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support over the years and a ver
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licensed in the UK, ils pfatniaéflndtys ,&J&n cplautdieedn.t sAl pham t hi s r
representatives of our charwdaryk iamg harpekrtto cd hinfitcitamiss i m
attended the debate and mett oviltdh M@Pseahd Micheleve t his, a
Adams, the Minister represeWdi wgltheédeDepanmdunetnitng f a-1nat.i
Heal th. The complete officipdtiremtoyti of tthhee dekat ey,eawhi t
we recommend you read, can wrederastidnyd fwhuatd pati ehis in t
| imtkt ps: / / hansard. par | iHlaBnkeEht enums cofmmehs h2@a8 care in the
debates/ DRBEEBEEBE6EBBFAAB3023h%/ results from this survey

Al p-hAantitrypsinDeficiency representing your interes]ts a
and healthcare in en cha
To our great dlsapp0|ntmeniw,ebgptglfsglusaélogs A ma'\{"\on.
Engl and andltbkK 3uppart Group have yet
taken pl ace, despite the S®eépwrt mbhs yoeefar Hoeal hase | ost
assurance during the ParliwhmesealyvoOsbweee thaern mehmpepdeyb ¥
woul d be patient involvemenmi tihput hd hednv eelvoeprmemavionfg t hwo
NHS Highly Specialided Wse whiade H#fecocre spsl pthaa augmentation t
pursuing this matter with Nq-|tsheErnvgi|Saendhave changed the ¢
oL . i and those of t h
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has still not been publ|sheO Iﬂha?lf_e not H]een able to
share with us the reasons delay or information
when we can expect the f|r1/\ée| arecomm&ydanoni dmveohak keen
i ssued. Whilst this is frusembeirsg,anidt S uppaolrstoersf, ctomane
us that di scussions wi t hagaihe mmaagedctoreust@fin a go
RespremaywEbe underway withmemberas mundertaoak i agnazing fe
the size of the eligible popwndstifon fdhe cheai mgnanddi we
therapy. You can rest assutbids tMeaawslweet twirl.1 be seeking
clarification and involvemewet ih%v%nyagsé’icrh qee%ie§iv%r?:ls'gene
We are very pleased that | am¢mbgear andssegppartsengni andano
clinical trial activity to pshtawdnacterid i £a@fl e tcyo mypnadn i eefsf.e c@n e
of potenti al new 4l e astpmerrstod iefdltosb ywael prheacei ve is the ti me
Al nylam Pharmaceuticals, A€cpoMhétadoPh&emadautiityal swit ho
and Mereo BioPharma. The UKabrleemation so penreatod arhce whorsk -lon k
active countlricelsi niincaAl prheas ematcihent| t c amremianintsy. We woul d
i mportant for patients t omeamdretriSnuedonor ssupfplordr ait ker s
devel opment of p.OLLg@d™ | a .l inneov edhbeltapaed, coanrid nuweng sup
encourage every patient tyf, RAfLLGLPALE meq'nber‘sélnd'nc(filllne)
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treat ments or may be of direct indi dual pat |ent l:)e ef
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contact tlheUKAlISuhpaport Gr oupwafndr tionfsarmpma®tritod h ei ntahnayr ihtayn di
and guidance. make |l ight work, and we need
. Al haUK Support Grou our
Unfortunately, in the UK, t er remal ns é)nlfl ant
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By the Trustees

I't was our pleasure to wel cfoamei IKyihihs tPoorly ,arkleittoh ofucund t |
annual meeting in Septemberhad 1r9e s Kieri & tho rkyi npdrl oyb Isgprosk eand |
to us abowRtedhianndboMhk t e Phoemiun,g Talged. bRl mlyaa genetic con
adventures of a. HEsistle WRe s dd lhwegti ereidnd oof affected peopl e
write this book after the smar d olsisk elfy hwhsi cslb nhgd dlsa stomm,t h e
Al p-hbain 2012. Keith wants hpat ibomntks toufifner . ease

awareness-loanal phgpsin defilgietnhcy (AATD)
he had found how Ilittle was no A?I

the time when his son was dlang%/

dsraw at.ttelnon' oaq
cp one t h K'e
thi's book i s that h i
Keith also feels that his seomdwr § oturen esyames d xypd rciad n

r

Al phas with |liver probl ems FEhcf‘ ({ Wh'rnwcreolrllghtmeencnyfx G Tl BRUSt

to alcohol abuse—latBraerrngha&l a aad the boakods sale |
stigmatised as a heavy drin er wsh’ilsrt~ h e dreaﬁ .cause_ o .
. . es of A%,OO . ei t.h “has |
the increasing health proble 1S not e ng |gent|/{{ehc_1,|
. ) b o kosL proceedbs tﬁo t*rrp?o It phoa o

deeply traumati sing experrence. ookrneg ac a I .S

whi"ch “we “ar very grateful.

