MYE SHT & ST S AHSE W3 ndTs deHT €t U39S
dds Bet fEa arets
ferr - gt
(43 I9T 3 A'C Bet It o3 gyt 3 afsa ad)

ST T AT W oo 2 THGTE UTGT .o, 10
esH 873 fU2aZ S A v, 3 MYE &3t & I3 % AT IS ... 10
377¢ fHEt HiSHI 2AFETT o 4 HI3 M3 ATMEST ..o 11
STSYIB o 5 HAEE M3 TSHI K oo, 11
303 AlSHI 2AfET 2 SR K oo 6 fefommaa et B IS oo 14

BY T8 TIINTTES K e, 6 M HID oo, 15

EACICC RS LSUN CLOU C LU R 7 HITEST HHT K oo 16

A T BT e 8 Hofes 3ean 3 e dt AT IS ... 17

fETHE K oo, 9 STBMIADB TTH K oo, 18

FESET AT W oo 9

* Bg 391 faast § 303 Bt {8t g=fonr farr 3

fer fazraa &t ea3 fad adte

o for fa3ed € g3 IR 3073 a3 Ha™ yer3T end™ 33 e I | feg Areard! ot dat € fHady dot fia
133 (&), 5%, 7 JIS gafim €9 forarsgy a1t aret I

o 31 g3 3dedt mEE! T yWal 244l | frast neet § 883 di3 fam 3, 84 €9 da1-a3 37 fapdr 3 »i3
yfggmet &% mHsTien fami J1

o 7 3 fazras § feddcfad gu & 24 3d J, 37 3HT 2ads @ f8a 3 afsd ag Fae J

A mry R&fea 2nfdar @ a3t 73 3973 A€t yus g, 31 fagur aga Auga a¢:

wi&tHa a3ttt T fagwaaT Julia Handra, Isabel Jordan, Brenda Lenahan, Kelsey Ohs, @ @ @ @
Colleen Guimond, Patricia Birch ™3 Friedman Lab ©»a »3 CHILD-BRIGHT Network 2
Afgtiar & gerfont fapir 31 fer g (CBY-NC-SA 4.0
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a3 e g % STanl:

SHI:
gaw' 3ot 3z e dm S 3 )
Aisfia 2nféar yrus det: U3 #iteH & rladsfrar (WGS) ¥ 4

FISH A II3 I Rfad fogent & uzger 3, fmg Sts e <t faor AT 31 seswAnm stnse &
mmmwaﬁwmmmw ATEgTdT & HaeT JI fgﬁrmaéﬁn@ﬁww@?
I

fam & 2afdar yryz sit? fiomcs: fige fros & rfest o foradh

Hisfia 2rfdar @ s3in: 3073t firos rfast s w3t fea dn it 31

yarfes 439wt dls: Im 8
Ftux.8. e 2divic: Ur 8
ASfa3 N3tas AfseEii: U 8
feams: an-féas dhfe A7 9

s feg fog 2dhie v I Haet feo froz Bfat v 979s g HaeT 3, 73 ¥ ¥dic v Jer wig3t feo faa3
A3t e a1gs I

Sdinie <t fenrfimr
B9 28 Adnic vr egdftage: niferfes Hd33T 8 3dmic (VUS) A7 6

BY S Ste e, feg eaq fufenr 3, ug feg wrune I fa feg ega saedt Afast set fineg 31 fern )
feaxma?waaﬁnﬁﬁnwmﬁﬁﬁl

Sded et fenpfimp A 7
mmmmmmmama,m "gd3 mHges d fa
3, frg saedt Afast v ags I

fesgdl (Rasdt) anf I 9
A9 3 ufgst, 3t faor Ht fa 3t fegerat 9at a3 U3 5df arfer grde|

303 frosHa sy e &

Tt fazraa @ U foen wreardt § =43 ferarg feg €ne 98, M3 I3 AI3T €1 dnan age

Jal

today
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HisH g9 fugaz € Areardt

St 8, »iygt & JH A9 I 3a

s 3073 Stis 2. € 8o fdR a6 frgt &g
e b Bet foaen 75| J
Yts 3073 AAla 2 fsane & g3 de a6 m3 -
373 IEo{H:S.h‘Ij;l'dHHIMaE feg Hd3eyae o fte 23 A
it & g fég Oa ot e 3, fam & kA AR
51 3973 38 3T3 W 3 23 i 95, »3 e da WS
feea i < s 23 393 fuzr )
8T I&| 3T a8 II Ale Tt & ariit I, I3
CE w3t Uz 3 g andt fedt aras J fa 3973 I 3973
Hiimit gigr It g5 fegst 2@ e a2 fegarg
3IENE g fogaas agv d fa ffa femm g fi=
- fenmast feg fa@ fedar
iz 3
w3 His.2.

