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Impact of IH on Social Functioning conclusion 1
» |diopathic hypersomnia (IH) is a rare and debilitatin 1 - . . . . onciusion
neurr)ologic cg/irs)order (IH) J 88 IH and Social Life 188 Entering Romantic Relationships
& 5738 (2 ?8 * Young adults with IH report that IH substantially
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» |H is characterized by daytime sleepiness, and many S 40 60.4% S 40 c0 0% impacts their lives, making their social and romantic
IH patients have very long sleep times and £ 50 37 79, £ 50 41.5% relations harder.
. . . . o)
problematic sleep inertia. % gg = gg |
< o0 2 o0 Conclusion 2
» Patients with IH report that it affects many aspects of 10 0% 09, 1.9% 10 0.9% 0% ﬁ% _ _ _ _ .
their da”y ives, but the impaCt on their social lives has ’ Makes ita Makes it Has_No Makes it Makes it a ’ Makesita Makesit HasNo Makesit Makesita . -IH |_mpgcts sexua rel-atlonSh-lpS, Wlth- most parthpants
not been studied. Lot Easier Somewhat Impact Somewhat Lot Harder Lot Easier Somewhat Impact Somewhat Lot Harder indicating symptoms impacting sex ife (ex. feelmg too
Easier Harder Easier Harder sleepy for sex).
Current Study Figure 1 & 2. No participants indicated that IH made social lives easier and only 1 reported IH made entering new romantic relationships easier.
Conclusion 3
i i i i “l have a hard time staying awake for evening/nighttime dates”
Exploratory study investigating the impact of IH on “Dating is difficult because [IH] limits social opportunities (no drinking, no staying out late)” . _ L _ _
social, romantic, and sexual relationships in young “To be frank, there isn’t time for a social life when you are sleeping 12-18 hours a day” ‘ Mar_]y participants were 'nte'_'eSteC_j IN d|3(?USS|n9 the”'
adults with IH. . . . social and sexual relatlonsh|p§ with med_lcal p_rowc_lers,
. Relationchin Stat ?anl)ﬁal())f IH on Romantic Relatlonsglps o o Relationh however, only a small proportion of providers inquire.
: : : : urrent Relationship Status (Table ymptom Impact on Relationships
Investigated whether people with IH disclosed their g Do symptoms impact Have symptoms .-
diagnosis to peers and social concerns to health AddHealth relationship? contributed to breakup leltatlons
care providers. Current Study (Sorgi, 2016) q | | o | o
. S 5 5 Yes * This study included primarily female, high functioning
Ever in a relationship N /o Yo C g :
Ves 04 28 7 i ’ " No individuals (mostly employed), with self-reported |H.
Methods ' |
No 12 1.3 9" Surveys were completed during the COVID-19
Currently in a relationship Total (n =93) “I forget things a lot so my partner thinks | am not listening to pandemic.
Participants Yes 64 68.8 30 them”
No & 512 20 “It has been very hard on my marriage since | can’t spend as Future Directions
* 1006 young adults (|V| = 29.6 years; SD = 5.2, 18-39) Current relationship status Total (n = 64) much time as | want with my husband...”
with a seli-reported diagnosis of IH from the United Married 25 39.1 44 Perceived Social Support » Effective treatment of IH in young adults should
States who were fluent in English completed the Cohabitating/living together (>1 month) 20 31.3 19* Based on the MSPSS, perceived social support from include evaluation of social relationships and further
survey. Engaged to be married 9 14.1 - significant others was significantly higher than both perceived support to minimize the impact on relationship health.
Currently dating 10 15.6 - social support from friends (p <.001) and from family (p<.001).
. _ . . . _ Childbearing/pregnancy 0 0 -
. Partlc:lpants. recruited from patient organizations: ~Note: *p<.007 “I've lost a lot of friends because | can’t keep up”
Hypersomnia Foundation, Project Sleep, Narcolepsy Impact of IH on Sexual Functioning “I think it is important for others who are actively around
Network, Wake Up Narcolepsy o , , , someone with IH, that they understand it isn’t a choice
IH Impact on Sexual Activity Disclosure of Impact with Providers (Table 3) to feel the way we do. | WANT to be able to do X, y, z
» Primarily white (90%), employed (80%), and female ® 06 0 0 O o o0 like normal people do, | want to be able to enjoy every
(90%). e — Jo9 | 8 single moment of a romantic encounter with the one |
or to feel aroused. ... want to sleep if | < 70 ,
. . . . O amin bed ...” g 60 IOVG
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* Survey developed by relevant stakeholders through Moft of participants indicated that ”_.I 'm.paCted their SeX ife p I I
tarat i d included 1-ended (89%) and had lower rates of engaging in sexual activities than X I | | |
Iera |Ve pProcess a INCluaea open-e € national Samples (~90% IN nationa”y represented Samp|es Social Life Sex Life This prOjeCt was Supported by fund|ng from Jazz
questions. compared to ~70% in current study) e o B Pharmaceuticals.




	The Impact of Idiopathic Hypersomnia on Social and Romantic Relationships of Young Adults

