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Goals for a comprehensive analysis 

• to better inform the ICARE group and interested public about the funding 

landscape for epilepsy research 

• to assess progress being made against the epilepsy research priorities as 

defined by the 2014 NINDS Benchmarks and the recommendations from the 

2012 IOM report “Epilepsy Across the Spectrum”. 

• to help guide future funding priorities by highlighting current gaps and 

opportunities in epilepsy research 



   

  

  

 

 

  

  

 

 

 

Analysis Design 

• Data was collected in four different areas: 

1. Award Information 

project, investigator(s), award type and amount 

2. Award Research Categories 

research classification, type, and epilepsy type 

3. NINDS 2014 Benchmark Areas 

4. IOM 2012 Recommendations 

• All ICARE member organizations categorized their funded epilepsy 

research according to the four areas. 

• Two years of data collected so far, 2013 and 2014 



Federal Funding Dramatically Outpaces Non-profit 

Funding for Epilepsy Research 

Federal 

95% 

Non-profit 

5% 

Organization 2013 2014 

Federal $141.0M $172.0M 

Non-profit $8.4M $6.7M 

All $149.4M $178.7M 



 

 

2013 2014 

# $ # $ 

Federal 420 $141.00 451 $172.01 

NIH 387 $133.09 415 $163.70 

HRSA 8 $3.37 8 $3.47 

VA 15 $2.33 16 $2.62 

CDC 10 $2.21 12 $2.22 

Nonprofit 93 $8.40 112 $6.73 

CURE 41 $4.29 48 $3.73 

PCORI 2 $1.68 2 $0.27 

EF 15 $0.73 16 $0.81 

AES 19 $0.59 23 $0.69 

Dravet SF 6 $0.44 10 $0.62 

PERF 2 $0.42 2 $0.21 

TS Alliance 6 $0.17 4 $0.14 

Phelan-McDermid SF 1 $0.05 4 $0.19 

LGS 2 $0.05 

PCDH19 Alliance 1 $0.03 1 $0.01 

All 513 $149.40 563 $178.73 

Federal vs Nonprofit Funding for Epilepsy Research 

in 2013 ($149.4M) and 2014 ($178.7M) 



Most Funded Epilepsy Research is Basic 
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 Mechanism of 

Disease 

38% 

Treatment 

27% 

Early 

Detection 

13% 

Etiology 
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Model 

Systems 
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Prevention 

1% 

Largest Fraction of Funding goes to Research 

on Mechanism of Disease; Smallest to Prevention 



  

 

NIH 

AES 

Dravet F 

EF 

PCDH19 

Phelan-M 

TSA 

CURE 

VA 

Total 

CDC 

PCORI 

Neonatal/ 

Infantile 

Childhood Adolescent/ 

Adult 

Variable 

Age 

Type not 

specified 

Disparities in Funding for Different Epilepsy Types 

Age of onset: 

LGS F 

HRSA 

24% 7% 18% 38% 13% 

100% 

100% 

100% 

6% 0% 94% 

100% 

24% 16% 17% 35% 8% 

1% 3% 7% 82% 7% 

59% 6% 35% 

34% 9% 7% 50% 

23% 15% 34% 28% 

100% 

56% 2% 6% 31% 5% 

24% 5% 19% 39% 13% 
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IV. 

Consequences 

(12%) 

III. 

Treatment 
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II. 

Epileptogenesis 
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I. 

Causes 
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Little Funding Dedicated to 

2012 IOM Recommendations 

1.Validate and Implement Standard Definitions 

and Criteria for Epilepsy Case Ascertainment, 

Health Care and Community Services Use and 

Costs, and Quality-of-Life Measurement 

2. Continue and Expand Collaborative 

Surveillance and Data Collection Efforts 

3. Develop and Evaluate Prevention Efforts for 

Epilepsy and Its Consequences 

4. Improve the Early Identification of Epilepsy and 

Its Comorbid Health Conditions 

5. Develop and Implement a National Quality 

Measurement and Improvement Strategy for 

Epilepsy Care 

6. Establish Accreditation of Epilepsy Centers and 

an Epilepsy Care Network 

7. Improve Health Professional Education About 

the Epilepsies 

8. Improve the Delivery and Coordination of 
Community Services 

9. Improve and Expand Educational Opportunities 

for People with Epilepsy and Their Families 

10. Inform Media to Improve Awareness and 

Eliminate Stigma 
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1) Epilepsy research funding spans a range of organizations with 

different missions and funding capacity 

2) Federal funding significantly outpaces nonprofit research 

funding. Funding from federal sources is highly concentrated 

at NIH 

3) Epilepsy research funding is unevenly distributed among the 

Epilepsies 

4) Epilepsy research funding is unevenly distributed among the 

Epilepsy Benchmark priorities 

Conclusions 



 

 

Funding for Structured Training in Epilepsy 

Research is a Small Percentage of Overall Funding 

Research 
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Resources and 
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Training & Career 

Development 

5% 

Educational 

Support 

2% 



   

 

 

 

0% 25% 50% 75% 100% 

CDC 

HRSA 

PCORI 

PCDH19… 

Phelan-… 

LGS 

Dravet SF 

TS Alliance 

EF 

VA 

AES 

CURE 

NIH 

Educational 

Support 
Research 

Resources and 

Infrastructure 
Training & Career 

Development 

Funding for Structured Training is Provided 

by a Subset of Organizations 

5% ($13.6M) 

63% ($0.8M) 

8% ($0.4M) 

12% ($0.2M) 

10% ($0.1M) 

40% ($0.02M) 

Training and Career 

Development investment 

12% ($1M) 

10% ($0.03M) 



 

   

 

Majority of Training and Career Development 

Awards Support Basic Research 

Investment of training awards by Research Classification and Type 
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Majority of Supported Trainees hold a PhD Degree 

*Degree of trainees at time of award 

Degree* 2013 2014 Total 

PHD 30 32 47 

MD, PHD 13 14 18 

MD 15 13 18 

MS 5 3 7 

BA/BS 27 20 33 

Trainee total 90 82 123 
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Majority of Trainees are supported by the NIH 
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Funder # Trainees 
Applied for NIH 

funding 

Awarded NIH 

funding 

AES 24 12 4 

CURE 11 9 3 

Dravet SF 2 2 

EF 4 1 1 

LGS Foundation 1 1 

TS Alliance 1 1 

All Non profit 44 26 8 

60% of Trainees supported by non-profits have 

applied for NIH funding 



Degree All Applied Award 

BA/BS 33 5 2 

MS 7 2 

MD 18 14 3 

MD, PHD 18 13 5 

PHD 47 28 12 

All 123 62 22 

50% of all Trainees applied for NIH funding 

with a success rate of 35% 



    

 

 

  

  

 

  

1) Limited Support for structured training in epilepsy research 

2) Subset of organization support training; and only subset of 

them support graduate trainees 

3) Majority of funds support training in basic research 

4) Majority of trainees hold a PhD degree 

5) Preliminary follow up analysis on trainees: 50% apply for NIH 

funding, 35% success rate 

Conclusions 
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Please check it out and 

provide feedback  at 

leenderm@ninds.nih.gov 
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