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>$1,000,000 donated to advance narcolepsy research

Wake Up Narcolepsy (WUN) Mission:
e Support basic and clinical research to advance treatments and discover a cure
for narcolepsy
e Accelerate time to diagnosis
e Increase narcolepsy awareness through education

Funds Raised and Donated
e Since 2008, WUN has donated $1.39 million for narcolepsy research through
grassroot efforts (e.g., philanthropy, annual campaigns, fundraising)

Projects Supported
e Funds from WUN have supported projects and facilitated advancement in the
following areas:
o Narcolepsy genetics
o Narcolepsy and cataplexy pathophysiology
o Novel treatments and healthcare delivery
o Tools for improved diagnosis
e Early-stage research support from WUN can be a path to receipt of larger
awards. Grants made possible through WUN-supported research include:
o “Mechanisms of Cataplexy,” a $1.5 million multi-year NIH grant
(5RO1NS106032, Pl: Thomas Scammell, MD)
o “Development and Validation of a Nocturnal Sleep Signature for the
Diagnosis of Idiopathic Hypersomnia,” a ~$500,000 NIH grant (direct costs
for 2024) (1R61NS130215, PI: Kiran Maski, MD)

Findings Published
e \WUN-supported research findings are published in over 25 primary journal
articles and multiple national and international presentations (see attached
Published Research list)

Partnerships
e In 2022, WUN formed a partnership with the American Academy of Sleep
Medicine (AASM) Foundation to jointly fund research understanding central
disorders of hypersomnolence
o This triples the impact of each WUN dollar toward research of sleep
disorders
o WAUN funding is currently supporting two projects under this mechanism
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Published Research Supported by WUN Funding
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Med. 2010 Feb 15:6(1):77-8. PMID: 20191943; PMCID: PMC2823281.
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Coffey AA, Joyal AA, Yamanaka A, Scammell TE. The Impacts of Age and Sex in a Mouse Model of
Childhood Narcolepsy. Front Neurosci. 2021 Mar 4:15:644757. doi: 10.3389/fnins.2021.644757.

Dauvilliers Y, Siegel JM, Lopez R, Torontali ZA, Peever JH. Cataplexy--clinical aspects,
athophysiology and management strategy. Nat Rev Neurol. 2014 Jul;10(7):386-95. doi:
10.1038/nrneurol.2014.97. Epub 2014 Jun 3. PMID: 24890646; PMCID: PMC8788644.

Dhanju S, Al-Saleh S, Amin R, Weiss SK, Zweerink A, Toulany A, Murray BJ, Narang I. A
retrospective analysis of clinical characteristics of childhood narcolepsy. Paediatr Child Health. 2018

Sep:23(6):295-e101. doi: 10.1093/pch/pxx205. Epub 2018 Mar 5. PMID: 30455579; PMCID:

PMC6234419.

Han F, Faraco J, Dong XS, Ollila HM, Lin L, Li J, An P, Wang S, Jiang KW, Gao ZC, Zhao L, Yan H,
Liu YN, Li QH, Zhang XZ, Hu Y, Wang JY, Lu YH, Lu CJ, Zhou W, Hallmayer J, Huang YS, Strohl KP,

Pollimacher T, Mignot E. Genome wide analysis of narcolepsy in China implicates novel immune loci
and reveals chanqes in association prlor to versus after the 2009 H1N1 influenza pandemic. PLoS

24204295 PMCID: PMC3814311-

Ingram DG, Jesteadt L. Crisp C, Simon SL. Treatment and care delivery in pediatric narcolepsy: a
hysicians. J Clin Sleep Med. 2021 May 1:17(5):875-884. doi:

10.5664/jcsm.8774. PMID: 32895119; PMCID PMC7849641

Jacob L, Leib R, Ollila HM, Bonvalet M, Adams CM, Mignot E. Comparison of Pandemrix and
Arepanrix, two pH1N1 AS03-adjuvanted vaccines differentially associated with narcolepsy

development. Brain Behav Immun. 2015 Jul:47:44-57. doi: 10.1016/j.bbi.2014.11.004. Epub 2014

Nov 15. PMID: 25452148.
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Kantor S, Mochizuki T, Lops SN, Ko B, Clain E, Clark E, Yamamoto M, Scammell TE. Orexin gene
therapy restores the timing and maintenance of wakefulness in narcoleptic mice. Sleep. 2013 Au
1:36(8):1129-38. doi: 10.5665/sleep.2870. PMID: 23904672; PMCID: PMC3700709.

Mahoney CE, Agostinelli LJ, Brooks JN, Lowell BB, Scammell TE. GABAergic Neurons of the
Central Amygdala Promote Cataplexy. J Neurosci. 2017 Apr 12;37(15):3995-4006. doi:

10.1523/JNEUROSCI.4065-15.2017. Epub 2017 Feb 24. PMID: 28235898: PMCID: PMC5391681.

