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Abstract
Patients living with headache diseases often have difficulty accessing evidence-based care. Authors conducted a qualitative

research study with 20 patients receiving headache care at seven Headache Centers of Excellence within the Veterans

Health Administration to examine their experiences navigating headache care. This study employed thematic qualitative anal-

ysis and conducted cross-case comparisons. Several key findings emerged. 1) Most patients saw multiple healthcare providers

over numerous years before reaching a headache specialist to manage chronic headaches. 2) Receipt of high-quality and com-

prehensive headache specialty care was associated with high satisfaction. 3) Patients with headache diseases reported often-

times they experienced an arduous journey across multiple healthcare systems and between several healthcare providers

before receiving evidence-based headache treatment that they found acceptable. Results demonstrate that most patients

were satisfied with their current specialty headache care in the Veterans Health Administration. Authors discuss implications

for future studies and highlight ways to improve patient satisfaction and timely access to appropriate headache care.
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Background
Worldwide, nearly three billion people live with either
migraine or tension type headache alone (1). Severe headache
or migraine are highly prevalent in the United States (U.S.),
with the most recently reported age-adjusted prevalence in
the U.S. being 15.9% (2). In fiscal years 2008 through
2018, approximately 16% of patients cared for within the
Veterans Health Administration (VHA) had a documented
headache disease (3). Veteran patients with headache
disease are likely to have medical comorbidities that may
contribute to their symptoms which add to the complexity
and navigation of care, including traumatic brain injury
(TBI), post-traumatic stress disorder (PTSD), depression,
back pain, and neck pain (4–6). Additionally, many individ-
uals struggle to find the care they need and treatments that
provide satisfactory symptom relief from the healthcare
system (7–10). In one study, only 25% of respondents with
chronic migraine who reported consulting a healthcare pro-
fessional received an accurate diagnosis, and only 44%
received both acute and preventive pharmaceutical treat-
ments (8). Further, healthcare utilization and cost are high
for US patients with migraine, who spend thousands of
dollars more on healthcare per year than patients who do
not experience migraine disease (11,12).

In 2018, the Headache Centers of Excellence (HCoE)
program was funded and developed within the VHA as
part of a congressionally mandated program to improve
care quality and delivery for veteran patients with
headache disease (13). To inform HCoE best practices for
the delivery of headache care, authors conducted a qualitative
stakeholder assessment with veteran patients diagnosed with
at least one headache disease for which they received care
during the past year in a VHA HCoE facility across the
United States. The overall objective of the study was to elu-
cidate the complex navigation of the healthcare system for
patients with chronic headache disease seeking symptom
management in the VHA. The specific aims of this study
were to evaluate how veteran patients with chronic headache
navigated both the VHA and other healthcare systems to
access headache specialty care; examine veteran patients’
self-reported headache management, preferences, and satis-
faction with headache care received; and compare patient
characteristics associated with access to headache specialty
care and satisfaction.

Methods
Design
The authors conducted a cross-sectional, qualitative, semi-
structured interview study among veteran patients with
chronic headache disease who had received headache care
in the VHA HCoE facilities in 2019. The authors followed
the Consolidated Criteria for Reporting Qualitative Studies
(COREQ) research guidelines (14) (See Supplemental
Appendix 1).

Sample and Data Collection
Authors recruited for a heterogeneous, purposeful sample
(15) of veteran patients who were diagnosed with a headache
disease and received care at any one of the VHA HCoE sites.
The full details of this study’s recruitment methods are
reported elsewhere (16). Co-authors (JJS, TMD, HML,
REG) developed an interview guide with semi-structured
questions based on clinical experience and identification of
gaps in the literature about headache care navigation, treat-
ment preferences, and satisfaction (See Supplemental
Appendix 2). Semi-structured interviews were conducted
between June 2019 and November 2019 by three co-authors
(TMD, HML, REG) who hold a BA or PhD degree, had
experience conducting qualitative interviews, and were
coached in the interview protocol. Additionally, a medical
chart review was conducted by a co-author (JJS) to collect
participants’ demographics, headache diagnoses, medically
diagnosed comorbidities, and psychiatric diagnoses. This
study used the medical chart review data to characterize the
sample and conduct cross case comparisons. Further details
regarding data collection are reported elsewhere (16).