How t o get i nvol ved and stay i1 nform

Join thle WKpHhwpport Group. OdoderspganbdengupgorAATD and r e
group is easy. Jurvsrvtw.\ailspihtalortmrdgwcajdddsidcemmunity

click the fAJoin Herebo butto[g andI follow cgmrﬁt Forunm
directions. There is al so a %'k Stl\? r}oglo% adfge’ﬁ’boérkn
in noeLrFy ebmaa%g oun o]
group, which we invite you \Z{AP fo'thrs Newsletter, or vis
1 By joining our group, yoWéMW—HI—M'é'%rbg'eUito connect
with a large cohmpattegngsg, Aldpéary, sos5sible to raise
families and carers.

yoursel f, Ewsysundorain®z ogSmi |
1 You can exchange and di spelWSsS t¥&UTrlt o€ Xdbe lyiotunrc @nd y nea rsc
with AATD and get advi ceweabnsdi tseuppoft Yogwrm ohhernet S

member s. i nformation can be found on p
1 We will keep yo i nf or meodr offl etansee |VaitSeistt lefwsWethsi t e
all relevant i fG]rmartmolriuhoﬁlbrbgﬂfnemag)%at0 sign up to ei
new _clinical trlals anﬁhehorﬁ"emMQF‘s CoofUIgurgeéharrty
considered to partrcrpatlembgctt EM the quality of thei
1 We will regularly offer flainfidstewl eUKlipthsappor helGp ouvepu its
keep fit and active. addressing these issues, i mpr
| f you donot have access ' t?\%cq%ﬁste[‘ﬂea,deﬁﬁ'g rY(S:.l!II(@!iﬁ
contact us directly at thet%%%trpggtsonartr e IE' 'gngoigl
this Newsletter. We can thr%SPaorWSa'anee Ctoommsjgr'réyyouea ave
information pack and our anﬁru%?t'N%r\}vts?e{?rerpver tw ty ye
the UKOS eading experts and
Perhaps you could help raiAATDiunds to enable us to
continue our work? Whether Fsomralll”n r()é I.arc}r)e,a?[_ln oKnba itons
wi || be put to good use, prGorvOiudrﬁgori rJtt1n06 heltri)él'rq)s eap %1%%
and_ s.upport t ol t.maetruaKntAIcpo Ugﬁlﬁ%:alldﬁ'hal org. uk
addition, we ai m t o promot e awareness and
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Could you be an Al pha?

A gui de t-aontailtprhyapglsi n deéhed cuinehecykefl girnfl ammation ca
patients and their famidpmnadse to tissues. The lungs
process, so that regul ar expoa
Could your lung or |livergypredb¢ esmopkp,e may lead to
caused by a hereditary'ﬁorﬁodltr?eovere.alnl ggphas who
from_ AA tthan i's een i n peop

al phaanlt i trypsin deficiency?
Al phaantitrypsin deficiencyWhat gaperetahearsyy ®¥Bgbise g f

which may lead to lung orl ungerdimsreodsem®s that can
significantly af fect your heal t h. For t he sake of
convenience, the conditlidonorhe eftlkhnestal $emptooamsphaf | ung
OAATDd and patients somet i mé

: feveno wthiedmstehlev elsu mgs n
6Al phasbd. S I C
| e

antly damaged. Cou
S

i
i br sness when undertaki
I n the earliest stages of t TDconﬁ’n’?oonpelset aryempctooryhrgonbluyt m
di agnosed as having asthmadoqun FQPPhiaﬁ‘éjs "?aiyke 8 ack of f
treated for these conditior§§JC 0L s MANY Y aS (S Ctbq)fDore t he
correct di agnosis is made. However, it is imporfant to
I

know you are an OAl phabod arly .as S S.i e that vyol
can take steps to protect W@uarse|fs nrﬁphysgeema?reatment
from an expert in AATD.

