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M‘ssron of Crrcadran Sleep Drsorders Network

| CSD N i |s an |nternat|onal patlent advocacy non- profrt
y - establrshed 12 years ago i

s Its mrssron is to | | . |

! e encourage research |nto crrcadran rhythm sIeep -wake disorders
| < increase awareness medical ccmmunrty/general public |
e . advocate for accommodatlons at work and school
: P provrde emotional support and treatment options

NIHSDRAB2024 = . K | R 5



~© . CSDAHighlights

) - CSD-N board member on SDRAB - 2nd time.
-~ Coalition partners with Project Sleep & Start School Later
* + Represent at annual SLEEP conference 2023 and 2024

| - Visit csd-n.org to see our accomplishments
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* Clrcadlan Rhythm Sleep Wake Dlsorders' .

alteratlons |n the sleep wake cycle resultmg from:

| Changes to the underlylng blologlcal clock
e '.,Its avbil,it'y to synchronize with the_‘exte‘rnalen-vironment
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), *Procesé,es That Follow A Circad an Pattern »

s Whrle the sIeep-wake cycle IS the most obvious output of
- -] the circadian clock; there are hundreds of biological
s processes that follow a crrcadlan pattern |

. Some of the more promrnent thythims known to be aItered
are meIatonrn cortrsol and core body temperature
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* CSD N Created a Survey and Reglstry

\ Clrcadlan rhythm sleep-wake dlsorders (CRSWDS) can
L _have a devastatrng effect on the I|ves of those W|th these
2 M0 condrtlons » . |

n 2016 CSD N created a patrent survey and reglstry
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Purpose of Survey and Reglstry

- AR

y

¥\ ‘»% g
about these dlsorders |nclud|ng |nformat|on on:

| ,7' e Subjeottve patient expenenoe y
Efflcaoy and durability of. treatments o

| The purpose of the reqlstrv is to flnd vqunteers Who are
3 W|II|ng 0] part|o|pate in- researoh

3 w The purpose of the y IS to f||| in knowledge gaps -
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~ ' Patients SO'iCited..W°"dWide

= "~Patie'nts"were's'o'l’ici'ted‘wOrIdwide. S S

) Engllsh speakmg countries. -

The survey s in Engllsh 87% of respondents I|ve in flve |
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- Invite Researcherst.o Analyze the S Data -

In the paper we mvrte other researchers to analyze the
survey data. | | | |

tis possmle other researchers will extract and publlsh
conclusmns of their own in.the future o

NIHSDRAB2024 s o | R 12



t Respondent Informatron |s De Identrfred

-4 --ReSPO"de"tS’r ihforma'tion s d’e-iden‘tified;-

Respondents can be contacted by researchers onIy
after they have given consent.
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The patlent survey was promoted on our website and
newsletter and across our somal medla channels

| ‘_ « X (formerly known as Twrtter)
Facebook | |
Instagram
Lmkedln
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Respondent Dlagnosls Type

Respondents Were Asked el
"+ Which CRSWD dothey believe they have?

: 3 WhICh ES been formally dlagnosed by a medical professmnal?
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oy - Respondent Size

i tOf the 1627 people partrcrpated 1298 completed the survey |n
olts entrrety , & o Sy |

e .To avord questrons about whether seIf dragnosed patrents "
_' _properly dragnosed themselves

o we present results based on the 479 respondents who were
e cIrnrcaIIy diagnosed. . =
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' SurveyQuestionnaire

W The survey COﬂSIStS of 122 questlons about the patlents
'experlences W|th thieir d|sorders

: '.'To see questlons go to our web3|te and search on survey
“questions,’ or navigate-directly to
| - www. C|rcad|ansleepd|sorders org/reglstry/survey questlons php
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‘ Survey Covers Varlety of TOpICS

A ‘f;ReIatlng to
ke O Dlagn03|s
Tiredness
Worklmpact
“Comorbitities |
Treatments gl
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- SampleQuestion's A

e If left to your bodys natural schedule what time would you
| typlcaIIy faII asIeep .and typlcally wake up? |

D Have you ever applled for accommodatlons at work
because of your disorder?

|=" o Doaother famlly members have aCRSWD? |
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R ESU L S ‘

Many of our f|nd|ngs oontradlct common assumptlons |

among researchers and clinicians: others lend support to
T OF expand on hypotheses n the f|eId |

~ NIHSDRAB 2024
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~© CRsWD Subtypes

' Of the 479 respondents

. 82% (391) had DeIayed SIeep Wake Phase Disorder
" ¢ 21% (101). had Non-24-Hour Sleep-Wake Rhythm Disorder
. 5% (26) had Irregular SIeep WELE Rhythm Disorder |