Ethical Considerations
The VA Connecticut Healthcare System Institutional Review
Board approved this research study, #JS0006. This study
received a wavier for informed consent and waiver of
HIPAA authorization. Patients were informed that the
purpose of the interview was to learn about their experience
with a headache disease to inform the HCoE initiative.
Patients provided verbal consent to have the interview
audio recorded.

Qualitative Data Analysis
All interview recordings were professionally transcribed,
de-identified, and imported into NVivo 12 software (17).
Using a template style organizing approach (18), analysis
team members (TMD, HML, and REG) created a defined
codebook based on the interview guide and trial with a selec-
tion of transcripts. Each transcript was then coded indepen-
dently by two coders (SB, HML, SDR, or LB) using
NVivo. The two coders for each transcript reconciled any dis-
agreements with assigned codes until they reached a consen-
sus. Authors then conducted thematic content analyses to
identify emergent patterns and themes within and across tran-
scripts related to the patient navigation of the healthcare
system for headache care (19).

Authors subsequently conducted case comparisons of par-
ticipants’ categorized responses to perceived headache treat-
ment received and headache care satisfaction stratified by age
or sex. This study utilized these variables in case compari-
sons because they relate to participant experiences with head-
ache disease and healthcare systems. Several studies suggest
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Table 1. Illustrative Veteran Quotes.

Theme Veteran Quotes

The Pathway to Specialty Headache

Care

“I seeked help outside the military because I wasn’t getting no response from them…I was trying to

find out what was going on with my head, and so I seen…six or seven different neurologists in the

[CITY] area…and never did find why I was still suffering headaches until I think it was like

’95…(Participant 101_PT_01_B; Male Veteran).

“I saw the neurologist as part of my [VHA] comp[ensation] and pen[sion] application…and then

after I reached kind of a stopping point with the civilian neurologist, I had come in for one of

those routine follow-ups and I broke down crying…the resident…went and got

[NEUROLOGIST], who came in and was like, I think the next step for you is Botox, we can do

that right away, and I was like, well, my civilian neurologist recommended it but I can’t get it
covered, we failed all the medications…once the VA said we will try the next possible thing…it

made sense to switch my care.” (105_PT_02_B, Female Veteran)

“I was shot in the head….In Vietnam, 1969….The VA didn’t recognize that right away and I started
having seizures and probably a few months afterwards I was getting headaches continuously. This

went on for several years and then I finally got a good doctor…a hundred miles from where I

live….I would say [it took]… 30 years [before I got to this doctor]…You know, we’re fighting this
the whole time…There was a slew of doctors there that just – and maybe I got the wrong

doctors, I don’t know… I finally got into the [SITE 102] TBI clinic and that’s when the outcome

really [improved].” (102_PT_03_B, Male Veteran)

“It was kind of brushed off. I went through a lot of doctors. They were basically telling me I was

having musculoskeletal headaches…which was found to not be the issue. I was hitting brick walls

until I was referred to [NEUROLOGIST], and she has helped me more than anybody else.”
(108_PT_02_B, Male Veteran)

Reported Headache Management and

Preferences

“I learned a lot from the program. One of my big triggers is bright light. And… I’ve learned this from
the program, and I practice it a lot is deep breathing. And also, to basically I go home and…crank

up the AC and turn all the lights down and just kind of meditate like in a dark room and that helps

me when I have a headache. And that’s a big, big difference.” [Male Veteran 101_PTFG_01_B

discusses lessons learned from interdisciplinary outpatient headache program]

“I think that what helps me is my medications…. I have an excellent psychiatrist…She’s tested
different medications on me, she finally got the right formula for me.” (105_PTFG_01_B_P1,
Male Veteran)

“So there’s a preventative, a muscle relaxer… an anti-nausea medication…a triptan, an

anti-inflammatory… I also take a magnesium supplement and a vitamin D3 supplement and a

multivitamin…and I have an opioid and anti-inflammatories from them… Oh and I have an

injectable… it’s a pain medication…its Toradol [for]…When the pain gets bad, so I don’t have to
go to the ER, I can give that to myself.” (104_PT_01_B; Female Veteran)

“I don’t take specific medication for my headaches….I take my prescribed medications I have for

