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EXECUTIVE SUMMARY

The Coalition for Headache and Migraine Patients (CHAMP) surveyed its communities during the winter of 2019-2020. The goal
was to collect data to support the coalition’s advocacy efforts for more research, better treatments, and improved access for people with
headache diseases. Participants were recruited to the web-based survey through social media, newsletters, and the CHAMP website. The
questions 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 (HDPAS). In this brief,
we share findings from the 1,770 who self-reported receiving a medical diagnosis of migraine from a healthcare professional (HCP).
Specifically, we report on experiences with the HCP primarily responsible for their headache treatment, barriers to accessing a HCP, visits
with a headache specialist, emergency medical care and hospitalizations, and insurance barriers.

The majority of our respondents were 40 years old or older (75%), women (93%), white (91%), and non-Hispanic (95%).
Additionally, most of this sample reported 15 or more monthly headache days (61%), on average. In fact, 34% reported headache on 25

days or more per month (Table 1).

Key findings from the analysis:

o Among those who were under treatment for their headaches, most were currently seeing a headache specialist (35%) or neurologist
(non-headache specialist) (34%) (Figure 2).

o Across all respondents, just over half (51%) were unable to schedule an initial appointment with the HCP who primarily treats their
headaches within 1 month.

° By HCP type, 82% of those who were currently seeing a primary care provider were able to schedule an initial appointment
within 1 month, compared to 34% of those seeing a headache specialist (Figure 3).

 During a regular appointment, most respondents (56%) reported spending 15 to 30 minutes with the HCP who primarily treats

their headaches.
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° 22% of those currently seeing a headache specialist for their headaches reported appointments lasting 31 minutes or longer,
compared to 9% of those seeing a neurologist (Figure 4).

« On average, most respondents (60%) “almost always” or “often” felt these appointment times were sufficient.

° 71% of those currently treated by a headache specialist said their appointment times were “almost always” or “often”
sufficient, compared to 48% who were seeing a neurologist (Figure 5).

 On average, most respondents (68%) were “satisfied” or “very satisfied” with the HCP who primarily treats their headaches.
° 82% of those currently treated by a headache specialist were “satisfied” or better with their HCP, while 64% of those seeing a
primary care provider and 56% of those seeing a neurologist were similarly satisfied (Figure 6).
 The most common barriers to accessing a HCP who could treat their headaches was finding one with two particular skills: preferred
knowledge (62%) or compassion (54%) (Figure 7).
o Among those who were referred to a headache specialist and had scheduled an appointment, 32% reported a wait time of 4 months or
more between their referral and first appointment. In fact, 12% waited 7 months or more (Figure 8).

° Just under half (49%) traveled more than 1 hour to their headache specialist appointment, while 24% reported the furthest
they had traveled was 30 minutes or less (one way) (Figure 10).

o In the prior year, 38% of respondents had visited an emergency room or urgent care clinic for treatment of their headaches (Figure 11),
and 9% had been admitted to the hospital at least one time for treatment of their headaches (Figure 12).

o Among various insurance barriers to migraine treatments, 87% of respondents had experienced prior authorizations, 82% medication
dose limits, 77% step therapy, and 68% denial of treatment coverage (Table 2).

« Patterns of migraine treatment coverage denials, treatments being moved to higher cost tiers, and forced switching between treatments
differed by insurance type.

° For example, 80% of those currently on Medicaid and 77% of those on Medicare reported experiencing the denial of
coverage for a migraine treatment at some point in the prior 5 years, compared to 45% of those on a military insurance plan
(Figure 13b).

o On monthly headache-related out-of-pocket health care costs, 63% of respondents reported spending $100 or more, with 16%
reported spending $500 or more (Figure 14).

INTRODUCTION

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

headache diseases, along with healthcare professionals (HCPs), medical and scientific clinicians, researchers, and other leaders in the
field, to enhance communication, provide support, and advocate for people living with headache diseases. From late November 2019 to
late February 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. This brief focuses on respondents’ experiences with healthcare and

HCPs, and barriers encountered as a result of insurance or underinsurance.
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BACKGROUND

Although there is a body of research examining whether people with migraine seek care and are successful in traversing barriers to optimal

care,'” less studied are the medical professionals treating patients with migraine (for exceptions see Bigal et al.® and Buse et al.”), how outcomes
vary by types of providers, and how insurance status and type influence the migraine patient experience. Here we provide some of the prior
research before sharing findings from the CHAMP HDPAS.

HCPs Who Treat Migraine

Data from the Chronic Migraines Epidemiology and Outcomes (CAMEO) study revealed that overall 29.4% of those with migraine were
currently seeing a HCP for headache, including 27.6% of those with episodic migraine (EM) and 40.8% of those with chronic migraine (CM).”
The vast majority of those with EM saw a general practitioner or family physician (72.4%), as did just over half of those with CM (54.7%).
Neurologists were the next most common type of provider consulted, for 15.7% of those with EM and 27.1% of those with CM. Less frequently
seen were nurse practitioners or physician assistants (5.9% EM; 7.8% CM), pain specialists (2.5% EM; 6.6% CM), headache specialists (2.0% EM;
3.3% CM), or obstetricians/gynecologists (1.6% EM; 0.4% CM).

