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L'T.SIDE rhc sur.r

ririncs on thc nln-
icrrretl lanrrs:rntl
.l..lrliliItq .ri inr.

nrnq pot>ls of B:rlliro. Krv,rZu-
lir-Nirrll, ar-rci in:idc rhc hospital
rool]1 tht'ee-\'c:rr-olcl,lrrson Long
screrurls bl'.rc mr-rrtler'.

Hc spirs (trLr rltc cirLnrrnr- rlrirt
nlonrqnt) lrgo sootlrc.l iririr :rrrJ
his noni. _Jill Lonq, tender-1..
bru.lrrs hi: [rl,,n,l 

-h.rir,r: 
slrc

rrie-s to cornfbrt hirr-r. A vein
stlurcls oi.rt on his rrlncrsr rrans,
lircrrrr 'kirr. llc lr.r'.r Iri::]r r.,rin
rlrr.'lroid rrr rrlrcrr fti ,'ti.lr
I lrnou'he's in re:rl p:rin." sirc
sri\:5.

lhc ditnrtttl i' tltc,rrr]r rlrirr''
Ire'll P11r irrr,r iris n'l.'r.ritr .iri-
says. He ilasr-r't clrcn sincc he
s-as cighr months oicl anc{ unril

hc fr:rcl :rn oPe r:rriorr in Scl.rcnr-
bcr 2008 hc clrlnk onlr. e rrttrrqlr
to srlr\ i\ e.

As e Lr.rbr, hc sut-tcled f r.or-n
\c\cre rcl]Li\,rncl rhc linir-rg of
h is ot-sol.irrrrlus ancl sronrlch
rr:ls Lrril nt. lt lrr-rli -\o ilucl) l.lc
tr'lrt'crl t,r r.rr. Ilrc.r.'itl llri,hic:rr
rr'.tr hrr'tl l') n)()ntit\.tq(r l\Ut lr(.
srill eurs norhing.

'I'he littlc bcx.clr-rierens, his
clumrlr. llnrrllr- b:rck in his
nrourh. an.1 quietlr- tlisrrects
hin-rsclf bv sclibblinq c)n :r prcce
of paircr :rr-rcl hinself.

Jill shakc-s hcr hcerl. l)ocrors
s.rr lri. prolrlcrlr ir .r r,,i1gi1 ,,1;g
to 'olrc :rn,l rlte .rntl llri.l..r:;tl,
Bruce. are :it rircir rr-ir: .:nci. ii
it *ercrr't for the t!.tling rLrb.-
pcl'lnanenri\. inscrte.l l',t iri.
stolr-t:1ch Jirson rr,.ruiti .r,rr-c

,]r*

i! ai

st:rn'ecl to c1c:rth:r lonq timc :rqo.

.\ DRiP fleds fluicls :rrrcl :rnri,
biotics inro I.rs,r11'5 ,1r'r-rt. c\ cn .l\
hc Heils, tn'irrg to ciislocigc it.
Hc rr'us rcrcnrlr. rc,rdnrirricl ro
irt,is1.ir1l r. lt.'n he coLrlci r.ror srol-
throu'trrg rrp.

Bt-crtrlsc fboe{ clocsn'r tirllos.
the norrn:rl roure rhroirqh his
tltroer enc'l cliqcsrivc tlect iic sLri-
fcrs scrious bilc :rttacks. This is
tltc rcurrtrl rirrrc lre lr.t' l,errr irr
hospilll tfiis r.c.ri.

.J:l\on i\ srill nor :rl.lc tc, ,l.e:rk
- h. corir.rird lr.rbirlcs. FIi. lrnq-
ttage tle t elof-rnrcrrr is cie l.rr e--d

bcc:tr-rrc he n.:ts Lrorn prc-
tn.trrrlcl, .rrrcl ]ris r()llgir(. r;)u\-
cles arc uncle rcleveloped,.r restrlr
of uot c:rtir-rg.

Flc looks up er Jill rvirh :rcur-c-.

scirrchinq cves.

f i I I .rncl horricr,rl tLrrrrlisr Brucc
u'erc 1)\'eI i]re rnOc')|-t when Slre
conce ivccl. It x.ls e Lrrcgrlrllcv
besc't u'ith irroblems antl ;rr 'i1
\\'c!-li\ clocr()rs d.-cid.-cl Jason
st,roci :r better cir,rnce r-'rutsic-ie
thrrn in- l-le rveiqhctl harelr-
.r i.,iJc,qr,trrr rrht.rr lri r:rr lrorrr ilr
JLrrre 2[)()-.

" l-hc lule is a babr. has to
x.cigh :rL ic,rsr rrvo kiloq.,.rns
befbre 'ou ciur ls.r'e rhe lrospi-
r.rl. it tool' .r long time fbr Jasor-r
:(r gct t(r tlr.tr rrciqltt: hr rr..Ls in
rhr- p:rccli:rtric I(.Ll tbr 8+ oavs
I'cli'r'c ri c uould r,rlic lriil
ironc." .lill .avs.

.\r horle rhey h:rcl a cliltrcult
rirre rrr inq ro feed hir-n. Thev
rii,l iir, i' l'-.r bur he *rrrl.i dicii
hi. h,rtir' ()r rlrnl his heati ti-orn
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sic-le to sic{e end lefusc ro
.i ri rrk.

"l rvas svrinqing nrilk into his
mouth to feed hirn. Vhen he
rvas six rnonths old cloctors dis-
covered the rctlux - the valvc-
berrveen his ston'rach and
oesophagus .1idr.r't r.vork prop-
erh. ancl firod ,rnd :rcicl backcd
up irrro Iris ocroplrar-1us.'

