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Background & Objective Methods

* Non-24-hour sleep—wake disorder (Non-24) occurs when Anonymous online survey deployed in REDCap developed
sleep timing does not stay aligned with the 24-hour day, with CSD-N and patient-community input.

often shifting progressively later and cycling around the Recruitment through N24 Discord, Reddit, the CSD-N
clock. mailing list, Facebook and related networks.

In sighted people, Non-24 may go unrecognised or be Descriptive analysis of 236 consenting adult completers;
mistaken for poor sleep habits or mental health problems, median age band 25-34 years (reported bands 18—24 to
while disrupting work, education and everyday life. 65+); 91/235 (38.7%) reported male sex at birth.
Objective: Understand patients’ diagnostic journeys,

functional difficulties and use of online communities for

recognition and support.

Results

A Recognition was usually patient-led and often delayed

Points show proportions with Wilson 95% confidence intervals. Diagnosis-delay categories use N = 236.

Headline indicators Time from first problems to diagnosis
Unsure I 10 (4.2%
Diagnosed or suspected Non-24 —@— 181/236 (76.7%) No diagnosis ()_ 91 (38.6%)
o Velv lat i >10 years [T 89(37.7%)
9 When unconstrained —@— 166/235 (70.6%)

7-10 years [N 18 (7.6%)
Patient first suggested a ; . : 156/236 (66.1% 4-6 years [N 15 (6.4%)
circadian explanation (66.1%) 1-3 years _ 11 (4.7%)

3-12 months | 1 (0.4%)

No formal circadian diagnosis ) 91/236 (38.6%
( °) <3 months | 1 (0.4%)
0% 25% 50% 5% 100% 0% 10% 20% 30% 40%
Respondents (%) All completed respondents (%)
B Circadian symptoms disrupted schedule alignment and work most severely C Suspected N24: more community reliance, less clinician understanding
Distribution among respondents rating each domain; item denominators range from 216 to 234. Descriptive comparison of diagnosed N24 (n = 80) and suspected N24 (n = 101). Item-specific denominators are used.
Not at all Mildly Moderately Severely B Extremely . Diagnosed N24 . Suspected N24

Alignment with work,
education or societal 21% 92% S/E 740
schedules Patient suggested a '_._' /o
circadian explanation |_._| 56%
Communities influenced —)—t 86%
Social life 29% 21% 10% 66% S/E understanding or o
management ——t 74%
Financial security _ 19% 13% 9% 12% 66% S/E
Communities helped I . 1 89%
condition understanding |_._| 80%
Mental health 26% 21% 18% 53% S/E
Symptoms dismissed as —)— 87%
Access to healthcare 25% 27% 18% 52% S/E behavioural or
psychological l—._l 70%
Relationships _ 17% 31% 18% 44% S/E
Clinicians understood  * . 1 5%
symptoms —)— 25%
Physical health 23% 32% 17% 9% 42% S/E
0% 25% 50% 75% 100% 0% 25% 50% 75% 100%
Distribution of ratings (%) Respondents meeting each criterion (%)

« Sighted Non-24 needs earlier clinical recognition: patients frequently identified the circadian problem themselves while formal
diagnosis was absent or delayed.

 The reported burden extended far beyond sleep, disrupting education, employment, financial security and access to healthcare—
making recognition and practical support equally important.

* These findings call for patient-centred diagnostic pathways that draw on online-community experience, alongside flexible care and
research that accommodate shifting sleep timing.
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