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Abstract

Purpose of Review Migraine and other primary headache disorders do not receive adequate research funding, medical
resources, or other forms of structural support relative to their prevalence and the disability they cause. In recent research,
scholars have argued that stigma associated with headache disorders explains some of this discrepancy.

This review will discuss (1) the factors contributing to stigma toward migraine and other primary headache disorders, (2) how
structural and enacted stigma may perpetuate individual disability, (3) the impact of internalized stigma, and (4) interven-
tions to mitigate stigma toward headache disorders with an emphasis on outcome monitoring. The review will also propose
new areas of stigma research in need of further investigation.

Recent Findings Recent research shows that discrimination can exacerbate chronic pain.

Summary Stigma profoundly affects everything from the allocation of federal research funds and healthcare resources to
individual patients’ self-efficacy and ability to care for themselves. Understanding the stigma of migraine and learning how to
develop effective interventions to mitigate this stigma will increase access to appropriate migraine care, improve healthcare
providers’ ability to care for their migraine patients, and help advocates reverse policies that discriminate against those with
migraine. It is important to closely monitor outcomes of anti-stigma efforts for both positive and negative consequences and
take note of outcomes and “lessons learned” from anti-stigma campaigns for other diseases.

Keywords Migraine - Headache - Stigma - Stigmatization - Discrimination - Stereotypes

Introduction

According to the World Health Organization’s (WHO) esti-
mates, migraine and other primary headache disorders are
the second leading cause of years lived with disability in the
world [1]. Nevertheless, government funding for research
on migraine is miniscule and access to medical care and

This article is part of the Topical Collection on Psychological and
Behavioral Aspects of Headache and Pain

P< William B. Young
william.young @jefferson.edu

Simy K. Parikh
simy.parikh @jefferson.edu

Joanna Kempner
jkempner@sociology.rutgers.edu

Jefferson Headache Center, Department of Neurology,
Thomas Jefferson University, Philadelphia, PA 19107, USA

Department of Sociology, Institute of Health, Health Care
Policy, and Aging Research, Rutgers University, The State
University of New Jersey, New Brunswick, NJ 08901, USA

treatment remains limited [2—4]. Recent research suggests
that stigma associated with migraine and other headache
disorders might explain much of this disparity.

In response, multiple migraine and headache advo-
cacy organizations have launched programs designed to
reduce headache-related stigma in the hopes of increasing
resources. Unfortunately, advocates have little evidence from
which to build their interventions. Only a few studies have
examined stigma in relationship to head pain and, of those,
almost all have focused on migraine [5—8e].

Fortunately, the headache community need not start from
scratch, as researchers and advocates in other disease are-
nas have been working to reduce stigma for decades. For
example, social scientists have long studied health-related
stigma in relation to a broad range of diagnoses, including
mental illness, addiction, and HIV [9-12]. Other research
has focused specifically on stigma related to neurological
diseases [7, 13—16]. Epilepsy, for example, has long been
of interest to stigma researchers who sought to under-
stand how its historical association with demonic pos-
session might affect contemporary practice [17,18]. This

@ Springer


http://crossmark.crossref.org/dialog/?doi=10.1007/s11916-021-00982-z&domain=pdf

75 Page2o0of10

Current Pain and Headache Reports (2021) 25: 75

review sifts through the broader literature on health-related
stigma in order to draw up a list of “lessons learned” that
may guide the headache community as we design future
migraine-specific stigma research and new, innovative
stigma interventions.

Stigma Theory

Stigma in the social sciences describes any socially undesir-
able or discrediting attribute derived from markers of iden-
tity. These markers include race, nationality or ethnicity,
“blemishes of character,” such as a criminal record, and indi-
cations of disease or biological “deformities,” such as lep-
rosy, amputations, or mental illness [19]. Because stigma has
important social consequences for those who are marked,
contemporary scholarship has focused on stigmatization, or
the social process in which labeling occurs. In stigmatiza-
tion, some gain power by stigmatizing others as different,
which in turn, enables those in power to justify the exclu-
sion and stripping of resources of those they have deval-
ued. Stigma, therefore, enforces unjust hierarchies because
it strips the stigmatized of social, economic, political, and
arguably, personal, power [9, 20, 21].

