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nowforthosewho'v€
pandendc,alguesCo]

VI
hen  the  Govern-
ment  announced
last  month  tha.t     lt
AUThdstudent§
wouldnotbehead-
ingbacktoschool,     d

MargaretChungwasbesidehersd£She
postedame§sngeona,socialmediachan-
nctfortho§ewithspecialneeds:`Lewh3,no
schcol.I'mout.Ican'tdothis."Shereceived
66 corments.

Chung and her husband. Michad. are
fosterparentstoatvroJyeanoldbeyand
have adopted another three boys, ised 7,     ``

i_¥_d.|°_.Lqu_0.¥_¥th^¥eE oy¥ adqut Ghq:    bdren.that'safamilyoflo,Thchfourbeysa]l
havefetalalcoholsyndromeO:AS)andthe
ctdestthreehaverecentlybeendiagnosed
withattentiondeficithyperactivitydisor-
der eery).

ilyhaddiscormectedfromeachother.

I

I

t to do nch and concluded that the

uptohertosoltitout.
ereferstoherwiderwhinauashervil-
Buthervillagehasal§obeenlodsd
duringtheCovid-19pandemic,and

herhusbahdi`ror]dngitisuptoher
cturetheqay.Socheereateda28chy

chart,dedailingeveryminuteofth:
frommends,puzzletine,ta]ktine,to

inthelocalpark.

likebdsina
rfuinnd-cboEL

pepplewind
edy.tb-youpop."

"1wrotetwoposts,bothdoneinanger.

cryingwhile ltexted"Chungrecalis. After     a
vecksofbeingcoopedupathome,chehad
hadenougiv"AIlthetineiyouarejudged.
Becausetheboysdon'tlookdisal}led, every-     ea
wherewegopeaplegiverieadviceonhow    lag
tocontrolthem.rmalmost|empty.Chiifen
withADHDareonthegocontinuously.AIL
theywant is me."                i                                k

Oneofherboystoldherlhewassoicidal.
"Hewantedtobeinadark.¢quietplace.Ihad

toreassurehinthatsbmethesweallfeda
bitlostandthatweneedtothk\tocachother     so
whenwefeeldeun"

Chungtocktwodaysodythoughiatut

exL competitive,hyper-
eboys,aLtwpJhourrfutofrunningand

ischticilforeveryone'ssanity.

OURERE.,f¥_fro¥¥.#E
musicbo*Whenpcoplewindthe

upyoupori,[to]giveothershapand
rt.Thenrpbackinthebox,chutin,

fored=¥¥ctt¥:etro=
dlor."Icahsithereinaholeandcry

tthething§Icannotchange,butasI

toldnysel€Iambetterthanthar
The pandemic and the lockdrTt

beenhardfor]nanypeople,buttheyhave
beeneapeciallyhardforthosewithdisabili-
tieswhooftenrdyonothersforday-tody
hdpindeirlives.

In Auckland in particular, many feel
al]andonedTheyalreadyfatthestigin
of being seen as "other". They are often
exhausted, and some are Suffering from
mental-healthissues.

It.sachockingthingtocay,buttheques-
tionsorneparentsofdisal]ledchildrenhave
beenaskingthemsdvesrecenftyis,"Would
1regretnothavingmvchildvaccinatedit
tneydiedfromcovid?"

Lockedaway,fearfulofventuringintothe
widercommunity,withrisingmentalhealth
needs,nocarers,norespite,nowhanauand
tinybubblesexistinginisolation,members
ofthedisabflity§ectorareatbrcakingporfu

.. CONSTANTLY ON ALERT
KatThomaslmormsallat>outnotbreaking
dowlLandnotgivinginovertheyears,she
has become fieroe and firm when advunt-
ingforherdrughter,Ella,whohasceiebra]
palsy. But the also recognises the inper
tanceOfbufldingrelationchipswithothers
cheneedstodealwith

Thomashassharedcustodyofherfro
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dildrerLei8ht-iysar-oldEllaandfive-vean
oldFrankie."1can.teverlosenytemper.
Youneverwinifyouloseit"chesays."I'm
burntout.It'shardtoenjoyyourChfldren
wheneverylittledctalhastobemanaged.
Ihavetoplaneveryminuteofeveryday.It's
aconrfutgrind"

Shebctievesfewpeopleunderstandhow
challengingherlifeis."Theyhavenoidea
of the nuntoer Of parks I cannot access:
thehairdresserswho.whenouttingElh's
hair, lock sideways at her shunt. I am con-
stantly on hith alert and ehausted hay

EL¥ff#oELI
ildvacdnatedffiffi#va¥

diedfromcovid?»
ifiE'ey

circle offriends is small. Mywholelifehas     c
narrcmed"

ThomassteepswithElla,whohasseizures
andhastobetLrmedduringtheni8ht.Somer
timeschehashadtocallonFrankietohdp
her. '1fthe seizureisprolonged lmeedinteri     s
vention. I have the call for the alnbulance
on pause while I count the minutes. I'm
alwaysassessingthesituatio"mybrainis
inoverload;possil]leactiousflickerthrough
itconstantry.Dolleavehertoopenthegates
for the anfuilance? Is now the time? Can I
wit another minute? Ella's life or death is
inmyhandsagalnandagain"

DlscHARCED ro LOcKDOwN
El]a has stoically endured 29 opera:tious.
Herlasthbopera:tionrequiredThomasto
staywithherinhospitalfortwromonths.
Shewas dischargedonAugust 17 -theday     i
Newzealandwentintolodkdown-withno
foodinthehouse,1ithemoneyandnohone
support.