Maski K. Worhach teinhart E. B h M. Morse AM, Strunc M mmell T, Owen il t

L. Crisp C. Williams D, Sideridis G. Development and Validation of the Pediatric Hypersomnolence
Survey. Neurology. 2022 May 10;98(19):e1964-e1975. doi: 10.1212/VWNL.0000000000200187. Epub

2022 Mar 21. PMID: 35314496: PMCID: PMC9141629.

Pat|ent \oice in Narcolegsy D|agnost|c Delay, D|sease Burden, and Treatment Efflcacy J Clin Sleep
Med. 2017 Mar 15:13(3):419-425. doi: 10.5664/jcsm.6494. PMID: 27923434;: PMCID: PMC5337589.
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Désautels A, Montplaisir J, Mack SJ, Mindrinos M, Fernandez-Vina M, Mignot E. HLA-DPB1 and

HLA class | confer risk of and protection from narcolepsy. Am J Hum Genet. 2015 Jan
8; 96(1) 136 46. doi: 10. 1016/| ajhg. 2014 12 010. Erratum in: Am J Hum Genet. 2015 May

PMCA289679.

Ong JC. Dawson SC. Mundt JM, Moore C. Developing a cognitive behavioral therapy for
hvpersomma usmq telehealth: a fea3|b|I|tv study. J CI|n Sleep Med. 2020 Dec 15:16(12):2047-2062.

Ong JC, Fox RS, Brower RF, Mazurek S, Moore C. How Does Narcolepsy Impact Health-Related

uality of Life? A Mixed-Methods Study. Behav Sleep Med. 2021 Mar-Apr;19(2):145-158. doi:

10.1080/15402002.2020.1715411. Epub 2020 Jan 14. PMID: 31937147.

Parmar A, Murray BJ, Narang |. Clinical Characteristics of Cataplectic Attacks in Type 1 Narcolepsy.
Curr Neurol Neurosci Rep. 2020 Jul 11;20(9):38. doi: 10.1007/s11910-020-01057-z. PMID:

32651734.

Parmar A. Yeh EA. Korczak DJ. Wei K. LuZ. Zweerink A. Toulany A, Murray BJ. Narang |.

Depressive symptoms, sleep patterns. and physical activity in adolescents with narcolepsy. Sleep.
2019 Aug 1:42(8):zsz111. doi: 10.1093/sleep/zsz111. PMID: 31070768.

Parmar A, Yeh EA, Korczak DJ, Welss SK, Lu Z, Zweerink A, Toulany A, Murray BJ, Narang I.

Dec:24(8):490-494. doi: 101093 /beh/oxy192. Epub 2019 Jan 11. PMID: 31844391: PMCID:
PMC6901168.
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Scammell TE, Luo G, Borker P, Sulllvan L, Biddle K Mignot E. Treatment of narcolepsv with

Shelton AR, Malow B. Correlates to Problem Behaviors in Pediatric Narcolepsy: A Pilot Study. J Clin

PMC5695990.

Snow MB, Fraigne JJ. Thibault-Messier G, Chuen VL. Thomasian A, Horner RL, Peever J. GABA
CeIIs in the Central Nucleus of the Amygdala Promote Cataplexy. J Neurosci. 2017 Apr

28209737 PMCID PMC6596591

Stephansen JB, Olesen AN, Olsen M, Ambati A, Leary EB, Moore HE, Carrillo O, Lin L, Han F, Yan
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Jennum P, Mignot E. Neural network analy3|s of sleep stages enables eff|C|ent diagnosis of
narcolepsy. Nat Commun. 2018 Dec 6:9(1):5229. doi: 10.1038/s41467-018-07229-3. PMID:

30523329: PMCID: PMC6283836.
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Xiao L, Chen A, Parmar A, Frankel L, Toulany A, Murray BJ, Narang |. Narcolepsy Treatment: Voices
f Adol nts. Behav SI Med. 2022 Mar-Apr:20(2):260-2

10.1080/15402002.2021.1916496. Epub 2021 Apr 20. PMID: 33877929.

Wake Up Narcolepsy Inc | PO Box 60293 | Worcester, MA | 01606 | www.wakeupnarcolepsy.org


https://pubmed.ncbi.nlm.nih.gov/32249922/
https://pubmed.ncbi.nlm.nih.gov/32249922/
https://pubmed.ncbi.nlm.nih.gov/29117887/
https://pubmed.ncbi.nlm.nih.gov/29117887/
https://pubmed.ncbi.nlm.nih.gov/29117887/
https://pubmed.ncbi.nlm.nih.gov/28209737/
https://pubmed.ncbi.nlm.nih.gov/28209737/
https://pubmed.ncbi.nlm.nih.gov/28209737/
https://pubmed.ncbi.nlm.nih.gov/28209737/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/30523329/
https://pubmed.ncbi.nlm.nih.gov/31679942/
https://pubmed.ncbi.nlm.nih.gov/31679942/
https://pubmed.ncbi.nlm.nih.gov/31679942/
https://pubmed.ncbi.nlm.nih.gov/31679942/
https://pubmed.ncbi.nlm.nih.gov/24006291/
https://pubmed.ncbi.nlm.nih.gov/24006291/
https://pubmed.ncbi.nlm.nih.gov/24006291/
https://pubmed.ncbi.nlm.nih.gov/33877929/
https://pubmed.ncbi.nlm.nih.gov/33877929/
https://pubmed.ncbi.nlm.nih.gov/33877929/
http://www.wakeupnarcolepsy.org/



