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Abstract
In 2018, the Veterans Health Administration (VHA) established the original 19 Headache Centers of Excellence (HCoE) pro-

gram, and an evaluation center. This study utilized a Veteran engagement group method to elicit input from Veteran patients

living with chronic headache on daily needs, social determinants of health, and preferences and suggestions for headache pro-

grams, services, and research priorities. Four engagement groups were conducted between July 13th and August 22nd of 2022

with Veterans who experience headache and received care at a VHA HCoE. Engagement groups were audio-recorded,

de-identified, transcribed, and analyzed using rapid qualitative content matrix analysis. Participants also completed a baseline

survey on demographics, technology use, headache history, and health. Patients perceived care coordination, social support,

gender specific preferences and access to complementary and integrative therapies to be important aspects of headache care

delivered by HCoEs. Participants expressed strong interest in effective, interactive peer support groups to share and learn

from each other’s experiences with headaches and treatments. Findings underscore the demand for coordinated, interdisci-

plinary headache care integrating complementary health approaches and addressing gender-specific needs.
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Introduction
Headache is a common and pervasive neurological condition
among Veterans with a high worldwide lifetime prevalence.1

Several studies have investigated the expressed experience of

individuals with headache disease2,3 and barriers to navigat-

ing headache care services.4 There remains a need for

research to further discern what Veteran patients prefer and

require from headache specialists.
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The Veterans Health Administration (VHA) established a
national Headache Centers of Excellence (HCoE) program in
2018, which included 19 clinical sites and one Research,
Education, Evaluation, and Engagement Activities Center
for Headache (RE3ACH) during this study to address the high
prevalence of headache among Veteran populations. HCoEs
aim to engage Veterans in research to understand headache
necessities and preferences. Prior HCoE RE3ACH qualitative
analyses revealed that Veterans struggled to navigate the
healthcare system to access evidence-based headache care.4

Incorporating Veteran patient perspectives is critical to under-
standing best practices for implementation of clinical headache
programs and research. Utilizing a Veteran engagement
group (VEG) method,5 we established the ACTIvated Veterans
Engagement (ACTIVE) group to elicit patient input on daily
needs and social determinants of health, suggestions for HCoE
programs and services to assist Veterans living with headache,
and feedback on HCoE-related research. By partnering with a
nationally diverse sample of Veterans with headache through
the establishment of ACTIVE for Headache, we aimed to
develop Veteran stakeholder groups to elicit stakeholder
preferences, and to inform optimal implementation of clinical
programs.

Furthermore, in an effort to move away from “damage-
centered” research aimed at documenting participants’ pain
and suffering, and instead move towards a “desire-based
framework” to capture Veterans’ wisdom about and hopes
for their headache care,6 we seek to recenter Veterans and
their wishes for headache care services that address their
expressed exigencies.

Methods
Design
Veterans currently receiving headache care within a VHA
HCoE were purposively recruited by provider referral.
Prospective participants were sent a recruitment letter and
study information sheet via mail. Next, research staff
attempted contact up to 3 times via telephone. Of the 19
HCoE sites contacted, we received 91 referrals from 8
HCoE sites located across the US. We recruited and con-
sented 23 Veterans from these 8 HCoEs who have a headache
diagnosis and received HCoE headache care. We utilized a
mixed methods approach engaging participants in surveys
and groups. Enrolled patients were invited to participate in
virtual engagement groups to engage in discussion about
their healthcare needs and services they would like HCoEs
to provide.

Quantitative – Survey. ACTIVE participants completed a
baseline survey via Qualtrics, a web-based, HIPAA compli-
ant, survey tool that allows for data collection. The survey
asked about demographics and headache history, care, and
headache characteristics. Descriptive statistics were used to
provide counts and percentages of demographics, headache
types and other comorbidities, and healthcare utilization.

