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Survey information

Validation results (n=34)

94% with NDPH

32 with NDPH

1 possible cervicogenic

1 started after stroke



Demographics

Male
28%

Female
72%

Sex assigned at birth
Age

41.2 ± 15.4 years

(range 13-84)
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Headache onset

Covid infection

5%
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Psychological 
stressors

34%

Infection/inflammation
32%

Injury/surgery
8%

Change in 
medications

4%

No clear trigger
22%

Possible triggering event in the 
3 months before onset
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Acute treatment

Abbreviations
Acetamin/butalb/caff: acetaminophen/butalbital/caffeine
DHE: dihydroergotamine
Isometh/dichlor/acetamin: isometheptene/dichloralphenazone/acetaminophen

nVNS: non-invasive vagus nerve stimulation
REN: remote electrical neuromodulation
tSNS: transcutaneous supraorbital nerve stimulation

Percent of total 
respondents who 

found the 
medication 
"completely 

effective,“ "mostly 
effective," or 
"somewhat 
effective"

Requirements:  tried at least once, minimum 10 respondents, guideline-recommended doses
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Preventive treatment

Percent of total 
respondents who 

found the 
medication 
"completely 

effective,“ "mostly 
effective," or 
"somewhat 
effective"

Requirements:  tried for 2 months (most treatments) or 3 months (CGRP + Onabotulinum Toxin A), minimum n=10 respondents, guideline-recommended doses
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Disability, mood, sleep, and stigma

Little to no 
disability

9%

Mild disability
4%

Moderate 
disability

5%

Severe Disability
82%

Disability (MIDAS)

None/minimal
16%

Mild
29%

Moderate
23%

Moderately 
severe
19%

Severe
13%

Depression (PHQ8)

None/minimal
36%

Mild
33%

Moderate
17%

Severe
14%

Anxiety (GAD7)

Elevated (T 
score 60+)

29%

Normal (T 
score <60)

71%

Stigma (SSCI8)

Normal
62%

+1 
Standard 

Deviations
28%

+2 Standard 
Deviations

9%

+3 Standard 
Deviations

1%

Sleep Disturbance (NeuroQol)



Conclusions

• Onset peaks between 11-40 years of age

• The most common potential triggers are stressors and inflammation

• The most common associated feature is brain fog

• The most effective acute treatments are opioids

• The most effective preventive treatments are CGRP antagonists

• More than 4 in 5 respondents had severe disability
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