A TR
/ WW%WBW»@WWE&W
9% Bt s arets

(052 gl o5 y
LB o

few - gt
(B3 391 3 e e It 3 Pradt 3 afisa )

ST BT HT K oo 2 AT UG oo, 7
eH aa fugag S et v 3 Mye &3t & I B AT IS ... T
3773 et e SAféaT koo 4 HAIS M3 HTTEST oo, 8
BTBYHS oo, 5 FHEE M3 TBHT v, 9
33 AleHa 2AfeaT 2 &3 K v 6 IS YgIS AOS ..o, 10
SETHCTRE LS RSN TR 7 ML HID oo 11
HITEST AHT oo 12

STSMATS TTH K eeveeeeeeeeeeeeeeeeennn, 13

* €a 31 frast § 3973 wE f&Ht gerfen famr 3

fen fa3g9 €t ea3 fas adie
o for fazred € g3 fJR 303 a3 HI® Y3 enid™ 33 I ga | feg Areardt &1 dat & fHasy ot fia
133 (k), 5%, 7 31 gafimt €9 forraag &i5t aret I
o 3HI I3 3dedt mEet € YUl 24411 feast mae’ & 883 37 famr 3, 3y 89 Ja1-33 o137 famr 3 »i3
yfggmret &% AT famr J1
« 1 3H fa3as & fesadiaa gu & 24 3d J, 31 3 2ads & f&8at 3 afsd ag AaR J1

A mry R&fea nfdar @ a3t 73 3973 A€t yus g, 31 fagur aga Huga ad:

Hiefia a3ttt = fasma9T Julia Handra, Isabel Jordan, Brenda Lenahan, Kelsey Ohs,
Colleen Guimond, Patricia Birch ™3 Friedman Lab ©»a »3 CHILD-BRIGHT Network © @ @ @ @
Aigtiar & gerfont fapr I 1 fer & (CBY-NC-SA 4.0
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s Hg % ST i

S :
€usi 39T 3 e BEl A duad S afsa ad| l
fisfia nféar yus €t U3 #teH &t Aadsfrar (WGS) U 4
FIST A II3 I Rfad fogent & uzger 3, fmg Stse <t faor AT 1 seswnm stnse &

mmmmﬁﬁwmmmw AT=aTdt © HaeT 31 fgnmaéaﬂhefaww@?
JI

fam & 2Aféar yruz di=h? fames: fige fios & wfadt ear fenaath

fisfia dnfdar © =3iA:
ferer dt W3BE 3? I 5

for 2 @ Hoe mindldas g6 fa Ad Adfea ardes fag adf fHign:
1.3073t a3 AfEst Adfea &dt J1 At Adfed Ias adf I
2.3¢t ridfea g I Aaer 3, ug it ferd mryet it 3adta w3 faris &8 g &9 mimide gt

fesgrdt (Rasdl) da U 6
fegerdt 9n st <td Arsarat BEt fagur 9aa WS F9ed 578 Hudd 93|

303 fHasHa sy e &

Tt fazraa @ U fon wreadt § =43 fewuarg feg €ne 98, M3 g3 AI3T €t dnan g
5|
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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 dl&fHa a3

€t MSfira gat sdt s as|
A aEt €1 St . 2dinie dt fifgmT 7 3073t 3raedt fdsret €t femfan ag
Ha |

femer &t wsmg 32
fi8 ¢ Hgres rundtdas s fa Arg 93 fa@ adt fHisn

AaeaT #1: 3dadl Afa3t Adfea adt 1

3 "o 3 fa 3Tt Igedt fa3et Sints.g &g 3adist aga &dt I&1 g3 Adt fHas
e 8 argdl dda get I A Adfed adt g2 | I3 Beaae Is Afddis yeay, g3ard!
gric, fies RS, 9198 nerer € e 3 I3 saiaed Weae | g fordgs daa 993 HHaS Jd fa
fan arge fom fenast < firas mifimr 31