Emphysema is a lung disease ¢
Al p-haantitrypsin (AAT) i s aatprtoteiemndshadf itshe raidruwaeyl b ma
the I|iver and, in healthy Iperogpd et akda ups orxeylgeeans eidn tion ttoh e
bl ood circulation so that itti scsaune pcraoutseecst tthhee Ibuondgy ,s tfrruocnt
damaging effects of i nfl ammak é ®nt heTlT hai rpwao/tseifn oppat and
produced by Al phas does notmifcurmcstciopn cprolpeead yvasdelget i
trapped in the |liver. This shamw dadwde |duannga gfeu ntcot itohne ilsi va
and because the protein carh@thgreesacamdt hdeet eirr oulad teiso no,v etr
lungs | ack the protection maey nmeadsfrommuthat idaenagi sgue
ef fects of pollutants (partucg$tabéyngigrmaleltd et os moakient ad
infections. circumstances of maxi mum supp
Al t hough the Il ungs and, to a | esser extent, the |liver a
the most commonly affected HOWafoeisn AATD ahdeectaré he
some rarer complications that can Iead t probl ems with
the skin, kidneys and pancr’latshou gh th'e "AaT protein that
and tends t o accumul at e i n I
Being an Al pha means thatusyau Waolgeljslenhneil’nlyt(h@alath pro
tendency to develop these problems, so it is |mpo ant t
know what this means for yolna?‘u%m?op &bGPt§am||)W V er. th
i ver which can lead to liver
How does AATD affect tHe BiudgePthé MWATIdn the |iv
l ead to yellow jaundice and,
It is important for t he boidry tthhe hlaiveera. dletf ense nsy s twerhl
agai nst attack from pollutéaabsesasnaviihf dedTiDorexplui ebhbesd
def ence systems can al so tatiee a@ambger ittoy mddiAlyphas m,
ti ssues through i nfl ammaltiivoer. dilredere that malri se fror
circumstances, this o6coll atoesrcaalr rd amadg ed oceskekbhowm ashea
by AAT. However, i n Al phas, t he function and t he
amount of available AAT is reduced, with th result tha

e
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Could you be an Al pha?

(continued)

When should AATD be su$pelcet edrried out. I f your do
AATD may be appropriate, they
1 When there is a family firstoeretoifc lanwnscrl |liingeras |

di seas specialist expertise to be ab

e
1 When symptoms of asthmau%qgrsptraensdeahqlethantd gy curate e
not fully respond t of Ot rteSStinfem% ar\(de ghe potenti.

breathlessness, wheeze, rc%%i'géhtsa’nda'biillteﬁl )bieinebrhteogdainsect

. . for Perfgemed;c
1 When a diagnosis of COPPewaSco”ﬂiands I'Iinﬁér

adul t hood

1 When unexplained |l ung oronq%eihﬁréﬁlsé Sreoscu(il}s come D¢
ecl | ormati on abo

1 Wh e n _breathing t_ests Shn‘?eWantshatanH“riChié“@?bi%ﬂation |
deteriorates rapidly findings of other tests such

1 When |l iver function testthias ei ab rgaeintestld c6 poesstt counsel
Op-genetic test c 0 u Rgseenleltiincg 6t
Who should be tested? counsellingdéd apply to genetic
to AATD testing.
Organi sati ons, such as the éNroring é"e?iqtflarﬁ?égiagi’is%tbo?i? t
( WHO) , have mad e recommendatfionstooq Ee§[e|@9anft° article
AATD. I n general, testing 'asvefielcaﬂ/dﬂWeeQadtBHa.inorg.uk
i Everyone wi t h emphysema, chronic obstructive
pul monary disease (COPD)Whart ctoontilkebrtoenshi triessul t s
i Peopl e with bronchiecta5|s i
Genes ntain instructions ¢t}

i Newborns, children and %%'Fei:ﬁlt‘-_“’ét@alulneed(pdadteins, an

l'iver disease each geme from each parent.
1 People with a family his¢onmtyaoisl|liNercdideefse the AAT

