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With the support of 
coalition participants, 
industry partners and 

headache advocates, we 
have been able to pivot 

our programming to 
meet the changing needs 

of our community.

2020 was an exciting year of progress for the 
Coalition for Headache and Migraine Patients 
(CHAMP).  As this report shows, we introduced 
important new education programs for patients, 
caregivers, headache disease advocates and 
stakeholders. We also worked to address inequities 
and racial disparities in headache medicine, 
collaborated with community partners and 
supporters to advance policy related to migraine 
and headache diseases and delivered the 
information and programming that our coalition 
participants have come to rely on.

While we want to recognize the many 
accomplishments of 2020, we would be remiss if we 
did not acknowledge how much our world has 
shifted over the last year. The onset and rapid 
spread of COVID-19 has changed everyday life as 
well as how businesses, including non-profits like 
CHAMP, operate and deliver programs. With the 
support of coalition participants, industry partners 
and headache advocates, we have been able to 
pivot our programming to meet the changing 

Our Mission

Improve the lives of people with migraine, cluster 
and other headache diseases by aligning coalition 
organizations and empowering patient voices. 

needs of our community. We are grateful to work with 
so many caring individuals and organizations.

Every program we develop is driven by the shared 
urgency of coalition participants to increase access to 
treatments as quickly as possible, combined with the 
need to provide education and support for the 
headache disease community. In 2020, we continued 
to expand our advocacy work; we also increased 
education, support, and communication programs 
designed to build resiliency and empower patient 
advocates to take charge of their health care. In this 
report you will learn more about how we are meeting 
the people living with headache and migraine disease 
where they are by providing education and tools they 
can use immediately to improve their quality of care 
and quality of life. 

While we recognize that 2021 will be a much different 
year, the incredible progress made in 2020 shows us 
how much is possible with your support. We are 
hopeful that if we continue to work together, we will be 
able to share more great accomplishments at the end 
of 2021. 

OUR IMPACT
CHAMP brings together organizations and leaders in this disease area to enhance communication, coordination and 
collaboration to more effectively help people wherever they are on their patient journey.

KEVIN LENABURG
Executive Director



Advocacy 
Increase access to treatment and combat 
stigma

Community 
Connect and strengthen patient 
advocates and people with headache 
diseases

Education 
Improve patient journeys with information 
that is more accurate and actionable



Being able to share my 
story at the ICER meeting 

made me feel seen. My 
story isn’t just my story, I 
knew I was speaking for 

the countless other 
people who live with 

migraine disease. 

TREATMENT ACCESS ADVOCACY 

CHAMP continues to partner with the Headache & 
Migraine Policy Forum (HMPF) in the fight against 
access barriers experienced by those living with 
migraine, cluster, and other headache diseases. 

HEADACHE TREATMENT PATIENT ACCESS 
SURVEY & ISSUE BRIEFS

CHAMP conducted and completed a survey to 
better understand the headache patient journey 
and generate data to be used in treatment access 
battles. The survey was conducted between 
November 2019 and February 2020. Participants 
were adults 18 years or older in the US with 
headache. About 2,000 respondents completed the 
survey, creating a rich data set for analysis. 

In practical terms, this survey allowed CHAMP to use 
cluster data to drive a letter to CMS in support of 
home-use high-flow oxygen.

ICER ENGAGEMENT

CHAMP led the process by which patient speakers 
were voted on and selected to give oral testimony 
during the January ICER public meeting on its 
review of acute medications used to treat migraine 
attacks. CHAMP’s Executive Director moderated a 
HMPF hosted Advocate Forum on the day prior to 
the meeting. The engagement effort with ICER 
resulted in a mostly favorable outcome with its final 
report showing that two of the three medications 
are cost-effective.

Joined the Alliance for Connected Care to ensure 
migraine patients and headache medicine are 
part of the campaign to secure enduring 
expanded access to telehealth 

Alabama Public Education Employees' Health 
Insurance Plan (PEEHIP) now covering multiple 
CGRP therapies on its formulary after efforts led 
by HMPF

Florida Blue now only requires that prescribers of 
CGRP therapies be headache specialists. CHAMP 
signed onto the letters drafted by HMPF to 
update the original policy of requiring that 
prescribers have UCNS certification 

Participated in and helped organize and amplify a 
“Twitterstorm” at UnitedHealthcare for its 4-step 
fail first process for CGRP therapies - 720,410 
potential impressions 

Patient Guide created and letter submitted by 
CHAMP to the National Institute of Neurological 
Disorders and Stroke (NINDS) seeking to help 
eliminate health disparities in headache medicine 

157 comments and 257 signatures submitted to 
CMS for the home-use of high-flow oxygen to 
treat cluster headaches 

Comment letter submitted to CMS from CHAMP 
advocating for home-use oxygen therapy

Created and published Financial Assistance 
Guides for the FDA-approved medications   
Vypeti™ and Reyvow®.

ADVOCACY 

Migraine Patient Advocate



RETREATMIGRAINE

The second annual RetreatMigraine was scheduled 
for April 17-19, 2020 in Redondo Beach, CA. After a 
quick pivot to virtual, CHAMP and its participants 
planned two digital events. In April, RetreatMigraine 
provided more than 12 hours of presentations and 
workshops to the 200+ registered attendees, many 
of which were streamed live via Facebook for the 
general public. To continue adding value, CHAMP 
hosted a second virtual conference from November 
5-9, 2020. There were 350 registered attendees, 
more than 23.5 hours of presentations and 
workshops, and a virtual lobby for attendees to 
make vital community-building connections.