An operation in Septenrber
2008 soh.ed the rellux problem
;rnd a fleding rulre rvas inserted
to he lp him insest fbocl rvhile
he r.virs rccovering florn the pro-
ccdurc. |ill believec{ it rvould be
che end oi tl-re problcrn.

Jason returned hon're vn'ith
r srnall hole in his tr,rmmr. r'r.ith
.r nric-kel l)ort to rrhiclr rr rLrbc

rvas :rtteched s.r food could be
intlocluced clir-ectlv into his
stornach. The idea i",r, qrad.,-
ellv to rvcen hinr off it as he got

,t

better. LiLt th,rt clic{n't happen.
Hc refused ro srv:rllorv anvthing
and still does. EveIr if hc rakes
a sip oi *'ater he just sivirls ir
around in his motrth before
s1'ritting ir out.

]ill feeds hirn milk. r.eggies
and ci'ricken blen.led to A warcry
(or1\i\tcnc\' -t cr, thr.c h,rttr..
5lrc rcnrove. rhc sroppcr trotn
rhc rtt-,rttlclt rtrbc arrd 5r'rittgcs
the fbod into his ,to.r-r"ch. J,rs.-it.t

is arrached to a clril.r that fieds
hirn rnill< through the nishr.

She's unable ro slecp-r pe;rce-
fullv bccar,rse there's alr'v:rr.'s the
p,..ritrilirt tlr. ttcr.iirtq,r.ilt" .,,
the dri;'r could pop or.rt. "He
.lccps. I .l,-tnt. I sokr ottc ttiqlrt
rnd thc drip hacl popped out
and the cot wits soal<ing .t,et
fr-on-r thc milk."

The couple's fiar atrcl loi.e firr
their son l'rls left thern torn.

'lhevle cletettninecl to beat J,rs-
on.sileircnclcnc), on the tube bur
he musr prhvsicallv Hourish ancl
For th:it he needs adequate nu-
trition.

''\iru nccd lrirrr rc, grin u cight
Lrut vou rvent hirn to stop de-
p.n.1it-rg or-r the ttrbc," Jill savs.

sor-urding gr.riltri "He refuses to
eet and l-re loses v.eiqfrt so vou
feed hirn throuql.r the rube."

Blr,rce keeps rrn eve ou Jasot-t
as hc unpacks his tovs. Jill has

pionl<ed herseit irrto the onlv
chair ancl is tu-rpacliine the r-r-rccl-

ical equipment shc carts ,rroturd.
A irunrp joins chc rubing :rnd
svringes on thc little trble.

"\Xte go to a partY anci I h,rve
ro disappear inro a blck roonr
to feed hinr rvhile the other kids
:lrc rur)nin!,,rroun.l ltrving I un,"
she s:r-s. "] har.en't even sitorvtr
his tcircher hou, ro fLed hirn.
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Oral aversion is a rare condi-
tion, which is why treatment
options aren't readily avail-
able, a paediatrician involved
in Jason's (ase says.

"With Jason having been in
ICU for so long after birth he
never had a chance to learn
how to eat. That, with the
reflux, means he won't allow
anything in his mouth.

"lt's difficult to treat chil-
dren who have become de-
pendent on feeding tubes. The
treatment in Austria is harsh
but children are under the
care of a team of physicians
and dieticians. lt's the only
way to get Jason healthyj'
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I can't erpect othet people to
takc on tl'rc responsibilitr'."

Jeson qocs ro school thrce
rle, s a tt..li ,ttrd l1:ts t{) Irliss
sone of his threc-hourlr. fiecls
rririlc Iill rvorks h.rlid.ri*.

She rveighs her rvords care-
tirlh'. ''lt.s a horrible thinq ro sar'

but' I [.rok :rt .Jasor-r r,rt'ri. d"tjt
end tlrinl< to mr.self he's not
norr-nal."

-n-.'*-;,. l:..r., .,, .L- --.1ol'tlrc
tunn('l: rhcrapv fbr or.rl lversiott
rrt the Liniversitv Children's
Hospital in Craz, Austri:r. But
Jrrsor-r's pilrents don't l-ravc ihe
nroncv tbr tlrc trcatnrcnt.

"\\t u,atchccl l clocLrmenrrrr.'
,rbout ,r ser.e n-vear-oId qirl lvith
.1.- ...^.-,--^t-t.-,-. .,,t"lil( \JIIIC [)lUUl(il1 \1rlo \\-lls

treilted successtirl li'. Hers s,es

e dificult case bec,ruse she u'as

so much older Lrr,rt rhe trearrncnr
u,as successfirl," Bruce sar.'s.

"-lhe.hil.lr.rr ,rn,l dociols g.r

on e picr-ric everv dav Thev get
to run ilrotrnd. q.-r messv and
^-- 1,,,,.^".. tr,-1, .1.,,. .lr. kids
arc t-ed less :rr-rd less tl-rroLrgh
the ir rubes rlnril thcrire so hun-
glv ther. eat. It's l crtrel, cntel
treatment br-rt it $,orlis."

ll'-' '.,' n,rr' rrvirr. t<-, r.lisc
rnonev throuqh a rvebsite rl'rlt
has reports on Jason'-s progfess.

It'.s :r rrrce :rglitrst time hrec,ruse
g'itir cverv feed throueh the
rube the,rbr'rormal becomes

"r little r-nore noltna[. Ancl ir's
a r,rce thev hrrve to u'in - thc
erlternarir.e is unchinkabie . i'
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