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| "Mg ol ¢ J ot care fir our childrery, all have Special. needls (8 i
AUtism & infellectualdelay & | wiih, @ medical cardition. codied Bladder Exstigony.

Our s, Ry, who has the medial candlifion, has undesgme. @7 Sugeries to ditie
4 well over 100 hogputal Stays because of his condtifion. Ryan is I yearsolol
4 his Siblings Keran 9 & Ern 8. 4 have been iri paid employment Jo 48 yeacs

4 vihen Jm not. out. waking Jm assisting my husbandl 10 care for our 5
beautiful. childwery.

s orers, our roles ase very undervaluedt..

We. currently face the following problems -
o Uncertaint

ty about ourfw{/re,

o lifeime=of caririq fr our R autistic childrer. Who ase intellecfually delayect.
e N0 tme t© ij%{i nurtre. ourselves

my husbandl is unable to Wak as we need a porent. at. home 10 deal

Whh our childen's needs. (le. assisting at Schaol,, faking chidien to appts,
tc)&m;g afler childher. when they e sick, in_hogoutal 9@ .

¢ ffgjh to haid down 0 joo et having 10 have fime gff" when my eldest
Udy'TS hospitalised (Samefimes 4 WeekS & over andl another 4 neeks N
[eCovery at. home. ¢ tequiring constant. supervisian, LR




o We iso /mu husband 4 ) oversee the care of my Paeﬂu flther, Wwho
had a strore. just befire. his refirement gfler 50 (éars oF ROKIrg .

® 5ef:om@ more. & more isolated. |
& Qeum L SUppart. Workers 10 assist us wih our cht fdi‘éﬂf

T thi m< ﬂn@ (,}Ovammerzt (on betrer help Carers bg -

o f:}fov;dmg flnancial Supoart. 1o cares.
lets foce , if Carers didn't provide. the a4 hr care fiy thewr loved mes, the.

(st 1o #e Govermment. Would be. enamaus (je. acmadanm clothy ng,,u%d
Schooling 4 Core ¢ anstant Supervision ¢ medical care)
e pmwde more flexioility i fhe. workplace fir (rers who have to eam o
hwr}g o pay mw@agm bils etc like me. (Fg. Al i annua feave, SICK feave,,
Ppersaral leave & furnily leave. (which ames out of Sick eave) is ufllised. wher
my childwert oue sick o my eldest S is hosprradisect - 1 have the @ptin to
ke lewe. without pay - but J con offrd fo dothat. d have even been n
0 posiion where my husband cares ﬁef aur & quiistic children at night ,
bom still constauntl] Iy get up duririg the nignt, & J have Sgent the njght
my sn's bedside when he Fas beer wey Sick in hospitad 4 S
e overedl at fhe. hogpual 4 Qe strajght. w&@?@"n there )
o provide o fax beak t (arerS who try to hold down oaid emp cyment
o \olueing Canrs more, because. ho-one chooses to become a Carer.
o Provide” Business Qmmts to enable Qarers 0 Stout wp hame basedl
businesses that may aiso help to supaart. #heir loved are. itk a disabilify.
o Povide grants fir @ fertts o alend (nforences so that. we gan
moe ifomation. 4 trowledge 1o belier SUgort aur loved mes ¢ become,
moe fumilior i, medical ndifions, what o exgect I the fufune etc
(ample: Jd lie 1o adlend. a Coventian i Hha USA that oramises Specialist
Psychiadmists, Sgeans, adults ¢ ofher chl ldrar. who e sp@uw isedl_ N providin \g
e fir the medical ordifion m my Son has 4 e qpominty fo meet aecs
o were bom Wi, e Same a@diion. If J Was an aqmisatian- Jd
have o beier chance f yﬁj’m ont Han J om s a Qe 4
the Mcther gf 0 Sov” wno™ (S Twing Wi, 1AIS condtifion. /
)3




o Poide fax deductions /el imbusements when (arers Gdencl. Woishaps /
Seminous o betiey nfrm, themselves.  (&xample: my husband € 1

aHended. an (entation. to an oganisation, wWho helmd You o _form
0. Network. 1o bedler Suppart. Your oved me. wilh o disab sapility. Theso wese
3 Qarers 1 aderdance 4 5 Npresentatives fiam Non fa Figfit