Treatment Outcomes by HCP Type

Prior research has shown that consulting different types of providers may lead to different outcomes for those with migraine. Patients
spend twice the amount of time with headache specialists relative to primary care providers (PCPs) and are much more satisfied with headache
specialists compared to PCPs for migraine or headache treatment.® Furthermore, those consulting with specialists (headache specialists, pain
management specialists, and general neurologists) were 1.5 times more likely to get an accurate diagnosis of chronic migraine relative to those
who saw PCPs.* One study on the experiences of children with migraine compared treatment under headache specialists relative to other
neurologists and found that neurologists less frequently prescribe triptans, a migraine-specific prescription acute treatment, although this

difference was found without controlling for migraine severity.’

Emergency Visits for Headache and Migraine

In addition to consulting HCPs in clinics, a significant number of patients also visit the emergency department (ED) for headache and
migraine.'®! Head pain is the primary reason for visiting the ED in approximately 2% of all cases.!* More specifically, hospital records from
2010 estimated that 1.2 million people visited the ED for migraine."* It is also estimated that about 26% of those who initially visited the ED
for migraine revisited the ED for migraine within 6 months." A review of ED visits for migraine in New York City found that 81% of patients
had experienced a similar headache before, but 55% said it was the worst they had ever experienced, which led them to seek emergency care.
This is despite the fact that 53% said they had seen a HCP for head pain before and even 27% had taken daily medication to prevent headache,

suggesting that for many, migraine is still poorly managed."*

Insurance: Both Access and Barrier

Insurance is associated with other migraine healthcare outcomes such as differences in treatment coverage. One study examining triptan
coverage found significant varjations across types of private and government plans, with respect to the types covered and the barriers to obtaining
each type of triptan. This research also highlighted that some insurance plans may have up to five co-payment tiers, impose medication quantity
limits, and require step therapy, while others require prior authorizations, all of which may reduce access to these acute medications." Those
who were uninsured, on Medicaid, or on workers compensation were also more likely to not receive standard migraine acute and preventive
medications in ambulatory sites of care relative to the privately insured.'® Health insurance coverage of any kind meant people with migraine
were more likely to consult a HCP, get an accurate diagnosis, and be treated with a minimally appropriate acute and preventive pharmacological

approach,” which highlights the need for more studies to examine differences in the healthcare experience by type of insurance.
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METHODS

Sur vey and Sample For full details on the methods, sample,
CHAMP and its coalition participants recruited respondents to the web-based and demographics of the CHAMP
Headache Disease Patient Access

survey primarily through social media, newsletters, and website traffic. The survey 5 . firet bricf
urvey, please see our first brief,

questions asked respondents about their headache symptoms; experiences with “Coalition for Headache and Migraine

diagnosis, HCPs, and appointments; efficacy of and access to treatments; and stigma. Patients Headache Disease Patient

CHAMP has used and will continue to use the information collected to help inform its Access Suryey: An Introduchgn to the
Methods and Sample:

work to increase treatment access for patients.
A total of 3,514 respondents initiated the survey, but only 3,054 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, making them

eligible for the study (Figure 1). Of the eligible respondents, 2,037 (67%) completed the survey. We define survey completers as eligible

respondents who made it to the final page of the survey and answered at least one question (Figure 1).

Figure 1. Survey Sample Flowchart

Opened Survey
(n = 3,514)

Consented & Met Did Not Consent or
Eligibility Criteria Were Ineligible
(n = 3,054) (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 results for the subsample of 1,770 eligible survey completers who endorsed a single item: “I have been
diagnosed by a HCP with this headache type: migraine, any type” (Figure 1). Note that in this sample with a self-reported medical
diagnosis (SR-MD) of migraine, 62% reported at least one additional headache diagnosis. Therefore, in most of the analyses, we cannot
say whether respondents were responding to the question with migraine, another headache type, or more than one headache type
in mind.

Analyses used all available data. For any given analysis, data may be missing for some of the 1,770 people with a SR-MD of
migraine.” 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 categorized these respondent-reported write-in
responses through multiple rounds of review and consensus.

*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.



https://headachemigraine.org/headache-study-brief-1-and-2/
https://headachemigraine.org/headache-study-brief-1-and-2/
https://headachemigraine.org/headache-study-brief-1-and-2/
https://headachemigraine.org/headache-study-brief-1-and-2/
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RESULTS

Sample Demographics

The majority of the CHAMP HDPAS sample with a SR-MD of migraine were 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 was more varied. About 48% of respondents reported a total annual 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. Characteristics of the CHAMP HDPAS Sample With a Migraine Diagnosis

Demographic measure ‘ Number Percent
Age
18-29 years 121 6.8
30-39 years 318 18.0
40-49 years 543 30.7
50-59 years 490 277
60—64 years 207 11.7
65 years or older 91 5.1
Gender
Men 99 5.7
Women 1,620 92.6
Gender variant or nonbinary 26 15
Other # #
Race
White, only 1,563 90.8
Non-white (incl. multiracial) 158 9.2
Hispanic
78 4.6
Total household income
Less than $50,000 726 47.8
$50,000-$74,999 266 17.5
$75,000 or more 527 347
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 38.7
Bachelors degree 510 29.1
Graduate degree 398 22.7
Work or school status'
Employed full time 596 337
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 10.2
Medical, parental, or other short-term leave 33 19
Not employed - not disabled 94 53
Disabled or on disability 507 287
Work or school status, other 81 46
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Table 1. Characteristics of the CHAMP HDPAS Sample With a Migraine Diagnosis, Continued

Demographic measure Number Percent
Average number of headache days per month
0-7 days 354 21.2
8-14 days 300 18.0
15-24 days 440 26.4
25 days or more 576 34.5
Insurance type
Employer plan 923 52.7
Medicare/Medicare Advantage 239 13.6
Medicaid 163 9.3
Individual plan (ACA or other) 129 7.4
Military or other public plan 57 3.3
Short-term insurance plan 6 0.3
Multiple insurance types 173 9.9
Uninsured 62 3.5

! 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 and those who responded “prefer not to answer” or “I don't know” are not reported.