Our review focuses on three primary forms of stigma:
public, structural, and internalized stigma. Public stigma
refers to negative attitudes and stereotypes circulating in the
general public [21]. Structural stigma occurs when public
stigma and the negative attitudes and stereotypes it entails
are embedded into policies, laws, and organizational prac-
tices [21]. Finally, internalized stigma occurs when indi-
viduals begin to absorb and believe the negative stereotypes
and assumptions made about their stigmatized condition.
This form of stigma can devastate individuals’ self-esteem,
produce psychological distress, and exacerbate and produce
additional ill-health [21]. Each of these forms of stigma
contributes to poor health outcomes for those who are stig-
matized. In fact, scholars have theorized that stigma, itself,
ought to be considered a fundamental cause of disease, given
how detrimental it can be to physical and mental health [9,
20, 21].

Public Stigma and Migraine

People with migraine are frequently labeled with stigmatiz-
ing stereotypes. Migraine labels documented in Kempner’s
[22¢] book Not Tonight include baby, whiner, malingerer,
pill popper, hypochondriac, hysterical, drug-seeking, lazy,
weak-willed, neurotic, high-strung, or a person incapable of
handling stress [22e]. These colloquial meanings regularly
appear in jokes about migraine, in newspaper headlines that
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use migraine or headache as a metaphor for everyday annoy-
ances and irritations, and in everyday parlance [22e].

Migraine’s cultural associations with weakness and
hysteria can be traced to early eighteenth-century Britain,
when healthcare professionals began to describe migraine
as a problem that only affected people in the socioeconomic
upper class who had particular qualities associated with a
“sensitive” or nervous personality: the scholarly, the deli-
cate, the nervous, and the effeminate. According to historian
Katherine Foxhall, although healthcare professionals did not
determine that migraine occurred with more frequency in
women until the twentieth century, healthcare profession-
als began to delineate migraine as a feminine problem as
early as the nineteenth century [23]. The thought at that time
was that exhaustion of childbirth, domestic anxieties, and
thinking (an activity discouraged in women) could generate
migraine.

Harold G. Wolff, whose scientific experiments demon-
strated the somatic basis of migraine and launched mod-
ern headache medicine, popularized the idea that migraine
affected a particular kind of person, who could be identi-
fied by their “migraine personality.” Wolff described men
who had a migraine personality in positive terms; men with
migraine were ambitious, hard-working, and detail-oriented.
However, these qualities were not described positively when
applied to women, as their ambitions and attention to detail
were derided and belittled as a neurotic focus on housework
and inappropriate nagging of their husbands [22e].

Overall, historical analyses demonstrate that representa-
tions of migraine have remained remarkably steady over the
last 300 years, even as the status of women and treatments
for migraine dramatically improved. Alexander Pope’s early
eighteenth-century Rape of the Lock, which mocks the vani-
ties and idleness of high society, features the protagonist
lying in bed with a megrim as she mourned the loss of her
favorite lock of hair. Contemporary images, including those
from pharmaceutical advertisers, represent migraine as
something that happens to White women in full make-up
with fingers pressed to their temples [22¢]. Children, when
shown, are props, placed in the background to demonstrate
that women with migraine cannot nurture their children
properly [22e]. Medications and trigger avoidance are rep-
resented as easy ways to stop migraine in its tracks. Even
style magazines stigmatize migraine, as demonstrated in
2018 when one fashion editor suggested that women could
appear glamourous in their photos by striking the “migraine
pose,” depicted as celebrities and women touching the tips
of their fingers to their forehead [24]. Taken together, media
coverage creates the impression that migraine is an easily
solved lifestyle disorder that happens to White, wealthy
women who can afford to lie in bed.

