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EXECUTIVE SUMMARY

The Coalition for Headache and Migraine Patients (CHAMP), together with coalition participants, surveyed their communities

during the winter of 2019-2020. The goal was to collect data that would support the coalition’s efforts to advocate for more research and
better treatments for people with headache diseases.

CHAMP and its coalition participants relied on social media, member newsletters, and website traffic to recruit survey participants.
The web-based survey covered topics such as headache diagnoses, frequency, symptoms, and impact; experiences with healthcare
professionals and treatments; access and insurance barriers; and headache-related stigma.

In total, 2,037 eligible respondents completed the CHAMP Headache Disease Patient Access Survey. Of that number, 1,770 self-
reported having received a migraine diagnosis from a healthcare professional. In this brief, we share findings on experiences with seeking
care and diagnosis, trying and stopping treatments of various types, and treatment-plan satisfaction among the migraine sample.

The key findings include:

o In terms of demographics, 75% of respondents were 40 years of age or older, 93% were women, 91% white and 95% non-Hispanic, and

52% had earned a bachelor’s degree or higher. Just under half reported a total household income of less than $50,000 (48%), and while
34% worked full time, an additional 29% reported being disabled or on disability (Table 1).
° The majority reported 15 or more monthly headache days (61%), on average, with 34% reporting headache on 25 days or
more (Figure 2).

o In terms of both seeking help from a healthcare professional and receiving a diagnosis for headache, just under 40% sought help or
received a diagnosis within 6 months of symptom onset, while just over 52% waited 1 year or more (Figure 4 and Figure 6).

o Top reasons for delays in seeking medical care selected from a list included: waiting to see if the headaches would improve on their
own (42%) and uncertainty with whom to make an appointment (18%). In addition, 21% wrote that youth, including lack of agency,
contributed to delays in seeking care (Figure 5).

o The large majority of people had tried prescription preventives (87%), prescription acute treatments (85%), and over-the-counter

(OTC) treatments (76%) for their headaches, currently or in the past (Table 2).
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° In fact, 55% reported using 10 or more pharmacological treatments currently or in the past (Figure 7).

o Nearly all respondents had tried complementary or alternative therapies (e.g., OTC supplements, yoga, dietary changes, or exercise)
(96%) and 69% had used biobehavioral treatments (Table 4). However, only 19% of respondents had ever used neuromodulator/
neurostimulator devices (Figure 10).

° For non-pharmacological treatments, the most common access barriers were cost (76%) and difficulty obtaining insurance
coverage (53%) (Table 5).
o Despite high treatment usage, only 37% of respondents were satisfied or very satisfied with their overall treatment plan (Figure 11).

INTRODUCTION

The Coalition for Headache and Migraine Patients (CHAMP) brings together people with migraine, cluster headache, and

other headache diseases, along with organizations, medical and scientific participants, and other leaders in the field, to enhance
communication, provide support, and advocate for people living with headache diseases. During the winter of 2019-2020, CHAMP
fielded the Headache Disease Patient Access Survey (HDPAS) to examine the needs of people with various headache diseases. The survey
was meant to provide data on peoples’ lived experiences both to support the organization’s research and advocacy efforts and to give voice
to the U.S. headache community.

Our first brief covered the study rationale, methodology, and sample from the CHAMP HDPAS. This brief focuses on migraine

symptoms, diagnosis experiences, treatments, and treatment satisfaction among people self-reporting a medical diagnosis of migraine.

BACKGROUND

Despite the widespread prevalence of headache diseases, people with migraine encounter many difficulties during their patient

experiences. Here, we review prior research on the pathways taken to receive a migraine diagnosis from a healthcare professional and

access treatment.

Receiving a Migraine Diagnosis

Obtaining an accurate and timely diagnosis is one of the first hurdles in the migraine journey, but results from nationally
representative studies of respondents who met criteria for migraine suggest rates of diagnosis are improving over time. In the first study of
migraine in the United States, American Migraine Study (AMS) I conducted in 1989, 38% of respondents reported an accurate diagnosis;
in AMS II conducted in 1999, 48% of respondents had received an accurate diagnosis; and in the American Migraine Prevalence and
Prevention (AMPP) Study conducted in 2004, there was a 56.2% diagnosis rate among respondents.' The rate of diagnosis among those
who met criteria for migraine had dipped slightly by 2017, though: in the Migraine in America Symptoms and Treatment (MAST) study,
only 45.7% had received a migraine diagnosis from a healthcare professional.”

