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Results of Stigma of Migraine Survey 

June 2020 

 

1. Introduction 

Migraine Australia is a new organisation founded in late 2019, and the only patient body for people 
living with migraine in the country. Our goal is to improve the lives and wellbeing of all Australians 
living with migraine and their families.  

Our objectives include an undertaking to coordinate and encourage migraine research that benefits 
the health and wellbeing of people living with migraine. Our research objective is currently managed 
by the Research and Advocacy Working Group. This group is comprised of a number of university 
researchers who live with migraine and volunteer their time and expertise to Migraine Australia’s 
research efforts.  

The Research and Advocacy Working Group conducted a preliminary survey of Migraine Australia 
members in May and June 2020 to identify the areas of life in which the stigma of migraine creates 
the greatest issues. This survey will help inform further research and advocacy activity. The sample 
of 484 people, most living with significant migraine, was representative of our member base, being 
predominantly women aged between 25 and 55, with smaller numbers of men, younger people, and 
those over 55, participating in the survey.  

The survey explored how stigma affected work, family, education and interactions with medical 
professionals. Responses to the education questions were unclear due to time elapsed, with a 
number of people indicating they couldn’t remember, so have been excluded from these results. We 
expected, given the discussion in our support groups, that the workplace would be the area of life 
most affected by stigma, and indeed our participants perceive that as well, however the results 
indicate that participants felt at greatest risk of prejudice against migraine when dealing with 
doctors other than neurologists.  

This alarming finding points to a significant need to raise awareness of the reality and seriousness of 
migraine first with the medical community, before we can move on to raising awareness with 
business or the broader community.  

2. Perceptions of Migraine Stigma 

Stigma has two sides: the actual prejudice of people that do not live with the stigmatised condition, 
and the perception of people who do live with the condition of how others view and treat them.  

Only 6% of our respondents felt they were not affected by migraine stigma, while 48% felt affected 
by migraine stigma a lot.  
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Feel affected by migraine stigma 

 
Figure 1: To what extent do you feel affected by stigma on account of your migraine? Migraine Australia Stigma survey, 
June 2020 

Participants were asked to identify what they perceived as the root cause of migraine stigma. The 
myth of migraine being “just a headache” clearly came out as the factor most likely to be the cause. 
This correlates with anecdotal evidence and analysis of social media content.   

Perceived cause of stigma 

 
Figure 2: What do you believe is the root cause of stigma toward migraine and people that live with migraine disorder? 
Migraine Australia Stigma survey, June 2020 

The “just a headache” myth were also frequently referred to in comments, for example: 

People think it’s just a headache like they get and can’t understand why I am not 
working or coping. The pain wears you down after 45 years. 
45-54 YEAR OLD WOMAN WITH MIGRAINE WITHOUT AURA 

So many people think that migraines are psychological and "if I just managed 
stress better" they would go away. This attitude has had a negative impact on my 
life and gets harder to deal with over time. 
35-34 YEAR OLD WOMAN WITH CHRONIC MIGRAINE  
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A recurring refrain was people who have a bad headache referring to it as ‘a migraine’, or other ways 
the word migraine is misused: 

Because some people refer to a headache as migraine, those of us with real 
migraine get lumped in with the drama queens. 
55-64 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

Just need to get people aware that it not a normal headache. Try to stop people 
from using the term migraine when they have a normal headache. E.g.: 
downplaying the seriousness of it. 
25-34 YEAR OLD WOMAN WITH MIGRAINE WITHOUT AURA 

We also asked people to rank the areas of life they perceived migraine stigma was most problematic, 
with employment being the greatest concern. 53% percent of respondents ranked employment in 
their top three areas stigma is a problem, with 18% putting it at number one.  

Area of life stigma is a problem 

 
Figure 3: In which area of your life do you think stigma been most problematic? Migraine Australia Stigma survey, June 
2020 

This largely correlates with anecdotal evidence and was an expected result. Of those who are still 
working, participants in our support groups regularly speak of fear of being “managed out” of their 
jobs, lack of understanding or support from employers, and the difficult decisions around when they 
need to withdraw from full time work to manage their migraine.  

3. Migraine at work 

Most people with active migraine are working age and most try to stay at work despite regular 
migraine attacks. Discrimination in the workplace is a serious and pressing issue for the migraine 
community. Despite being perceived as the one area where stigma was the greatest concern, the 
actual level of stigma related issues was smaller than other areas of life.  