HareaT #2: fras €t afast Adfea 3, g At Haer 3aadH! »i3 fars &8
qgs T YT &d1 Sfaml Adfed 3aaBl €9 qurg 3 faar 3 m3 vl mia &
firy 9d gt| feg 3 Aaer 3 fa sfey fea ASfea ags Sz e 32|

wHT My fares gt HinteT feg oH J9 9d I7| I8is, Adfes 3aaaH! Stis.g & Uz Faet 4,
ol A & Stne.2 © Ao ufdedss’ & femfimr ags €9 mimide It fie fiew wfem 3dat
3aet I, &t famis mfee IS 3073 Shois 2 8 Adfed ads B3 €t nirfam @ Ad|

g 3 I3 A gie, 3HT vy AldH 8 U3 USTae BEl 863t a9 Hae d1 fen €9 3073 dteH
T gug’ fendne A &l Asfed 3aaaH! @ & gaar Hiaesiar dist A Aaet J1 A< 3t fegt
feamyt € U=t ageT 97 37 MU 3dedt 5% HUJd ad |

303 &:
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fesgelt dsdt) 97 %
fegerdt 4n fust 203 AEadt BEt fagur 93d »UE FEed &% Hudd 9d1

3973 TeH & Baat ghiian wEt gr@e mi W 3o7St fag3 Tt wfast v ar9s v Haw I8, wirt wisfaes fags
ArEadt ¥ a1 99 Hore o w3 fen § follae 99 Aaw ot wifidt Freardt & fEa fezgret (Adadt) O faor
7T 31 feseret (Adadt) Unt v 307t Hfea SAfdaTe a9s 5% It Heu adt J, ug fem v grege feo
HIFRUIT J Hae I&| IHT ensT 3T Ht fa 3nt grde fa »ift fegerdt (Hdsat) 3 Hedt v7d Areardt
UIU3 F6T gIe J1 IS fed feserat un St 31 fegst fezerdt Unt €79 3973 Facd 3976 20

ArEaTdt eedTi

MITS Udl

MYS 53N d9T 578 ATS dd&T

g2 3Hl MS &3 I9T &8 AR Ige J W3 3HT faH &8 AT aae J, fea ydt 3gt 3o 2T
d1 f'o I3 84 us fAg o8 3Hl 33 AS das € 9 39 AR JI

yfgera:

feam3t et g9 rdfed Areardt ufgera @ gn Haa! St Hd3eyde J Haet J1 fon feg fous & e €t as 31
8 fon Freardt € 293 mudt firas g3 7 ufgerad Gredl Bet 28 8 wet a9 FaR 96| mfsafasst 2 fon
M EIs Ufged »3 BH3 33" AHJES ads fed HafesT & ag HaR I&| 3aedt A9 g9 M fausedl %
Jis €73 33" fod Yias ferr d AaeT 31 3073 3'ded A Aéfed ASIaTd 398 GHIOS € HaeT J1

373 AStas A - 3deg, A3fune, Hes aas @8, Asgad, dd fitas Has yers.:

3073 gnd Y3 13t AStas A9 819 »y@ 3dedt § A3 dda HI3eYds 4, I 13 Jet a3 feg adt am &
foad| I FaET J fa 303 o3 3aed’ a8 Ulas' It 3073 ndfed SAfda © &3t 139 Areardt de, Ud daf 38
&dt| fegt &3t & My 3deat &8 AgT ddeT sgerfea d faBfa 8 sfey feg ol A 2grar 3 2Aféd das
feg 3073t Hee dg Hae Is| feg Areddt 3073 3aedt § 3973 At Bet Id faAHT @ 2R B miel 2 3 & 3
Ao J fagt & fugd 2rct feg eftp fap 31 A 3t vyt fos Hes I &8 My S3ift § AT a9 feg
HHfa® HfggH ad< J, 3t 3HT for fasee & 851 &% Az ad Fae J

