a socially invisible disease being vulnerable to stigma [16,17].
Other frequently stigmatized diseases include major depression, schizophrenia, and chronic pain
[12].

1.2. Other Types of Stigma in Migraine

Sociologic studies of stigma reveal three major types: public, structural, and internalized. Public
stigma encompasses stereotypes recognized by the general public and negative attitudes that may be
present. Structural stigma, is when public stigma has repercussions at the political or legal level or in
various organizations and groups such as health professional. Finally, internalised stigma where
people affected by stigma begin to recognise and believe the negative stereotypes in themselves. In
the context of migraine, these stigma types can be foundin the following ways [18]:

1.2.1. Public Stigma in Migraine

People with migraine are often associated with stigmatizing features such as hysteria,
hypochondria, pill popping, neurosis, laziness, and difficulty handling stress. Therefore, migraine or
headache is used in popular parlance as a metaphor for hard-to-resolve issues. As early as the 11th
century, the migraine personality described neurotic women obsessed with housework who
exhibited greater facility for nagging their husbands. However, men with migraine were positively
described as ambitious and hardworking. To wit, actresses appear more frequently in advertising
material for pharmaceutical products targeting migraine and a trend in social networks and fashion
magazines which has emerged in recent years depicts women, including famous influencers, in the
‘migraine pose’, where the fingertips are touching the forehead, so their skin looks tighter. Recently,
in the OVERCOME study, the Migraine-Related Stigma (MiRS) questionnaire was created to assess
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how often the individuals with migraine experienced stigmatizing attitudes from others. The study
showed that 31,7% of participants experienced migraine-related stigma often or very often, increasing
to 47,5% in those with more than 15 monthly headache days [19].

1.2.2. Structural Stigma in Migraine

In patients with migraine, the most relevant repercussion of structural stigma is the lack of
funding for research compared to other neurologic disorders with lower prevalence and, arguably,
less impact on the functional capacity of affected individuals. Another dimension of this type of
stigma is the limitation of patients with migraine in achieving healthcare contact. Due to the feeling
of poor disease management, only 15%-26% of European patients with migraine consult headache
professionals and only 2%—6% receive preventive treatment. Regarding healthcare professionals,
only 5% of patients with chronic migraine receive the correct diagnosis and treatment. This trend can
be justified by not only the underrepresentation of headache disorders during the training of
neurologists and other medical specialists but also the fact that migraine is frequently associated with
psychiatric conditions, mainly anxiety and depression, which carry their own structural stigma.

1.2.3. Internalised Stigma in Migraine

This type of stigma has been systematically investigated in studies which have used the stigma
scale for chronic illness (SSCI) to compare patients with episodic migraine, chronic migraine and
epilepsy. One of them revealed that the mean SSCI score was higher (51.6 +15.0) in the CM group
than in the EM (45.0+13.5) and epilepsy (47.6 £15.5) groups, showing that patients with chronic
migraine have higher perception of stigma than those with episodic migraine and epilepsy, mainly
due to work disability [20]. Conversely, two studies from Turkey [21,22] reported that patients with
epilepsy experienced more stigma and that those with migraine primarily experienced enacted
stigma. These differences among studies were likely due to cultural and religious backgrounds,
perceiving seizures more externally stigmatizing.

2. Psychosocial Impairment in Migraine

Psychosocial impairment, which is defined as mental dysfunction that leads to restricted
participation in work, family, or social life [23], is related not only to anxiety and depression but also
to reduced self-esteem and internalised stigma experienced by many patients with migraine. At least
48% and 24% of patients with migraine have anxiety and depression, respectively. Depression is
associated with absenteeism, presenteeism, activity impairment and perception that their careers
have been less successful due to their illness [24].

The most commonly used scales to measure the impact and disability of migraine are HIT-6
[25,26], MIDAS [27], and its paedriatic version PedMIDAS [28]. However, very little attention has
been directed towards quantifying the stigma experienced by migraine patients. SSCI is the first tool
developed to measure specifically stigma in chronic neurologic diseases. It includes 24 items, with 13
items related to internalized stigma and 11 items related to enacted stigma. Higher scores are strongly
associated with psychologic distress, pain, and performance status. However, the SSCI has several
limitations and should not be used as a screening tool to differentiate between those patients with
and without stigma; the study validating this scale also did not include patients with any type of
headache [29].