PTSD and TBI and things like that…I think for me what’s been most effective I believe is the

mouth apparatus for my sleep apnea because although I still get headaches, I just don’t get them
every day like I had them.” (105_PTFG_01_B_P2; Male Veteran)

Satisfaction with Headache Treatment “Nothing really works. I’ve exhausted everything that I know, and it didn’t do anything. There was

even Botox shots helped…but it would only last a little while…but then that wears away and

then they come back…I’m on the last source headache medication, the Aimovig now, and so I’ve
been - it’s been good but, my headaches aren’t getting any better….I’m still seeking help.”
(101_PT_01_B, Male Veteran)

“I think it makes the chronic headache more manageable to function. I feel as if the migraines are not

as frequent. [Does the pain disappear in two hours after treatment?] Not always, no…It depends

on the headache…. Sometimes they’re debilitating…The oral medication will wipe me out for

3 hours where I’m not functional. The injection will do it anywhere from 8 to 10. So, I don’t know
about 2 hours.” (102_PT_01_B, Male Veteran)

“I have all of these years had these headaches, the doctors…they put me on a high dose of Tylenol…
Another one put me on Excedrin…and then another one took me off the Excedrin and put me

back on Tylenol, and it was just tiresome taking pills all day long to get rid of the headaches,

whereas now they have me on amitriptyline and riboflavin and magnesium, and I don’t have the
headaches anymore.” (105_PT_01_B, Female Veteran)

Satisfaction with VA Specialty

Headache Care Received

“She’s [VHA headache specialist] very attentive. I mean she answers any and all questions. She’s
very open to other suggestions as to pain management or other kind of treatments. She’s very
thorough on asking questions as to whether it’s working or not and to what extent it’s helping or
trying other therapies, like the electronic device I had, and making sure I understand that the

(continued)
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that responses to pain, pain expression, and responsivity to
pain treatments vary by sex (20).

Results
Demographics
Healthcare providers referred 30 veteran patients for participa-
tion in this study. Ten of the referred veteran patients were
excluded from this study for the following reasons: eight did
not respond to the invitation to participate, one was not a
veteran, and one did not have a headache diagnosis. The final
sample included 20 (67% recruitment) veteran patients with
headache diagnoses from seven VHA HCoE facilities. Sixteen
veteran patients were men (80%) and four were women
(20%). The mean age of participants was 54 years (SD=
13.77). Participants had a mean of 1.4 (SD=0.68) distinct head-
ache diagnoses. Fifteen veteran patients had a migraine diagno-
sis, seven headache not otherwise specified, three tension-type
headache, one cluster headache, one post-traumatic headache,
and onemedication overuse headache (diagnoses were not mutu-
ally exclusive). Twelve veteran patients reported that their head-
ache began shortly after a head or neck injury, including 11 men
and one woman. Other veteran patients reported that they began
experiencing headache after the onset of puberty (N=1) and fol-
lowing serious medical events (N=1), while some did not recall
when their headaches first started (N=2) or did not provide con-
textual information (N=4).

Thematic Content Analyses
Perceived Navigation Challenges. The identified overarching
theme was that veteran patients with headache disease

found navigating through the healthcare system to be chal-
lenging. Four sub-topics comprised this theme: the pathway
to specialty headache care; headache management and pref-
erences; satisfaction with headache treatment; and satisfac-
tion with headache care received from the VHA HCoE.
Veteran patients reported healthcare navigation challenges
due to debilitating headache symptoms that were often refrac-
tory to treatments, multiple medical conditions that required
extensive care and were often contraindications to headache
treatments, and poor co-management of their headache
disease among different providers. Illustrative quotes are pre-
sented in Table 1.

The Pathway to Specialty Headache Care. Veteran patients
reported that they consulted multiple providers (upwards of
10 or more providers) over time in the community,
Department of Defense (DoD) during active duty, and/or
the VHA prior to reaching their current VHA HCoE head-
ache specialist(s) (See Figure 1). Veteran patients traversed
various pathways to ultimately arrive at their current spe-
cialty VHA headache care. Twelve first sought care in the
VHA and were referred to specialty services for headaches
or another neurological problem. Five first sought care in
the military, later received care in the VHA and were referred
to a VHA headache specialist. Three first received headache
care in the community and switched to the VHA for better
access to headache treatments. Last, 10 veterans exclusively
received their headache care in the VHA. These veteran
patients were referred for headaches or another neurological
problem to neurology and other specialty services by primary
care, social workers, and/or members of a mental healthcare
team.