(See Appendix A). We used the Migraine Disability
Assessment (MIDAS)7 to assess headache severity. This
is a five-item questionnaire regarding headaches experi-
enced during the last three months. This measure is
scored by calculating the total number of days reported in
questions 1–5. Scores may range from 0 to 270. Higher
scores indicate greater disability. A score of 0–5 is
defined as little to no disability, 6–10 mild disability, 11–
20 moderate disability, and 21+ severe disability.
Previous research has found the MIDAS to be reliable,
valid, and internally consistent.7

Qualitative – Engagement Groups. Inspired by previous
Veteran engagement groups, we utilized a Veteran engage-
ment method whereby participants engage with researchers
in an organized meeting format to provide feedback on
research and care initiatives.5 Four separate, gender-specific
ACTIvated Veterans Engagement groups with three to six
participants were held virtually over a secure platform and
facilitated by a Veteran of the same gender. A semi-
structured question guide was developed for this project
(see Appendix B), and similar questions were asked of
each engagement group. Veterans were engaged in discus-
sion about headache self-management, VA and non-VA ser-
vices used for headache care, and VA services they would
like to receive. Engagement groups were recorded and tran-
scribed. We used rapid qualitative content matrix analysis8 to
identify patterns and themes within and across engagement
group transcripts related to patient input on daily needs and
social determinants of health, suggestions for HCoE programs
and services to assist Veterans living with headache, and feed-
back related to research processes. Four analysts (OD, HL, SB,
and TD) extracted themes from the deidentified data and met to
discuss and reach consensus.

Results
Quantitative Data
Demographics. A diverse sample of 18 Veterans (61.1%
White) completed the survey with a mean age of 50 (SD=
13) and nearly equal participation from men and women
(55.6%). See Table 1. All but one participant reported their
highest level of education as some college or greater. The
majority of participants described employment status as
either full time (44.4%) or retired (44.4%). Most participants
served in the army branch for 7.9 years (SD= 5.7).

Headache History and Care. The duration that Veteran
participants had been living with headache varied considerably,
spanning from 3 to 52 years, with an average of 21.9 years (SD
=14.2). Ten Veterans had a migraine diagnosis and fourteen
reported their headache began or worsened shortly after a
head or neck injury, illness, or other event (6 men and 8
women). Half of participants (47.1%) first received head-
ache care in the military (Department of Defense [DoD]
healthcare system). Most participants, 13 (76.5%), only
receive headache care at the VA as opposed to receiving
care at both the VA and a community healthcare setting.
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Overall, twelve participants currently see more than one type of
health care provider for headache.We observed that participants
who had been living longer with headache were more likely to
report strategies for self-managing and navigating the healthcare
system compared to those with less history.

“So, I’m, like I said, at the beginning stages of figuring out
what to do about it. So. I’m, learning now from you guys.”
[ID 08–01]

“And you know it took me a while to get there, but I can kind
of feel like, oh, you know, my neck is tensing up, something’s
tensing up. OK, I’ve got to take a break, and I just kind of
have to get away, especially like at work and just kind of
get away from all of the BS out there and just kind of calm
down… it does make the rest of the day just that much
easier and that, you know, helps a lot for me.” [ID 14–03]

See Table 2 for demographics, headache experience, and
healthcare utilization.

Headache Characteristics. Our participants rated their
headache intensity on a scale of 1–10 (1 indicating no pain
and 10 indicating the worst pain), average intensity of last
headache was 8 (SD= 1.9). The number of estimated head-
ache days in a month ranged from 2 to 30 with an average
of 9 headache days (SD= 7.1). Of the 14 Veterans who com-
pleted the Migraine Disability Assessment (MIDAS) in its
entirety, 10 scored 21 or greater, indicating severe disability
caused by headache.

Engagement Groups - Thematic Content Analysis
We conducted engagement groups with 17 of the 23 enrolled
Veterans receiving headache care across VHA divided
among 4 groups. The semi-structured engagement groups
consisted of two female groups (n= 6 women in one
group, n= 3 women in the other) and two male groups (n=
4 men in one group, n= 4 men in the other). The 17 partici-
pants (9 women, 8 men) had a mean age of 50 years (SD=
12) and the majority of participants were White (n= 10),
and non-Hispanic (n= 16). See Table 1.

Four topics emerged from the qualitative analysis: (1) Care
coordination needs and suggestions; (2) Support groups and
family education interest; (3) Nonpharmacologic care interest
and suggestions based on complementary integrated health
received; (4) Gender-specific insights and barriers to care. See
Figure 1. The following themes were identified within each
topic.