393 &<
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AJS M3 HaE3T

mryet a3 A vy Ufgerg €@ Aeg €t fHos &t SuIs aga aEt 2t gissed w3 g3t gaud
J raer 31 g8ifa 3Hf Asfea 2Aféar ge Y3 da ad J, Ad u3 J fa mrfee 3Hf g3 ufost 3
fHa3 "3 s I3 Hoa3 ad 3d J1 3t Ufast It °Ad3T o8 A3 d Ao d 1 3T 3acdt
fdse & ydus daa feg 3073t nofesr age g&| fea g3 dg Hs™I, 2anele »3 AUs I&
Hofed AT &3t Y3 das 3 gmie 3073 St Hewdrd d Ade a6 | feaat dfentt feg 28
™™ W3 AH-HYd! HI3 JuT I&|

A 397 feasyi »3 AI3i § B3 feg Aofesr &t wgas 3 37 iy ASfea Awgarg A
3ded '8 HYTd Jd5 fed Adg & ad|

A3 &l g dds o8, frowe dd fa...

o fefamis ATfa3 Uge 993 33l M3 HHSS d Hae' J1 fan 3gT Areardt fedt aret d 8a dafl-
ysdi, At @5 Ufgeaa Haat Y3t HeesHs Hioar 3 maer 31 vdlat & 2grrdiel miang
TUd Mgds Jemit g6 A 3HT fan 3mdtn g9 Areardt € 378 a9 9d J|

o M 8 &8 39'3 Ufged € 7gd3’ gE8 A I |
o fgg39 Ao B8 »3 uTH Aga3t €t Yot aa<t I, fHae sftaidnfes 8w & &di|

o ot 3Ht fodd &df 31 ffa gg3 A9 fenast »3 ufgea g6 fag § Adfea 2ne fa foes YyEra
&d1 &g Afemr

HHES 13 Jion3

feaat my f8at @ &, 3HT BJs’ A3 €1 I8 dds dd Hae d 1 30731 3aedt Afast @ 2y Sy ufagnr
gd Areddt fée g1 Berade € B, A 3078 29 US € Wigse Je' J, 3T A&3mis witdurt nisfen

(https://www.canediaepilepsyalliance.org/) €& Heedrd Ad3 d Hae' J|

Family Support Institute of BC J#J] nhttps://familysupportbc.com

AJE3T IgHTd! ded (MUd<C Edad Hed®): fea 3ean
ufgeg’ § 851 @ 939 €9 AofesT sovadn &%
3T J1 FamilyWORKs &% #l 3J 3d &¢t gadrd ©
Ha JT7 3d& &t fed Yara J1
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Jdd A € &8 &%, 8d mugA3T &8 #t 3d Bar §
HS3 TES ASd YE's od Ade I, 3 §g MUTTHST
gt BEt nigwt < fEg A3 aae Ia|

Disability Alliance BC (DABC) [*J hitp:/disabilityalliancebc.org

3.2 &t H T MizeaHt ManA YaraH ATd »uTgHST
&S it 39 Bt Bt HafesT, Fi"ﬁ"?ﬁ’ﬂ%ﬁ?ﬁﬂﬂ"ﬁ
T HES J1”

HSI'3 dd& Bel, M3eadHt MaAn & 1-800-663-1278 (28 ) 3 IS dJ|

Inclusion BC  [J«}

3, fefdar "3 2gs ufgs grarge3=r § dfta
MUTIAST &% Hl 9d Bt § Sadl 2 Bet 83073 gt
31

PLAN, # €t H} €9 uBs féncife@e, AofesT &eeds,
E@émwm»@aﬁ{@&r&mﬂw
g8 €3 dg3 J1

Rare Disease Foundation l'l'l

w3 fa dde 2 dde fonan &dcead J1 2aged M3 Yd
&3 © "fadt f&g Hiféar »3 aHaN J8 &l

https://inclusionbc.org

"fagres At s fas veer gaet AR J A
Sfaa nuTgHsT 575 7 9 B9t w3 By @ ufgerat 2
nfgargt M3 Hd B Set eas3 ddt J1”