MIGRAINE AND HEADACHE AWARENESS MONTH 
(MHAM)

CHAMP created a new website for National 
Migraine & Headache Awareness Month that 
includes participants’ MHAM activities, eight 
observance days, and the newly created daily blog. 
Advocates drafted daily blog posts on a wide range 
of topics that were posted on the MHAM website 
and social media posts were shared via CHAMP’s 
channels and participants’ channels.

In late 2020, CHAMP welcomed a Communications 
Director to our team who started planning PR for 
MHAM 2021, with the goal of raising the visibility of 
the participants’ activities in the media.

Approximate reach: Millions

35 hours of educational migraine programming, 
with more to come

160k+ video views on CHAMP’s YouTube Channel

73k+ views on the New Medicines & Devices for 
Migraine Care video

42% increase in Retreat Migraine participation 
since launch

COMMUNITY

RetreatMigraine was a great 
resource to connect with others in 

very similar situations, learn 
about new products to help cope, 
and gather knowledge about the 
disease itself and how to better 
advocate for myself and remain 

hopeful.

COALITION PARTICIPANT MEETINGS

While CHAMP was able to gather in-person once 
this year, the rest of our participant meetings have 
been held digitally. This has allowed the 
community to continue to work closely together 
and stay connected during an unprecedented and 
unsure time.

AMPLIFYING COMMUNICATIONS

CHAMP has shared cascading communications with 
its participants throughout the year that include 
information and details about participant events, 
materials, and newly developed resources. The 
information is then amplified by CHAMP 
participants by sharing with their networks via social 
media and blast emails. CHAMP has shared 
multiple messages educating and encouraging 
patients to utilize telehealth services.

Approximate reach: 1.4 million

Held 1 in-person meeting and 3 digital 
gatherings

Finalized CHAMP’s Strategic 5 Year Plan

Provided a platform for participants to connect & 
collaborate during the pandemic

Arranged motivational speaker, Robert Egger, 
Founder & Former President of DC & LA Central 
Kitchen who to presented on “Sustaining Passion”

RetreatMigraine Attendee



EDUCATION

EDUCATION COUNCIL FOR HEADACHE ONLINE 
(ECHO)

In 2019, CHAMP launched the Education Council 
for Headache Online (ECHO), an online program 
that organizes, connects, educates, and supports 
the leading patient communicators within the 
headache and migraine space. Throughout 2020, 
we have trained and connected more than 60+ 
leading patient communicators through a series of 
18 webinars. Topics covered include community 
guidelines, treatment access resources, digital 
content creation, and PR. MAPPING THE MIGRAINE PATIENT JOURNEY

Mapping the Migraine Patient Journey, which 
started in 2019, is an ongoing initiative that 
focuses on bringing together CHAMP participants 
with industry partners to better understand the 
migraine patient journey, identify areas for 
improvement, and spark the development of new 
or expanded programs to reduce the burden of 
migraine disease.  

MIGRAINE AT SCHOOL

Migraine at School is a program developed by 
the CHAMP Stigma in Education Committee. They 
have gathered the best resources and information 
for students, parents, and educators to ensure 
children and teens with headache diseases are 
given the best opportunity to excel in school. 

[Note that this program is not supported by 
funding from the pharmaceutical industry.]

32 passed the certification course

67% growth rate in active members on the 
ECHO Facebook group

80% of graduates indicated an interest in 
continuing involvement in the program next year

Convened multiple stakeholders throughout the 
process - patient advocacy groups, patients, 
headache specialists, researchers, industry partners

Extensive literature review of data collected for 
each step in the journey

Finalized and shared statistics with stakeholders

Identified gaps for patients 

CHAMP participants pitched 7 new programs for 
support during Mapping Meeting #2

Curated website with resources for the three 
primary audiences

Infographics and marketing materials to build 
awareness

In partnership with the Utah PTA, started planning 
for Migraine at School to be introduced into all of 
the Utah public schools. Aspects of this 
partnership include: 

Looking for answers to 
medical issues can be really 

challenging, especially 
when they are poorly 

designed websites. Finding 
something as pretty and 

professional as this inspires 
a huge sense of relief.

16 Year Old High School Student

ECHO Graduate

I walked away from each 
presentation having learned 

something valuable. All of the 
topics were worthwhile, the 
presenters were engaging...

Developed a migraine screener to identify 
adolescents who are undiagnosed

Lesson plan about migraine for required high 
school health classes

With help of the Utah PTA, working to share 
Migraine at School with the National PTA 
organization  



Million Americans will 
experience a migraine 

attack this year

KEY FACTS ABOUT MIGRAINE AND HEADACHE 
DISEASES IN THE UNITED STATES

Only half of 
Americans 

with migraine 
have been 
diagnosed 
(20 million)

Americans live with the pain and disability of 
chronic migraine. Of these, 1-2 million Americans 

have chronic daily migraine

1 BILLION people 
worldwide will 

experience a 
migraine attack 

this year

 Americans will experience at least 
1 migraine attack over their lives

The World Health Organization lists migraine as the 
#2 GLOBAL CAUSE of years lived with disability

Cluster headache impacts over 400,000 AMERICANS 
and is the most painful a disease a person can have
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ADVOCACY 21%

COMMUNITY  38.5%

EDUCATION 32.1%

Total Revenue: $1,540,000 
Total Expenses: $1,047,000

8.4%
General & 
Administrative

91.6%
Programs

2020 PROGRAM ALLOCATIONS

THE CHAMP COALITION 