Care coordination. Veterans reported feeling more satis-
fied when they have a proactive, integrated care plan with
multiple specialists working together under the same umbrella.
They expressed frustration with having to repeat their migraine
history to each provider seen and delays in care referrals related
to having to talk to individual providers and wait for referrals.
They strongly believed disjointed care and time wasted repeat-
ing their story at subsequent appointments prolonged their
journey to finding treatment that works for them.

Ideas offered to improve care coordination included stream-
lined communication with providers via MyHealtheVet
(ie, electronic, asynchronous, secure patient-provider messaging
tool),9 having the ability to send headache journal data straight

Table 1. Demographic Data Self-Reported by Engagement Group Participantsa.

Variables Group 1 Group 2 Group 3 Group 4 Completed Baseline Surveyb

Female 0 6 0 3 10

Male 4 0 4 0 8

Mean Age (SD) 59 (14.4) 47 (11.8) 52 (10.1) 43 (11.8) 50 (13)

Race/Ethnicity
White 4 3 1 3 11

Black or African American 0 1 1 0 3

Asian 0 1 0 0 1

Other 0 1 1 0 2

Preferred not to say or unknown 0 0 1 0 1

Ethnicity
Hispanic 0 1 0 0 1

Non-Hispanic 4 5 4 3 17

Location
VAMC Site 1 1 1 0 0 1

VAMC Site 2 1 0 0 1 2

VAMC Site 3 1 1 0 0 2

VAMC Site 4 1 0 1 0 3

VAMC Site 5 0 4 1 1 6

VAMC Site 6 0 0 2 0 2

VAMC Site 7 0 0 0 1 2

a23 Veterans were recruited, consented and enrolled in the ACTIvated Veterans Engagement Group (ACTIVE) although only 17 were available to participate in

an engagement group due to scheduling conflicts and no-shows.
b18 of the 23 consented Veterans completed the Baseline Survey.
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to providers to have an accountability partner, and recording an
“origin story” video with headache history and background that
would live in their medical chart.

Support groups and family education. Veterans expressed
interest in productive, interactive peer support groups with pro-
fessional facilitation/monitoring to learn from others’ headache
and treatment experiences, as well as programs to educate
friends and family members about the realities of living with

headache. Many shared their desire for some means of face-
to-face support to aid in building connection among Veterans
with headache, even citing the current engagement group as
being useful to bounce treatment ideas off of one another and
learn from other experienced headache sufferers.

Non-pharmacologic care. Veterans noted interest in having
increased access to non-pharmacologic treatment options within
the VA, including complementary and integrative therapies
such as biofeedback, virtual reality through recreational
therapies, medical marijuana, essential oils, hydrotherapy,
chiropractic, yoga, and facials. They also requested
support for free of charge equipment, devices, supplies,
technologies, and services to aid Veterans and minimize
headache-related disability. Other non-pharmaceutical
interventions suggested included investigate triggers and
quality-of-life programming. More generally, Veterans
shared their desire for an openness to such alternative
headache interventions within the VA, recognizing they
are typically pushed towards pharmaceutical treatments.

Gender-specific insights and barriers to care. Women
Veterans stressed the importance of the clinician believing
women, especially women of color, when they describe
their headache symptoms, and validating women’s pain con-
cerns. They proposed sensitivity training for providers and
Veteran Benefits Administration (VBA) benefits evaluators
as a potential solution. Female groups also collectively
expressed gratitude for women-only healthcare settings and
Veteran engagement groups.

Men Veterans also expressed ways in which they feel their
gender and military training exacerbates their struggle to
manage headache pain socially. They discussed ways in
which their military training and social role expectation as
men have taught them to be tough and hide pain, which
results in difficulty admit pain and delays care-seeking.