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

PLAN feg faa yargr ¥Ag J 7 1989 few mafus
i3t aret /it 37 7 ufgest § mygn femas 2@
ey & Haftm3 das feg Horfes s Fa|

https://rarediseasefoundation.org

‘g e (cIus faudl) TE3ns" TIBI
farrdt an & gus3T T sEt us fefards »3
T e Mg &8 3076 13 Aae' J1 for HSs
& SIHBHGS amd fagr Afer 31 feg Has HdtH
narg3, fegm defas 8 yrdet § fandt @ i 3
B J ™ 39 2Ud o83 &% 986 J1”

This foundation has developed a resource for undiagnosed individuals. Living Without a

Diagnosis:

https://cdn.shopify.com/s/files/1/0267/4688/0097/files/Living-Without-a-Diagnosis.pdf?v=1587664879

Contact a Family ==

for 2gmdte 3 Hilmit evaT It Wit B¢t Agg ni3
Hafesr femdne a3 famrr 3, g masels dde
afigfedt qar J, m3 Adfean »3 S 2 ot g9
HotHT @ Mg 3acd AredTdl HHS J1

https://contact.org.uk

wiHt A3 3 et A3 w3 Aredidt YE's ad d
yfgergt € AHgES dae af| wHl ufgea & ffa g
€ AHJES &8 Ha3e Ifl mi3 wiHt ufgerat § »myd
w3 gfmi & fifeaht fao3a s et Hidw,
BT M3 E39n (UR feden) ads feg mafEs
3¢ dil

This organization has developed a resource for individuals who are living without a diagnosis.

You can find it here:

hithssaRiaet. org.uk/wp-content/uploads/2021/03/living_without_a_diagnosis.pdf 90of 13



Global Genes = globalgenes.org/

Global Genes has put together a great resource to
guide undiagnosed patients in becoming their own
research advocate.

Becoming an Empowered Patient: a Toolkit for the Undiagnosed
https://globalgenes.org/wp-content/uploads/2014/04/GG _toolkit_six_rev3.pdf

Other Recommended Resources %

firo3 ydus mas
Curatio 333 "y H2d fEg He3s

a3fag fea wifrar Wiy 3 7 Aist o3 o3t @8 Bdt & fod gr &8 Ager I w3 fios feg 3adisn § 20a
Jdo feg AafesT ager 3|

MyBooklet BC hitps://mybookletbc.com

feg g 2arrdic I 7 3odt s fenaiars ASles Aread! fazes & fsadls ags @9 morfest agdt 91 feg
Faedt fef3gm »3 831 § Ay €9 U 596 feg 3073t Ao a9 Aaet 1 3H fer & mmye a3 Ags yersret
w3 AJTTE3T SIHT I 5% WTHTST 51& HIST dd HAe |

Medisafe Pill Reminder 3373 U 723 feg He3
feg AHgeds My 3T7g et e @ ydus et fourdiasg e ags w3 398t Yot § <dd dds
nirfamr fder 3

HealthVault, Medical Records, myPHR, Healthspek, My Medical 3973 »u 7cg feg He3
feg mHTgeds Mur 3073 Sdedt fefsam § @da g, 3073 3aedt 2Het @ &3t Hed das w3 ufgerd Af Iaedt
&S ASadt A8 9d6 € Mo fée I | Hafam™ m3 diuastesT Rfdam €t 779 daa' fordgs ad|
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&3t a3 w3 "orfesr yry3 Yaraw

wyrgAsT 3w 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) ffa eun & ags 23 2an dfse I 7 mutad femash Af 84T € Harfesr
396 TR fenmast & niHeat 2an € W3 werge €9 HorfesT aget J1”

gelss famefafsdl fse - hitps.//www.canada.ca/en/revenue-agency/services/child-family-
benefits/child-disability-benefit. html