1 Blood relatives of a pertsh WRighds@lH Wwhenh AfNTphene,

1 father and t he ot her from t
1 Anyone with panniculitisap% 2 'irﬂatd‘ils)éalf)oeq varitations
or ~ S ersirons eing most comn
. ) is generally the case that b
How is AATD testing dORMART gene have to be an abnor
_ ) . cause a significant ri sk to hi
Testing for AATD is fairly simple an gui c k. It i s usua
done with a blood test. Ho&wAVPr capbed&usienheATDH eids famm A
inherited condition, pati enabsnosrhmall dAATwdyeNespeakr t6Ccahe
GP or their hospital doctBer malouandt wnepabBpPpbmalt AATofQ
genetic testing for AATD ifShCthsy whahkcpwéﬁ nhadyp pneene df a1t .
, : both carriers (geno
Genetic testing should not |kiieheLi'iqeerdt"bke‘?1résl'agréth)f't"ﬁ?s'tr
i mportant to consider all iimplaijcatyiyqnsyn®kfin HHY i HeHelse St
a genetic di sease: S ome pFBphﬁde”iaeyc’tafb?re. exampl e,
experience difficulties in finding or renewing insuranc
cover (for travel, private Thheearle haro& E’Mih)éGCmburiéht@@)S 3

having had a genetic testhutitrhes godgntmonesihfogiemeot ypeso

outcome. Nor mal ( MM)

Best practice therefore incll udessobntoati nhaa\ge at hef drsal deér
a GP, or specialist doctor i f aabpnpolrintaab |AAT fgoernegsenet i c t e
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Could you be an Al pha?

(continued)

Carrier (MZ) themsel ves and t o avoid s mo |
1 Mild to moderated Avaly Defeildiudmaany s. It is also sensib
disease symptoms and do®sé$ nic@r $§ dhamaagben otromalhe | i ver.
AAT gene.
Carrier (MS) I f | have AATD, how migh’
1 It is wunclear whether t®&Bid dirsem? risk for getting
di sease symptoms but does carry an abnor mal
AAT gene (most studies dbf nd@UsnhdawWw eeanAARP, dd WPy abnor
risk for disease). means that both of your AAT ¢
your children wil!/ i nherit on
Al pbha(SZ) or (22) then be 6carriersoé of this fa
i Moderate (SZ) to seveoel flakZ)a deafuilaiyegeey\he, there is t
get di sease and does cairniertivvoi ngygbnovomaflauAAly genes,
genes. from your porullead, tbhattvere -
Al p-ha(SS) is the reason why many partn
i It is unclear whet her trhaevree alsgene;[ljgkblo eet
. may “al so fave fau %/ gene
di sease symptoms but does “carry two aab rmal
AAT genes ( most studies$f dyoounothi:dhjovhasamnherlted t
increased risk for diseamieght | ead to various lung an
ot her rarer conditions), al t
predict whether, when and how
FATHER MOTHER be affected by AATD. There ar

faulty AATD genes who never e
probl ems throughout their || iwv
of t he environment and per s
m
a

smoking and drinking, pl ay
whet her and to what extent |
experi éhread tihl, I i f at al |l . It [

receive genetic counselling
clinical advice in order t
i mplications of get ing your
potenti al ri sks tha AATD pos
CHILDREN .
How is AATD treated?
What does it mean to béymapt®mar eier 6reatable using

devel oped for use i n asthma

Carriers of AATD have one arbontorhbrealli eAvAeTd gteon es iagnndi foinceant | y

nor mal gene, so that they thavehéesdsunfenctTiherael aAlT nonw
t a

e
the blood <circul ation hani Mmmalrewad 6 ameomheay buffeseaat |
s

enough to prevent seriou paglodil eensof what i s best for in
Being a carrier for AATD i st facctoo{nrn?o.’n,'nacntldUdt'heg pesrtso
: 4 . us e £ i nNf ec ' PRS t
maj ority of carriers are comn?letel){ unawar'e . at th
d age and SO. 1t i's al ays
have an abnor mal gene and 0 o(} exger{rence any
. treat.e pr omp v, usual ly W
AAT-Del at ed il l ness. However,, c.aérleAs w h-0 have
Y s.t’er.oi ds . ["saq vagmnatlons
smok-regated COPD may be Sl'ngehutrrlloynirgor(eeyaefrfeCfievde ears)
than patients with COPD WhEOechaaVsee tt\%oe onroerxénbacleﬁ tAhAZT chan
genes. It is therefore impor ENCCror ®dar &% tlo Ioor\( a

_————
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Could you be an Al pha?