Discussion
Through our establishment of Veteran engagement groups
offered by a national VA headache research consortium,
Veteran groups shared their experiences living with headache
and suggestions for future clinical and research focus topics.
Results indicate most Veteran participants had suffered from
headache disease for three or more years, and had seen mul-
tiple providers for their headache disease while seeking
relief. Generally, they described their headache care naviga-
tion journey as complex in a variety of ways. These findings
are consistent with previous results where Veterans reported
the long-term journey of headache care starting with DoD
and transitioning out to community care and into the VHA
seeking symptom relief.4

Our Veteran participants with headache disease described
difficulties finding specialized headache care due to inade-
quacies in care coordination between providers and services
that patients with headache see prior to visits with headache
specialists. Based on Veteran participant feedback, satisfac-
tory care coordination might involve implementing

Table 2. Self-Reported Demographics, Headache Types and Other

Comorbidities, and Healthcare Utilization.

Variables Participants

Highest Level of Education
High School or GED 1

Some college (includes associates) 7

Four-year college degree 3

Beyond four-year college degree (MA degree or higher) 7

Employment Status
Full time (35 h/week or more) 8

Retired 8

Permanently disabled or unemployed 2

Branch Served
Army 8

Navy 5

Air Force 3

Marines 1

Air Force & Marines 1

Combat History
Did not serve in combat or warzone 11

Served in combat or warzone 7

Reserves History
Did not serve in active or inactive reserves 10

Served in active or inactive reserves 8

Average Service Length 7.9 years

Headache Diagnosis
Migraine 10

Headache not otherwise specified 2

Post-traumatic headache 1

Did not specify their primary headache diagnosis 4

Headache Types Experienced
Migraine only 4

Migraine and tension 5

Migraine and other (unspecified) 3

Migraine, tension, cluster, and other (unspecified) 2

Migraine, tension, and cluster 1

Unknown type 1

Where they have received headache care
Military or DoD Healthcare 8

Veteran Affairs 5

Non-government healthcare facility 4

Current headache care location
Veteran Affairs 13

Community healthcare setting 0

Both 4

Providers seen for headache care
More than one health care provider 12

Only Neurologist 5

Note: Some survey responses may be missing or incomplete due to non-responses,
participants opting out, or other data collection issues.
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technological solutions that facilitate seamless communica-
tion between primary care and headache specialty care ser-
vices, reducing the need for repetitive information sharing,
and enhancing the continuity of care. Overall, our findings
support a need for coordinated headache management across
services and exploration into the proposed solutions. Previous
research demonstrates coordinated headache management sig-
nificantly improves outcomes for patients who have substantial
unmet needs and proposed a coordinated headache man-
agement program consisting of patient education, diagno-
sis, and treatment by a professional trained in headache, and
proactive case management follow up.10 The VA HCoEs
provide a coordinated headache program with trained headache

specialists. Perhaps future efforts would expand this coordinated
care into primary care and other services.

Further, as Lindsey et al (2023) proposed, a better-defined
headache care pathway from primary care to headache spe-
cialty care may especially help facilitate appropriate referrals
and make healthcare navigation easier for patients with head-
ache diseases. A previous qualitative study from our research
group found that headache neurologists emphasized their spe-
cialty represents only one component of the comprehensive
care required to effectively treat patients with chronic head-
aches, and they advocated for treatment to be delivered
through a comprehensive, multidisciplinary center to best
meet patients’ needs.11 Similarly, Veterans in our engagement

Figure 1. Major topics and associated themes with illustrative quotes from our qualitative analysis of the ACTIvated veterans engagement

group.
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groups expressed a preference for a coordinated care approach
where multiple specialists work together under one umbrella.
Endorsed by neurology specialists and Veterans alike, this
approach may prevent the frustration of Veterans repeating
their medical history to each new provider and ensure a
smoother referral process through continuity of shared
information.

Consistent with Kuruvilla et al,12 our participants expressed
a strong desire for a more holistic approach to headache man-
agement that considers a range of non-pharmaceutical interven-
tions to effectively meet individual needs. They highlighted a
variety of complementary and integrative therapies they
believe could benefit their headache management including bio-
feedback, virtual reality, medical marijuana, essential oils,
hydrotherapy, chiropractic care, yoga, and facials. Veterans
emphasized the importance of VA healthcare providers being
open to referring for these alternative therapies alongside tradi-
tional pharmaceutical treatments. Additionally, Veteran partici-
pants requested support for free or low-cost equipment, devices,
supplies, technologies, and services to aid in managing head-
aches and minimizing disability.