Media representations create stigma for all people with
migraine but may cause particular harm to those who are
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rendered invisible by the hypervisibility of White, middle-
class women. Widely broadcast messages that migraine is
easy to treat with medication ignore those who cannot access
proper care, or who require expensive drugs and/or hospital
admissions, or for whom available drugs are contraindicated.
Non-White people will not see themselves in contemporary
representations of migraine. And, although migraine is
more prevalent among men than prostate disease or diabe-
tes, women are up to four times more likely to be portrayed
as a person with migraine in pharmaceutical depictions of
people with migraine [25].

Aside from the cultural analyses articulated above that
link migraine stigma to its association with women and
feminized weakness, migraine shares with other stigmatiz-
ing diagnoses some characteristics that may make it particu-
larly vulnerable to stigma. For example, like mental illness,
addiction, and other many pain disorders, migraine is invis-
ible and cannot be measured or confirmed by an objective
diagnostic test. Compared to epilepsy, which has a physical
manifestation, people with chronic migraine are viewed as
less trustworthy, less likely to try their hardest, and more
likely to malinger [6, 26].

Migraine might also be vulnerable to stigma because, like
depression, autism, and asthma, and other pain disorders, it
is a spectrum disease. People diagnosed with migraine may
have a single attack a year or multiple attacks per week.
Paradoxically, individuals who experience milder symptoms
on this spectrum may actually predispose them to stigmatize,
rather than empathize, those with more severe symptoms.
One individual may discount another individual’s experi-
ence with migraine or another primary headache disease
by not understanding that the disease can differ in severity,
symptomatology, or responsiveness to specific treatments
[27, 28e].

Stigmatizing attitudes have a direct impact on workplace
productivity and well-being. In a study specifically assess-
ing stigmatizing attitudes toward migraine, Shapiro et al. [6]
found that the following traits correlated with more stigma-
tizing attitudes (in order of effect size): male, non-White,
younger, not having migraine, greater fear of pain, reduced
empathy, reduced fear of migraine, and lower socioeco-
nomic status. Educational attainment did not correlate with
stigmatizing attitudes [6]. In subjects given vignettes about
people with migraine, there was a gradient of stigmatizing
attitudes toward people who missed work due to migraine
(10 days/per year more than 2 days/year more than 0 days
per year) [6]. In an epidemiological study of 9999 persons
without migraine, he found that 31% believe that persons
use their migraine as a way to get out of work or school
commitments sometimes, often, or very often, 45% believe
they should be easily able to treat their migraine, and 36%
believe migraine is a result of their unhealthy behaviors [29].
Subjects who knew multiple people with migraine tended

to hold more negative attitudes toward people with the dis-
ease. The authors speculated this might be explained by the
burden of the migraine on family, friends, and coworkers.
The consequences of this type of stigma in the workplaces
can inadvertently lead to presenteeism that results in daily
productivity loss in addition to poor well-being [30]. In addi-
tion, psychosocial stressors perceived in the workplace can
in themselves lead to sickness absence and burnout [31].

Structural Stigma

The effects of public structural stigma can be more easily
quantified. Public stigma is transformed into discrimina-
tory structural policies, practices, and organizational cul-
ture. Examples of how structural stigma disadvantages
migraine abound, but arguably none are so consequential
as the consistently low levels of funding that migraine and
other headache disorders receive from the National Insti-
tutes of Health (NIH) relative to its disease burden [2]. For
example, in 2009, headache disease research warranted more
than $103 million/year relative to disease burden but only
received $6.8-$13 million/year [2]. Lack of federal support
for research on headache disorders has multiple ramifica-
tions. Less funding for basic research likely means fewer
therapeutic innovations. In addition, this lack of federal
funding may lower the social status of headache medicine
subspecialists as compared to other medical colleagues—a
pernicious form of “courtesy stigma.”