Table 1. (continued)

Theme Veteran Quotes

Motrin isn’t the best medication to take because it increases or can create a migraine headache.”
[On a scale of 1 to 10, where 1 indicates not satisfied and 10 indicated very satisfied, Veteran

rates doctor that treats headache as 10+ ] (103_PT_01_B, Male Veteran)

“Oh, I love her [VHA headache specialist]…If everybody had a doctor like her, there’d be less pain

in this world…If all the doctors were as thorough as [NEUROLOGIST] and her associates, it

would be a much better attitude for all the Veterans, and…just the general public. She’s the
epitome of a doctor…I thought she was just doing that for me…It’s not just me, it’s for every
patient that she has. I’ve never seen her be ugly to anybody.” (108_PT_03_B, Male Veteran)

“The nurse that saw me last…She’s like there’s so much stuff [services and programs] here [in the

VHA facility] and we don’t know half of it… It took me like maybe 4 primary care doctors

because I didn’t even know. And I would tell them, and they would not recommend me to go… it

took me to say about the Botox for him to recommend me to go to Neurology. And it was like

they just kept here’s more pills…it’s like how hard it is to get to this department [HCoE]; they

need to educate more of the primary care doctors or…they need to pass the work or something

because it’s hard to get, I didn’t even know this existed.”(101_PTFG_01_B_P3, Male Veteran)

“I wish all my doctors were at the same place and I would see them all. That way they could agree on

what medications to give me….from here I go to another doctor; oh, they shouldn’t be giving you
this medication, they shouldn’t be doing this…this one’s better; and then they’re still

arguing….and I don’t have everybody agreeing to what works.” (101_PTFG_01_B_P1, Male

Veteran)
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All the veteran patients in this sample were referred to
additional headache specialists because their referring pro-
vider exhausted treatment options or resources, dissatisfac-
tion with treatment, and/or had difficulties with access to
treatment such as lack of insurance coverage. One veteran
was dissatisfied with headache care he received in the mili-
tary and sought community care prior to military discharge.
Another veteran sought treatment from a community care
neurologist after military discharge but ran out of treatments
to try that were covered by her medical insurance. This
veteran eventually accessed evidence-based headache care
within the VHA. Several other veteran patients had medical
comorbidities that required care from multiple healthcare
providers whose recommended treatments were contraindi-
cations to some headache treatments, complicating headache
management. Moreover, veteran patients reported delays in
referrals to specialty care and prescription of treatments due
to poor care coordination between healthcare providers,
lack of healthcare provider knowledge about available,
evidence-based headache treatments, and healthcare provider
prioritization of other medical conditions.

Authors conducted cross-case comparisons and found dif-
ferences in the pathway to specialty care based on veteran
patients’ characteristics. Self-reports of healthcare naviga-
tion/pathway from men and women showed that women
reported that they saw fewer providers than men did before
being referred to a headache specialist. Additionally,

veteran patients who reported consulting more providers
before being referred to a headache specialist were older on
average. Lastly, veteran patients who first sought headache
care in the VHA consulted fewer providers than did
veteran patients who first sought headache care in the military
or community.

Reported Headache Management and Preferences. Veteran
patients self-reported trying a variety of headache treatments
singularly and in combination. Reported treatments included
abortive and preventive oral medications, a selection of com-
plementary and integrative health treatments, and botulinum
toxin injections. Nearly half of the sample had tried all or
most treatments available to them. Most veteran patients
reported using a combination of pharmaceutical and non-
pharmaceutical therapies. Several participated in interdisci-
plinary outpatient headache or pain programs that provided
comprehensive care and instruction on self-management
techniques and factors that contribute to headaches. Most
veteran patients wanted to reduce the number of pills they
were taking, preferred treatments that provided relief
without major side effects, and were amenable to nonpharma-
ceutical modalities, while some veteran patients reported that
their medications were what helped them the most. Veteran
patients found headache education to be helpful, and often
continued to practice self-management techniques after the
completion of programs or treatments. Cross-case

Figure 1. Headache care trajectory.
Note: Three participants did not report the type of provider they saw when they first received headache care.
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comparisons revealed veteran differences in the self-reported
amount of headache treatments tried by sex; women reported
trying more headache treatments than men did.