S 1% (7) had Advanced SIeep Wake Phase Disorder
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Dlagn05|s Challenges

‘leflculty obtalnlng a dlagn05|s was a very common
response : | |

N 24% Of patlents took 10+ years to recelve accurate dlagn03|s

e 77% were mlsdlagnosed |n|t|aIIy, many Wlth multlple incorrect
| dlagnoses over the years -
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Dlagnosls Challenges

Ch|ef among these mcorrect dlagnoses

ol De‘pressmn
 Insomnia | |
~+ No d|agn03|s at all (selected Doctor sald nothmg is wrong’)
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T|redness

s (,I >\

i\ »% '
W) Another common response regarded the connectlon

‘_between abnormal sIeep tlmlng and t|redness

 Ithas beenaasserted that t’ir‘ednesSi-n _CRSWDS -on»Iy occurs when
- sleepis reduced by attempting to sleep at a time not consistent
- with the patient's circadian rhythms (against their body clock).
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Tiredness

) However when sIeep|ng on what respondents belleved
- " . was theit body’s natural schedule, more than half of the
i Wi part|C|pants reported t|redness |

: ,-On average, respondents sIeeplng on: thelr preferred schedule
 felt they needed 8.7 hours of sIeep |

. 25% of respondents need 10 or more hours of sIeep to funct|on
P -adequately " | *
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T|redness

| Thls set of flndlngs suggests a complex mteractlon between
jcwcadlan rhythms and t|redness P033|ble reasons mclude

i <+ An abnormallty of circadian functlon Ieads to tlredness which is
i _not m|t|gated by sIeeplng at the|r natural t|me '

o ’T|redness may result from desynchronlzatlon of the sIeep-wake :
3 “rhythm relative to other circadian processes. A loss of synchrony
between Kdn"ferent processesls_ a phenomenon termed ‘dyschronism.’
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| IDONTALWAYS

SLEEP,WELL

NIH SDRAB 2024
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‘ W°"k joRact . iy

reasons

& 61%.got 6 hours or less of sleep on workdayS |

E o the average sIeep duratron on workdays was 5 9 hours

Of those who had to get up for work school or famlly |
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Work Impact

63% were Iate for work-or school at Ieast once a week
- which could have‘a significant |mpact on thelr jOb and
academlc performance and evaluat|on
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P co. MORBITITIES

Depressmn y

Other Sleep Dlsorders
Sensmwty (0 Brlght nght -

M|gra|nes
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CO MORBITITIES Depressmn

Y 8% of respondents also suffered from depressmn

| i Of those 58% 57% reported thelrdepreSS|on started
e, .AFTER the|r CRSWD had developed |

i Th|s suggests that the arrow of causalltv is more often in the
~ other direction, with circadian dlfferences / lack of sleep leading
R (0 depressmn | -
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CO MORBITITIES Depressmn

= ?ePossmIe Reasons

K BlOIOQ|ca| Effec't** — cites paper Uni\)eksity of Pittsburgh 2016.
" *Eyidence from pre-clinical and clinical résearch provides an undeniable link

| between disruptions in the circadian clock and the development of psychiatric
~ diseases, including mood and substance abuse disorders.

" Psychological Struggle against feeling tired all the time.
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CO MORBITITIES Depressmn

b " e Factors These cond|t|ons greatly mterfere with work,
- school anad social life — causmg Ionelmess and |solat|on—
- often to the pomt of disability. -

.« Little Empathv' This may be partiCUIarIy true where the
disorder is not well understood and the patient is-often -~
" blamed for What | S outside of thelr control.

NIH SDRAB 2024 = o E | S 23



CO MORBITITIES Other SIeep Drsorders 3

- (! [ T

R .

| 51% of respondents had aIso been dlagnosed with another
" _. _"‘sIeep dlsorder most commonly o i

BrUX|sm

- '- Agne R .
Restless Leq Svndrome reported to have C|rcad|an aspects

F The presence of other sIeep dlsorders could contrlbute to
% dlagnostlc delay. L
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@ct) MORBITITIES Sensmwty to Brlght nght

) * 46% of respondents felt they were unusually sensmve to
,,brlght Ilght A

e .Some hypothe3|ze that senS|t|V|ty to the phase shn‘tmg effect
: _of Ilght IS an et|olog|cal factor In DSWPD |
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CO MORBITITIES Mlgrames

f -26% of our part|C|pants reported mlgralnes

'Studles have connected photophobla and Ilqht mduced
| migraines to the same ipRGC cells that perform the light-sensing
role in regulating circadian rhythms.
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. TREATMENTS

L|ght Therapy
- -nght‘Res.trlctlon_ -

. I\/I.elatoni_n

| Phase-Delay Chronotherapy i
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TREATMENTS nght Therapy

- _-.".' _--'.30% are stlll--usmg e }

"+ Only 26% said it helped somewhat or more

s ~+_Only 13% said they .a'ch.ieved,’,thefird_e"sire'd sleep times
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TREATMENTS nght Therapy

"’iThere are some I|m|tat|ons in mterpretlng thls result.

