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A Case Example From My Clinic.

A 35-year-old woman with daytime 
sleepiness for 20 years. 

Weakness in the jaw and neck with 
laughter in the past.

Seeking medical attention now because 
moved to the US from Europe.



Day of the Study

Getting married that weekend.

PSG normal, TST 470 minutes, 
REM latency 12 minutes.

MSLT MSL 4 minutes and 2 
SOREMPs.



Modafinil

Napping

Avoid drowsy driving

Recommendations. 



Stigmas

Kapella MC, Berger BE, Vern BA, Vispute S, Prasad B, Carley DW. Health-related stigma as a determinant of functioning in young 
adults with narcolepsy. PLoS One. 2015;10(4): e0122478. doi:10.1371/journal.pone.0122478



Modafinil

Napping

Avoid drowsy driving

Follow Up.



Modafinil

Napping

Avoid drowsy driving

Follow up



Husband

Is narcolepsy 
real? Anyway 

you don’t 
have it.

Don’t 
embarrass 

me in front of 
my family.

Just stay 
awake.  You 

have control.

Don’t say you 
are too 

drowsy to 
drive.



Outcomes

Refused meds because he 
wouldn’t hear of it

Not driving much 
to the husband’s 

dismay

Still 
napping



Another Case example

A 28-year-old woman with 
daytime sleepiness for 7 years. 

+Cataplexy twice a week on 
average +Frequent SP and HH

PSG/MSLT ordered



Insurance Struggles: testing.

PSG done: 
No OSA

Finally, PSG MSLT approved.  Completed 3 months later.  
Consistent with Narcolepsy

HSAT done: 
No OSA

Denied.  Need to rule out sleep apnea by a PSG

P2P not helpful.

Denied Need to rule out sleep apnea. P2P not helpful

Six weeks later

Two months later



Insurance Struggles: Treatment

Stimulant tried 
and failed

Patient paid OOP for the stimulant.  Modafinil finally 
approved.

Stimulant 
Denied.  Doesn’t have indication for Narcolepsy.  Only 
Modafinil does.

Modafinil Denied.  Needs to fail a stimulant



Health Care Utilization.

Kallweit U, Nilius G, Trümper D, Vogelmann T, Schubert T. Prevalence, incidence, and health care utilization of patients with 
narcolepsy: a population-representative study. J Clin Sleep Med. 2022;18(6):1531-1537. doi: 10.5664/jcsm.9910.



Insurance Denials.

Bogart K, Hemmesch A, Barnes E, Blissenbach T, Beisang A, Engel P; Chloe Barnes Advisory Council on 
Rare Diseases. Healthcare access, satisfaction, and health-related quality of life among children and 
adults with rare diseases. Orphanet J Rare Dis. 2022 May 12;17(1):196



OOP Expenses.

Bogart K, Hemmesch A, Barnes E, Blissenbach T, Beisang A, Engel P; Chloe Barnes Advisory Council on 
Rare Diseases. Healthcare access, satisfaction, and health-related quality of life among children and 
adults with rare diseases. Orphanet J Rare Dis. 2022 May 12;17(1):196



Final Case Example.

A 56-year-old man presents because he fell out of 
bed during dream enactment two months ago. 

Always has been sleepy during the day.

Fragmented sleep.

No recollection of cataplexy. Past SP and HH

PSG/MSLT ordered



Day of the Study

PSG shows occasional RSWA.

Otherwise normal, TST 484 
minutes, REM latency 76 minutes.

MSLT MSL 3.2 minutes and 4 
SOREMPs.



History

Failed grad school due to sleepiness.

Treated for depression several times

Stands at work during meetings

“It’s not like I have Narcolepsy”

Labeled as lazy

Skips lunch to nap in his car



Stimulants

Melatonin

Avoid drowsy driving

Recommendations.



Diagnostic Delay

Thorpy MJ, Krieger AC. Delayed diagnosis of narcolepsy: characterization and impact. Sleep Med. 2014 May;15(5):502-7. 



Misdiagnoses

Kryger MH, Walid R, Manfreda J. Diagnoses received by narcolepsy patients in the year prior to diagnosis by a sleep specialist. Sleep 
2002;25:36–41.



Comorbidities

Gudka S, Haynes E, Scotney J, Mukherjee S, Frenkel S, Sivam S, Swieca 
J, Chamula K, Cunnington D, Saini B. Narcolepsy: Comorbidities, 
complexities and future directions. Sleep Med Rev. 2022;65:101669



CBT-H

Ong JC, Dawson SC, Mundt JM, Moore C. Developing a cognitive behavioral therapy for 
hypersomnia using telehealth: a feasibility study. J Clin Sleep Med. 2020;16(12):2047-2062. 



On Par With other Rare Disorders. 

Bogart K, Hemmesch A, Barnes E, Blissenbach T, Beisang A, Engel P; Chloe Barnes Advisory Council on 
Rare Diseases. Healthcare access, satisfaction, and health-related quality of life among children and 
adults with rare diseases. Orphanet J Rare Dis. 2022 May 12;17(1):196



Address 
stigma 

individually

Education.

Address 
stigma ats 

societal 
level

What to do?

Barker EC, Flygare J, Paruthi S, Sharkey KM. Living with Narcolepsy: Current Management Strategies, Future Prospects, 
and Overlooked Real-Life Concerns. Nat Sci Sleep. 2020 Jul 16;12:453-466



Questions?
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