Rates of diagnosis vary by migraine attack frequency, but are also improving over time. Results from the AMPP 2009 study showed
that among all those with episodic migraine, 39.5% reported successfully consulting a healthcare professional and obtaining diagnosis.
Recent data from the Observational Survey of the Epidemiology, Treatment and Care of Migraine (OVERCOME) Study 2018 cohort
showed that 50.4% of those with 4-7 headache days per month had been diagnosed and 54.2% of those with 8-14 headache days per
month had been diagnosed.* In the Chronic Migraine Epidemiology and Outcomes (CaMEO) study in 2012, only 24.6% of those with
chronic migraine (CM) had received an accurate diagnosis.” More results from the OVERCOME study suggest that the diagnosis rate
among those who meet criteria for CM has now increased to 60.5%.*

With respect to time to diagnosis of migraine, we found a lack of U.S.-based research. However, in a clinical sample from Italy,
16.5% of migraine patients reported waiting less than 1 year from symptom onset until diagnosis, 30% reported waiting 1-5 years, and

53.5% reported waiting 5 or more years.® A younger age of onset was related to a greater likelihood of delayed diagnosis. Viticchi et
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al. found the average time to diagnosis for migraine with aura was 6.7 years and for migraine without aura was as high as 10.7 years.”
Although it is difficult to make direct comparisons between the Italian and American healthcare systems, these studies indicate that

migraine patients experience long delays before obtaining an accurate diagnosis.

Use of Migraine Treatments

Regarding treatments, the MAST study found 95.1% of participants used acute treatments, however, 58.9% reported exclusively
using over-the-counter (OTC) medications, while 20.5% of respondents indicated prescription and OTC medication use, and
11.3% reported using only prescription medications.> Among those who used acute treatments, 74.1% had inadequate treatment
responses, demonstrating unmet needs.® Preventive treatments were used by only 11.5% of the sample, with 1.5% using Botox
(onabotulinumtoxinA), specifically indicated for CM.

Treatments for migraine are not limited to pharmaceuticals. Guideline-approved non-pharmaceutical treatments include behavioral
therapies and neurostimulation/neuromodulation devices to treat migraine.”'® Studies have shown almost 50% of people with migraine
and severe headache in the United States have used alternative medicine, most frequently mind-body therapies (30.2%), but also

supplements (26.7%) and manipulation-based therapies (20.6%)."!

The Migraine Treatment Journey

Some studies have characterized the multi-step process people with migraine must go through to access healthcare professionals
and receive a diagnosis and treatment. In the AMPP survey, researchers found 26.3% of respondents with episodic migraine had
successfully consulted with a healthcare professional, received a migraine diagnosis, and obtained appropriate treatment.’ This leaves
many peoples’ needs unmet: 54.5% of people in need of care were not consulting with a healthcare professional, 13.3% of the people who
were consulting with healthcare professionals were undiagnosed, and 33.4% of those who were consulting with a healthcare professionals
and diagnosed with migraine still did not get a minimally appropriate treatment. People with health insurance, higher income, more
severe migraine symptoms, and greater headache-related disability were all more likely to receive “minimally appropriate treatment”
after diagnosis.

People with CM are known to experience greater migraine disability and more negative outcomes than people with episodic
migraine, making treatment more imperative.'>"* Results from the CaMEO study indicated that fewer than half of respondents with CM
were consulting a healthcare professional for treatment. Of the 40.8% in treatment, only 24.6% received an accurate diagnosis, and among
those with a diagnosis, 44.4% received acute and preventive medications. This means only 4.5% of CM respondents were able to consult
a doctor, obtain a diagnosis, and receive standard acute and preventive treatments. The additive effect of these barriers highlights the

substantial proportion of people with CM that is underserved.