Organisations € Govemmenit. depatiments. A of the ‘*staﬁ akterlees

WK paid. to ai#—md 4 provided with Work ca,/s o Kilometro,
a,lmomces 'iD be Hnexe US (mers dant recerve amﬁﬁma fir
aking e nitiafive 1o adlend . In my posticulou edse, I ad fo

ok m hows at wok, So that J @uld get. the fime’ of o
(ool e are fryig to do evenying e cay o bedes ou future -

meaning the fitune 670w chiidhert d we e ot suowdedl 10 any way

o Angthd avenue that coud assist Carers 1510 provide. Direct FOnding

o themy. This LS takmg place iri the UK ¢ stongly Sygoorted. by
0 group codied " In Contral . "fhej&rm jos involved. ase actually
Sing te Govt money by taking over the hiring of Sugoort. wolvers
Who 0SSist. with wring j?f vedt one with o ¥ disall :m By Cufh@

out. the middiemoun., 0 huae a;mmm is saved. as mmeg IS n@t
absabed (n adm xstrame {ézg govt cars, staff traning etc.
Jm ot suggesting this would wa/kjb every jbm ly but Some shouldd.

ot least be Cuvm an goticru. Ardther example J can shaue about
| US@ an agm iS Jc'u sametimes dont kKrniow wWho Yo goi r*;a to get,

4 you don get; asiecl. Bewesk 10 provide fediback oboout he.”
osgemu Horker - Lou e expecied 10 be grodeful for what You get .
Hher your o (R - you have © put up mtn #is STuff, pequse Yow
don't Tave @ choice o a Seand gotia.

o Corers also need Support when we oue Sick. We can't affard privode.
heatth insurance. LOSt year J had to undergo @ - hemia qreratia
ofler maur@ pain fir many years. My hemia was the resut gf
havng o It m chicien, i many gea/s J had 1o Take 6 Weeks
off work 4 Spertt. o njght. i hosprfak. My nusband g J fried o

~ advise the Surgean. gf oul Sttuatio ¢ J Was Sent. hame 10 recoyperase
fr b neers. No-one comed that my hushara. hod 1o ther try to




look after mego. Well we muldn't do t - 50 we had to fly my eldes!

Moiher il law over fiom, England. 0 fry 0 help us peaiuse #ere wosn't
Anone else 1o help. He Qoutdn affa the dirfue. but had 4o put
EDn our credik qoul. The Surgem souidl 10 Us that we shoutd be 3@@%
that J Qot. 10 Sperl. the night 111 ogp fal beaause they could have sent
me hoe that. ny ight

6 Pe<p1é> shouldnt assume. hat, family will Siep i 10 help fimilies ke

Mine. My broer fr Insiance (s axi acadeauc 4 has @ aood 100 &
o lovely j‘%} lly. He lives inthe faslern Stales & has never o-fffér/ed,
ny ?jw:mt us. Is the same as my husbards @m n the UK.
ey dl know of ow Stuation but mbédu cares . s ey hurtful
¢ Tats how fuillies k6 aues become mired mae isoladect . We weally
have. no-me 1o furn 0. In an enmeiy mcg ok ae e Going o dos
Inthe past, we have been in a posttioT to ask fir emergency r\esp/ie

fr ous & chuldren. when ow eldlest bay was hogpitadisel” Wiowt natice. .

Thena was nothirg avaulable fir us 3o we had © arquaise Syjpart

/poud Supatt) fif ourseves . Sadi Iy - mmey fodks whon Yo, neect help.
7 Canars Emergency Furdirg - an that b o ansidention

N Summa,m mu husband ¢ J have waked hord all of our lives. We want o
nildren 10 Hive Qec:ure ftures but how do we g v 1t 10 them when we aun. baj‘éld&/
00k Oflr ouiselves. e ae pout of the Patifician. Adgptian. Scheme. Which 15

eoodinated. by the. Disaiouimy Rewelpmental Quneil. ¢ our adgoiecl politician,
i Seratar Glenn Sterle., lobor Wegem pustrodio, . We_joined. #his scheme,
S0 that we con Shawe o pout of ow ﬁﬁhmﬂlu fam, duaute,
pecple so et ey realise, tat e ife of 0 Carer IS0t an easy ore.,

o ke one day at o time d en Ou e Simple Mings in. ffe. We thank
Yk fir quing us s W o povide feedbook o VW Wo Ik

ﬁai n Sypart
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