Psychosocial impairment also impacts family and social relationships. In one study, 53% of
patients with migraine missed one social or family activity in the last three months due to migraine.
Besides, many patients indicated that migraine had a negative impact on their relationships with their
partners and children, asserting that they would have been better partners and parents if they did
not have migraine. These findings reflected the internalized stigma experienced by these patients
[30,31], which was greater with increasing migraine frequency and was more pronounced in chronic
migraine than in episodic migraine.
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3. Neurologist’s Stigma towards Patients with Migraine

Most neurologists believe that migraine is a disease with a neurobiological basis and that
patients with headache are an important component of their practice [32]. However, neurologists also
harbour stigma towards patients with headache. In recent surveys, half of neurologists believe there
is a stigma against patients with migraine among healthcare professionals. Moreover, 82% of the
neurologists reported that treating patients with migraine was challenging and 67% of the
neurologists felt that treating patients with migraine was emotionally draining [33,34]. This stigma
was also perceived by patients, who reported feeling dismissed by physicians who were perceived
not to fully believe their complaints about pain [35].

The number of practicing headache specialists is insufficient considering the high prevalence of
migraine and the increasing complexity of its medical approach. A recent study indicated the need
for 3,700 headache specialists in the USA [36]. Besides, accurate training in headache is lacking.
Several surveys were performed in Europe and the USA to identify the state of specialization in
headache diseases among neurology residents [37—41]. Despite the primary limitation of low
participation, most of these studies agreed on the lack of a mandatory headache rotation for residents,
who usually reported incomplete training and rare involvement in headache investigation. Some
reports also identified stigma, with low prestige associated with headache disorders chosen as
subspecialty [38,39].

4. Migraine and Stigma in the Workplace

Migraine is the leading cause of disability in adults under 50 and the second leading cause of
disability in any age worldwide [8,42-45]. The impact of migraine in the workplace is huge, since the
peak of incidence coincides with the years of greatest productivity. The attacks can last from hours
to several days, affecting very negatively the patient’s professional life [5,46—49].

In a survey of 2000 employees who did not suffer from migraines conducted in the USA, the
percentage of people who endorsed that patients with migraine sometimes, often, or very often use
their migraine to get out of work commitments was 31%, or as a way to get attention was 27%. Nearly
half (45%) felt that migraine should be easily treated, and 36% thought people have migraine because
of their own unhealthy behavior [50]. Individuals who were acquainted with migraine sufferers
tended to have more negative responses towards them. This stigma was more important if these
people had to be absent from work due to their illness [51]. In another survey, over half of the
managers did not consider headache as a valid reason for being absent from work, which led to
difficulty for migraine patients to seek help at work due to stigma. Consequently, more than half of
the patients who were absent from work due to migraine did not disclose it as the reason [52]. A
recent study conducted in the workplace at an information technology company with more than
70,000 employees in Japan, revealed that 81% of those who experienced headaches had never seen a
doctor. The reasons for not seeking medical help were varied, but one of the most common was the
inability to miss work to seek help [53].

4.1. Reduced Work Productivity

Patients report being 46% less effective at work during a migraine attack, and declare headache
as the most disabling symptom, followed by difficulty in thinking, photophobia, osmophobia and
lastly, nausea [54]. Moreover, migraine affects work productivity even during days without
headache, as up to 40% of patients with migraine experience noticeable interictal symptoms such as
issues with attention and executive function, processing speed and memory [55-57].

Some patients have a fear that doing tasks that require a certain level of mental effort may trigger
or worsen a migraine attack, known as cogniphobia, which can lead to decreased confidence in work-
related abilities and negatively impact work and professional performance [58]. In addition to
cogniphobia, the unpredictability of migraine attacks is another source of anxiety in patients and may
lead to avoiding meetings in the workplace due to fear that a migraine attack will require leaving,
significantly reducing overall quality of life [59].
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4.2. Personal and Economic Impact of Reduced Productivity

The majority of patients with migraine experience career setbacks due to their condition. In a
survey including 400 patients, 22% reported that they had to switch careers due to migraine, resulting
in reduced opportunities to reach their full potential in their job, which in turn translated into lower
socioeconomic status, less medical care, more stressful life events and worsening of migraine. In the
same survey, participants were given the option to freely indicate the topics that they felt would best
help them to reduce stigma in the workplace; the most common response was awareness and
understanding of the disease, followed by support in work environment and flexibility. Eight five
percent of the participants stated that their most important desire was for their coworkers to
understand that migraine was more than ‘just a headache’ [46].

The economic impact of migraine-related productivity loss is difficult to calculate because the
vast majority of this loss stems from presenteeism associated with the disease. Presenteeism involves
working while experiencing migraine symptoms therefore reducing the productivity. Unlike
absenteeism, standardized methods assessing the impact of presenteeism are not available. However,
the estimated cost incurred by presenteeism is 3-10 times higher than that by absenteeism [60] and
increases in parallel with higher frequency of headaches. In a survey conducted in Turkey, patients
with chronic migraine, reported an annual average of 3.5 days of absenteeism compared to 87 days
of presenteeism, indicating that patients with migraine had reduced productivity by 38% of the year
[61]. Similarly, in another study from Turkey, patients with migraine, representing only 2.5% of the
entire workforce, accounted for over 45% of all economic loss derived from presenteeism [62]. In a
US-based study, the analysis of the economic cost of presenteeism for 22 common diseases in the
population revealed that migraine was the second most expensive disease, behind only allergies [51].
Extrapolation of these data suggests that migraine is responsible for an estimated 16% presenteeism
in the workplace, with an annual cost of approximately $240 billion [51]. In the above-mentioned
Fujitsu study, presenteeism and absenteeism related to migraine patients represented an average
annual cost of approximately $2,300 per patient [53].