METHODS

Survey and Sample

CHAMP undertook the HDPAS to collect data on the experiences of people with various headache diseases. CHAMP and its
coalition participants recruited respondents primarily through social media, newsletters, and website traffic. The web-based survey
collected data on headache symptoms; experiences reported with diagnosis, healthcare professionals, and appointments; efficacy of and
access to treatments; and stigma. CHAMP has used and will continue to use the information collected to help inform its work to increase
treatment access for patients.

A total of 3,514 respondents initiated the survey by opening the survey link. Of those, 3,054 were eligible for the survey: i.e., they
consented to taking the survey, were 18 years old or older, lived in the United States or a U.S. territory, and had at least one headache in

the past year not due to hangover, cold, or flu (Figure 1).
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We define survey completers as eligible respondents who made it to the final page
For full details on the methods, sample,

of the survey and answered at least one question. Under this definition, 2,037 (67%) of and demographics of the CHAMP
eligible survey participants were survey completers (Figure 1). Headache Disease Patient Access
Survey, please see our first brief,
Figure 1. Survey Sample Flowchart “Coalition for Headache and Migraine
Patients Headache Disease Patient
Orz:n_eg gfl’:;ey Access Survey: An Introduction to the

Methods and Sample.”

Consented & Met Did Not Consent or
Eligibility Criteria

(n = 3,054)

Were Ineligible
(n = 460)

Completed Survey
(n = 2,037)

Reported a Migraine
Diagnosis
(n=1,770)

Note: Survey eligibility criteria: respondents had to 1) be 18 years old or older, 2) live in the United States or a U.S. territory, and 3) have experienced at least one
headache or migraine not due to illness (e.g., cold or flu) or hangover in the past year. A “completed survey” does not mean a person answered every item, only that they
reached the end of the survey and responded to at least one item on that page.

This report presents data for eligible survey completers who endorsed a single item asking about a self-reported migraine diagnosis
by a healthcare professional: “I have been diagnosed by a healthcare professional with this headache type: migraine, any type” (n = 1,770)
(Figure 1). By this measure, 87% of the CHAMP survey “completer” sample reported a migraine diagnosis by a healthcare professional.
There was 97% agreement between respondents’ self-reported migraine diagnosis by a healthcare professional and the AMS/AMPP
Migraine Diagnostic module (n = 1,712/1,770).

All results are for the sample of respondents reporting a migraine diagnosis (n = 1,770) unless otherwise specified.” In this sample,
62% reported another headache type diagnosis in addition to migraine. Therefore, in most of the analyses, we cannot say whether
respondents were responding to questions with migraine or another headache type in mind. There is one exception, noted in our analysis
of migraine symptoms (Figure 3), where we intentionally restricted the sample further to better capture those with only migraine.

Analyses use all available data. For any given analysis, this means that data may be missing for some of the 1,770 people with a
migraine diagnosis.” This also means that sample numbers change even within tables if different variables and samples are reported. For
this reason, total sample counts are not reported in certain tables (Table 1).

Some questions allowed respondents to both select from a checklist of possible answers and provide other “write in” responses. The
CHAMP research team members, with guidance from advisors Drs. Buse and Lipton, categorized these respondent-reported write-in

responses through multiple rounds of review and consensus.

* Of note, some of these respondents’ answers to this item have been changed from “no” to “yes” This was done when people reported that they were
“under treatment by a healthcare professional” for migraine, but did not report a migraine “diagnosis by a healthcare professional” For full details of
this imputation, see our first report.'*

+ If a given analysis has a smaller sample size (n) than the full survey completer sample or migraine diagnosis sample, it may be because the
respondent skipped a question or an item was not applicable based on answers to prior questions.
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RESULTS

Sample Demographics

In our first brief, we detailed the demographics of the full HDPAS sample (n = 2,037) and migraine diagnosis sample (n = 1,770). We
also compared our migraine diagnosis sample to three population studies. Here, we highlight a few key demographics of that sample before
turning to our main findings. The majority of the CHAMP survey sample that reported a migraine diagnosis was at least 40 years old (75%),
female (93%), white (91%) and non-Hispanic (95%) (Table 1).

About 52% of respondents reported having earned a bachelor’s degree or higher. Income and employment/school status show splits in
the sample. About 48% of respondents reported a total household income of under $50,000, while 35% reported $75,000 or more. About 34%
of the sample reported full-time employment while the next largest group reported being disabled or on disability (29%) (Table 1).