(continued)

chest infections. Your GPosNhsautrggrpyt|sd1|qgldaraerar\/gae| Ifabl
these to be perfor med.

Repl acement of the missing %ﬁﬁf’lllropgfﬁ P/guth(fa V88|cd%“;lve
treat ment for AATD and is Veurr ﬁtu( far;r/”ali)f %?Ctoars ag y
Nt ti i€ | mp O.r tYa.nt t?hlaecg%nl)se Tha
intravenous preparation (o[ehuoghm ntgat ion Lherap Oea.sésn, z
s ome countrlgs, i ncluding tsr:%eecﬁa%’lj §?gmﬁn%¥/ %hrga(?nd??%(y'a)nvx{mtemﬂg
Al t hough an intravenous au?h%ntc%tn'd?rt]i{)ne apy ©pro o
(RespreezaE) was |icensed f use in the UK in 2015, it
is currently not availabl e onnpetrhte KH®Swl HIdQE, ama&d Naxtpiean a
Institute for Health and QumneagExmealt!| efc AATDsi sc utrhreernefl oy
evaluating the effeefieenexdgnavdal hex gerstts in the UK. Y
of RespreezaE and we are yagetbyoawaiofi tgheNe@QBp&st cen
recommendation for or agai nGamhrhiedues,e G6v Retspy eeBaEmi ngh
the NHS. FlheUKAl hhpport Groupsthysabeea satellite clinic
involved and has been-lrppt @amantwiengriehdopi phgato see furt
voice in this NICE evaluat itome pfrwtcwerses..

A number of new treat ment aCopnrtoaaccth eisn ftoor mateiadcmtmeah o watr e e x i
currently under investigatiwmdabdtueas furndmrexinatieny,andhenew
still no specific treatmentosurfcwebAsA'l’tEe available in t he L
For more information about g r ear i nto TD,
pl ease refer to our annual rP\I gaalpfttfgﬁ aY &j |Cnafnormakte|o
on our website, wawwaiall apbhlael . oa/rrqg| nie< a't

\% Create an exercise progr at

of SARTTDViméam for

\% Create a nutrition progr a
supervision)

A diagnosis of AATD can be Vunéhpoekt @aboahd yfoareg | hleiadd ha be

shock. For some people, the diismokémg, oh!| AAaMDI mageband e

by chance and not combbhadved/vhvbidanryish(eaflatchors;

probl ems. For other Al phas, it may come as relief at

t he end of a frustrating i uSth®R S@Pk'unngex%r\uaalnhdéqﬁm‘”S‘

sympt oms, worsening health and2ScdWsh @8t POSST BWlig n

many different doctors, to f'rHTalAl\/¥)|‘Eibtb%'|rﬁ agtheaay dibagng

What does a diagnosi s
my future health?

The wvariability of the condition across patlents me ans
that your own experience i sV | iDie&lcystsSo Wid hi y@iuvi dlw&lt otr o Wy
However, what al l Al phas havkee imf @romendbnanids epgpeur age
opportunity to take steps toafalvec¢tded itfesspeek tRratthgi
known to pose a risk. tested for AATD

Even if you have devel opeRResseyarpcthoeniss, ag@pmdéprtihet-bvoan d

medication, treatments, exée@rséngamareaidlelstiybheUkinBapped
can go a long way toward ekP&QHPn@gepPsuteivegH!l aohy ted t
i

happy |ife. Seeking care PRomam:mgi AATIYO KX pAlkphawi | |
provide y ou wi t h accurateYbufé)éﬁnafthQV@ wﬁsBPa&E_ dAYAgTD
about vyour own healt h, the best reat ments t o
take good care of yourself.
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An At hl eteds Journey
By Lindsay Jarrett

For those of you who donélk onkgn,owhanred, mfyr unsatmmeat i & g and
Lindsay, -di ghmt fyoeratrys ol d anéexpediemrceéed ISebodotandNeedl ess
I have never smoked and havha\wad waiye hesmesameheti c.he st al