Our findings indicate that understanding and addressing
gender-specific insights in headache care for Veterans
involves believing and validating women’s pain experiences,
providing sensitivity training to healthcare providers and
administrative personnel, and recognizing the impact of mil-
itary training and social expectations on men’s willingness to
seek headache care. Existing literature demonstrates gender
bias in pain treatment as part of the patient-provider encoun-
ter and the extent to which minority patients’ pain is often
undertreated and has led patients to mistrust our healthcare
system.13–15 Specifically, findings indicate women with
chronic pain struggle for legitimacy, and report being mis-
trusted and psychologized by health care providers.13

Women expressed feeling invisible and stressed the need
for healthcare providers to listen attentively and take their
pain seriously from their past experiences. Proposed solu-
tions included sensitivity training for healthcare providers
and administrative personnel to improve understanding and
responsiveness to women’s pain concerns. Women also
appreciated the supportive environment of women-only
healthcare settings and groups, which fostered a sense of val-
idation and community. Previous studies also showed many
women Veterans preferred gender-specific health care set-
tings and suggest providing them with options to choose
female providers, providing training in gender-sensitive
care, offering women-only groups/spaces, and locating pain
care within women’s clinics when possible.16

Veteran men highlighted how their gender and military
training contribute to their challenges in managing headache
pain. Military culture often emphasizes toughness and stoicism,
which can lead to reluctance to admitting pain and delays in
seeking care.17,18 This social expectation to “tough it out” can
exacerbate their struggles with pain management. Healthcare
providers were encouraged to be mindful of these cultural influ-
ences and to adopt a more sensitive approach when working

with male-identifying veterans, ensuring that their unique barri-
ers to seeking and receiving care are addressed effectively. Also
prior research has found that men are often less inclined to seek
assistance for headache disorders and other medical conditions
compared to women.19 This reluctance is attributed to a desire
for autonomy and control, a lack of recognition of their own
health needs, and adherence to traditional gender role
norms.19–21

Both men and women in our study expressed a strong
interest in effective, interactive peer support groups facili-
tated or monitored by professionals to share and learn from
each other’s experiences with headaches and treatments.
Overall, Veterans underscored the critical role of peer
support in coping with headaches, emphasizing the need
for structured, professionally facilitated groups and educa-
tional initiatives aimed at increasing understanding and
support from their social circles. This desire for support is
consistent with existing research underscoring the prevalence
of poor social support and loneliness among those with
chronic headache.22

Strengths & Limitations
This study consists of a limited sample size from approximately
one-third of the HCoEs in the US. However, our sample is from
multiple centers across the US and includes both men and
women and a diverse patient sample. Previous research
outside of the VA has reported larger proportions of women
in their samples.23 Overall, this study’s direct elicitation of feed-
back fromVeterans grounds our findings in the real experiences
of those the HCoEs aim to serve. Our findings also highlight
common challenges faced by the broader Veteran population,
with participants reflecting on their experiences navigating
VA healthcare services beyond headache care.

Conclusion
Our engagement groups revealed varying important concerns
and preferences for future headache services. Veteran patients
identified numerous ideas and innovations to streamline provider
communication, optimize appointment efficiency, address
gender-specific challenges to receiving appropriate care, and
improve headache management. Many participants highlighted
the underlying need for a headache community to support and
advocate for difficulties related to living with headache.
Veterans also emphasized interest in holistic interventions
beyond medications, corroborating results from previous
research. Overall, participants desired high quality headache
care which is coordinated across multiple disciplines, incorpo-
rates complementary and integrative health approaches and edu-
cational initiatives into headache care planning, and attends to
gender-specific needs.

ACTIVE for Headache will continue to serve as a resource
for clinicians, researchers, administrators, and policy makers
as the VA continues improving headache care quality and
delivery across the HCoEs and throughout the largest
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integrated healthcare system in the United States. We plan
to disseminate our findings to these Veterans engagement
groups and further plan for future engagement. ACTIvated
Veterans Engagement groups are continuing to inform the
HCoE’s clinical and research initiatives as well as provide a
safe space for gender-specific groups to share experiences, pref-
erences and receive support.
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