Table 1. Demographics of the CHAMP Headache Disease Patient Access Survey Sample that Reported a Migraine Diagnosis

Demographic measure ‘ Number ‘ Percent
Age
18-29 years 121 6.8
30-39 years 318 18.0
4049 years 543 30.7
50-59 years 490 27.7
60—64 years 207 11.7
65 years or older 91 5.1
Gender
Men 9 57
Women 1,620 92.6
Gender variant or nonbinary 26 L5
Other # #
Race
White, only 1,563 90.8
Non-white 158 92
Hispanic
78 46
Total household income
Less than $50,000 726 478
$50,000-$74,999 266 17.5
$75,000 or more 527 34.7
Highest level of education
Less than high school 8 0.5
High school diploma or equivalent 160 9.1
Some college (no degree) or associate’s degree 679 387
Bachelor’s degree 510 29.1
Graduate degree 398 22.7
Work or school status'
Employed full time 596 33.7
Employed part time 183 104
Self-employed 115 6.5
Homemaker 195 11.0
Full-time student 46 26
Part-time student 42 24
Volunteer 83 47
Retired 180 102
Medical, parental, or other short-term leave 33 19
Not employed - not disabled 94 5.3
Disabled or on disability 507 287
Work or school status, other 81 46

! The work or school status question allowed respondents to “check all that apply.” Totals will sum to more than sample (n) and 100%.
# Too few cases to report.
Note: People with missing data or who responded “prefer not to answer” are not reported.
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Headache Frequency

CHAMP respondents with a migraine diagnosis reported a high frequency of monthly headache days on average (Figure 2).
Among those with a migraine diagnosis, the mean number of headache days per month over the past 3 months was 17.6 days*. About
39% of those with a migraine diagnosis reported 14 days headache per month or fewer, while 61% experienced headache on 15 days per

month or more (Figure 2).

Figure 2. Number of Headache Days Per Month, Among Those With a Migraine Diagnosis

>25 days
34.5%
8-14 days
18.0%

15-24 days
26.4%

Note: n = 1,670. Number of headache days per month was calculated as the mean number of headache days per month over the past 3 months.

Migraine Symptom Screener

With permission, the AMS/AMPP Migraine Diagnostic Module was included in the HDPAS as a way to validate whether
respondents currently meet migraine diagnostic criteria. The screener is based on lifetime recall of symptoms associated with the
respondent’s “most severe” type of headache and captures many of the International Classification of Headache Disorders-3rd edition
(ICHD-3) criteria for migraine: headache pain characteristics (unilateral location, pulsating/throbbing quality, moderate to severe
intensity); exacerbation by routine activity; and associated symptoms (nausea, phonophobia, and photophobia).

Although our sample of respondents with a migraine diagnosis is based on a single self-reported item, we examined the distribution
responses to the AMS/AMPP screener items for this sample. Figure 3 shows how the sample of respondents who self-reported a migraine
diagnosis from a healthcare professional ranked these screener items.

Since the screener asked respondents to consider their most severe headache type, this analysis excluded those who 1) reported
being under the treatment of a healthcare professional for new daily persistent headache or post-traumatic headache, or 2) reported being
under the treatment of a healthcare professional for cluster headache for whom “the pain improved within 3 hours without treatment”
and “they felt restless or agitated” at least “less than half the time” or “half the time or more” (two new cluster headache screener items,
not shown). The sample size varies by question, but we lost about 26% of the original migraine sample with these exclusions. The benefit
is that we have greater confidence that the most severe headache type in this subsample is migraine. Figure 3 shows the proportion of

respondents who experienced each symptom “half the time or more”

1 This report — including tables and figures — uses the word “headache” throughout. That is because the survey questions were asked across a number
of headache diseases. We at CHAMP understand that for people with migraine, headache is not the accurate term. Migraine is much more than a
headache. However, it was the most inclusive term for all the respondents who would be taking the survey and our report maintains the wording of the
survey for transparency.
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Figure 3. Frequency with which Migraine Symptoms Were Experienced “Half the Time or More,” Among Those
Whose Most Severe Headache Type is Likely Migraine