3073 Shis.2 @ misH AYd, 393 Ad miet A3, & fea w/téH faar Afer J1 3073 didu
f&g gmrat His gs!

fugd g3 ggfant 3, fefgmrat fogt st € g Sga M3 AHSS &t 9H 39 9d IS »H
gg3 H'G" 9H 9 gt I wiHt #isH € g fdr & giiar § ydt 3g7 adt Aee, fer daa
Aofea 2Aféar @ a3ifmit feg mifenfasst I raEt I

303 &:
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Ai&fHa SAfdar

Fnie.e fea nizg § ¥dnie 7 ufgeass € 39 3 Afenr Awr J1 BT wang de Is, M3
fime3g fasas Aage Jde I&| fva ufgedss ufgeaga Hagt @ fegarg A2 &3 are g ©
396 TS| IS, IEt gt 2dinic foder 2@ € 39t § ges fder I 7 Ydls 83U § gese
31 feg firg3 <t BfE3t T ags d AaET 1 Rdfea 3aadt St.ois. 2 o feasue da<dt 3 3t fa
€9 =dinic 83 Hale 1 3acd! f[d3e T 'ds g< Aok I&|

307§ fudl 3nfdar &
o2, sa3 e
\% \% \% v

s Q030 QO ¢ 00000

Buda3 933 feg, Stnts.2 ot gsa od dat feu 3, Ycls ==
feg fifd 39 '3 s Jer J1 fer § Ydes-Afsar Stns.2 faar
#er 31 fen fegag »m € §g3 A9 Stalse 3, iR § &s-
afsar stus.2 faor e 31 &6- dfsar sials2 o Yds
g8 3 ygIe U Ade' J1 Bedas e, fro Yt & 395 & 3
At J&t g Ader J|

g% 2He Hd Ftois.e § 2ue 6, Aefd grd fae §dts-afsar
Stnts.2 § ugadl

3¢S st st 2nfdar: y3 weu & sastiar (wes)

Buda3 fi39 & Weu feg, Seawrt»H A3 Stris2 § uzdar, 93 fen & geterele 3T famr J 7 st
fenﬁv@az?%émﬁﬁu@éﬁwfﬂwég?ﬁﬂw (v7a-afsar shise), ua femer o3 SERICEIC
U AeET 31 SESH A Udde- AT SN B w3 BTE-SfSaT e vet few e T U waT e 31
fedt args 3 fa fen & fea fers w3 waFhrat woena Busae re Hiew Ater J1

fam & 39e i3 fapr Hi?

fHa@es: fige o3 ©f Afadt e fenast
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3J3 He'S

fisfia s3ifant & mise feg 3T fedd &dt 31 393 s/ged M3 | A Adfea weaarg fen yfafanr 2
€IS 303" AHJES a6 B8l Hae d&| A3 oM feg fomas daar d fa 3t nmye ufgera et disfia a3t
T Jg AHSE d W3 wHI 3073 A1 et feg 3073 AHJES dd HAe Jf| Ad wHl 378t 7igdst g7d dd Aree
i, wirft mfHaT g 2 War ge Tl My Bet A8 3 Hd3eyde Aredrdt 919 1S s & 3HT myet 831 & Aqse feg
A3t Hee o9 Hae J

f&g g3 yus g6 1 Wl »dAg miue 3ded A ndfed A8gaTd 3 Uge J6, M3 30'3 Bt
e Y & YA § I8y &t Ayl

ot 3Ht St.ntes. 2 feu saEisl 83 Ha A 3073 Ba € fenrfimr ager 3?2

g [Ase33 '3
o foo 3EEtE &t 952 faag His yaies d. as?
» fogdtise 2 gesm o3 & fag yges aoe aa?
o Ftnia.2 feg fru saEtESt {8 nirdhni? ot fg feams feg st /it
o gt nrf vy T3 Ydus 89 98 ge8 Aae o? dt 7S fan d9 Iaeg § fige gdier 37
o ol M 2 &% fog &3t gE8 Aaer J?