Satisfaction with Headache Treatment. Veteran patients
reported mixed results with both pharmaceutical and non-
pharmaceutical prescribed therapies that they had tried for
their headache disease(s). Six veteran patients described
that their overall treatment was not very effective. Some of
these veteran patients had tried all or most of the treatments
available to them with little relief, and therefore they were
skeptical about the potential efficacy of newer treatments
and frustrated by the lack of significant symptom resolution.
Seven veteran patients described some relief from their treat-
ments. Treatments improved their headache management,
but they were debilitated at times due to their symptoms or
side effects of treatment. Six veteran patients reported that
their headache treatments were very effective in relieving
headache symptoms. Some were especially pleased with
their current treatments because they experienced significant
symptom relief and were able to reduce their medication use.

Satisfaction with VA Specialty Headache Care Received.
Thirteen veteran patients were very satisfied with their
current headache providers. Veteran patients liked that their
providers employed a variety of different headache manage-
ment approaches, were knowledgeable, and educated them
about headache dieases. Some veteran patients were espe-
cially appreciative of their provider’s attentiveness and
caring attitude toward them. However, other veteran patients
were dissatisfied and frustrated because they had trialed
several treatments without significant symptom relief, and
were aggravated by co-management of their headache care
at the VHA. One patient struggled to get a neurology referral
from primary care, and another patient’s providers did not
agree on which headache treatments to prescribe. Further,
six veterans reported that earlier in their care, it had
seemed like healthcare providers had not listened to them
and initially had “brushed off” their concerns regarding head-
aches. Once these veteran patients had reached specialty
headache care, they felt more satisfied with their care and
that their headache diseases were being well-addressed.
Cross-case comparisons showed differences in treatment sat-
isfaction by sex. Women tended to report greater satisfaction
with their care than men did.

Discussion
This study presented findings about the perspectives of
veteran patients on their experiences navigating healthcare
systems, and receiving headache care. Most veteran patients
in this study had suffered from headache disease for years,
saw multiple providers, and tried numerous treatments
before finding their current care at a VHA HCoE. Some
had found symptom relief through pharmaceutical and/or
non-pharmaceutical therapies, while others continued to

have debilitating symptoms and sought additional treatments
and management strategies. Many reported receiving multi-
ple headache treatment options and high satisfaction with
specialty headache care within the HCoE program.

In studies outside of the VHA, patients with headache dis-
eases also struggled to find appropriate medical care, and
described arriving at their headache diagnosis as a long and
tortuous process (8,9,21). In this study, veteran patients’ dif-
ficulties finding specialized headache care may be due to
delays in getting a headache referral, a lack of non-specialist
provider education about headache diseases, and/or complex
medical histories that complicate headache care.
Additionally, transitioning from one healthcare system to
and through another healthcare system may contribute to
delays in patients receiving high-quality headache care. In
other studies, patients reported that some of their providers,
most of whom were general practitioners, were dismissive
or uninterested in their headache disease (21–24). This
prior research greatly contrasts with the current study’s find-
ings of high veteran patient satisfaction with specialty head-
ache providers, but is similar to veteran patient reports of
feeling unheard earlier in their headache care (24). It is pos-
sible that struggles experienced by patients differ depending
on their level of care (e.g., general practitioner, specialty
care) or care setting (e.g., VHA, military, community).
Further research is necessary to explore factors that are asso-
ciated with patient satisfaction and barriers to accessing spe-
cialized headache care.

