Patient Perspectives on Journey to Diagnosis, Symptoms, and Burden of Idiopathic Hypersomnia From Qualitative Interviews
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INTRODUCTION FIGURE 1: Participant Demographics and Clinical Characteristics FREQUENCY OF SYMPTOMS FIGURE 4: Proportion of Participants With IH Reporting Impacts on Their PATIENT PERSPECTIVE — IMPACT ON QUALITY

* The most frequently reported symptom was cognitive impairments, described as Quality of Life OF LIFE

« Idiopathic hypersomnia (IH) is a rare, chronic neurological disorder characterized Gender and Race Geography feeling “slow” or “foggy ” (n = 10, 100%) (Figure 3) * All, or nearly all, participants reported that IH negatively impacted their
by excessive daytime sleepiness (EDS), unrefreshing sleep, sleep inertia, cognitive o o Participants described experiencing lapses in memory (n = 4, 40%), difficulties Work or School 4 work and school activities (n = 10, 100%), mental health (n = 10, 100%),
impairments, and fatigue, among other symptoms*-2 D— a with focus and attention (n = 4, 40%), trouble thinking things through (n = 6, 60%) (eg, trouble concentrating 66 Well, I mean...it's the reason why I don't work in my instrumental activities of daily living (n =9, 90%), and social functioning

] ) ) n= . , : . . . _ . . - ; previous field or, or anymore. | mean, this is why | have different jobs. _ .
The symptom overlap with other disorders (eg, sleep disorders, mental health (80(:) Midwest ' and processing information (n =9, 90%), and difficulty concentrating (n = 3, 30%) ot i sleep I need active jobs and | need jobs that keep me awake. (n =9, 90%) (Figure 4)

disorders) can further burden patients, as they often experience years of doctor W n =4 (40%) Northeast - Participants also reported experiencing EDS (ie, profound sleepiness, drowsiness, during meetings or Patient 03, female, 40 years old 99 Most participants also described negative impacts on their relationships
visits, testing, and misdiagnoses before receiving an accurate diagnosis’-># o i ‘ est0 p— and the desire to sleep; n = 9, 90%), and fatigue, described as a feeling of low or conversations) \ ) with family, friends, and intimate partners (n = 8, 80%), physical
Patients_ with IH may experience a diminisr_led_ quality_ of life, with negative impacts = 110%) South depleted energy (n =9, 90%) functioning (n = 8, 80%), their ability to engage in hobbies and/or

on physical functioning, energy levels, social interactions, mental health, and _ _ B Patients with IH described taking different medications to manage their symptoms, It can be pretty frustrating, and it's certainly... A recreational activities (n = 8, 80%), and activities of daily living
personal relationships®® Mean Age at Diagnosis ;, VR most commonly amphetamines (n = 7, 70%), armodafinil (n = 3, 30%), and modafinil mental Bealin impacts my mood...so, I try my best to, o deal with it and, (n=7,70%) as a result of their IH (Figure 4)

To date, most research on the impact of IH has been collected and reported on using 50 yesie P, | | (n=2,20%)

(eg, depression, anxiety, and not let myself fall down the mental spiral because of
fitati thods® the lack of studi ) h fiont - ) : ‘ 7 em?ar:.ass)ment, lack of how frustrated and how depressing it is to have to deal with. 09
quantitative methods*; the lack of studies examining the patient experience using (SD = 12) - " motivation Patient 26, male, 26 »
qualitative methods has resulted in a gap in the literature on this uncommon and - e e Ty e J STUDY LIMITATIONS
often debilitating condition FIGURE 3: Frequency of Symptoms Experienced by at Least Half N
Time Since Diagnosis Employment Status of Participants With IH at Any Point in Their Patient Journey e
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OO | cantcook for myself because it's like I'm just in a fog... + Recruiting study participants was challenging due to the rare nature of |IH

I really don't clean my apartment. I only do launary when | pretly much o Despite this limitation, a saturation analysis suggested saturation of
run out of something. " . . . . .
9]9) concepts was reached and additional interviews with participants
with IH would likely not have provided additional insights

 Participants included in the study were mostly female, all White, and
[6(5 h the mean age was <40 years

I dont want to go out and see people when | can't get dressed or, o Itis unclear if results of the study would have been different with
k ke it to the sh thing. . . . . . .
YOUHOW, MAaKe 1o e SHoweror anyiing 99 a broader participant population regarding gender, race/ethnicity,
and age

« Confirmation of diagnosis of IH was encouraged but not required
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(eg, home maintenance,

s Patient 03, female, 40 years old
» The objective of this study was to use qualitative methods to characterize the lived 1115 years oS . )
experiences of people with IH, including their diagnostic journey, symptoms, and L (0%) @

the impact of IH on their health-related quality of life 16-20 years Unemployed

Cognitive Excessive Daytime Fatigue _ Social Functioning
Impairments Sleepiness (ie, a feeling of low or (eg, difficulty with social
M E T H O D S >20 years (ie, feeling slow or foggy) (ie, feelings of intense sleepiness, depleted energy) gl\’;g;at;uons and social
drowsiness, and the urge to sleep)
Student
90%

* This was a qualitative, cross-sectional, observational study (n=9)
o Trained qualitative researchers conducted 60-minute concept elicitation interviews

with adults with IH JOURNEY TO DIAGNOSIS

o Interviewers followed a semistructured interview guide designed specifically (" ( N (.