When it comes to talking about their migraine with employers, the experience is polarised. 46% 
reported a positive response when they reveal their diagnosis and seek support; while a minority 
(18%) have a negative experience. The greatest concern when speaking to employers about migraine 
is an internal fear that they will be seen as less capable.  
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Biggest fear about disclosing migraine at work 

 
Comfortable disclosing migraine to boss     Response from boss when advised of migraine 

 
Figure 4: Results of questions related to engaging with employers on migraine. Migraine Australia Stigma survey, June 2020 

Participants frequently commented on feeling ‘lucky’ if they had a supportive employer.  

Luckily, I am extremely supported by my current manager. I have been given the 
ability to work from home if required or using flexible working arrangements to 
work around my migraine. This should be available to all employees who suffer 
from migraine. 
25-34 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

I am fortunate in that I have an excellent employer and understanding colleagues. 
The reality is though that my work is severely impacted by migraine and I am 
often unable to perform the duties I am employed to do, and I let people down. I 
am surprised I have not been asked to leave. 
45-54 YEAR OLD WOMAN WITH VESTIBULAR MIGRAINE 

Most of the men who responded to the survey reported being self-employed or doing contract 
work, so they could avoid the issue and manage their condition. Men also appear to be affected by 
the invisibility of migraine more than women.  

I avoided taking a regular job out of fear that I couldn't keep up and would lose 
the job. 
35-44 YEAR OLD MAN WITH MIGRAINE WITH AURA 

Because there is no physical injury evident some workmates (supervisors) do not 
believe you are suffering 
35-44 YEAR OLD MAN WITH VESTIBULAR MIGRAINE 
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Most respondents felt migraine made working life more difficult, affecting their work relationships, 
quality of their work and opportunities for promotion. 93% of those still working had taken time off 
from work in the last 12 months to manage their migraine.  

Migraine make work like more difficult Comfortable talking to co-workers about     
migraine 

 
Taken time off in the last 12 months for migraine 

 

Migraine affects work performance 

 

Migraine affects opportunities for promotion 

 

Work relationships 

 
Figure 5: results of questions relating to perceived impact of migraine on work life. Migraine Australia Stigma survey 2020 

The guilt and possibly over-estimation of the impact on work performance is often driven by past 
experience with less than supportive management.  

In the past I have had managers who think I am making up migraines to get out 
of work and also loss being promoted because of the increase of sick days taken. 
35-44 YEAR OLD WOMAN WITH MIGRAINE WITHOUT AURA 

I have lost positions and been discriminated against due to my chronic migraines. 
The single most stressful thing for me in life is having to call work to say I am sick. 
I am often not believed and have had managers across my organisation (public 
hospital) judge me on the negative comments made by particular managers. I am 
an excellent worker, but migraines have affected my entire working career. 
35-44 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 
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4. Migraine and the family 

Home life is a critical influence on the wellbeing of people living with migraine.  

72% of respondents disagreed with the statement “my family understands my migraine and is 
supportive”. 47% said their family thinks they are exaggerating their symptoms, and 42% said 
migraine has contributed to issues in the family. Alarmingly, a third of people living with migraine 
who had children said they have been made to feel like a bad parent. Some of this is actual attacks 
from family members, and some of it is guilt or fear of how others think of them.  

Most of the guilt I carry about parenting is self-imposed. I also feel my parents 
and in laws don't understand the level of debilitation. 
45-54 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

Comfortable discussion migraine with     Comfortable discussing migraine in a new 
family           relationship 

 

My family understands my migraine and is supportive 

 

Family think I can do more than I can 

 

Migraine has contributed to problems in the family 

 

Family makes me feel like I am exaggerating  

 

Been made to feel like an inadequate parent because of migraine 

 
Figure 6: Responses to questions about migraine stigma within the family. Migraine Australia Stigma survey, June 2020 

A small proportion of respondents pointed to family break down and divorce being related to their 
migraine, and even relationships becoming violent as a result of the burden migraine places on life 
and relationships. “This isn’t what I married” is a common phrase heard by women as their migraine 
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attack frequency and severity increases in their thirties. The difficulty of spouses understanding 
what their partners were going through was frequently noted.  