Sdt
. ot forer H3mg I fa ndfed AfaSt adf 32 ot M © &% frg &3 9es Aaer 97

o A feo Adfex &dt I, 31 fas Hadt fegt fdsrel 979 99 off ad6 I&?
« 73 a3 ydus set ferer &t vigg 372
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3073 Al&fHa 2Afdar @ a3 %

a3t vig yfafanr &t fea ndunre:
Eﬂ-%-é < iiﬁfma 373 3dcd

fisfia 2aféar @ a3 aissera »3 Ause feg yaas 3 AaR g&1 3 Aaer 3 fa 397§
YAamsT ' S3 m3 Faed d forfipon, @2 yruz de) 2y feu feo @& <93 Sar
Hae &1 3973 3dcd © fenifi 3073t @ugs el A3 3 ga<l J1

B9 29 yd »i3g’ €t I Jg<t J 1 o3 &t {937 & I9s J I A I51 B9 dfuBed AUa' € €93 Jaa
St 2 feg »i3g & =gdfiade aaet d »3 gn B 8 ie.2 &% 3973 a2 € 38a Jaet J1 B9
feg feg eddflage aaa &8 Hdta €t fa3 Hedt fdsret €t ydt Aareardt &dt gt

393" 3'dad 3J'3 a3 Hadt fdset @ Marg 3 39 T &3ttt &t fenrfan gger 31 3ded A dae' I
fa ot fog Stie.2 feg »i3g AeHe 3073 a3 § Yge3 o9 9d ga| et &g, foa foras &dt I Aaer J fa
3t w2 feg »i3a T ot migg J| fea niferfg33" yaas d Hae! J1

nfeAfg3 Hd33™ 8 Fdnie (VUS)

By S e 2. feg ega fufenr 3, ug feg wrume I fa feg egq aedt Afast st (+)
fieg 31 fen 28 fea vrgs 33 996 wet fmmer Areardt &dt J1

393 &<

-
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S'acd o fentfiynn: Jt 3t.nlts. 8 2dinic nins e faast
dinfsdt S duragfaard? «

303" 3dcd dl Ager J fa 39 @ &3 393 I3las o83 o5 fa@ 73 95?
gfey @ HYI-HHEd ©J5, é&-é&m%@&ﬁ%ﬁeﬁm@ﬁf&mf@wﬁwmmaﬁu

I H'Id & nidY §S™ J AR I&|

3073 It fefsaH ni3 3ust Seifaes T3 @ niug 3, fro w93 wigesT 3 fa
3, feg f¥a N3tas Afest T a9 Ji

at 3t Attt ottt AStas Afasht ga 7 fen fis feo sadish o Adfas 96? @9r &dt 3

MAYHAS W3

fiofHa A9 € &3ia maAg 83 fad wAume" 7 niferfas de a1 wiHt »m & 8as A9
Stnta.e edtvie €t forimr agar iy 9d T # 7d feue aa1 mirff »rye faprirs
Ayet feg a4 ad 3d It fAe e "3 famis sge Aier 3 M3 Adfea Afdar
3d58Hl feg Hug Jer 3, 2dinic & fenrftprr ges Aawl 31 ffg Suc Bt fa o<t
Aredrdt Busey 3 7 &df, 3078 AN A 3 MU Fded 38 A9 Jds Bel 83Ha3 Ji3
e JI
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&g 3t 91s.2 2dinic 939 g3 =43 meardt i3t ardt 3 %

ygfes dia:
feg e A3 Fdlg feg ot ager 37

wre 3 fa it feg adt Er rae fa Stnts.2 feg fegt 3geiding e ot args J1
St et At areet R3tes AfaSntt g 1 for s feg 3gdteh o HEfus 96?