Among respondents with a SR-MD of migraine, the mean number of headache days per month over the past 3 months was 17.6 days."
About 39% reported 14 headache days per month or fewer, while 61% experienced headache on 15 days per month or more (Table 1).
Just over half of respondents reported they were currently on an employer-issued insurance plan (53%), 14% were on Medicare or a

Medicare Advantage plan, 9% Medicaid, and 10% reported being covered by multiple insurance types, while 3.5% were uninsured (Table 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, especially knowing many would have
multiple headache types. Our report maintains the wording of the survey for consistency.
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HCPs who Treat Respondents’ Headaches and Appointment Characteristics

We asked respondents to tell us the type of HCP who primarily treats their headaches. Among those who were currently under
treatment for their headaches (95%), most were seeing a headache specialist (35%) or general neurologist, non-headache specialist
(34%). An additional 23% were seeing a PCP of some type. A minority of respondents (all less than 5%) reported they primarily received
treatment from a pain management specialist, other neurology specialist, obstetrician/gynecologist, mental health professional, or other
HCP type (Figure 2).
Figure 2. Type of HCP Primarily Responsible for Treating Headaches, Among Those With a Migraine Diagnosis Who

Are Under HCP Care
40% —

35%
30%
25%
20%
15%
10%

5%

1.3%

Headache General Primary care Pain Physician Other Obstetrician/ Other
specialist ~ neurologist provider management assistant or neurology  gynecologist
specialist nurse specialist
practitioner

0.5% 0.4%

0%

Note: Total (n) = 1,682. Excluded are the respondents for whom the healthcare professional primarily responsible for treating their headache is an emergency department
or urgent care clinic (n = 7) or those who are not currently under the care of a healthcare professional (n = 81). Additionally, there were too few cases to report those who
said they were primarily treated by a mental health practitioner. Primary care providers include family practitioners and internal medicine physicians. HCP = healthcare
professional.

We asked respondents a series of questions about their appointments with the HCP who primarily treats their headaches. This
includes how long it took to schedule their first appointment, how much time that HCP spent with them during a regular appointment,
and their satisfaction both with the time spent in appointments and the HCP, in general.

First, we present aggregate (or total) responses for all those with a SR-MD of migraine, then we show the results broken down by the
three most commonly reported HCP types seen and “other” HCPs. For the disaggregated results, we ran chi-square tests of independence
to determine if there was a statistically significant relationship between HCP type and appointment characteristic or HCP satisfaction. In
some cases, we also ran post-hoc tests in order to make statements about statistically significant group differences.

As we discuss these results, note that we focus on PCPs, headache specialists, and neurologists since the “other” category was
reported much less often and contains a very heterogeneous mix of HCP types: pain management doctors, obstetricians/gynecologists,

dentists, mental health providers, advanced practice providers and nurse practitioners, acupuncturists, chiropractors, other neurological

specialists, and other HCPs.
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First Appointment Wait Times
For first appointments, wait times were relatively short. Across all respondents with a SR-MD of migraine, just under half (49%)
were able to schedule an initial appointment with the current HCP who primarily treats their headaches within 1 month. An additional

36% waited 1 to 3 months to see that HCP after scheduling the appointment (Figure 3).

Figure 3. Length of Time Reported Between Scheduling First Appointment and Seeing the HCP Who Primarily Treats
Their Headaches, Among Those With a Migraine Diagnosis Who Are Under HCP Care

. [esSiiiah . 1-3 months I:l 4—-6 months I:l JAmenths

1 month or more

All respondents 4.4%

By HCP type 1.8%
Primary care provider 81.9% 14.0% I 2.3%
General neurologist 41.1% 43.1% 4.0%
Headache specialist 33.6% 45.5% 6.3%
All other 61.2% 28.1% 3.3%

| | | | J

0% 20% 40% 60% 80% 100%

Note: Total (n) = 1,665. Primary care providers include family practitioners and internal medicine physicians. The “All other” category includes pain
management specialist, obstetrician/gynecologist, dentist, psychiatrist, psychologist or other mental health professional, advanced practice provider
(including nurse practitioner or physician assistant), acupuncturist or chiropractor, other neurological specialist, and provider (not specified). Pearson
X* = 249.2; p < 0.001. HCP = healthcare professional.