Pain has moderate to
severe intensity
(n=1,305)

Light bothers you
(n=1309)

Sound bothers you
(n=1,305)

Pain is worse on just
one side
(n=1301)

Pain is pounding,
pulsating, or throbbing
(n=1,303)

Pain is made worse by
routine activities
(n=1,309)

Feel nauseated or sick
to your stomach
(n=1,310)

| | | | J
0% 20% 40% 60% 80% 100%

Note: In an attempt to ensure that respondents’ most severe headache type was migraine, the sample excluded those whose most severe headache type is likely to be
cluster headache, new daily persistent headache, or post-traumatic headache.

Among those whose most severe headache type is likely migraine, the most frequently reported symptom was pain that was
moderate to severe (87%) The next most common symptoms related to sensory sensitivities: sensitivity to light (86%) and sensitivity
to sound (82%). Three more pain-related symptoms followed: one-sided pain was present for 78% of respondents, while pounding,
pulsating, and throbbing pain was only slightly less common (77%), and about 73% of respondents reported that routine activity made
pain worse. While nausea is often frequently associated with migraine attacks, it was the least common of those measured, reported by

61% of respondents (Figure 3).

Consultation and Diagnosis

We asked respondents to report the time that elapsed between first experiencing headache(s) and seeking help from a healthcare
professional. The responses show a clear split. Just under 40% of those with a migraine diagnosis sought help in 6 months or less, with
about 19% of those seeking help within 1 month. However, 52% reported waiting 1 year or more, with 35% of those waiting 4 years or

more (Figure 4).
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Figure 4. Time Between First Experiencing Headaches and First Seeking Help From a Healthcare Professional, Among
Those With a Migraine Diagnosis

1-6 months
20.7%

1-3 years
16.9%

7-12 months
8.0%

Note: n = 1,770.
For those who waited 1 month or more, we asked what reasons they had for waiting. Of the response options we provided on the
survey, the most commonly reported was wanting to see if the headaches would improve on their own (42%). An additional 18% were

unsure with whom to make an appointment and 13% had no or poor insurance coverage (Figure 5).

Figure 5. Reasons for Waiting to Seek Help From a Healthcare Professional for Headaches, Among Those With a
Migraine Diagnosis Who Waited 1 Month or More

50% —
42.9%
41.7%
40% |
30% —
20% —
10% —
4.4% 4.4%
0%
Wanted to Wasn't sure Had no Was Couldn't get Didn't have Live too far Other’
waittoseeif withwhomto insuranceor embarrassed an time to go to from any
the make an myinsurance  toseek help  appointment an healthcare
headache(s)  appointment coverage was for my appointment  professionals
would poor headache(s)

improve on
its own

! See the Coalition for Headache and Migraine Patients’ website for a supplemental table (Table S.2.1 https://headachemigraine.org/survey-briefs/supplemental-tables/) that
provides specific write-in responses provided by “other” respondents.
Note: n = 1,426. Respondents could check all that apply. Totals will sum to more than 1,426 and 100%.
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Although many respondents endorsed the provided reasons for waiting to seek help, a large number (43%) selected “other” and
wrote in options of their own. The most commonly reported “other” reasons were: references to being children or too young (21%);
thinking the symptoms were normal, another condition, or that nothing could be done (11%); or that their symptoms were not believed
(9% total; 7% as children, 2% age unspecified) (not shown).’

Prior research has shown that getting an accurate migraine diagnosis can take time.*” We asked respondents to report the elapsed
time between first experiencing headache(s) and receiving a diagnosis from a healthcare professional. Again, we saw a distinct split.
About 23% received a diagnosis within 1 month or less and an additional 16% received a diagnosis in 1-6 months. However, 37% of

respondents reported waiting 4 years or more (Figure 6).

Figure 6. Time Between First Experiencing Headaches and Diagnosis by a Healthcare Professional, Among Those
With a Migraine Diagnosis

1-6 months
15.9%

7-12 months
7.9%

Note: n =1,749.