TS %djﬁéﬁfédlé@@ﬁﬁﬁfﬁ#ﬁ%ﬁﬁ%ﬂ@ﬁﬁﬂ?ﬁ@%?
Aeadt |

393 &
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feams %

Stie. e vi3 giet & Hmi 3 »igt gfgnt’ 39 udee & feams afde o551 A3 a8 gdd e e
T anyinft g5 | fea ardt Wi 3 Bt 3, w3 fag amdt fuzr 3 filuset I

faBfa ufgega Taat feg I =.2 2 g8 fIR A3 Je I, for Bt g3 g & AR Je I&| yfgead unstgct
feg feam3 g9 Areardt H3eyae J Aaet 1 wiHt aet edt it 3 €9 39 & 93 fias Afashi @ fegms
feg fH®e ¥ Y&ide ad Aok Il

feg .95, 2anic fon: Man-f8as dhifie ’aﬁ%é
3973 46 25 ¥ TV Foar T fogua a9 T51 feagt e A @Yg@@w”@
foram T 31 Wt feg © Aan’ GHV (e ) I8 75, w3 Hae few ST s fmic ©
e T w3 T N (e TTE) 3 1 W v 3 fe fed? g e
a-féas i W AR I ST T e feg 3 fr € fewad e
frast feg wie €t fea Wy et 3, €9 Iegn3 J=al Haer (man =et) feg g? ’(‘Tcﬂ N
e o T o @ T Proy ) STad o aras e v d Gl gl SCESES

W nlEH IHIIH BT g1 HIET (e wiaw) fe, & 2 et gt
T Iz T3 F Af3dt v 995 =6 et Agdt I

Haa ganER g5 fa faal ufgeaa Haat
SR ! % frge g ufgeras g o wiv st aret o, 3t woff s
Wi fuzr 39 '3 feg 5t ©0 nae fa Stnls 2 Tdihnic feams feg
S w1 it @ Yag & femragy st &3 famr I fagfa
73 9% feagt fenadi 2 Stols g a9 agt wreardt sat
O® OO el
O O
Exil
fesedt (Ad3dl) 37 %

A9 3 ufgst, 3t faor it fa 3t feserdt d77 o3 U3r 5t Bar€er vrdel

3973 eH & st edhiien wEt gree mi  307st fag3 € wiEst v ar9s g Haw Is, it wisfaes fags
ArEgTdt € MaT 9a Hare It w3 fen § fallae 9a wae ot wifidt Areardt § fea fezemt (Adadt) un faor
Her 31 fegard! (Adsdt) Un v JoTst Refed SAfEdT e 9796 &8 a8t HeU adl JI13HT erer 3T J fa
3t wat grde fa wirft feserat (Adadt) dn vt B33t § St At falge gt
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MITS Udl
MYS S31 91 578 A1 a7

g2 3Hl MU &SN d97 &8 AR dde d w3 3HI forH &8 AR dae J, feg ydt 3§t 3a7er
A% 31 g I3 B3 U5 gt &8 3HT 53 AR dds €t 9 & ek I

yfgera:

Aofed Areardt Ufgera € gn Hadl et Hd3eyae d Aad! 31 84 fer Areardt § wivyet fias #f ufgeg fours
St 293 Hae IB| ﬁmwmm@wammwm%y@am gJ3d AaTfEsT

3da © WaT d Aae Is| fon fen 3 gfni 5% fegrg ST v S HeEr 31 3073 39cd 7 Hofed ASIad fen
feg 3973t HofEs ag Haer J|

nofed faers a3 ydus & ge8 Aaer J A 3073t a3 HI® W & 3073t 3aed! Afast & avse feg mofes
3d Hae' 1 fHae 303 93 3dedt § 3073 Adfea a3t g7d Areardt 3 ydy d Aaet J1 adfume Af IS
3IIG et 38 feg Areard! 39 ydge & mdt &dt d24ftl A 3T mryet a3 Has i & wu@ &3St g9
RS 9de J Ud 3978 ene feg yrfas »r gdt 3, 37 3t fon fasrad »i3 B9 fauge & €' &% AT ag Hae
J

MSBElS UBeean M3 Réfea Seeaa:

There are websites that connect families with similar genetic conditions. Posting information about
nifAdiv 2aATelet g6 1 Ufgerat § aHTs 3gT @ Asfea Afasnt €8 dg ufgea’ o) Az g5 | mue Adfed
&3 g9 Areardt UAe adaT fefamat &t s w3 897 »idt =ar8< &9 <€t Aofes ag Faer 31 MasEls
SHBIs &8 »y@ S3Hfn § AST das g7 2ddt Areardt for fases @ Ad3 w3 HaesT grar @ It ureh A
Haet 31 A 3HT Minuet Areardt § miasels AT ddeT 9Tde d, 3T ad fea udeeaH € duatasT aidht & Aig
FIS HI3EYTIS I

3Ht fom g &t 293 8% B '3 Brd JuS BEl a9 AR d gl &8 3H mrue &3 A8 g Ide J, A
fAg & 3H ufost It &3t AR &3 Ta|
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AJS M3 HJE3T

mryet fHg3 A vy Ufge'g € Heg €t Hos & ugs ada aEt 2t gissed w3 g3t 3ayud
J Ader J1 g&ifd 3HT Asfea SAféar ge Y3 99 9d d, A u3™ J fa mfee 3HT 993 ufost 3
fHg3 A3 Bt 743 Hos3 ad 3d J1 3t Ufast It A3 o8 A3 d Ao d 7 3I3M 3 acdt
fdse & ydus daa &g 3073t nofes age I&| fea a3 dg Hs™, danele »i3 ids I6 1
nofed ST &3 Y3 dds 3 gmie 30'3 BEt HEedl'd J Aae Ia| feas et feg €&
™™o M3 AH-HYd! HJ3 JuT I |

A 397§ feasui »3 A3t § B3 feg norfes & agas 3 31 my Adfea ABgarg A
3ded &8 HUdd a5 feg HaT & ad|

HI3i &l g dds o8, frowe dd fa...

o fefariss A3 Uga™ 993 3daid! i3 HHES J Aae' J1 fAA 39T Areard! fesdt aret
J Bu Jaft-utaa, A ' € Ufgerad Haat Y3t HeesHS HiogH d Aaer 31 Hdta
dinff SgATdiel MdHg U9 Mgas Jet & A 3t fan 3wt aa Areardt €
9% dd IJ J|

o I3 e M3 W His € I3a HAdd<S © g3 fesde yse J Aae gal fedt aas 3
fa 3gdt 3raedt fdset 3dedt yamst fég faag di3 "mHia" Hala &8 fasas
It I A I | 7 3HT MasTEls 97 dd 9d d, 37 3HT frg € 2y Aee d fa
&g s 2 24 29 edinic 24 24 AfE3n T ads g< Hak J&| f93 & ad | fiige
87 3mdtH '3 €3 9d 7 393 Iaed & AT Ji3T I

o FH ¥ &8 3073 Ufged €t 7igd3t g€ A I&|

o fgu39 Ao B2 3 YW Agds’ €1 yast aget d, fHae sfeaidnfea Bgs @
&t

o ot 3T fed® &t J1 I 3 g3 A9 I3 BT ufgedt & A3 & A fHas <t Ra
frdt fd3re & Ao 99 9J I |
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HAgE m3 diens
Global Genes

feg feg 97 9d& @& HI3 JI ImMd fBHe; TISS
farrdinrt €t ffa g, fam &9 fanrdt & Hay Areardt,
5| Mg Udes: fea yBeear # ufgeat § fea gn
&8 A3 |

y

https://globalgenes.org/

Disability Alliance BC (DABC) [+ nhitp:/disabilityalliancebc.org

Jdd AEE € &8 &%, 8d MuUgA3T &8 t 3 B
HE3 TEA AST YE's dd Hde I, 3 §g muTH
ST Bt Mt e fég AaEsT dae I |

HS'3 IdG Bet, m3eaHt MarA § 1-800-663-1278 (28 ) 3 98 3|

Family Support Institute of BC [+ hitps://familysupportbc.com

HJTE3" agHTdl ded (HUd< Edad Hed®): fog 3eran
yfged’ § 851 2 939 €9 HofesT SoHadn &%
Aze J1 FamilyWORKs &3 #t 3d 3df &€t grarg ©
Ha JT7 39 st fed Yara J1