"grein3 (3nefafsdt datfee Gast ufgeat § da-Ha3, Hdlaed wietdft féer 3 7 »ifid 18 A 3 We
€Ha < gfonft Tt SYss dae I&, 1 B8 AN 3 Ji8ia Adlaa At Wafiia mifet &% 7t 39 I& 1"

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 uBa (vra. 3t .ty e 881 Wit »i3 da' § 8o’ fenashmi & &1 M »i3
HIftm3 nigafeerar St 993 Wde' go8< feg Hee ada J A Mg 2an Jfsc (3.8 A set darsr
ydt ode a5 1"

&3 € AgaTd 3073 28 3 IR TS $1 B $3 T WAES © AEE I

Future Planning Tool by the Plan Institute — https.//futureplanningtool.ca/
S Bet 7 »ifarsT € fan & fenast @ 3fed & mdftm3 das feg Aorfes set 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 »RIa3 &% 3973 Ufded € Hag ¢ sfey et
TAGE & AHSS M3 8] a6 B! 7gdt g% Areard! yers addt|
fag Wit gnitgr gt aTet 2armeie B9 A €t e gt agat w3 €3 feegt § 8rAtaig daet J1

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 niruan dfont & Suss Set I3 dafan feg witmit 7 AoymAst & Aofes
g 31"

Nursing Support Services
http.//www.bcchildrens.ca/our-services/sunny-hill-health-centre/our-services/nursing-support
"mHt afHBfsct Murg3 gfiHeas aant I 7 yJ Ht Hl feg A Sded! ddtedin ed dfgnt »3 drest
8" 2 wa' »3 8ot 2 afHBfesct few afue few mohest aae aa1”

(Co3F)

W3g" HOesT Yara™ (JI9-MHarH! Saedt Ree’ &)
https://www2.gov.bc.ca/gov/content/health/accessing-health-care/tap-bc/travel-assistance-
program-tap-bc
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Hafe3T AT & B

€9 Ba fiag' @ As 379w J@ s, 89 AoTfe3sT ATl gvaT 73 AaR da| fra myg
3HgfEn »3 FEaE § HIST 990, aﬁ@ﬁﬁw@zﬁmﬁmﬁzaﬁﬁaﬂayﬁw
él@aww&?@ﬂsmﬁmmm@aﬁlmmmww
2y gu' fed M8e I&5| I3 MTgH-AIHE Je I6, Aefd I3 WGBTS UBSSaH! 3 Je Ia|
€g 7 3 fsrit 3 HaR I& 7 M B Bt S I Hoe Ia| It fo3 a8 uBeead 75 #
3T Aofesr Ayat § d3< fég €93 Aae 41 A 3973 3B Al feus &dt 3, 3t 3wt
Wmém%ﬁmﬁéwmmalmmam
Wm%uﬁw@amémn@aﬁhﬂrmémm
fomas ad|

 Facebook 3 933 A'd HE'Gd W3 "3dd™Hed! IS HHT I& | Facebook AJY g9 feg, [faqdt
T &H] 3 gME [FE's] € Jd | BEJae e, "AdEas USH! 2aded”
» fogst Ayat fed g5 & farrdt s e afiBfadt et eaa fart Afdar s et mmy B
=t g 3 Hae &1 fon wivst g, 308 mma'?sﬂﬂé‘ 3 afsd add THS < Set 8a3t
ERRIRVESIT
» 3t 243 wurge HafesT Aya € ur Fae 3 7 v & Heearg, Hofea M3 Areadt @
T8 TS| mmwmw gt & 378 ags €t dfi a3

o RareShare https://rareshare.org/
» nJ3 dds Bet f¥a a3 8] 3: https://rareshare.org/articles/how-to-use-the-
rareshare-network-for-rare-disease-patients
= RareShare f&ég9 yH Afg3Mt @ U3ame €t IC 76, &% dt TI8s faudint &% #l6<s Bt
o UZaHE &