Structural stigma may also explain low help-seeking
rates among those with migraine, as well as the low stand-
ard of care for those who do seek help. More than 50% of
all patients with migraine report episodes of severe impair-
ment [32]. Nonetheless, access to early headache man-
agement and preventive treatment is limited in the USA,
Europe, and developing countries [4, 33, 34]. In the USA,
less than half of patients with episodic or chronic migraine
consulted healthcare professionals for a primary headache
disorder, with less than half of these patients being treated
with preventive pharmacological agents [32, 33, 35, 36].
Care for chronic migraine is worse: only 5% of those with
chronic migraine have received a correct diagnosis and rec-
ommended treatment [35]. The Eurolight study, surveying
10 European countries, found that a range of 15-26% of
patients in the general population consult healthcare pro-
fessionals for migraine, with only 2-6% eligible patients
receiving preventive treatment [37]. Care often occurs after
a delay of several years [37]. In Ethiopia, 92% of people with
primary headache disorders in a community survey did not
receive professional health care and none were given preven-
tive therapy [38].

Although insurance status is the largest predictor of
help-seeking behavior in the USA, structural stigma can
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help explain the extraordinary low levels of care that those
with migraine receive [33, 35]. For example, structural
stigma explains why patients so often find it difficult to
locate healthcare professionals adequately trained in head-
ache medicine. Access to headache medicine specialists is
limited by volume; currently, there are only 570 physician
diplomats certified in Headache Medicine [39]. In addition,
formal headache medicine education during medical school
and residency varies greatly [40]. In a survey of 195 medical
institutions, only 29% of departmental chairs or residency
program directors agreed or strongly agreed that headache
diagnosis and management was adequately taught [41]. Lack
of knowledge of appropriate migraine diagnosis and man-
agement may explain why so many people with migraine are
often misdiagnosed in the clinic.

Stigma likely also degrades the quality of care that
migraine patients receive. People with migraine often
describe having had negative, and sometimes stigmatizing,
experiences with healthcare professionals. These negative
experiences might create “treatment carryover,” a phenom-
enon that occurs when people forego medical treatment
rather than risk having a negative experience in the clinic
[21]. For example, research has demonstrated how treat-
ment carryover suppresses help-seeking among patients with
migraine and comorbid psychiatric symptoms. In one study,
patients with migraine were found to have higher levels of
psychiatric symptoms when compared to healthy individu-
als; however, only a minority of these individuals received
psychiatric support [42]. In addition, patients with migraine
and a high level of psychiatric symptoms had higher social
stigma scores when compared to patients with a low level
of symptoms [42]. The study postulated that negative per-
ceptions about individuals with stigmatized disorders affect
individuals in need of treatment because they fear stigma-
tization, which could lead to suppression of stigmatized
concerns, in this case psychiatric symptoms, and avoidance
of treatment [42]. Similar dynamics might be at play in the
migraine population as a whole. Results from the Migraine
Knowledge, Attitude, and Practice Patterns (MKAPP) Sur-
vey, which assessed the attitudes of neurologists toward

Table 1 Types and examples of stigma

migraine, found that nearly a third of neurologists disagreed
or did not respond to the notion that migraine is a legitimate
brain disease [43].

Structural stigma reduces access to care, which, in turn,
contributes to delays in diagnosis and high rates of misdi-
agnosis. Even when a diagnosis is given, patients may still
not be given appropriate treatment. Even when treatment is
prescribed, it may not be accessible. Together, these factors
perpetuate the disability associated with the disease. More
research needs to investigate how structural stigma affects
help-seeking and the clinical encounter (Table 1).