Although the reasons for presenteeism are multiple and varied, many are derived from
migraine-associated stigma. Patients with migraine often report a significant lack of understanding
of their condition in the workplace, impaired relationships with colleagues due to headaches, and
feelings of guilt about burdening bosses and coworkers [63].

4.3. Supporting People with Migraine and Increasing Productivity

Several approaches can be considered to help and support patients with migraine, starting with
workplace accommodations, which have been shown to reduce disability and increase productivity
[64]. These accommodations range from using natural light to reducing noise, eliminating aggressive
odours, facilitating access to water and services, providing regular breaks, and improving air quality
[65].

Heavy workload, very long working hours and rigid schedules have been associated with
reduced productivity in patients with migraine; therefore, measures to improve these conditions can
help improve the quality of life and productivity of these individuals and could help reducing the
stigma [64]. A prospective study with two patients diagnosed with chronic migraine who had failed
available pharmacologic treatments, indicated that avoiding night work as well as shift work
significantly reduced the number of days with pain and migraine-associated disability while
improving quality of life and productivity [66].

The impact of the abovementioned strategies on productive and working activities could help
decrease the internalized stigma. However, in most cases these measures are still limited within the
company itself and, ironically, migraine patients experience this as their own problem rather than a
system failure, which could lead to worsening internalized stigma [18]. Thus, it is important to
encourage and generalize these adaptations to improve the quality of life of patients with migraine.
In this context, healthcare professionals can help by informing patients about measures that can be
implemented in the workplace and providing recommendations and messages of empowerment and
self-determination, which have been shown to be the best approach to break down stigma in contrast
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to messages of pity, akin to what has been demonstrated in other stigmatized diseases such as
psychiatric disorders [67].

Several studies have reported the efficacy of different workplace educational programmes in
increasing the productivity of patients with migraine [65,68-71] and decreasing the stigma [59]. The
main goal of these programmes is to raise awareness of migraine and break the stigma, providing
support for people with migraine by improving relationships at work through education [68].
Companies should develop global and centralized strategies to avoid discriminatory issues and other
negative consequences.

The Spanish Postal Service developed an educational programme for migraine patients in the
workplace. As part of the programme, a survey was sent to all employees and those who reported
headaches were offered medical consultation. Those who met the migraine criteria were offered
health education and specific treatment for the disease, including targeting attacks as well as
preventive treatment if necessary. At the end of the 7-month study, work absences were reduced by
53% and productivity on days worked with migraine attack increased from 59% to 94.8%, which
reduced the cost of migraine-related productivity loss by almost 90%[68]. Prospective studies in other
countries also showed that these interventional approaches reduced absenteeism, improved
productivity, and reduced migraine-associated costs [53,69-71]. Economic return was 5 times (490%)
greater than the investment made per patient in a study in Switzerland [70] and up to 32 times in the
Japanese study [53]. The latter study also revealed that the educational programme improved
understanding and awareness of the impact of migraine on the lives of affected individuals and
achieved a change of attitude towards colleagues with migraine in 83% of the participants who did
not have headaches, thereby addressing two of the most commonly raised issues by patients: to be
understood and to be supported [53].

5. Strategies to Minimise Stigma of Migraine

Changing the social perception of migraine is urgently needed. Destigmatisation should take
place at the level of healthcare providers, patients, and the general population. Strategies to minimize
stigma of medical conditions are commonly categorised into education, contact and protest [18].

As mentioned above in the workplace section of this review, migraine educational programmes
have been demonstrated as effective in changing the stigma. This involves improving the
acknowledgement of migraine features by the general population and patients with migraine and
explaining migraine aetiology, prevalence, symptoms, outcomes and available treatments.
Educational programmes may be useful in replacing wrong migraine stereotypes with facts. For
example, educational programmes may focus on the idea that migraine is not just a headache by
explaining the wide spectrum of symptoms that may be experienced by the patient during a migraine
attack or in the interictal period, such as photophobia, sonophobia, nausea, vomiting, dizziness and
cognitive or emotional impairment.

Many means such as books, public service announcements, websites, blogs and documentaries
can be used to distribute educational programmes. However, close monitoring is necessary to
evaluate outcomes in these educational initiatives.

Educational programmes are also cost-effective with demonstrated efficacy in increasing
workplace productivity and reducing absences by half, based on the analysis of findings from several
prospective cohort studies [46,68].