The distribution of wait times for first appointments varied by the type of HCP respondents were currently seeing for headache
(x* ((9), N = 1,665) = 249.2, p < 0.001). While 82% of those currently seeing a PCP for their headaches were able to schedule their first
appointment in less than 1 month, just 41% of those currently seeing a neurologist and 34% of those seeing a headache specialist had a
first appointment that quickly. This means that 59% of those seeing a neurologist and 66% of those seeing a headache specialist waited 1

month or more. In fact, about 20% of those seeing a headache specialist for headache treatment waited 4 months or more.
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Time Spent in Regular Appointments
During a regular (follow-up) appointment, most respondents (56%) reported spending 15 to 30 minutes with the HCP who
primarily treats their headache and an additional 15% reported longer appointment times. However, 29% spent fewer than 15 minutes

with their HCP during a regular appointment (Figure 4).

Figure 4. Amount of Time Spent With the HCP Who Primarily Treats Their Headaches During a Regular
Appointment, Among Those With a Migraine Diagnosis Who Are Under HCP Care

Less than : . More than
15 minutes . 15-30 minutes |:| 31-60 minutes |:| 60 minutes

All respondents 28.7% 56.3% 1.4%
By HCP type
Primary care provider 29.0% 57.1% 1.5%
General neurologist 37.8% 53.2% 0.7%
Headache specialist 2.0%
All other 0.8%
| | | | |

0% 20% 40% 60% 80% 100%

Note: Total (n) = 1,664. Primary care providers include family practitioners and internal medicine physicians. The “All other” category includes pain management
specialist, obstetrician/gynecologist, dentist, psychiatrist, psychologist or other mental health professional, advanced practice provider (including nurse practitioner or
physician assistant), acupuncturist or chiropractor, other neurological specialist, and provider (not specified). Pearson x* = 69.4; p < 0.001. HCP = healthcare professional.

Appointment length varied by HCP type (x* ((9), N = 1,664) = 69.4, p < 0.001). Specifically, people with migraine who were
currently treated by a neurologist (non-headache specialist) reported significantly shorter appointments, on average, than those currently
treated by a PCP (p < 0.05) or headache specialist (p < 0.001) based on post-hoc t-tests. For this analysis, it helps to read Figure 4 from
right to left. While 22% of those currently seeing a headache specialist for their headaches reported appointments lasting 31 minutes or

longer, just 14% of those currently seeing a PCP and 9% of those seeing a neurologist reported appointments that length (Figure 4).
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Satisfaction with Time Spent in Regular Appointments

On average, most respondents (60%) “almost always” or “often” felt these appointment times were sufficient (Figure 5). However,
these ratings varied by the type of HCP they were currently seeing for their headaches (x* ((12), N = 1,668) = 79.7, p < 0.001).
Disaggregated by HCP type, 71% of people with a SR-MD of migraine who were currently treated by a headache specialist said their
appointment times were “almost always” or “often” sufficient, while 60% of those seeing a PCP and 48% seeing a neurologist said the same

(Figure 5).

Figure 5. Agreement that Time Spent With the HCP Who Primarily Treats Their Headaches During a Regular
Appointment is Sufficient, Among Those With a Migraine Diagnosis Who Are Under HCP Care

. Often D Sometimes D Rarely I:l Never

. Almost always

All respondents 5.3%
By HCP type
Primary care provider 38.6% 21.6% 5.4%
General neurologist 30.0% 18.2% 8.1%
Headache specialist 49.0% 22.3% 2.6%
All other 37.2% 18.2% 5.0%
| | | | |

0% 20% 40% 60% 80% 100%

Note: Total (n) = 1,668. Primary care providers include family practitioners and internal medicine physicians. The “All other” category includes pain management
specialist, obstetrician/gynecologist, dentist, psychiatrist, psychologist or other mental health professional, advanced practice provider (including nurse practitioner or
physician assistant), acupuncturist or chiropractor, other neurological specialist, and provider (not specified). Pearson x* = 79.7; p < 0.001. HCP = healthcare professional.
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Satisfaction with HCPs Who Treat Headaches

On average, most respondents (68%) were “satisfied” or “very satisfied” with the current HCP who primarily treats their headaches
(Figure 6). These ratings also varied by HCP type (x* ((12), N = 1,666) = 150.0, p < 0.001). When we looked at satisfaction with HCPs
broken down by HCP type, we found 82% of respondents being treated by a headache specialist were “satisfied” or better with their HCP.

However, only 64% of those seeing a PCP and 56% seeing a neurologist were similarly satisfied (Figure 6).

Figure 6. Satisfaction With the HCP Who Primarily Treats Their Headaches, Among Those With a Migraine
Diagnosis Who Are Under HCP Care

- Very satisfied - Satisfied - Neutral D Dissatisfied D Very dissatisfied

All respondents 3.8%
By HCP type
Primary care provider 34.2% 4.4%
General neurologist 24.0% 32.3% 25.0% 6.0%
Headache specialist 54.3% 27.3% 11.7% 1.2%
All other 36.4% 25.6% 22.3% 5.0%
I I I I |

0% 20% 40% 60% 80% 100%

Note: Total (n) = 1,666. Primary care providers include family practitioners and internal medicine physicians. The “All other” category includes pain management
specialist, obstetrician/gynecologist, dentist, psychiatrist, psychologist or other mental health professional, advanced practice provider (including nurse practitioner
or physician assistant), acupuncturist or chiropractor, other neurological specialist, and provider (not specified). Pearson x2 = 150.0; p < 0.001. HCP = healthcare
professional.
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Barriers to Accessing Any HCP

We asked survey respondents to share with us the barriers to accessing a HCP who could treat their headaches. The question
provided six answers as well as an option for respondents to select “other” and write in additional reasons. While analysts were coding
these write-in responses, it became clear that because this question was presented after a series of items about headache specialists (see
next section), some respondents misread the question to refer to barriers to seeing a headache specialist not any HCP. We estimate this
occurred for at least 14% of write-in responses, and readers should keep this in mind while interpreting the responses in Figure 7.