"We do not know how I|ght therapy was prescrlbed or the
. -degree of compliance. |

| ?Nevertheless these results WouId seem to suggest a

i efﬂcamous

~ substantial number of patlents for whom Ilght treatmient is not
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' TREATMENTS - Light Therapy

V' The American Academy of Sleep Medicine, in thelr practice
~-|. - guidelines, found that there was NOT sufficient evidence to
- recommend light treatment for.either DSWPD or Non-24.

NIHSDRAB2024 = . K | . 40



-~ TREATMENTS nght Restrlctlon

b Of the 48% of respondents (228 people) who tried Ilght
"",Arestrlctlonl av0|dance of evenlng Ilght .

A O 59% are stil using it |
e 32% sald it helped somewhat or more

B % Evemng I_|ghtrestr|ct|on fares a bit betterthanmorning ~Ii'ght '
exposure but the rate of success was still dismayingly low.
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TREATMENTS Melatonln

) ";.Of the 81% of respondents (386 respondents) who tr|ed
-'-Q'_jmelatonm s e , |

.+ Only 37% are still using meIatonm e ,,
- ) OnIy 12% said they achleved thelrdeS|red sIeep tlmes

£ I\/IeIatomn Was by far the most commonly attempted treatment
. but had a very poor success rate n terms of patlent sat|sfact|on

 NIHSDRAB2024 ~ . B - SO 2



TREATMENTS Phase-DeIay Chmmﬂ“""alloy

b The most dlsturblng results concerns: the use of phase-
- ,tdelay chronotherapy as a treatment for DSWPD

o 0 .Th|s reglmen involves the pat|ent deIaymg their sIeep more
o each mght typically by 3 hours a night - unt|I their sIeep
shifts to a-more desirable wake fime. -~
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TREATMENTS Phase-DeIay Chronotherapy

Of the 51% of DSWPD patlents who trled phase delay
chronotherapy o e . |

‘ - on|y1% said it succeeded |ndef|n|tely -
] L 95% sald it helped for a month [ol Iess or not at aII

NIH SDRAB 2024 = i = | . 1



TREATMENTS Phase-DeIay Chronotherapy

Of the respondents who tned phase delay chronotherapy

o . 1% subsequently recelved a cI|n|caI dlagn03|s of Non-24
e 26% belleve their DSWPD became Non 24 after using it

™ fMany of these respondents never went back to the doctor who

. recommended the chronotherapy treatment since it had such a

~ disastrous result for them, so they dldn t have an opportunity for
formal dlagn03|s oftheNon-24.~
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TREATMENTS Phase-DeIay Chronotherapy

""__»uThe low success rate and the hlgh rlsk suggest that-even 30
- | years after researchers first published the risks of phase-delay
s Mt chronotherapy, it is not W|dely recognlzed

- This puts many patients in da’nger_»of p-ng’resSing_ to Non-24.
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Slghted Non 24

W ';‘°21% (101) of respondents had Non 24
.+ Allof our responderits are sighted

{ RN *We find that more people suffered from Slghted Nori-24 than
. _some of the literature would lead Us to expect.

| We believe the etlology i S|ghted Non 24 IS dlfferent than
4 Bllnd Non 24. =

NIH SDRAB 2024
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Survey Currently Open

Data for thls study R coIIected between December 1, 2016
and August 18 2022. | - .

| | _The survey and registryarecurtently still open to res;pondents.
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- In' Conclusion

,';By coilecting informatioh from a Iarg-ehumb'er‘of-peoplesUffering
| . from CRSWDs, we hope to stimulate research into the causes,
|- -treatments and-effects of circadian rhythm sleep-wake disorders.
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" FOLLOW US QN SOCIAL MEDIA

X (formerly TW|tter)

/ @CSD N- v -
: 7 Instagram B e
@C|rcad|an sleep dlsorders
‘Facebook k | ‘
@C|rcad|anSIeepD|sordersNetwork ’
Lmkedln ' @

3 @C|rcad|an sleep dlsorders network
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-Alex’s X account and blog @DelayedSIeeper
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