'Ihomasmanagedtogetmoneyforfood
thrm]8hatrust,whithenabledthefamilyto
survive. But she fads cue is atways having
tonegotiateherwayforward.

"My children deserve much more than
this.Ineedtobewithbothofthemltisrare
for Frankie to have tine with me alone. I
havetomanagemyownenergyleveis.If1
takethechildrentothepark,do1havethe
energythentodothebath,dinner,[andthe]
beck-and-bedroutine?"

ThidencewENer,thEtexeoutNetitthe
Disal]ledPersousAssembly,1iveswiththe
eifectsofpreviousbraintrauma.Shehas

peccal)le
d is partoi-

dentials for her position
I Tatou Whalkaha, a group
the Ckyvemment's ongoing

nse to the pandemic. Neverthdess-,
etryastore8ularlyconfrontassumptious

5¥dti¥:=i±nhiFtip=try§icalcapa.ilitits
Ohe issue |dischled people have faced

urihgcovidisnotbeingabletowearfro
for medical reasons, Walker sa[ys.

eLmandapryfaoe-coveringpolicyhas
mhorrifro comments directed at disa-

ledrfutedrerLpeoplehaverequested
euemptioh due to traumatic events in

eir|ives.TTielackofcompassioninthe

T¥::.i:Piryapmbusinessandservicesis
d-blowing;,

Ar}othercqncemistheddayingrtting
ccinatioustodisalrfedpeople.InMal.ch,
e disabilfty sector felt reassured when
wastolditwouldbeindudedinthevac-

tionOfvulnerablegroupsfromMay,
esays.ByJune,itwasstartingtobecome
ncemed.wlmmixedmesgagingalack
daitaanda.hckofvaceinationsitescapa.
eofaccommodatingdisal)1edpeople,the
nseofnotbeingvaluedgriert[j;
"Atthestalt`oftheGcwidresponse,thedis-

ilitysectohhi8hli8hiedalltheseissue§,
t the equity issues remain the same,"
alkersays.|Ifyouwanttoachieveequity.

notstartwiththemostmarginalised
upsfir§t?lyon-marginalisedpcoplewi]l

teapmyr
She has also been disappointed by the

oorqualitydrmuchoftheinformation
unding|thecampalgrL"Whenpages

informaticharesentouttyoffitialsfor
to,disseminatethrmigivthesector.you

'Whowhntstorendthis?horderfor
tobegenefallyaceessfoletweoftenhave

AN IDEOLOGY OF DEFICIT"
alkerbdiedesoneoftheproblemsisthat
cialsaredjstancedfuomthecommunity;

=enTin]£eti#ntr=FedpctfnpT&E
e§itsomhaharderwhenwearetrving

giveinputfotheprocesstoenal]lethrmto
otheworksystemhally,theydon'tunder-
and.'I'heidedlogyisoneofdeficit.Itisthe
edicalmoddoverandoveragainr
unepotte+ischiefexeoutiveofDisabtl-
Connect,husbandtoanessentialhealth
hamas`!dithsialthest5ttINodroaSherss.tie

iveswithaspimlinjuryandunderstands
medical modal intinatdy. It's a modd

whereanindividualis§eenased§tingout;
side society's norms and in need of bein
ffixed",hesay§.

The medical model informs

"Canlwaitanother
mha?Emalsifeor

ffi£TEL#ds
serviceinteractiouswiththedisat]ilitycom.
niunthr`\Lre\nfio[cestheviENthaLtrealth
professionals are the experts - they knor
be§t„
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Potter'sexperiencessofarwithgovem-
mentagencieshavenotbeenreaesuring."Theytalkaboutbeingconsult?tive,but

whenthegovermmentrepresentativestedk
formostofthemeetinganddisabflityrep-
resentativesgetoneopportunitytospeak,
that'snotcousuhation-that'stickingl±.
ItundervaluesthepeopleilrvolvedI.