Pharmacological Treatments: Types, Number, and Reasons for Stopping

Respondents were asked about the pharmacological treatments they were currently using or had previously tried to treat their
headaches. These included all the prescription medications taken to prevent migraine attacks and treat those in progress.

About 87% were using or had tried prescription preventives and 85% were using or had tried prescription acute treatments for
their headaches. About 76% reported currently or previously using OTC treatments for headache, while 48% reported using some type
of prescription pain management treatment (e.g., narcotics, ketamine, etc.). We suspect that the reason OTC pharmacological treatment
rates lagged slightly behind preventive and acute treatments is that people may have misread the question and only reported current use.

Of the 23% (n = 402) who wrote in an “other” type of treatment, the vast majority gave a response that was not actually a
pharmacological type. Just 2% mentioned some type of treatment that was pharmacological but could not be categorized based on the

information provided, and about 1% reported some type of prescription rescue treatment (e.g., steroids or intravenous medications)
(Table 2).

§ Complete data on the “other” write-in results can be found in supplementary Table S.2.1. on the survey section of the CHAMP website (https://
headachemigraine.org/survey-briefs/supplemental-tables/).
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Table 2. Pharmacological Treatments Respondents With a Migraine Diagnosis Previously Used or Were Currently
Using to Treat Their Headaches

Treatment type Number Percent
Prescription preventive 1,543 873
Prescription acute 1,499 84.8
Over-the-counter 1,338 75.7
Prescription pain management 852 482
Other 402 228
Prescription treatment, type unclear 35 2.0
Prescription rescue (steroids, IV infusions, etc.) 16 0.9

'Of the “other” responses, 253 of 402 (62.9%) were non-pharmacological treatments.
Note: Sample n = 1,767. Respondents could check all that apply. Totals will sum to more than 1,767 and 100%. IV = intravenous.

When asked the total number of pharmacological treatments respondents were using or had tried for headache in the past, 55% of

respondents had tried 10 or more (Figure 7).

Figure 7. Number of Separate Pharmacological Treatments Respondents With a Migraine Diagnosis Previously Used

or Were Currently Using to Treat Their Headaches

40-49 50+ None
1.9% 0.6%

30-39
5.1%

20-29
11.6%

Note: n = 1,770. Responses for this question were capped at 50+ treatments on the survey.
We asked respondents to share the reasons why they had stopped using preventive (Figure 8) and acute (Figure 9) treatments for
headache. For both types of treatments, ineffectiveness at relieving symptoms was the top reason (74% acute, 77% preventive), followed

by side effects (54% acute, 73% preventive).
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Figure 8. Reasons Those With a Migraine Diagnosis Stopped Preventive Pharmacological Treatments for Headache
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Note: n = 1,715. Respondents could check all that apply. Totals will sum to more than 1,715 and 100%.

Figure 9. Reasons Those With a Migraine Diagnosis Stopped Acute Pharmacological Treatments for Headache
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Note: n = 1,715. Respondents could check all that apply. Totals will sum to more than 1,715 and 100%.
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For preventive treatments, insurance coverage was the third most common reason for stopping (35%), followed by safety concerns
(34%) and expense (29%) (Figure 8). For acute treatments, concerns about overuse of medication was the third most reported reason for

stopping (32%). Issues of insurance coverage (30%) and expense (26%) rounded out the top five (Figure 9).

Non-Pharmacological Treatments
We also asked about a host of non-pharmacological treatments for headache: all the non-medication abortive treatments used by
those with various headache diseases. Among those with a migraine diagnosis, only 19% reported they were currently or had ever used a

neuromodulator or neurostimulator for headache (Figure 10).

Figure 10. Percentage that Reported Previous or Current Neuromodulator or Neurostimulator Use for Headache,
Among Those With a Migraine Diagnosis

Note: n = 1,760. “Yes” includes two cases that were imputed from write-in data on other survey questions.

A much higher percentage were using or had tried some form of biobehavioral treatment (69%) for headache. Of those who had
tried biobehavioral therapies, the most commonly reported was meditation (69%), followed by relaxation therapy (64%), cognitive-
behavioral therapy, another psychological therapy or counseling (55%), and mindfulness-based therapies (50%). The least commonly
reported was biofeedback, though nearly one-third had tried that, too (32%) (Table 3).