Internalized Stigma

Individuals with a stigmatized disease, such as migraine,
internalize adverse attributes attached to the disease by soci-
ety, resulting in the application of this stigma toward their
self-perception and their disease. Internalized stigma can
have profound effects on how individuals with migraine and
other primary headache disorders view themselves and their
quality of life. This concept was demonstrated in a large
clinic-based study using the Stigma Scale for Chronic Illness
(SSCI-24) to objectively measure internalized and enacted
stigma in patients with chronic migraine, episodic migraine,
and epilepsy [8e¢]. Results showed that patients with chronic
migraine felt more stigmatized than patients with episodic
migraine or epilepsy, who noted similar amounts of per-
ceived stigma. Work-related disability was an important fac-
tor correlation with enacted and internalized stigma. Once
this factor was removed, patients with chronic migraine had
similar SSCI scores to those with epilepsy. Using a 12-item
Short-Form Health Survey (SF-12), researchers also dem-
onstrated that people with chronic migraine had a lower per-
ceived quality of life as compared to people with epilepsy or
episodic migraine [8e]. This study highlights the impact of
internalized stigma on quality of life as well as the potential
power of workplace accommodations to alleviate internal-
ized stigma.

Research also indicates that internalized stigma itself has
a corrosive effect on the health of those who experience

Type of stigma Definition

Migraine specific examples

Structural
tutional practice

Public =enacted Stereotypes, prejudice and discrimination

Self-stigma =internalized

Courtesy

Shame, low self-esteem, lack of engagement in treatment

Extension of prejudice and discrimination to people who
are close to the person who is stigmatized

Prejudice and discrimination by policies, laws, and consti- No “blue book™ listing for SSDI

Worst ratio of NIH funding to disease impact of all
tracked diseases

“It’s just a headache”

“I get migraine, and I can do that”

Not seeking a diagnosis, or treatment

Negative self-talk

Lower social status of headache medicine specialists as
compared to colleagues in other medical fields
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pain. A systematic review and thematic analysis of the per-
ceived experiences of people with chronic headache disor-
ders showed that a perceived loss of control due to their
disease significantly contributed to psychological stress
[44]. Another study using data from the National Survey of
Midlife Development in the United States (MIDUS), a lon-
gitudinal panel of US adults compiled since 1995, found that
psychological distress due to perceived discrimination can
exacerbate chronic pain [45]. MIDUS data scales of lifetime
perceived discrimination and daily perceived discrimination,
which include questions on workplace, medical, and indi-
vidual discrimination that are relevant to migraine and other
primary headache disorders, which were analyzed from three
time points: 1995-1996, 2004-2005, and 2013-2014. The
analysis showed that (1) variation in psychological distress
was due to variations in discrimination and that [2] there is a
causal effect of psychological distress on chronic pain [45].
This study is noteworthy in demonstrating that perceived
discrimination (which we equate to internalized stigma) can
directly worsen chronic pain. These studies also align with a
robust literature on internalized stigma’s corrosive effect on
health [46]. More research can clarify how the internalized
stigma of migraine impacts those with the disease.

Migraine Stigma Is Pervasive

The stigma of migraine extends far beyond healthcare, weav-
ing its way in multiple dimensions of life. In the workplace,
stigma is structural and enacted. In the USA, employees
with migraine receive few accommodations despite the fact
that migraine disability is covered under the Americans
with Disabilities Act. Migraine costs an estimated 197 bil-
lion dollars per year to employers and is a major cause of
reduced productivity and absenteeism [47]. However, at least
one study indicates that much of this disability might be
better attributed to “difficulties in work-related activities,”
rather than more frequent and painful headaches [3]. Sim-
ple accommodations, for example, modifications regarding
computer work, lighting, or noise and odor exposure, could
reduce disability and are already mandated by the ADA [48].
Nevertheless, obtaining supervisor for support for migraine
accommodations in the workplace can be difficult [49].

Structural stigma can also be found written directly
into the Social Security Blue Book, which has—to date—
excluded migraine or headache disorders from neurologi-
cal categories listed as eligible for social security disability
benefits [50]. Long-term disability benefits are often difficult
to obtain, but this gap in coverage creates an additional bur-
den for those disabled by migraine. Long-term disability
benefits can take up to 3 years to obtain, with only 17% of
initial headache disease claims allowed by the Social Secu-
rity administration [48, 51].