My husband doesn't get it because he can't see anything.  His support means 
leaving me alone and he doesn't offer any help.  
65+ YEAR OLD WOMAN WITH CHRONIC MIGRAINE WITH AURA  

My husband has trouble dealing with my migraine. If I have a day off work due to 
migraine it's like, why are you home?? And if I'm in bed in the day, it’s "what's 
wrong with you?"  I have to be bad to be in bed in the day, or to take a day off 
work, but he just can’t accept it.  On my bad days I am still expected to get up n 
make dinner as usual. Not much support from my husband at all.  
45-54 YEAR OLD WOMAN WITH CHRONIC VESTIBULAR MIGRAINE 

A particular point of tension noted was the problem of the ‘in-laws’; as often one’s own family 
members are living with migraine themselves and understand the issue. A spouse may or may not be 
supportive, but the parents and siblings in law, who do not have a lived experience of migraine and 
do not get to see how debilitating it can be day in and day out, are often harsh critics, blaming the 
person with migraine for ruining events or never helping out, or accusing them of making it up.  

My parents are incredibly supportive since my mother suffers from migraine as 
well, but my brother and his wife believe I’m a hypochondriac. 
25-34 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

My partner is the exception… I have however had significant 'attitude' from my 
birth family, as well as misunderstanding from my in-laws. 
35-44 YEAR OLD MAN WITH MIGRAINE 

Parents could be very bad, or very good.  

I no longer speak to my mother because she is so convinced I'm making it up. My 
dad is supportive, somewhat, but he always seems shocked that I'm 'still sick'. 
35-44 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

I was fortunate that my mother also lives with migraine, so she understands what 
it’s like. She is a feisty woman, and always fought for me so I never needed to 
stand up for myself. There were several people (especially when I was in school) 
that got a serve from her when they didn’t believe me about my migraine or did 
not give me what I needed for migraine. 
35-44 YEAR OLD WOMAN WITH VESTIBULAR MIGRAINE 

The loss of friends or difficulty making new friends as migraine takes its exacting toll was also noted.  

My friends however, well they are a different story. As the years go on I no longer 
get invited out as I am classed as unreliable. If I do get invited out and I can't go, I 
get made to feel as if I am 'putting it on' again. I am at the stage now where 
making plans is not something I do anymore. Apparently if I just don't want to do 
something I just use one of my 'headaches'. 
35-44 YEAR OLD WOMAN WITH CHRONIC MIGRAINE 

Family and close friends have been supportive but gaining new friends is harder 
as needing to cancel on social events all the time and they think I make up having 
migraine. 
35-44 YEAR OLD WOMAN WITH MIGRAINE WITHOUT AURA 
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5. Migraine and health care 

People with any chronic illness have a greater exposure to the health care system than otherwise 
well people. Migraine is so poorly managed that most with significant migraine must take charge of 
their own care, and shop around to find doctors who understand and are willing to help. Just 6% of 
those surveyed believe that medical professionals have a good understanding of what it is like to live 
with migraine, and 51% reported that medical professionals always or usually do not believe the 
extent and severity of their symptoms. Three quarters of people reported not getting the 
appropriate medical care they needed because medical professionals did not take them seriously.  

Health professionals sometimes make you feel like you’re just having a whinge 
because you have a headache and that you should be able to cope with it. It 
makes you feel small and ashamed asking for help especially older doctors and 
nurses. 
35-44 YEAR OLD WOMAN WITH MIGRAINE WITHOUT AURA 

Medical professionals understand  Medical professionals do not believe 
It is like to live with migraine   extent or severity of symptoms 

 

Did not get appropriate medical care because not taken seriously 

 
Other doctors disagree with diagnosis 

 
Figure 7: Responses to questions about migraine stigma from medical professionals. Migraine Australia Stigma survey, June 
2020 

That half of the survey participants reported other doctors disagreeing with their migraine diagnosis 
is not a surprise to Migraine Australia. And to be fair to our medical professionals, there is so little 
training on migraine within a medical degree that far too many of them only understand migraine as 
a pulsating headache lasting 4-72 hours. When presented with a case of atypical migraine, such as a 
status migrainosus patient where the acute attack lasts for longer than 72 hours, or any of the 
presentations without headache, they are probably somewhat justified in thinking zebras and not 
horses. This does not lessen the frustration of migraine patients who are exhausted by having to 
regularly defend their diagnosis.   



Migraine Australia Stigma of Migraine survey | June 2020 9 

One particular point related to care was whether participant had been accused of being a drug 
seeker. 56% had experienced this demoralising and difficult to combat accusation, with many more 
indicating in comments that they had not been directly accused but had the impression they were 
being treated as a drug seeker. A quarter reported they had actively avoided taking medication in 
the presence of others to avoid judgement and shame.  