Among the provided answers, the most common barriers to accessing a HCP who could treat their headaches was finding a HCP
with two particular skills: preferred knowledge (62%) or compassion (54%). After that, the barriers were more logistical, such as paying
for costs not covered by insurance (47%), difficulty scheduling an appointment (37%), or finding a HCP who takes their insurance
(including those who were uninsured or underinsured, 32%). Finally, 25% reported that travel, transportation, or distance was a barrier

(Figure 7).

Figure 7. Barriers Encountered Accessing a HCP to Treat Headaches, Among Those With a Migraine Diagnosis

70% —
60%
50%
40%
30%
20%

10%

0%

Finding a Finding a Paying for Difficulty Finding a Travel or Other!
HCP with HCP with costs not scheduling HCP who transpor-

preferred  compassion coveredby anappoint-  accepts my tation
knowledge insurance ment insurance

! See the Coalition for Headache and Migraine Patients website for a supplemental table (Table S.3.1. https://headachemigraine.org/survey-briefs/supplemental-tables/)
that provides specific write-in responses provided by “other” respondents.

Note: Total (n) = 1,645. Respondents could check all that apply. Totals will sum to more than 1,645 and 100%. Because this question came after a series of questions about
headache specialists, we believe that some survey takers misread the question as barriers to accessing a headache specialist, not any healthcare professional. See text for
details. HCP = healthcare professional.

Although most respondents endorsed the barriers to accessing a HCP who could treat their headaches provided in the survey, about
10% selected “other” and wrote in options of their own. Analysts coded these into categories, but few common groupings emerged and
most were reported by just a few respondents. The most commonly reported “other” reasons were various types of stigma (2%), other

insurance issues (less than 1%), and that they or their doctor had exhausted all treatment options (less than 1%) (not shown).*

+ Complete data on the “other” write-in results can be found in supplementary Table S.3.1. on the survey section of the CHAMP website (https://
headachemigraine.org/survey-briefs/supplemental-tables/).



https://headachemigraine.org/survey-briefs/supplemental-tables/
https://headachemigraine.org/survey-briefs/supplemental-tables/
https://headachemigraine.org/survey-briefs/supplemental-tables/
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Headache Specialists and Appointments
Among those who were referred to a headache specialist and had scheduled an appointment, 32% reported a wait time of 4 months
or more between their referral and first appointment.® In fact, 12% reported a wait of 7 months or more for their first appointment with a

headache specialist (Figure 8).

Figure 8. Longest Wait Between Referral and First Appointment, Among Those With a Migraine Diagnosis Who Were
Referred to a Headache Specialist

More than 12 months 4.2% 7-12 months 8.0%

Note: Total (n) = 1,164. An additional 556 respondents reported never having been referred to a headache specialist, and 36 reported being referred but never scheduling
an appointment.

§ We expect that for those respondents who had seen a headache specialist but didn’t require a formal referral, they responded from the time they
tried to schedule the appointment until they were seen by the headache specialist.




CHAMP Survey Brief 3

There was more variation in how far respondents had ever traveled to a headache specialist one-way. Still, over half (53%) traveled

31 miles or more (Figure 9) and nearly half (49%) traveled more than 1 hour (Figure 10).

Figure 9. Farthest Traveled One Way in Distance to See a  Figure 10. Farthest Traveled One Way in Time to See a
Headache Specialist, Among Those With a Headache Specialist, Among Those With a
Migraine Diagnosis Migraine Diagnosis

More than
3 hours
18.2%

More than
100 miles
23.1%

61 mins—3 hours

31-100 miles 31.3%

30.0%

Note: Total (n) = 1,157. Note: Total (n) = 1,106.
An additional 36 respondents reported they had been referred to a headache specialist but never scheduled an appointment. When
asked why, the most common reasons were travel or transportation barriers (including distance) (n = 9) and various insurance barriers (n

= 6). The remaining responses were too varied to categorize.
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ED, Urgent Care Visits, and Hospitalizations
In the prior 12 months, 38% of respondents had visited an ED or urgent care clinic for the treatment of headache (Figure 11), while

about 9% had been admitted to the hospital for headache treatment (Figure 12).

Figure 11. Number of ED or Urgent Care Clinic Visits in  Figure 12. Number of Hospital Admissions in the Past 12
the Past 12 Months for Headache, Among Those Witha  Months for Headache, Among Those With a
Migraine Diagnosis Migraine Diagnosis

5 or more 7.8% 5 or more 1.1%

Note: Total (n) = 1,709. ED = emergency department. Note: Total (n) = 1,676.

Insurance Barriers and Out-of-Pocket Costs

In this final section, we review the results of a series of questions about six insurance barriers to accessing treatments. These items
were asked of only those respondents who had reported being under the care of a HCP for their headaches in the previous 5 years with at
least some part of their treatment covered by insurance. Each of these barriers was widely reported.