: « Half of the participants reported waiting 210 years from symptom onset to receive 66 66 66
for this study P P P g y ymp It’s just like your focus There's a point where I'm It's groggy, it's feeling

- : : , : a diagnosis of IH (n = 5, 50%; Figure 2 - s iust i o " " 0 :
Study participants were recruited using purposive and snowball sampllng, g ( Y g ) is gone... It’s just like... like, "Okay, I'm going to go exhausted. It's no energy.

Patient 29, female, 54 years old
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(66 It's been kind of awkward with...one of my friendships

~N
because she likes to talk on the phone...and multiple times
| fall asleep on the phone with her, and she thinks I'm just hanging up C O N C L U S I O N S
or just stopping talking to her. And she doesn't understand that...
so right now, we're not exactly on the best of terms... 99
Patient 03, female, 40 years old ) « This study provides a detailed account of the personal
experiences of patients with IH encompassing the challenges

4 ) patients encounter in their diagnostic journey and the most

Relationships

(eg, reduced time spent
with children, marital
strain)

O

66

Physical

nonprobability sampling methods commonly used in qualitative research; recruitment
messaging was shared with potential participants through existing
panels of patients, physician referrals, and social media outlets

o Snowball sampling was included as a sampling method given the rare nature of IH
Sample size determinations were based on the number of interviews anticipated to
reach concept saturation

o Saturation was assessed by dividing participant interviews across 2 sets of
5 interviews and comparing emerging concepts across sets

o The saturation analysis suggests saturation of concepts was reached with
10 interviews and additional interviews would not have yielded more information
During screening, participants self-reported the month and year of their IH diagnosis

Transcribed participant interviews were coded and analyzed using inductive and
deductive approaches (addressing preidentified concepts while also capturing
new concepts that emerged from the data)

This study was approved by an institutional review board and all participants
provided informed consent

RESULTS

PARTICIPANT CHARACTERISTICS

« Atotal of 10 US-based adults with IH participated in this study (mean [SD] age:

37 [13] years) (Figure 1)

o All participants (n = 10, 100%) self-identified as White, and the majority
(n =8, 80%) were women

o Most participants (n = 6, 60%) self-reported being diagnosed within the last
5 years, and 80% (n = 8) of participants were employed either full-time or part-time

o Most participants (n =7, 70%) provided a confirmation of their IH diagnosis,
while 3 (30%) indicated a physician has diagnosed them with IH

Participants reported that symptom onset occurred most often in either adolescence my mind is scattered. 59 lay down," because I'm Um, like literally it zaps you

(n =4, 40%) or emerging adulthood (n = 3, 30%)

Initial symptoms of IH commonly reported by participants included EDS (n =7, 70%),
fatigue (n = 3, 30%), and oversleeping (n = 3, 30%)

During the diagnostic journey, participants sought care from various healthcare
professionals, including sleep specialists (n = 5, 50%), psychiatrists (n = 4, 40%),
and primary care physicians (n = 6, 60%)

70% of participants (n = 7) recalled that, prior to their IH diagnosis, they were
misdiagnosed with conditions including depression (n = 3, 30%), sleep apnea

(n =2, 20%), chronic fatigue syndrome (n = 2, 20%), and upper airway resistance
syndrome (n = 2, 20%)

FIGURE 2: Time From Symptom Onset to IH Diagnosis
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When | was working. ..l would
stand there and just drop things...
like | was falling asleep...
but my eyes were open.

Patient 29, female,

of everything, and there's no
initial rhyme, or reason.
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Unrefreshing Sleep
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| hate going to sleep because
| know how bad I'm going to feel in
the morning. Like as much as |
want to go to sleep, | hate it more
99 having to get up. | dread waking.
| dread it.

Patient 14, female,
39 years old
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Functioning

(eg, low energy,
feelings of heaviness in
the body, frequent rest)

Hobbies, Sports,
Fun

(eg, low participation in
recreational activities or
other activities for
pleasure)

Activities of Daily
Living

(eg, eating, bathing,
dressing/grooming,
toileting)

Planning

(Interference with ability to
schedule daily activities as
well as planning future
activities)

Finances

(eg, changes in or loss of
income, increased costs
associated with health or
lifestyle modifications)

IH = idiopathic hypersomnia.
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| feel like my arms and legs are heavy and it's like,
it's an effort to just even walk.

99

Patient 03, female, 40 years old
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My main hobby used to be reading...but...
| feel like | can't get through books because | fall asleep
while I'm reading them. ..l really don't bother anymore.

Patient 03, female, 40 years old
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616 I've gone...usually a week or better [with] no shower,

just because it's quicker and easier to throw on some clothes
when | don't have any energy...It’s just like I'm too tired.
| can't...it’s just like a constant fight.

Patient 29, female, 54 years old
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66 | have to be very specific with how | plan my days and my life.
You know, | have to be very considerate of my health in this regard.

And | know that | can’t agree to do too many things in one day,
or I'll like just really exhaust myself.

Patient 26, male, 26 years old
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66 Well...it affects my job and my AR [accounts receivable]...

I don't get a commission until the job is completely finished and
completely paid for. So, if I'm not getting those ARs in on time...

then I'm not getting paid for this job. So, it does affect me financially.

Patient 27, male, 47 years old

~

99)

common symptoms they experience; it also provides an
understanding into the depth and breadth of the impact IH
has on their daily lives

» These results contribute to bridging gaps in the existing literature
by offering meaningful insights through qualitative measures that
authentically capture the lived experience of patients with IH
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