Table 3. Frequency of Previous or Current Biobehavioral Treatment Use for Headache, Among Those With a

Migraine Diagnosis

Treatment Use ‘ Number ‘ Percent

Have tried biobehavioral treatment(s)

Yes 1,168 694

No 516 30.6
Of those who have tried biobehavioral treatment(s), type(s) tried

Meditation 802 68.7

Relaxation therapy 749 64.1

CBT, another psychological therapy, or counseling 645 55.2

Mindfulness-based therapies 580 49.7

Biofeedback 377 323

Note: n = 1,684. Respondents could check all that apply. Totals will sum to more than 1,684 and 100%. CBT = cognitive behavioral therapy.

Lastly, we asked about a range of complementary and alternative treatments for headache. Overwhelmingly, people reported they
had tried at least one of these options (96%). Of those who had tried these treatments, the most common was vitamins, herbs, or other
OTC supplements (87%), followed by dietary changes (65%). Massage therapy (57%), exercise (55%), and chiropractic therapy (53%)
rounded out the top five (Table 4).
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Table 4. Frequency of Previous or Current Complementary or Alternative Treatment Use for Headache, Among Those
With a Migraine Diagnosis

Treatment Use ‘ Number ‘ Percent
Have tried complementary/alternative treatment(s)
Yes 1,688 96.2
No 67 38
Of those who have tried complementary/alternative treatment(s), type(s) tried
Vitamins, herbs, and other OTC supplements 1,468 87.0
Dietary changes 1,101 652
Massage therapy’ 965 57.2
Exercise 921 54.6
Chiropractic therapy” 893 52.9
Sleep schedule changes 784 464
Acupuncture or dry needling 715 24
Physical therapy 713 22
Cannabidiol (CBD) 698 414
Oral or dental device 642 380
Support groups 565 335
Yoga or tai chi’® 565 335
Cannabis or medical marijuana 443 262
Reiki 180 10.7
Occupational therapy 126 75
Other 120 7.1

! Includes a small number of “other” respondents who wrote in myofascial release.

% Includes a small number of “other” respondents who wrote in osteopathic manipulation.

* Includes a small number of “other” respondents who wrote in pilates.

Note: n = 1,688. Respondents could check all that apply. Totals will sum to more than 1,688 and 100%. OTC = over-the-counter.

It is worth noting that although only a small number reported “other” options, one frequent response was ice or heat (1%, not
shown). We expect that this and others, like essential oils (1%) and visual devices or accommodations (e.g., glasses, 1%), may have been
much higher had they been response options provided on the survey.

Respondents reported a range of barriers accessing non-pharmacological treatments, likely attributable to the range in treatments
encompassed in this category. The top reason, reported by over three-quarters of respondents, was cost (76%), followed by obtaining
insurance coverage (53%). Access to a healthcare professional who was knowledgeable about the desired treatment rounded out the top

three reasons (48%), while perceived stigma toward the treatment was the least common of the responses on the survey (16%) (Table 5).

Table 5. Barriers Encountered Accessing Non-Pharmacological Treatments, Among Those With a Migraine Diagnosis

Treatment barrier Number Percent

Costs (including those not covered by insurance) 1,148 76.5
Obtaining insurance approval for treatment 802 534
Finding a HCP with preferred knowledge 716 47.7
Concerns about efficacy of a treatment 564 37.6
Finding a HCP who accepts insurance plan 520 346
Concerns about lack or quality of research on a treatment 484 322
Travel or transportation to HCP 333 22
Stigma or perception of the treatment 241 16.1
Other 85 5.7

Concerns about safety/side effects or contraindicated 13 09

General access or legality issues 17 L1

Access/legality of medical cannabis or psilocybin 12 0.8

Note: n = 1,501. Respondents could check all that apply. Totals will sum to more than 1,501 and 100%. HCP = healthcare professional.

Respondents were also able to share other access barriers to using non-pharmacological treatments. Among the 6% who provided

an additional response, the most common were concerns related to safety, side effects, or contraindications due to other conditions (1%)
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and general access issues largely related to legality (1%). For the latter response, most specified access to medical cannabis or psilocybin,
specifically (Table 5).