Other strategies focusing on improving interactions between the individuals of general
population and patients with migraine can alleviate stigma at an interpersonal level. Advisory
activities such as walks, races and education camps are helpful in making migraine a visible illness,
reducing stigma and raising funds for migraine research [10,72]. Meanwhile, community and
grassroot efforts are one of the most important approaches to reduce social stigma, based on the
findings of outcome studies pertaining to mental illness [73]. However, protest efforts against
injustices caused by stigma should be considered; one study found that forced suppression of
stereotypes can paradoxically have a rebound effect and increase stereotype activation [67].
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Expanding migraine education at the level of healthcare providers is essential to mitigate
negative societal attitudes toward people with migraine. More headache specialists are sorely needed
for the timely diagnosis and treatment of patients with migraine and to minimise the risk of
progression of episodic migraine to chronic migraine. In addition to training more neurologists in a
specialised headache approach, increasing migraine education of primary care doctors, neurology
residents and fellows is essential [33]. Conversely, patients expect their doctors to listen and take their
concerns seriously before offering treatment. The medical expert should be attentive to more than
just data collection and the mere pharmacological response [74]. Open-ended questions are an
appropriate approach to encourage patients in expressing their personal experiences about migraine
in detail. Although not requiring more time, these approaches are linked to higher satisfaction for
both patients and providers, increasing the opportunity to offer effective treatment approaches and
to decrease internalised stigma [59].

Healthcare professionals should be very supportive of patients who report their feelings on
disability caused by migraine at work. Sharing messages of empowerment and self-determination
and avoiding those that encourage pity or compassion have been shown as the best approach to
reduce stigma [67]. Physicians should also aid patients in continuing working and providing support
for favorable conditions in the workplace. In this regard, the coronavirus disease 2019 pandemic
contributed to making the workplace more flexible for working from home, an advantage that may
be helpful for patients with migraine in the future. Negative attitudes from healthcare professionals
towards patients in this context may increase internalised stigma [18].

Regarding the commonly used language in medical practice, certain words and expressions can
perpetuate the stigma of migraine. Hence, they should be changed. In 2019, the Coalition for
Headache and Migraine Patients published a list establishing what terms patients prefer,
recommending the switch from terms such as migraneur and migrainer to ‘person with migraine
disease’, as migraine does not define the affected person nor does it make a person different from
others simply due to the diagnosis of migraine. Similarly, using the term ‘migraine headaches’
worsens the stigma, as the rest of accompanying symptoms are undervalued; therefore, it is
preferable to use ‘migraine disease’ [75]. Physicians should not emphasise the role of trigger
management, as the patient may blame themselves every time they experience a migraine attack.
Similarly, the term ‘medication overuse’ is recommended to be replaced by medication adaptation;
otherwise patients who are simply trying to relieve pain may feel judged by their physicians.

Unfortunately, despite the availability of proper treatment approaches for migraine and the
patients’ best efforts, some have to apply for intermittent or permanent disability caused by migraine.
Disability legislations vary among countries; however, in general migraine is rarely recognised as a
cause of disability, which implies that access to financial assistance due to migraine disability is very
limited or absent [46]. In some countries such as the USA, migraine is recognised as a disability and
people with migraine have the right to reasonable accomodations in the workplace, such as flexible
schedule, possibility to work from home if possible, scent-free environment, optimisation of desk
ergonomics and provision of glasses for light sensitivity. However, if medical treatment optimisation
and work accommodations are not sufficient in improving the impact of migraine on quality of life
during working hours, applying for disability insurance due to migraine is very difficult. Therefore,
there is a great need to change legislation to ensure that disability caused by migraine is well-
recognised and that patients who need to apply for disability can benefit from financial support.
Social perception of working disability due to migraine must change. Instead of blaming individuals
for their inability to continue working, it is necessary to raise awareness of the underlying social and
structural issues, which can be improved with more education and legislative changes that reflect the
real needs of people with migraine.

Finally, most of the studies on stigma in migraine have been conducted in caucasian adult
populations with access to medical health insurance; therefore, the means that can be adopted to
minimise stigma covered in this article may be useful only in these groups and information on the
extent of stigma and its impact in paediatric populations and marginalised groups is lacking [76].
Further research is warranted to expand this knowledge and to minimise stigma in these populations.
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6. Conclusions

Stigma can be frequently found in neurologic disorders, especially in migraine. The personal
repercussions of stigma in social, family and work spheres are remarkable. Migraine attacks far
exceed the headache itself, adding psychologic, gastrointestinal and cognitive symptoms that trigger
the fear of a new migraine onset, anticipatory anxiety and hopelessness. Destigmatisation with
educational programmes, training for clinicians, changing the work environment and other
approaches are necessary to improve disease control and the quality of life of patients with migraine.
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