Structural stigma can lead to a detrimental cycle of dis-
ability for individuals with migraine and other headache
disorders. Lack of research funding leads to a lack of effec-
tive treatments, thereby leading to increased disability. Lack
of NIH funding contributes to disinterest in establishing
expertise within academic neurology leading to little interest
among neurology and primary care residencies. Workplace
accommodations that could alleviate this disability are lim-
ited. Then, when faced with the burden of disease incurred
by migraine, structural support fails by making long-term
disability benefits largely inaccessible. Ironically, the sys-
tem is organized in such a way that its failure is framed and
experienced as an individual problem, making it all the more
likely than those with migraine will internalize their inability
to work as a personal failure, rather than as a social problem.

Interventions to Reduce Stigma

Stigma directly diminishes the lives of those with migraine,
exacerbating symptoms, decreasing quality of life, and creat-
ing obstacles for those seeking care and accommodations.
It is clear that there is an urgent need for interventions to
reduce migraine and headache-related stigma.

Anti-stigma strategies for medical conditions are typically
grouped into three categories: [1] education, [2] contact, and
[3] protest [52]. However, what is not known is the extent to
which these interventions will actually produce the desired
result of alleviating headache-related stigma [53, 54e].

To this end, in 2019, the Coalition of Headache and
Migraine Patient (CHAMP) organized a symposium for
migraine patient advocacy leaders, headache specialists,
researchers, communicators, and industry partners to learn
from academic and practical experts on disease stigma in
other fields. Discussion at this symposium underscored
the issue that outcomes of anti-stigma programs should be
closely monitored as efforts may inadvertently exacerbate
the very stigma they seek to eradicate. While the conclusive
White paper from this coalition is still pending, a resulting
key takeaway point is that the development and implementa-
tion of stigma intervention programs ought to be evidence-
based and results should be monitored. This review will
therefore take a closer look at known anti-stigma strategies
and their application for reducing migraine and headache-
related stigma.

Education

Public educational programs are knowledge-based inter-
ventions used to target inaccurate stereotypes by replacing
them with facts. For example, an educational program may
challenge the idea that migraine is “just a bad headache”
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with education regarding the complexity of the condition
and range of symptoms that can accompany headache pain.
Education has many advantages; it is cost-effective and cap-
tures a wide audience [11]. Public education programs can
be distributed through a variety of means, including movies,
books, public service announcements, websites, and videos,
among others [11]. Blogs, such as those by the American
Migraine Foundation, and documentaries, such as “Out
of My Head,” are examples of educational programs that
exist for migraine [55, 56]. In the USA, Miles for Migraine,
the World Headache Summit, and the Migraine Research
Foundation are examples of groups that have launched
educational initiatives to improve public understanding of
migraine and other primary headache disorders. Internation-
ally, Lifting the Burden, the World Headache and Migraine
Alliance, the Migraine Trust, and International Headache
Society/Global Patient Advocacy Coalition are more exam-
ples of organizations who aim to relieve stigma by providing
educational resources.

There is evidence that education can significantly improve
attitudes toward stigmatized diseases [11]; however, con-
tinued educational efforts should consider lessons learned
from anti-stigma campaigns in other fields. For example, in
1999, the USA began to systematically pursue anti-stigma
campaigns for mental illnesses in order to increase public
support for services. A chief message, predicated on an
assumption that emphasizing the neurobiology of mental
illnesses decreased stigma, defined mental illness as biologi-
cal medical disease or “brain disorder.” However, follow-up
studies on the impact of this campaign on stigma showed
that while blame decreased, public stigma toward depression
remained unchanged, and stigma toward schizophrenia actu-
ally worsened [57, 58]. The neurobiological model gave the
public the impression that people will not recover [57]. This
consequence of an anti-stigma effort underscores the need
for close monitoring of educational initiative outcomes, as
assumptions regarding public perception can be misleading.

Contact

Contact, or interaction between individuals of the general
population and of the stigmatized disease, is another anti-
stigma strategy. Contact has shown to yield even more
improvement in attitudes than education in outcome studies
pertaining to mental illness [11, 54e]. Specifically, commu-
nity, or grassroots, is important; grassroots contact has been
shown to carry twice as much impact as population-based
contact (for example, video-taped or social marketing). In
addition, advocates can maintain control in grassroots move-
ments, as opposed to the control of adverting consortia and
governmental operations in population-based contact [54e].