Specifically, we asked about the experiences of insurance companies setting medication dosage limits, denying treatments, and
moving a treatment to a higher insurance tier (i.e., causing higher out-of-pocket or co-pay costs). We asked about prior authorization, a
process that occurs when a HCP or medical office must certify to an insurance company that a treatment is necessary for a patient. We
asked about step therapy, a process in which patients are made to try one or more other treatments before an insurer will approve the one
prescribed by their HCP. Finally, we asked about the experience of being switched from one drug to another of the same type or class (e.g.,

from one triptan to another triptan).
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Among those who were aware of encountering these barriers (column 3, Table 2), the highest percentage had been affected by
prior authorizations (87%) and medication dose limits (82%). Over three-quarters had experienced step therapy (77%), 68% had been
denied coverage of a treatment for headache, and 63% had a headache treatment moved to a higher cost tier. Lastly, just under half (48%)

reported they had been forced to switch between headache treatments in the same class because of their insurance (Table 2).

Table 2. Insurance Barriers Ever Encountered Accessing Treatments for Headache, Among Those With a
Migraine Diagnosis

Insurance barrier Number Percent of all respondents | Percent of yes/no respondents

Prior authorization for treatment

Yes 1,363 824 87.2

No 200 12.1 12.8

I don't know 91 55 -
Set medication dose limits

Yes 1,272 76.9 824

No 271 164 17.6

I don't know 112 6.8 -
Step therapy'

Yes 1,162 70.2 774

No 339 20.5 22.6

I don't know 154 93 --
Denied treatment coverage

Yes 1,016 61.5 68.0

No 479 29.0 32.0

I don't know 158 9.6 --
Moved treatment to higher cost tier

Yes 821 49.6 62.8

No 486 294 37.2

I don't know 347 21.0 -
Forced switching between treatments in same class

Yes 730 440 485

No 776 46.8 51.5

I don't know 152 9.2 --

! Step therapy, or fail first, occurs when an insurance company requires a person to try other treatments before approving a new one that was prescribed by a healthcare
professional.
Note: Includes all eligible respondents with valid data. Total (n) = (varies) 1,653 to 1,658.

When we include those who were unsure if they had faced these barriers (column 2, Table 2), we find that uncertainty of exposure
varies. Whereas 6-7% were unsure whether they had ever been subject to prior authorizations or medication limits and 9 ~10% were
unsure about experiencing step therapy, coverage denials, or forced switching, 21% were unsure whether a headache treatment had ever

been moved to a higher cost tier (Table 2).
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Analyses in Figures 13a and 13b are based on the sample of respondents who knew whether they had ever been subjected to these
insurance barriers (i.e., only the “yes” or “no” responses) and disaggregated by current insurance type. Figures also display the percentage
who reported “yes” for only five insurance types: 1) employer coverage, 2) individual plans, 3) Medicaid, 4) Medicare/Medicare
Advantage, and 5) military insurance plans (including Tricare and VA coverage).

We acknowledge that because we ask about current insurance coverage and having ever experienced insurance barriers, we cannot
say with certainty that respondents experienced these barriers on their current insurance. We have excluded those who were uninsured
and multiply insured because of the added level of ambiguity. Those who said they did not know their insurance type were excluded due

to small numbers.

Figure 13a. Percentage of Respondents Who Ever Experienced Various Insurance Barriers, by Current Insurance
Type, Among Those With a Migraine Diagnosis

Employer, Individual Medicaid, Medicare/ Military (incl.
- only - plans, only D only D Medicare Ady, D Tricare & VA,
only only)

100% [

90% [

80%

70%

60%

50%
93.5%
89.9%

82.1% 81.0%)||81.0% 83.2%I 1 g1.19%

40%

71.4%

61.5%

30%

20%

10%

0%
Prior authorization Set medication dose Step therapy'*
for treatment* limits

See notes in Figure 13b.
While tests suggest weak differences in the distribution of responses for those who have faced prior authorizations and step therapy
across insurance types (both p < 0.10), there were more apparent differences in coverage denials (p < 0.001), treatments being moved to

higher cost tiers (p < 0.001), and forced switching (p < 0.05) across insurance types.
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Eighty percent of those currently on Medicaid reported coverage denials, followed by 77% of those on Medicare. Similarly, those
currently covered by Medicaid and Medicare most often reported forced switching between migraine treatments (56% and 57%,
respectively). Respondents with military insurance plans reported the lowest rates of coverage denials and forced switching (45% and
40%, respectively). Of those currently on Medicare, 75% reported a treatment had been moved to a higher cost tier, compared to 41% of

those on Medicaid and 38% of those on a military insurance plan (Figure 13b).

Figure 13b. Percentage of Respondents Who Ever Experienced Various Insurance Barriers, by Current Insurance
Type, Among Those With a Migraine Diagnosis, Continued

- Employer, - Individual I:l Medicaid, I:l Medicare/ l:, Military (incl.

only plans, only only Medicare Ady, Tricare & VA,
only only)
100% [
90% [
80% [
70% [
60%
50%
Ve 79.6%
%!177.3% 7%
30%
56.3%56.6%
20% 44.8% )
o 40.6% 37.5% 40.0%
10%
0% : L
Denied treatment Moved treatment to Forced switching
coveragef’ higher cost tier? between treatments

in same class**

p < 0.001;** p < 0.05,* p < 0.01.
! Step therapy, or fail first, occurs when an insurance company requires a person to try other treatments before approving a new one that was prescribed by a healthcare
professional.