Online support groups for those living with a chronic, undiagnosed illness:

o Undiagnosed lliness Support Group:
https://www.facebook.com/groups/588261638030294/

o Rare Connect: Undiagnosed Diseases:
https.//www.rareconnect.org/en/community/undiagnosed-diseases

o SWAN USA (Syndromes Without a Name): https://www.facebook.com/swanusa/

o RareShare: Undiagnosed: https://rareshare.org/communities/undiagnosed

o Self Management BC: https://www.selfmanagementbc.ca/CommunityResources
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303 fras Hem ye3r Ieg &en

3973 MITS aeH

Jigeet ads M3 fedds St §03 At Aeddt I MU AHT 861 88 »irvyst »igt &t argereint @
fgargs Jue ®et g3 Aqr J1 fer €9 fon ¥ A3 a8 7367, WS Ufdedx 3cd &8 HEET3, i
HJg &t I8 daa A Ha3 ydus €9 et dg 3getsint aHg I Aaehn Is1 # 307§ fen yfafanr fes
Ha'fesT €t agas 3, 7 feg & 303 &Sifirt 93 At yus T, fagur aga »iud Adfea Agaag
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	Text1: ਡਬਲਯੂ.ਜੀ.ਐਸ ਤੁਹਾਡੇ ਸਾਰੇ ਜੈਨੇਟਿਕ ਨਿਰਦੇਸ਼ਾਂ ਨੂੰ ਪੜ੍ਹਦਾ ਹੈ, ਜਿਸਨੂੰ ਡੀ.ਐਨ.ਏ ਵੀ ਕਿਹਾ ਜਾਂਦਾ ਹੈ। ਡਬਲਯੂ.ਜੀ.ਐਸ ਡੀ.ਐਨ.ਏ ਦੀ ਸਪੈਲਿੰਗ ਵਿਚ ਅੰਤਰ ਵੇਖਦਾ ਹੈ ਜੋ ਤੁਹਾਡੀ ਸਿਹਤ ਸੰਬੰਧੀ ਚਿੰਤਾਵਾਂ ਬਾਰੇ ਜਾਣਕਾਰੀ ਦੇ ਸਕਦਾ ਹੈ।  ਇਸ ਅੰਤਰ ਨੂੰ ਵੇਰੀਅੰਟ ਕਿਹਾ ਜਾਉਂਦਾ ਹੈ।
	Text4: 