Grassroots contact can be done through advocacy groups
that interface with communities and policymakers. For
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example, Miles for Migraine is an organization that hosts
events to promote community contact, such as community-
based races or educational programs. Headache on the
Hill, led by the Alliance for Headache Advocacy Disorders
(AHDA), is another type of program that allows patients
with primary headache disorders, clinicians, and other
advocates the ability to personally speak with members
of Congress and advocate for structural support. Based on
outcomes from the mental health anti-stigma campaign,
opportunities for face-to-face contact should be empha-
sized [11, 54]. However, given the potential impact pub-
lic acknowledge of migraine may have on professional and
personal relationships, it does take courage for people to
self-identify as someone with disabling migraine should be
acknowledged [28e].

Importantly, further research is needed to ascertain both
negative and positive factors that influence stigma reduc-
tion during intergroup contact as the consequences of the
outcome are not always clear [53]. For example, anti-stigma
efforts for mental illness resulted in increased pity, which
has both good (increased allocation funds for mental health
services) and bad (benevolent stigma) effects [54e, 57, 59].

Protest

Protest efforts call against injustices caused by stigma
and shame offenders for discrimination. These strategies,
while changing “politically correct” representations and
speech, do have the potential to backfire. One study found
that forced suppression of stereotypes can actually have a
“rebound” effect and increase stereotype activation [60].
Protest approaches to migraine stigma should therefore be
approached with caution [57].

Physician and Healthcare Professional
Impact

Mitigating negative societal attitudes toward people with pri-
mary headache disorders requires a multifactorial approach
that ties in healthcare professionals. There is a need to
expand access to medical professionals with expertise in
headache medicine, so that people with migraine can receive
a timely diagnosis [61]. Headache medicine education ought
to be expanded across specialties and clinical professions
and included as part of Continuing Medical Education
courses, so that any healthcare professional likely to encoun-
ter an individual with a primary headache disorder will be
capable of diagnosis and basic treatment [61].

Additional research might investigate how medical pro-
fessionals might further reduce the stigma of headache dis-
orders after diagnosis. One possible intervention may be
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to deemphasize the role of managing “triggers” and medi-
cation “overuse” (using the term medication adaptation
instead) when counseling patients [62e, 63¢]. Emphasizing
a patient’s own behavior results in a migraine attack encour-
ages patients to blame themselves every time they have a
migraine attack. In the field of oncology, self-blame has
been shown to significantly exacerbate internalized stigma
[64].

In addition, based on the strong positive correlation
between disability and stigma, healthcare professionals need
to acknowledge and reinforce the normality of migraine-
related disability. Unsupportive and negative attitudes by
healthcare professionals toward patients with work or other
disabilities may increase internalized stigma. Messages of
empowerment and self-determination rather than pity have
been found to be the best approach against stigma [57]. To
that end, healthcare professionals can help patients continue
work by providing support for accommodations in the work-
place. Awareness on how to secure workplace accommoda-
tions through the Americans with Disabilities Act could help
those with a severe primary headache disorder continue to
work [65]. In addition, there needs to be continued advocacy
for the inclusion of primary headache disorders as a neuro-
logical category for Social Security disability benefits for
those who cannot work. The use of terms such as “discrimi-
nation” when referring to stigma may help enable access to
the structural support that is available.