Note: Total (n) = (varies) 1,127-1,333. Respondents were asked about their current insurance and whether they ever encountered various insurance barriers. Therefore,
there is some ambiguity between whether these barriers are related to current insurance.
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Finally, we asked respondents to share how much they spent out of pocket on all headache-related healthcare expenses on a monthly

basis. Nearly two-thirds (63%) reported spending $100 or more, and about 16% reported spending $500 or more per month (Figure 14).

Figure 14. Total Monthly Out-of-Pocket Costs on All Headache-Related Healthcare Expenses, Among Those With a
Migraine Diagnosis

$1,000 or more 5.6% 500-$999 10.7%

Note: Total (n) = 1,765. Question asked respondents to consider insurance premiums, deductibles, co-insurance, co-pays, medication costs, other treatments, etc.

DISCUSSION

In this brief, we focus on the CHAMP HDPAS sample with a SR-MD of migraine from a HCP. As in our previous briefs, we

acknowledge some limitations. By recruiting members of the CHAMP and CHAMP coalition participants’ communities, we attracted a

group that has more disabling symptoms of migraine disease. The majority were considered to have CM, and about a quarter had high-
frequency CM as measured by the average number of headache days per month.® Respondents from the CHAMP community also may
be more motivated and educated about their disease than average. Survey results may also be susceptible to certain sources of bias, such as
recall bias and social desirability bias. All of these limitations should be kept in mind when making generalizations to other audiences.

That said, we believe that our study presents a unique opportunity for understanding healthcare experiences in people with high-
frequency migraine to inform clinical practice, future research, and advocacy efforts.

Across all those who were receiving treatment for headaches, most were currently seeing a headache specialist or neurologist.
However, there were differences in appointment characteristics and HCP satisfaction by the type of HCP seen. Compared to those
seeing a general neurologist, those currently seeing a headache specialist for their headache care reported spending more time with their
HCP during regular appointments and greater satisfaction with both appointment lengths and their current HCP. However, patients
of headache specialists also reported slightly longer wait times for first appointments compared to those seeing general neurologists.
Respondents who were currently seeing a PCP reported the shortest wait time for first appointments, and while these respondents’
satisfaction with appointments and their HCPs were lower than those of their counterparts seeing a headache specialist, they were higher

than those of their counterparts seeing a general neurologist.

¢ 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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With the ongoing shortage of certified headache specialists in the United States (less than 800), not all of the 40 million people with
migraine can be treated by one. However, since migraine is a continuum disease, it is also not necessary. PCPs are often the first HCPs
people with migraine consult. We need to pursue multiple approaches that will both increase the number of certified headache specialists
and improve the migraine care provided by general neurologists and PCPs. Based on our findings of shorter wait times and moderate
satisfaction, those on the less frequent and impacted end of the migraine continuum could be adequately served by seeing a headache-
educated PCP or family medicine physician. However, our findings and prior research also suggest there is added value for some patients
to see a headache specialist with specialized training. We think this may be particularly true in a sample such as ours.

In short, this is reason to ensure that PCPs and family and internal medicine physicians have adequate training in headache and
migraine management as first-line treatment for some and to triage others to specialists. We also need to improve the migraine care
provided by general neurologists and encourage unsatisfied patients being treated by general neurologists to explore further up the
continuum of care and schedule an appointment with a headache specialist.

Related, respondents said the two most common barriers to accessing an HCP who could treat their headaches was finding one
with specialized knowledge and compassion. Knowledge can come with increased headache training, and we applaud the many efforts
that exist to improve the knowledge of HCPs. Some key examples of these trainings are the National Headache Foundation’s Primary

Care Migraine program, the Association of Migraine Disorder’s Tools for Migraine Healthcare Providers’ modules, and the American

Headache Society’s First Contact (primary care) and Next Generation Migraine Therapies educational series.

We acknowledge that compassion is harder to teach. Unfortunately, as an invisible illness, migraine is more stigmatized than other
visible illnesses. This stigma comes not only from social networks and general society, but also from HCPs. In the future, we will share

data CHAMP has collected about stigmatizing experiences our respondents encountered from HCPs and others. To combat this, the

Miles for Migraine Act Now Advocacy Connection Team partners headache fellows with headache and migraine advocates in each of
their race, walk or relax event cities for a multi-week training in stigma and other advocacy topics.

Two-thirds of respondents reported being referred to a headache specialist and making an appointment. Of those, about one-
third reported a wait time of 4 months or more between their referral and first appointment. About half of respondents also reported
the furthest they had traveled one-way to a headache specialist appointment was more than 1 hour. In addition to previously mentioned
strategies, the COVID-19 pandemic has brought an increase in telemedicine over the past 18 months. This has eliminated travel for
patients to see their current headache specialist and also allowed some migraine patients to consult with headache specialists many
miles away. This can be especially beneficial for lowering the travel burden for people like those in our sample who experience frequent
migraine symptoms. However, as life returns to normal, some insurers are discontinuing telemedicine offerings. CHAMP supports the

efforts of Patient and Provider Advocates for Telehealth and its partners, which are working to make the telehealth flexibilities instituted

as a result of the COVID-19 pandemic a permanent reality.

