Engagi ng t he Next GeneroaBEx per il ean AASD Rfe stelag cHSC@ AN Family Regl %&

Jaimie S. TdroheyKi eMHyS L'd&wAl MPpn MRH® MCrawsiery, Whhi B e El MAab®eBhEBisabet h; MWe M&ék ok.h Chun‘g PaMD, HPh'RY pkin, MD

'Depart ment of Medical I nformatics, Kenne®gepKrieget bhsPetdunéeri Baltimbnse, HMPkKki OUSAUni versity School of Medicine, Baltimore, Kamned)sKriegerInstitute
°Si mons Foundati on, Newl Ymbka NYjveBAjty Medical Center, New Yor k, NY, USA
The Simons Simplex Communitsy oantmulnANYWEESBSBCEI AN)yei § &OosglWWe ywlutnyg sawWwmrmarsy .( Probands: 28 4Dbnowmppadent stod9chepenpgeodbands r esy
within the Interactive Auti sm Networrk 721 ANY at es®&armd¢heceg@ds Syl amgshdbats2Bg @i 567 i1Shtwidtyed Thli . 6 %) swertd srtéd cal ly signific
establ | shed_ N 20_11 to represent Moy @atRaRslq@Pel k!l €S kWNY PArtYeSbhbPaded or a pr obeasnpdo ntshea nr aatne  uf nr aof N epcasf cetht 4s2 Bolf | nagd u@d B¢ | &
Il n the original SI mons SI mpl ex Collecgtll @I’O/())(,S%(P)b|Eitrp)kgdwm3:53|:|(§(gh@r0/o)Exact Test (FET)p<. 0001 (Yates correction). See Tablie
ln 2015, the SSC Family Update StUd\YNWa§| gAHPEBREBAt! BiAPepbhebklt i hopHPHEAE Bl invitagjspappbceatrpREvEet WRECGI NdeaBaNdEAR &
|nformat|on for all SSC@ AN fami | | &(n:4r18/@c§3ﬁ%)tiaprp Ehafl fdadrotod( psa,r5||,c,1@osan(tr§ 46/ 53: 86 8% y ¥ ¥
from this cohort who had reached 18y NgatfgAlrPEEnoOmRehbY &@Rchb2freme ages bet ween in Proband Ag| Number Number Response
opportunity teoesgageaananradult. (n=23/41; 56.1%) and unaffected siblings (n=28/ lnvitég Repon: Rat e
Updati ng research registries I s I mportant for new_ _research I | |l at,ives and J Chi(luhder 1 086 418 7 49 4 9%
l ongi tudinal data collection. | n ad%f@qmﬂlﬁ,“"@h{lWQFR?Zéﬂ@%SMG"W?aa%t?mW@‘%SthdzéHS|tt|\|~f26’lliyRﬁ‘tJ)VHAdu(lltS year 304 95 31 3
adulthood provide a uni que opportunity to enroll the next generation 1 n ASD ] '
research.
YThe key to engaging young adult prob
. engagement .
Y To update healt h, cont act , and family 1 nformation for SSC@ AN famil il es. , J4ad . .
) . | Yy Par enft schi |l d probands are more |1 kel
YTo engage€eoamsennte young adults (>= 18 years) with ASD and thelr orobands
vyvoung adult unaffected siblings without ASD who had been enroll ed for Lo o -of L B e B ol
L PR TG W R ASEaAffected child than an unaffected
YOnce engaged, there was no significa

] | | | | _ | parents 1T nvited thelr | ndepeamdsant y ol
Y SSC@I AN parents were I nvited via emall to complete a seri es of online bet ween probands and siblings.
forms that asked them to update a range of I nformation about their family, e e ] B e e adul t s | f
|l ncluding for offspring with ASD (nProbandso) and without ASD e e addresps -cmulsenytlealngtlmalpfarteei
,(nDeS|gnated SRE R R _ | _ _ reseaflterrre was no signi-tooaantdr aterb
YFor a young adult proband and/ or designated sibling (see Figure 1 for t hose with and without ASD.
wor kfl ow) :

RParents were asked to declare | egal status (legally I ndependent or

dependent ) . | |
rParenltsgalfly indepeodanwi atuland without ASD This study was funded by the Simons

were given the option to-ciomwsietne tamelir adult children to re project of the Kennedy Krieger [|nst

conti nue to parti cil pate Il n the SSC@ AN cohort. Those I nterested

provided their chil dbo emal |l address.

RYoung adults were notified by email | about SSC@ AN and given the

opti on to participate and provide thelir consent as an I ndependent adul t .

Consent was obtained electronically.

nteracti ve Auti sm Network (Johns Hopki ns Meidsi ca nRea rltRBe#r sNMAl_ p0 000f0 2K7e5n0n, e dPyl : KrDre g ePra ull n sHt. | tLu'tpeki

SI mons SI mpl ex Collection Family UpdatAAAII200d0y3 ;( GOl l:u nbori.a Wemidwe rKs. 1 tChh ulnRB# | RB