Ever been accused of being a drug seeker  

 
Where migraine patients are accused of being a drug seeker  

 

Avoid taking medication because of judgement by others 

 
Figure 8: Responses to questions about drug seeker accusations.  Migraine Australia Stigma survey, June 2020 

A doctor other than their normal treating clinicians was the most common scenario where people 
with migraine were accused of being drug seekers.  

I have an amazing neuro, but a lot of other doctors and nurses have no clue what 
chronic migraine is. I was hospitalised last week for an ear infection, and 
explained I had chronic migraine and had a ketamine infusion a month ago to try 
and illustrate the severity of the condition. When he wrote my chart he said, ‘you 
won’t be getting anything like ketamine here’. I wasn’t there for pain relief I was 
there because the antibiotics weren’t working. 
55-64 YEAR OLD WOMAN WITH CHRONIC MIGRAINE  

The emergency department is a particular area of concern, as it is when migraine patients are most 
vulnerable. Comments also indicated that while the doctors in Emergency Departments were 
generally good, the nurses were not.  

A great deal of doctors and nurses at the hospitals and emergency wards need 
training especially on hemiplegic migraines, the care I have received in the 
majority of ED’s has been cruel and heartless causing more pain and suffering. 
45-54 YEAR OLD WOMAN WITH CHRONIC HEMIPLEGIC MIGRAINE 
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Nurses in ER have been the most dismissive and disappointing. Doctors have 
always treated me seriously. 
55-64 YEAR OLD WOMAN WITH MIGRAINE WITH AURA 

I was treated as a drug seeker in emergency when the nurses did not know me, 
but once they rang my doctor treatment started. 
55-64 YEAR OLD WOMAN WITH CHRONIC MIGRAINE  

There are also indications of failure to follow relevant emergency medicine guidelines on the 
treatment of migraine crisis, which advise against opioids and recommend a drug called Largactil 
(Chlorpromazine) as recommended therapy.  

I have been refused a Largactil infusion when I asked for one in an ER but offered 
Fentanyl instead. Even though I have previously had Largactil infusions very 
successfully with zero side effects the doctor would not give it to me but wanted 
to give me Fentanyl with all of its known side effects and addictions. I refused the 
Fentanyl and left the hospital untreated. The migraine attack continued for 2 
weeks. I had 2 weeks leave without pay as I had exhausted all my sick leave 
because of migraine before I found a GP who would do the Largactil infusion - I 
returned to work 2 days later. 
35-44 YEAR OLD WOMAN WITH MIGRAINE WITH AURA 

6. Conclusion 

These survey results indicate stigma is a central theme in the migraine experience for many patients. 
Patients feel impacted by the stigma of migraine and the lack of understanding of the complexity 
and severity of the illness.  Whilst migraine does impact work performance and attendance, most 
respondents perceived greater rates of prejudice than actually received from their employers. 
Stigma in the family was mixed and highly dependent on the nature of the relationship between the 
person living with migraine and the family member. Finally, stigma was most pronounced in the 
health care setting where a large number of respondents indicated they had interactions with health 
care professionals who did not understand the disease well or did not believe the extent or severity 
of symptoms. Patients had been accused of being a drug seeker and would sometimes modify their 
medication taking due to concerns about other people’s response.  

Our goal at Migraine Australia is to improve the lives and wellbeing of all Australians living with 
migraine and their families. With approximately 20% of Australian’s living with migraine and nearly 
three quarters not receiving adequate health care, it is important to understand the barriers that 
patients face when seeking medical care and support from their families and employers.  

Stigma is clearly a central theme in the migraine story and one of those barriers. Stigma works to 
marginalise patients through preconceived ideas about migraine and the person living with 
migraine. This creates greater barriers to treatment and can trap a person in a cycle of illness and 
isolation. The findings of this survey indicate that part of our goal to improve lives and wellbeing for 
migraine patients and their families is about education. Education can tackle stigma and address 
those preconceived ideas about migraine and migraine patients so that health care professionals can 
focus on care and seek the best possible outcomes.  

The figures revealed in these results are alarming. The entrenched stigma of migraine is clearly 
affecting the lives and wellbeing of most people with significant migraine. The level of unveiled 
abuse, judgement and guilt that people are subjected to is a matter of significant concern and must 
be addressed.  

That the experience of stigma seems to be most pronounced in the health care setting is even more 
alarming. The one group who should understand and believe us is medical professionals. We simply 
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cannot tolerate a scenario where three quarters of patients are not getting adequate care, and half 
do not feel medical professionals believe them. Further research is required to understand the cause 
and extent of the problem, in order that strategies can be used to combat this significant stigma 
issue.    