Just over a third of our respondents visited the ED or an urgent care clinic for headache at least once in the previous year. This
is substantially higher than what has been seen in previous research.”” Our sample has a high frequency of headache days (% = 18; sd =
9.7). From our previous brief, we also know that respondents have tried numerous treatments, yet many remained dissatisfied with their
treatment plan.' The fact that so many require emergency care in a given year is further evidence that those more affected by frequent
attacks need better treatment options and robust access to treatments that can be taken at home. In the long term, our coalition continues

to push for more equitable migraine research funding to discover more treatments. In the short term, we need to ensure people have

access to acute, preventive and rescue treatments that enable them to effectively self-manage their migraine disease without needing
emergency care. We encourage readers with migraine to view our presentation by Tammy Rome and Dr. William Young on Strategies for

Avoiding the Emergency Room with Migraine from the 2020 Retreat Migraine.

Finally, insurance and costs not covered by insurance create barriers. Out-of-pocket costs for headache-related healthcare

expenses were high in our sample, over $100 per month for nearly two-thirds of respondents. Each of the insurance barriers was



https://headaches.org/resources/primarycare/
https://headaches.org/resources/primarycare/
https://www.migrainedisorders.org/education/medical-professional-resources/
https://americanheadachesociety.org/primarycare
https://americanheadachesociety.org/education-training/next-gen/
https://www.milesformigraine.org/act-now-the-advocacy-connection-team/
https://telehealthadvocates.org/resources/
https://allianceforheadacheadvocacy.org/wp-content/uploads/2021/04/FY22-NIH-HEAL-Initiative.pdf
https://www.youtube.com/watch?v=HVPS4U9bacw
https://www.youtube.com/watch?v=HVPS4U9bacw
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prevalent among our respondents. In particular, more than two-thirds had experienced prior authorizations, medication dose limits,
step therapy, or denial of coverage of their headache treatments.

Insurance barriers were experienced at different rates by respondents with different insurance types. While we cannot
ascertain whether respondents encountered these barriers with their current insurance, because they were asked whether they had ever
encountered these barriers, we suspect the pattern is valid given its parallels with prior research.

Many of these insurance practices—like coverage denials, step therapy, prior authorizations, and dose limitations—can delay
or prevent patient access to treatments prescribed by their HCPs. Managing these barriers also demand large amount of patients’ and
clinicians’ time. Additionally, we highlight the differences in patients encountering these barriers by insurance type because in our sample
with high-frequency migraine, a non-negligible number were occupationally disabled and on government insurance plans.

Many organizations have resources to help patients understand and overcome treatment access barriers. CHAMP has curated

information on these topics including financial assistance guides. The Patient Advocate Foundation’s Migraine Matters helps people
resolve an insurance issue with educational materials and one-on-one patient support. The Headache and Migraine Policy Forum also has
many patient resources on overcoming insurance barriers. On the national level, the Headache Disease Policy Advocacy Network’s Plan

2025 is addressing treatment access, insurer barriers, and state policy.

In conclusion, the results of this survey show that the migraine patient journey has many barriers keeping people from optimally

managing their disease. The CHAMP coalition continues its work to identify and fix gaps to improve the lives of those with migraine.



https://headachemigraine.org/insurance/
https://headachemigraine.org/insurance/
https://www.patientadvocate.org/migrainematters/
https://www.headachemigraineforum.org/
https://www.headachemigraineforum.org/plan-2025
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APPENDIX

We have documented the full website links for each resource referenced in the Discussion section (in order of mention).

Resources for Healthcare Professionals (Trainings):
 National Headache Foundation’s Primary Care Migraine program

https://headaches.org/resources/primarycare/

o The Association of Migraine Disorder’s Tools for Migraine Healthcare Providers

https://www.migrainedisorders.org/education/medical-professional-resources/

o The American Headache Society’s First Contact program

https://americanheadachesociety.org/primarycare

o The American Headache Society’s Next Generation Migraine Therapies program

https://americanheadachesociety.org/education-training/next-gen/

o The Miles for Migraine Act Now Advocacy Connection Team

https://www.milesformigraine.org/act-now-the-advocacy-connection-team/

Resources for Improved Research and Access
o Patient and Provider Advocates for Telehealth

https://telehealthadvocates.org/resources/
o Alliance for Headache Disorders Advocacy 2021 House NIH Funding Dear Colleague Letter

https://allianceforheadacheadvocacy.org/wp-content/uploads/2021/04/FY22-NIH-HEAL-Initiative.pdf

Resource for Avoiding the Emergency Room
o Presentation by Tammy Rome and Dr. William Young from the 2020 Retreat Migraine

https://www.youtube.com/watch?app=desktop&v=HVPS4U9bacw

Resources for Overcoming Insurance Barriers
o CHAMP web resources on insurance access and rights

https://headachemigraine.org/insurance/)

o The Patient Advocate Foundations Migraine Matters resources

https://www.patientadvocate.org/migrainematters/
o The Headache and Migraine Policy Forum insurance resources

https://www.headachemigraineforum.org/
« The Headache Disease Policy Advocacy Network’s Plan 2025

https://www.headachemigraineforum.org/plan-2025
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