Broader headache education among non-specialist provid-
ers may reduce knowledge gaps and in turn, facilitate
headache-specific treatment and patient headache education
earlier in care and referrals to headache specialists where
appropriate (25–29). Authors suggest that education include
the topics of headache evaluations and diagnosis, older and
new treatments available for various headache disorders, treat-
ment contraindications, and when and/or how to make refer-
rals to headache specialists. Means of delivering headache
education should be multimodal, including brief didactic
videos, and written headache care summaries, where providers
can also receive continuing medical education credit for
staying current on advances in headache management.
Additionally, more comprehensive education on available
headache treatments and self-management strategies provided
to people living with headache diseases could potentially facil-
itate earlier treatment seeking and increased utilization of
evidence-based headache care. There is evidence that thera-
peutic patient education alone can improve quality of life
and levels of disability, and decrease the frequency of
headache episodes (30). Further, a better-defined headache
care pathway from primary care to headache specialty care
may especially help facilitate appropriate referrals and make
healthcare navigation easier for patients with headache dis-
eases. Clinical care pathways focusing on care quality and
safety in headache management for national healthcare
system models have been proposed elsewhere (31). Clear
and timely communication between providers who care for

6 Journal of Patient Experience



patients with headache is essential to improve care coordina-
tion and expedite treatment referrals and prescriptions.

Men in this study as compared to women reported that
they tended to see more providers before they reached a head-
ache specialist, had tried fewer headache treatments, and per-
ceived less satisfaction with their headache treatments
received and care provided. A greater percentage of men
than women had headache diseases that were temporally
related to accidents and therefore, they may have had more
complicated health histories and treatment contraindications
related to the injury, such as TBI, back, and neck injuries.
Moreover, there may have been differences in care-seeking
between men and women. Prior studies found that men are
less likely to seek help for headache diseases and other
medical conditions than women due to a perceived need for
autonomy and control; negative emotions about seeking
healthcare; not recognizing their need for health services
and delaying medical care; workplace factors; and gender
role norms (32–35). Additional research is needed to better
understand why differences were found between men and
women in this study, and the role of head and neck injuries.

Most veteran patients in this study were looking for
symptom relief to improve functioning and quality of life.
Many veteran patients discussed the self-management tech-
niques they used for symptom relief, such as meditation.
Patients’ desire to be involved in their care and use of multiple
self-management techniques has been observed in previous
research (9,21,23,24,36,37). Patients preferred a patient-
centered approach with their providers and were willing to
test any strategy or treatment their providers thought might
help (9,21,23,24,36,37). Veteran patients in this study espe-
cially appreciated providers who were attentive, showed that
they cared, and took the time to educate patients about head-
ache disease and self-management techniques.

Veteran patients in this study described difficulties estab-
lishing care for their headache diseases, which reflects findings
from prior research. The current study highlighted findings
that suggest that there are differences in healthcare utilization
and satisfaction between men and women, which contributes
to emerging literature on the healthcare experiences of men
with headache diseases. Enhanced patient and provider educa-
tion initiatives could potentially improve access to and utiliza-
tion of various evidence-based headache treatments. Veteran
patients reported seeking multiple treatment modalities and
strategies to support their headache management. Once
veteran patients had access to and received comprehensive
headache care, they reported high degrees of satisfaction
with treatment and their headache care providers.

Limitations
Authors interviewed a small, purposeful sample of veteran
patients who were referred to this study by their VHA
HCoE providers and received most of their headache care
in a VHA HCoE. Non-VHA patients may have different
experiences due to the unique characteristics of VHA patients

and the system of care. Additionally, as is typical of small
qualitative studies, this study was unable to make more def-
inite associations in analyses. Since specialized headache
centers typically see patients with more refractory headache,
some of these findings may be less applicable to patients with
less severe headache diseases (38,39). The sample in this
study mostly consisted of non-Hispanic, white men, and a
small number of women, which limited comparisons
between genders. Another strength of this study is that it elu-
cidated experiences of veteran patients in their own words
about their headache care over time. Future studies should
explore the experiences of headache care with a broader
sample of participants, and examine potential differences
across demographic groups, in individuals with injuries tem-
porally related to headache development, across non-veteran
and veteran populations, and within different healthcare
delivery systems.

Conclusions
Veteran patients with headache disease experienced difficul-
ties navigating through headache care services across health-
care systems throughout their lifespan in community care
settings, DoD, and within the VHA integrated healthcare
system. Most veteran patients reported they were satisfied
with high-quality and multifaceted care as well as their head-
ache care providers. However, some described frustrations
with coordination of care across services. Further research
on improved headache care pathways and care coordination
is needed to improve patient access to high-quality and
guideline-concordant treatments for headache diseases.
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