	Test: [ਪੂਰੇ ਜੀਨੋਮ ਦੀ ਸੀਕਵੇਨਸਿੰਗ (WGS)]
	Text7: ਉਪਰੋਕਤ ਚਿੱਤਰ ਦੇ ਸੰਬੰਧ ਵਿਚ, ਡਬਲਯੂ.ਜੀ.ਐਸ ਸਾਰੇ ਡੀ.ਐਨ.ਏ ਨੂੰ ਪੜ੍ਹੇਗਾ, ਚਾਹੇ ਇਸ ਨੂੰ ਹਾਈਲਾਈਟ ਕੀਤਾ ਗਿਆ ਹੈ ਜਾਂ ਨਹੀਂ।  ਇਸ ਵਿੱਚ ਉਹ ਡੀ.ਐਨ.ਏ ਸ਼ਾਮਲ ਹੈ ਜੋ ਪ੍ਰੋਟੀਨ ਦਾ ਸਿੱਧਾ ਕੋਡ ਨਹੀਂ ਕਰਦਾ (ਨਾਨ-ਕੋਡਿੰਗ ਡੀਐਨਏ), ਪਰ ਇਸਦਾ ਸਿਹਤ ਉੱਤੇ ਪ੍ਰਭਾਵ ਪੈ ਸਕਦਾ ਹੈ।  ਡਬਲਯੂ.ਜੀ.ਐਸ ਪ੍ਰੋਟੀਨ-ਕੋਡਿੰਗ ਡੀ.ਐਨ.ਏ ਅਤੇ ਨਾਨ-ਕੋਡਿੰਗ ਡੀ.ਐਨ.ਏ ਦੋਵਾਂ ਵਿੱਚ ਵੇਰੀਅੰਟ ਦਾ ਪਤਾ ਲਗਾ ਸਕਦੇ ਹੈ। ਇਹੀ ਕਾਰਨ ਹੈ ਕਿ ਇਸ ਨੂੰ ਇਕ ਵਿਸ਼ਾਲ ਅਤੇ ਸ਼ਕਤੀਸ਼ਾਲੀ ਅਨੁਵੰਸ਼ਕ ਉਪਲਬਦ ਟੈਸਟ ਮੰਨਿਆ ਜਾਂਦਾ ਹੈ।
	number tested: [ਸਿੰਗਲਟਨ: ਸਿਰਫ ਸਿਹਤ ਦੀ ਸਥਿਤੀ ਵਾਲਾ ਵਿਅਕਤੀ। ]
	SF: [ਇਤਫ਼ਾਕੀ ਖੋਜ ਮਿਲੀ। ਵਧੇਰੇ ਜਾਣਕਾਰੀ ਲਈ ਕਿਰਪਾ ਕਰਕੇ ਆਪਣੇ ਡਾਕਟਰ ਨਾਲ ਸੰਪਰਕ ਕਰੋ।]
	Text22: ਤੁਹਾਡੇ ਜੀਨੋਮ ਨੂੰ ਉਹਨਾਂ ਵੇਰੀਐਂਟਸ ਲਈ ਭਾਲਦੇ ਸਮੇਂ ਜੋ ਤੁਹਾਡੀ ਸਿਹਤ ਦੀ ਸਥਿਤੀ ਦਾ ਕਾਰਨ ਬਣ ਸਕਦੇ ਹਨ, ਅਸੀਂ ਅਤਿਰਿਕਤ ਸਿਹਤ ਜਾਣਕਾਰੀ ਦੀ ਮੰਗ ਕਰ ਸਕਦੇ ਹਾਂ ਅਤੇ ਇਸ ਨੂੰ ਰਿਪੋਰਟ ਕਰ ਸਕਦੇ ਹਾਂ। ਅਜਿਹੀ ਜਾਣਕਾਰੀ ਨੂੰ ਇੱਕ ਇਤਫ਼ਾਕੀ (ਸੈਕੰਡਰੀ) ਖੋਜ ਕਿਹਾ ਜਾਂਦਾ ਹੈ। ਇਤਫ਼ਾਕੀ (ਸੈਕੰਡਰੀ) ਖੋਜਾਂ ਦਾ ਤੁਹਾਡੀ ਜੈਨੇਟਿਕ ਟੈਸਟਿੰਗ ਦੇ ਕਾਰਨ ਨਾਲ ਕੋਈ ਸੰਬੰਧ ਨਹੀਂ ਹੈ, ਪਰ ਇਸ ਦੇ ਬਾਵਜੂਦ ਇਹ ਮਹੱਤਵਪੂਰਣ ਹੋ ਸਕਦੇ ਹਨ। ਤੁਸੀਂ ਫੈਸਲਾ ਕੀਤਾ ਸੀ ਕਿ ਤੁਸੀਂ ਚਾਹੁੰਦੇ ਕਿ ਅਸੀਂ ਇਤਫ਼ਾਕੀ (ਸੈਕੰਡਰੀ) ਖੋਜ ਸੰਬੰਧੀ ਬਾਰੇ ਜਾਣਕਾਰੀ ਪ੍ਰਾਪਤ ਕਰਨਾ ਚਾਹੁੰਦੇ ਹੋ। ਤੁਹਾਡੀ ਇਕ ਇਤਫ਼ਾਕੀ ਖੋਜ ਲੱਭੀ ਹੈ। ਇਹਨਾਂ ਇਤਫ਼ਾਕੀ ਖੋਜਾਂ ਬਾਰੇ ਤੁਹਾਡਾ ਡਾਕਟਰ ਤੁਹਾਨੂੰ ਵਧੇਰੇ ਜਾਣਕਾਰੀ ਦੇਵੇਗਾ।
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