NEEDING A BREAK
"Informtion"and"accessfoility'.arewords

uppermost in the mind Of Lisa; Martin,
directorofthecomplexcbeGroup,which
workswithfamilieswhoarecaringfordil-
drenwithveryhighandcomplicatedneeds.
ShealsocaresforsonKurt,whoisantistic,
andsupportsahusbandwhoisanessential
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The

fts.

b:ffiTiTiETi¥¥#;es¥e-
t month that the
iewMinistryfor
Z®hasobvioudy
tor, the says. But
de"chdiffer-

Ce
Goverunehtisto

::::i:i

le(seepDisabled

i=¥,ffiEefbiyike:

`,_  --_--,

=:£tifnEpyromvI:¥r¥?pisor#oct¥et:

resilience.Humansaresocialanimalsand
disabledpeoplenaturallyhaveaneedfor
socialcontact,too-ontheirowntermsand
inawaythatsuitsthemAIlthishasbeen

:#:=#RE¥n
isnrfud-blowing."

disruptedr
Often, families just want someone to

listentothem.chesays.Andhelpingthem
understandthevAccinationprocesshasnot



beeneasy.
rseingatletodetappropriateinfor

tiontomakeaninformeddecisionabou
gettingavaccimtioniscritical.Weha

The Governin6
promisestodeFve.ron for
People,whtesdbinEEN[Bfi

ate]astmonth,thefrorrment      ton

canri=#rariffingEE?eysector.
Health~erapdrewLittle

andEdsalbflftylssuesMinistercaimd
Sepulonidescribedthechari;esas
transformational.                 i

Webdievethesechange§|sendaVery

:i==*±t£=i:io=anive
:#es%trsfafa:#:Fth:ttfiin
anrfurdease.

AMinistryfor
Disalledpeopleqube
estal3lithed,theEnal]thg
Goodhimapro
wlnbeinplemen
mtionally,andlegislar
tiononaccess'Ibmty
unbepcentedto
Parlinent.

Thedisarmftysector
hrdbechastdngfor
thistypeofrfemfor
manyvears.andwh
msthelevctofantitipa.
tionthatrfut47.oco
peoplefroedintothe
armouncementviaa
ZoonlinkhostedbyAttitudeLi:ve.The
communftyhadbeenalbuzzft}rmeks

c¥#::tee¥=Ei¥n#o¥#Tnev
eofwhchisyettobe
Jtryi§8chg;totde

ep]arming.Thecapinetpaper
outlinesthenewmistry'sex[expije----

#trimAlthreeres¥;:¥t=hREmin-
gol=t:=*#:¥tsch

istrywilleverbe
anarrayofobligatious,,and
budgetunmatchexpecta,

Itsproporedgoveincestrha
alsowarrantsexamination.
a]readyhasanadvisoriv££rm

Om

aes0

ifeapdDapflfty

mediequfty

chedtheny
erpartsofthecou+
havebeensctected

trfuthisirmovativd
thel

stdecade.
But'ittco,wirineeJ

Iquuulh uqu     )
utcation,soundti*J¥ob#vlffii
cbndeei:`Itwii}

leiost"'.tithe
mtobegiun

resources tolivetheir

Fib-riiJ|egistationpoesil]ly
yieions}Ofbarriaetophysi-i

:#:g=or¥ng
i,-,mmuprcationb'`.attitudes,

ndhig-infect,inalit'and

bfthelyewzealandDisaliv
blacewhere
roppodr¥g:ioo##¥¥.¥pe¥lt

k#THfa#m#
vii±onbeco

tocousiderwhatwillhappentoanyexi
inginpairmentsifwevaccinate.Luckil
therearenowsomeverygoodresourc
availatletoassistinthisprocess,butth
tookmonthstobedevelopear

AFtROC^NT ^SSu MPTIO NS
All three dischility sector leaders a
that if they are struggling to get cl
information,itmustbeevenharderfo
thosewithfowerresou]ices.

`qThumusaresodal
animalsanddisalnd

E=g[aenngedngsodal
comhacbtrm''

Potter believes part of the proble
iswhathepercedresasarmgancefro
people who are not disabled. Whe
disalbledpeopleseckmedicaltreatmen
or equipment, for example, it is oft
assumedtheydori'twol`kandchou)dfi
inwithothers.

It'sweuknownthatthehealthsector
under-resourced,butthelackOflmowl
edgeOfdisal}flityleadstopeoplebei
stigmatised,hesays.

cowecanalladmqudedgethatthewi

disal]ility community h`as partiou
needs. Resourcing our communities to
ddiverdisalbilftyservicesisabetterwav

plisticmedicalmodel."

§ouswillbelearntfromthe

mouschallengesinmakingfundamental
changestotheystem.

Thisispersonalforus.Itisn'tjust
job.Thisisus,ourfidends,our
nity - this pandemic strikes di]
We need to lock out for
Other."I

Cormu.

and after each

cozha givow7i orgai Tchtt) is

Pwadwhch:iidren.oneofwho"Traversh
hasDownsyndrorne.Shehasadwunted

aparenkof

andwritfe»chouttheexperfe7qaes

ShetivesinsouthAudiandandserves
the Con:whi2s Manuha:u D;strid
BoawhandchdirsDisdoutryconun

LIST€NER  NOVEMBER ZO 20Zl