Inclusion BC [J«} https://inclusionbc.org

MUYTIAST &% Hl 3 BT § &adt B Bt §3ua3 dget
J1

PLAN: Planned Lifetime Advocacy Network % https:/plan.ca/

PLAN, 7 €t H} &9 uBs fénife@e, Aofesr &eeds,
g&ﬂémaﬂmh@aﬁ{@ﬁﬁm

g8s €3 dg3 J1
Contact a Family == https://contact.org.uk

fom 2gAete 3 Hiimft Enfrgr dat Wit Bt Agg i3
HIfes femdme i3 famr 9, fa wmegels dde
afHBfedt 2an 3, M3 Adfean »3 & B fous 89
HtH @ MGIs Faed Aredidt HHS J1
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Resources for Rare Diseases

Rare Disease Foundation [J«} https://rarediseasefoundation.org

3 fix Ude 2 Ude fanan &cedd J1 2aged MIB Yd U & gz eu@e wEt us fefamis w2 aslisas

53 2 Higat g Hiféar i3 moan 3R gs| g &% 308 73 Aew 31 R WEw §
SIHBHGS amd fagr Aer J1 ffg W38 HalE
fast faus 8 afae (fea dede): a3, fegm defds ad yraet § fandt € g 3

https://cdn.shopify.com/s/files/1/0267/4688/009 & a fim 39 209 IHSS &8 I&Ger J1”
7/files/Living-Without-a-Diagnosis.pdf?
v=1587664879

National Organization for Rare Disorders % https://rarediseases.org

m3 fefena Freardt T 9 fers 3ean I Walat 881 aa w2 gda fadae faudlagdt dait dares w2 da

Hd3eyae fefimit '3 2faarg aa| HJ3' € AYda Areardt féet 3 # watat »3 85 @
yfgergt et eud AafesT yers dae I 1"
Rare Disease Information and Support Line []

https://rgmo.org/rare-disease-information-and-resource-centre/

fog g AofesT st wads frdt o g wtar <t 2% Hd3 499
HEE B¢l J1 G Hata' & Areddl 83 Bet »3 A3 578
S S 1- - -
3778 13 feg AafesT 99 AaR I&| 88{.3 9.87 2539
- Email: info@rgmo.org
feg Aer »iardwt m3 g9 fég Bumay J!
3973 YIhu< © &311 Bl Hatss %
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fro3 ydus mas

Curatio https.//www.curatio.me/
Ffg fea mifrgr Wiy I 1 AiEt fHos os3t @8 &t & fod ga &8 Azer J 3 fHos feg 3aeidmi § <dx

Jd& feg AofesT ager 4

HealthVault, Medical Records, myPHR, Healthspek, My Medical 3073 »u 7lg feg He3

feg AHTgeds Mun 3073 3aedt fef3am § 2dx dds, 3073 Fdedt A € &3t Heg Jd6 W3 ufged A
3dedt &8 ATEddl 1S ads ©f Midm e I | Bafum ni3 diuastast Aféam €t A9 ade foras ad|

MyBooklet BC hitps://mybookletbc.com

feg fa 2grrele I 7 3073t fa fenastas Adtas Areardt fagrad & fsardts sas fég nofesr st 31 feo
Faedt fefsgm w3 831 & Aay @9 Un 396 feg 308t Aofes a9 Aaet 1 3t for § »mye fhos Hes
YE3el M3 A3 dgHTIMT 5T% MTHTG &% HIST Jd AR J

fefarasa Areardt @ AG3

feqt At fég Sdedt »i3 dAsds=e! Bet Areddt J, fen et 3 993 qis®ed Ha1 Aael 31 89 fix
ferm s A A9 St gt 87 »i3 Faedt o § feuGe ol e 34 13 s feg & Sadht
gt a3 Et Sudhnt AfesSt der 39 Aae I5 )| fegt Aelet € ea3 ade M, €n fias &t
AfESt § 28 7 3073 2AfdaT S35 1S et 31

SgHTEle:

Genetics Home
Reference - National
Institute of Health
(NIH)