Overall Treatment Satisfaction

Finally, we examined respondents’ satisfaction with both their pharmacological and non-pharmacological treatments. Given that
this sample has a high frequency of headache days and has tried many treatments, it may not be a surprise that only 9% were very satisfied
with their current treatment plan. Of the remaining respondents, roughly equal proportions were satisfied (29%), felt neutral (31%), or

were either dissatisfied or very dissatisfied (32%) (Figure 11).

Figure 11. Satisfaction with Current Headache Treatment Plan, Among Those With a Migraine Diagnosis

Very -
satisfied Satisfied
8.6% 28.7%

Neutral
30.8%

Note: n = 1,719. Respondents were asked to consider all pharmacological and non-pharmacological treatments.

DISCUSSION

In this brief, we focus on the CHAMP HDPAS sample with a self-reported migraine diagnosis from a healthcare professional. The

majority are considered to have CM and about a quarter had a high frequency of CM as measured by the average number of headache
days per month.¥ This presents a unique sample for exploring early steps in the migraine journey. In terms of seeking help from a
healthcare professional and receiving a diagnosis, we found that timing was split. In both cases, just under 40% sought help or received a
diagnosis within 6 months, while just over 52% waited 1 year or more.

We gained new insights into why some people waited to seek help from a healthcare professional for their headaches, a topic for
which there is insufficient research. Top reasons included: wanting to see if the headaches would improve on their own; uncertainty
with whom to make an appointment; and thinking the headache symptoms were normal, something else, or something they should just
manage on their own. Age, and lack of agency due to being underage, was an overlooked reason. Many who reported an “other” reason
for waiting said it was because they were too young to make their own appointment or did not feel their symptoms were believed as a
child. CHAMP and its coalition participants are addressing this issue through programs like Migraine at School, a resource for the school-
aged population with migraine, their parents, and educators.

9 In our first report, we also show that the sample is majority chronic when validated against the AMS/AMPP migraine diagnostic module and
Silberstein-Lipton criteria for chronic migraine.
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Overall, we found much higher rates of pharmacological treatment use than most prior research, likely due to this sample
having higher headache frequency and being associated with a patient advocacy group. The vast majority of people with a migraine
diagnosis had tried prescription preventives, prescription acute treatments, and OTC treatments for their headaches, currently or in the
past. In fact, just over half reported trying 10 or more pharmacological treatments at various points.

We also found high rates of non-pharmacological treatment utilization. Nearly everyone in this sample had used one of the
complementary or alternative therapies listed, and biobehavioral treatments were reported by about 70% of the sample. However,
device usage lagged, with less than 1 in 5 reporting ever trying one. Across treatment types, all respondents reported using some
pharmacological or non-pharmacological treatment currently or in the past to treat their headaches (n = 1,770).

Yet despite this high overall treatment usage, people were not particularly satisfied with their overall treatment plan. Just under
two-thirds were neutral to very dissatisfied, in fact. Effectiveness and side effects were the top reasons reported for stopping both acute
and preventive headache treatments. For non-pharmacological treatments, there were also common barriers like cost and difficulty
obtaining insurance coverage. These barriers may partly explain why device usage lags behind that of other non-pharmacological
treatments.

These findings speak to the complexity of treating migraine, especially for the majority of our sample with CM who continue to have
unmet treatment needs despite trying numerous treatments. On average, respondents have been experiencing their most severe headache
type for 26 years (sd = 14.8). For most, this is likely to be migraine. While we do not know how long respondents have experienced CM,
these findings illustrate the complex and often lifelong treatment journey. As such, we advocate for continued research to understand and
improve the migraine patient experience for all those who are burdened by this disease. In particular, we highlight the need to include
more people with CM in clinical trials as they may have comorbidities that influence treatment use and effectiveness in important ways.

As in our first brief, we acknowledge the limitations to our survey. By targeting members of the CHAMP community and CHAMP
coalition participants’ communities, we attracted a group that not only has more disabling symptoms of migraine disease but also may
be more motivated and educated about their disease than average. Our survey may also be susceptible to certain sources of bias, such as

recall bias and social desirability bias. These limitations should be kept in mind when making generalizations to broader audiences.
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