Finally, healthcare professionals also play a pivotal role
in reframing the language used surrounding migraine. While
re-wording a disease alone has not been found to be helpful
against stigma toward mental illness, language does play a
role in stigma and discrimination [57]. The language cur-
rently used colloquially and in migraine literature contrib-
utes to the negative connotation of the disease. Frequently,
people with migraine are referred to as “migraineurs”; ter-
minology which depicts patients with migraine as a specific,
distinct group of people, differing from the norm with their
whole identity comprised solely of the disease [63]. Terms

Table 2 Anti-stigma language recommendations

such as “migraines” or “migraine headaches” undermine the
chronic and diverse features of migraine when used to define
migraine disease as a whole [63¢]. The Coalition for Head-
ache and Migraine Patients (CHAMP) has recently pub-
lished the patient lexicon establishing what words patients
prefer the public and the medical community to use [62e]
(Table 2).

Further Research

Migraine is a challenging disease to destigmatize due to both
its internal variability and invisibility of disease characteris-
tics and the impact social environment has on causing vari-
able degrees of disability among people with similar degrees
of the disease. Migraine is a disease with individual variabil-
ity in severity and symptoms; one’s perception of migraine
cannot be applied to everyone with migraine. Because of
these complexities, it is difficult to correctly educate the pub-
lic. The invisibility of the symptoms of migraine, including
pain, sensory sensitivity, and neurocognitive difficulties,
makes contact strategies harder to implement than for other
diseases. The social context in which migraine is present
(for example, at work, or with family) varies and affects the
amount of disability rendered by migraine and stigma. The
self-employed individual who has work flexibility can be
more successful at managing their migraine disease than
the individual with no work flexibility or accommodations.
Meanwhile, people for whom migraine is more debilitating
may not be physically able to participate in contact advo-
cacy. While there are interventions in place to mitigate nega-
tive societal attitudes toward people with primary headache
disorders, further research needs to be done regarding their
effectiveness [66].

Objective measurements of increasing structural support,
such as NIH funding, could be one means of gauging the
impact of anti-stigma strategies. Enacted stigma, which may
evolve over time, may be more difficult to assess. Continued

Language

CHAMP recommendation

Currently used

Headache disease(s), headache disorders(s)

Headache attack, migraine attack, cluster attack

Migraine disease, living with migraine disease

Person with migraine disease, person living with migraine disease

Experience(s) the pain and disability of migraine disease
Migraine spectrum, migraine continuum
Migraine remission, break in migraine attacks

Medication adaptation headache

Headache(s)
Headache(s), migraine(s), episode(s)
Migraine headache, migraines

Migraine personality, migraineur, migrainer,
migraine person, migraine-type person

Suffering from migraine, migraine sufferer
None
Cured of migraine, migraine cure, migraine miracle

Medication overuse headache, rebound headache
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assessments of attitudes toward primary headache disorders
are needed through longitudinal population-based surveys or
interval measurements of patients’ experience with stigma
and discrimination.

There is also much we still do not know about how stigma
impacts those in marginalized populations. For example,
research has primarily been done in White populations with
access to insurance, but we know little about the role of
stigma in the health care experience of low-income popula-
tions or among those of different races and ethnicities with
primary headache disorders [67]. Further research is needed
on how to conceptualize the stigma of headache disorders
in populations where there are co-existing stigmatizing con-
ditions; for example, in populations who have experienced
domestic abuse, or in obese populations [46, 68]. Under-
standing these factors could help make access to effective
care and treatment more widely available to individuals with
primary headache disorders.

Finally, another area of future research on stigma is pedi-
atric migraine stigma, which has not been studied. How and
when do children with migraine first experience its stigma?
How do kids without migraine or other stigmatizing attitudes
develop them? What interventions will reduce migraine
stigma and improve empathy?

Interestingly, the COVID-19 pandemic may offer some
insight into migraine stigma and interventions [28e].
For example, it will enable us to see if a flexible work-
from-home environment is beneficial for patients with
migraine. It will also shed light on how social inequities
have a direct impact on the outcomes of diseases, such as
migraine (69).

People with migraine deserve to be free of discriminatory
policies and stigmatizing public attitudes and receive ade-
quate structural support. A deeper understanding of stigma
toward migraine will help accomplish this goal.

Supplementary Information The online version contains supplemen-
tary material available at https://doi.org/10.1007/s11916-021-00982-z.
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