373" NIH f8d %

Orphanet

OMIM: Online
Mendelian
Inheritance in Man

Version 1-06-2021

fer<t 293 fa? adte:

feg Areardt Bet s =di AI3 J1 AHardt 29= Afg3 3 g WIta Tanrdt

Bl foaafas 31 7 3t Adfean g3 dg fifus Ide d 31 frg Adle fefema

AHaIGT € Umen & daet J1

1. https://ghr.nim.nih.gov/ '3 78

2.8Uds Hn a& feg 2oHe gan <t 233 adfent, fis At fHa3 Afast edty
3 (fer fasmas fed)

3.feg g9 A< 3t faurdt © & 3 »r AR 3, 3t 3T a3 ydus w3 da
AJ3T 2 I91 U HaR JI

Go to https.//www.orpha.net/consor/cgi-bin/index.php
Instructions can be found in this video:
https.//www.youtube.com/watch?v=57VPhtS4nME&t=

https://mww.omim.org/ 3 A€ M3 81 gaH €9 fls € &™ €ad dd|
U

OMIM &gd &€t niryet &9 falide 28 (Rdad 307g fea Y3 dfen ) mi3

fon & 97 gan &g eug ad|
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&3t a3 w3 Horfesr yryz Yara

wyrgAsT aaw gfse - hitps.//www.canada.ca/en/revenue-
agency/services/tax/individuals/segments/tax-credits-deductions-persons-disabilities/disability-
tax-credit.html

"myrgr3T 2an Jfse (3. H) fa eun & ags 23 2an dfse I 7 mutad femash Af 84T @ Harfesr
396 TR fenast & niHeat 2an € W3 werge &9 HorfesT aget J1”

gelss famefafsdt fse - hitps.//www.canada.ca/en/revenue-agency/services/child-family-
benefits/child-disability-benefit. html
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Children and Youth with Special Needs (CYSN) Program BC
https://www2.gov.bc.ca/gov/content/health/managing-your-health/child-behaviour-
development/special-needs

Registered Disability Savings Plan (RDSP) - https.//www.canada.ca/en/revenue-
agency/services/tax/individuals/topics/registered-disability-savings-plan-rdsp.htm/

"gfireas famefasdt Rféar uBs (vra. 3t Am.uh) e 881 Wit »i3 Ja' § 8o’ fenashm & &1 M »i3
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Future Planning Tool by the Plan Institute — https.//futureplanningtool.ca/
S Bet 7 »ifarsT €8 fan € feniast @ 3fed & mdftmi3 a9 feg Aofes et v g8

The Special Needs Planning Group - http://www.specialneedsplanning.ca/index.html

fog 2gaete 3078 ¥ A3 © 39 3 U di3t ardt J 7 3078 »RIa3T &% 3973 Ufded € Heg 2 sfey et
TAGE & AHSS M3 8] a6 B! Hgdt IS Areard! yers addt|
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The At Home Program
https.:.//www2.gov.bc.ca/gov/content/health/managing-your-health/child-behaviour-
development/special-needs/complex-health-needs/at-home-program

"feg YaraH wa feg disla niruran dfon & Su3® Set I3 dafan feg witmit 7 Aoymst & Aofes
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Nursing Support Services
http.//www.bcchildrens.ca/our-services/sunny-hill-health-centre/our-services/nursing-support
"mHt afHBfsct Murg3 gfiHeas &ant o 7 yJ Ht Hl feg A Sded! ddtedin ed dfgnt »3 drest
8" 2 wa' »3 8ot 2 afHBfsct few afue few mohest aae aa1”

)

W39 HOEsT Yara™ (JI9-MHarH! Saedt Ree’ Se)
https://www2.gov.bc.ca/gov/content/health/accessing-health-care/tap-bc/travel-assistance-
program-tap-bc
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o RareShare https://rareshare.org/
= MJ3 d9a Set ¥ a3 8 I: https://rareshare.org/articles/how-to-use-the-
rareshare-network-for-rare-disease-patients
» RareShare f€9 ¥/ AfgSn @ Uzame & Je I5, 3 It TI83 fadint & #i6< &t
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o RareConnect https.//www.rareconnect.org/en
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o MyGene2 https://mygene2.org/MyGene2/
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» 9 2grdic set 8 arels 3
https://mygeneZ2.org/MyGeneZ2/downloadable/mygeneZ2_flyer families_2018-10-
16.pdf
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