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Principal actions to date: 
 
 

 AHDA incorporated, not-for-profit, Vermont, June 2008 

o Mission – a national organization to advocate for the 
interests of patients with headache disorders and the field 
of headache medicine 
 

 Headache on the Hill – Direct congressional advocacy 

o September 2007:   
45 Participants – 29 States – 136 Offices – 70% of NIH-
related Offices 

o February 2009:   
35 Participants – 27 States – 127 Offices – 63% of NIH-
related Offices 

o February 2010:   
52 Participants – 35 States – 144 Offices – 69% of NIH-
related Offices 

 

 Action alerts – Grassroots email via AHDA website  
(http://www.allianceforheadacheadvocacy.org) 

o >3,200 website users from 423 congressional districts  
(96% US federal district coverage) 

o >6,400 email messages sent to Congress since 2007 
 

American Academy of Neurology 
American Headache Society 
Headache Cooperative of New England 
Headache Cooperative of the Pacific  
Migraine Research Foundation    

Miles for Migraine 
National Headache Foundation  
National Migraine Association  
Ohio Headache Association 
PFO Research Foundation 



 
 
Major results to date: 
 

 US House of Representatives ‘Dear Colleague’ letters, 
2008, 2009 

o See below 

 US Senate and House Appropriations Report Language, 
FY2009, FY2010 

o See below 

 Director Francis Collins’ report on the current status of 
NIH funded research on headache disorders, April 2010 

o See below 

 Bipartisan Joint US Senate/House letter to NIH 
Director Francis Collins, April 2010 

o See below 

 NIH Headache Research Planning Meeting held to 
expand research on headache disorders, May 2010, 
(Reports pending) 

 Letter from NINDS Director Story Landis to members of 
Congress regarding the Research Planning Meeting, 
June 2010 

o See below 

 Inclusion of “Headaches” and “Migraines” as reporting 
categories of annual expenditures within the NIH 
Research Condition, Diagnosis, and Category registry, 
February 2011 

 Inclusion of a headache research scientist for the first 
time as a standing member of an NIH Center for 
Scientific Review study section, 2010 



 
FY09 L-HHS Appropriations Report Language 

Senate: 

Headache Disorders. – The Committee encourages intensified efforts to understand the causes, 
prevention, treatment, and eventual cure of headache disorders, including migraine, cluster 
headache, and chronic daily headache. Research on these disorders, to date, has not received 
funding commensurate with their prevalence or their costs to the economy. Therefore, the 
Committee strongly urges the NINDS to solicit grant applications in this area; encourage new 
investigators with career training and transition awards; provide fair peer review by headache 
scientists of submitted headache research grant applications; and collaborate with the research 
community to develop “Headache Disorders Research Benchmarks.” 
 
House: 

Headache Disorders. – The Committee encourages intensified efforts by NINDS to produce 
breakthroughs in understanding the causes, prevention, treatment, and eventual cure of headache 
disorders, including migraine, cluster headache, and chronic daily headache. The Committee 
encourages NINDS to increase its research effort in headache disorders with requests for 
application and career training and transition awards; and taking any other steps to ensure that 
vigorous intramural and extramural headache research programs are established. To identify 
consensus research targets; the committee further encourages NINDS to collaborate with the 
national and international research community to develop Headache Disorders Research 
Benchmarks, similar to the Epilepsy Research Benchmarks initiative. To improve the transparency 
of NIH research funding allocations, the Committee suggests that “migraine” and “headache 
disorders” be included as individual categories in the annual NIH estimates of funding for various 
disease areas, as well as in the forthcoming Research, Condition, and Disease Categorization 
program. 
 
 

FY10 L-HHS Appropriations Report Language 

Senate: 

Headache Disorders, - The Committee notes that NIH-funded research efforts on headache 
disorders have not been commensurate with their enormous disease burden. The Committee 
strongly urges the NINDS to solicit grant applications for fundamental and translational research 
on headache disorders and to recruit new investigators to the field. The Committee also urges the 
establishment of a screening program for therapies for headache disorders comparable in scope to 
the Anticonvulsant Screening Program [ASP]. The Center for Scientific Review is encouraged to 
provide fair peer review by ensuring that applications submitted in the area of headache research 
will be considered by study sections that include members who are principally headache research 
scientists. The Committee commends the NINDS for recently initiating a process towards defining 
headache disorders research benchmarks and requests an update on the progress of this program 
in the fiscal year 2011 congressional budget justification. The Committee also requests an update 
on the status of NIH intramural research programs related to headache disorders. 
 
House: 
 
Headache Disorders.--The Committee urges NINDS to: (1) solicit grant applications for 
fundamental and translational research on headache disorders with Requests for Applications, and 
(2) recruit new investigators with career training and transition awards. The Committee 
encourages NINDS to establish a screening program for therapies for headache disorders 
comparable in scope to the Anticonvulsant Screening Program. The Committee commends NINDS 
for recently initiating a process towards defining Headache Disorders Research Benchmarks and 
requests a report to the Committees on Appropriations of the House of Representatives and the 
Senate on the progress of this program by December 1, 2009. 













Introduction 

In its report on the Fiscal Year 2010 appropriation for the Department of Health 
and Human Services, the Committee on Appropriations stated: 

“The Committee urges NINDS to: (1) solicit grant applications for fundamental 
and translational research on headache disorders with Requests for Applications, 
and (2) recruit new investigators with career training and transition awards. The 
Committee encourages NINDS to establish a screening program for therapies for 
headache disorders comparable in scope to the Anticonvulsant Screening 
Program. The Committee commends NINDS for recently initiating a process 
towards defining Headache Disorders Research Benchmarks and requests a 
report to the Committees on Appropriations of the House of Representatives and 
the Senate on the progress of this program by December 1, 2009.”  (House 
Report No. 111-220, p. 117) 

The following report has been prepared by the National Institutes of Health (NIH) 
of the Department of Health and Human Services in response to this request. 

Background 

Headache disorders are among the most common disorders of the nervous system.  
While epidemiology of headache disorders is not well documented, the World 
Health Organization (WHO) estimates that in developed countries, Tension Type 
Headache (thought to have musculoskeletal involvement) affects two-thirds of 
adult males and over 80% of females.  WHO further estimates that 3000 migraine 
attacks occur each day for every million people, and that chronic daily headache 
occurs in one in every 20 adults each day. 1  

Headache may occur as a primary disorder or secondary to a number of other 
conditions.  Chronic headache and the long-term effects of coping with them 
(including stress, medication, behavioral and lifestyle changes) may predispose 
headache sufferers to other illnesses, including depression.   Headache may 
impact an individual’s employment, social activity, and family life. 

The National Institutes of Neurological Disorders and Stroke (NINDS) funds 
research to address the underlying causes and mechanisms contributing to 
headache disorders and to develop treatments for these debilitating disorders.   

 

 

                                                            
1 World Health Organization, Fact Sheet No 277, March 2004. 
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