When | was -8boenh, t hi mtay diwagJ T e[c{e\%v'l qed That was 1n
i . : : Se vited bac

al phaantitrypsin def|C|ency I |Z Bah 9 Yp?
H{aFe a'n he” r br [ u

and I was on oxygen up u [ h7's ye ar

sponsored disabl ed athlete,AIthhgmnythlps)rWasbemnglhamki,r
and i ce climbing. Despitecametas|l a dkRroalg orne dtuhcee dotther .
arount7%5l ung capacity, I w¥aocsu stthildk aybd ue kmow ohnaaw nyuceu wi
with my climbing, whil st orn hau p pyloaumehnatvaer ymaodxey gietn , t o i glhe
019. reall vy, I had not expected t

up until January 2
< would die without a transpl a
used to sitting on death row

waiting to potentially put my
sooner , shoul d l ungs become
operation not be successfull |
I mai ntained my fitness and h
t hat i f or when the time came
transplantation. My consul ta
extremely proud of how I was
often told me how incredible
capability, despite the obvio
I truly believe that my mi nc
survival and ability.
Nowadays, peopl e |l ove sharin
pictures and symbols on Faceb
are shared too frequently. Th
i nspire me anymore as many p
l'ive anything but positive 1
I was referred to a hospﬂwgrrei n'FE'nssglgﬁa' flo.tr ||sur¥%ery-
. eal t h, i n rushratlonf,adl
transplantation assessment, as cotlanfd as n o Wng
. YL, ¢ can eel \gorthlesn, L
transplantation centres. I r‘eg.u rlI"y "attende t hi's o'spi
. br.eatl] €SS, .
for about eight years and, i h all tthi s ti me, I was hnev
pl aced on t he transpl ant reghsdsert o et pesiptaisvtee. Theho
reasons varied from year toBeyeaagr .a Imatthear | yol fivase Tho |l o
which is the best reason odptaildn foofr omeur sEea.c hL altatye rsli yn,c e
reasoning changed somewhat| i satnidngl owast hteoltd anbat ardt at i c
would never be suitable formy ubgaitmansplamtoastiitdanv.e t hi nki
Fortunately for me, t he pr%’)vpggsérrv%ﬁél.yscoil”g:rc])?ltsulbteantht
’ : ess assl e just t? wall] ow, b
doctor i n Scotl and i s al sg "a, professor at he oyal
. ; pushed "t hrough, day a}f e day
Brompt on Hospital i n Lon donT eHemocrontaxCetrecdi & CIOIdiedagutehe
of his at Harefield Hospltar and 074 %' 'm Cat'i abdut me
. and. mental ly.
Consequently, I received an assessment appoint ment
within six weeks. At 9 am on Sundfay20 1% nluagoyt 2T7H
The night before the app0|r;rthr|nesntwaE (/nvé;sflirnSt |Ceac|e|s fOlr dliudI
tatke.n aback]/ I rffn ?rognd t &
not want to go for fear tha it wags the start 0 ano
my call or 1l Ungs The respo




An At hl eteds Jour ney
(continued)

bizarre. .. | dondt t hink aneynoenreg @ rhooy gthrta d theotdamy woTh at ew
come! became obvious that | had | os
That was the signal t o trigﬁgr btehen tdraarﬂaagpe?drtbiglaénhe%ol ntt?tlL

. ter X n f oUn t i s

me from the Highlands of Sco?tlapd (I)[O ondgn a& soon
. abl? 0 'P re{e\ a th(lfvI al ph

as possi bl e. | phoned my | ocCa consu tar] anHI m V. P
. nlt}:]htma [ as . coul dnot | ft
Bot h had met wi t h me previ_ owsl.y ? \RUt i.n pl ace t he .
: b?ard. as | i ke” s‘ome ,bad d .
transport plan and funding r t he trilp, shoul'd "t his é

. t t hat \1vas abou It .
ever ari se. Both acted protfessionally’ uit ckly "and witt
compassion and support. A lherléeacaolplteed Ipdtcsk edf mReorurpi,bl e
and we flew to Glasgow wheroeanaa t medi Agplplay eegguyppedthi s i s
aeroplane then took me to Llmet car.e Tgh evreen.| Ivwwa st omikc kae d swpc h

by an ambul ance and taken f@o ctkampd fei eolfd oHoocsegpsiitcands. ds htalde

to go alone as my partner weo®mueé ds cmouvi vaicdc oonmpcaen yl nmea di ra wo k
t he helicopter as there was s nioé¢ ale naonudg hwhfauelwa s onota.n |
additional passenger! He goctouilnd trheet caat ahdodr ove wfasr ctre
hours to Harefield. My best hati entladadev érereweary Itiok etdh eb
airport in I nverness, erWMtor(e_“uggngk %nd tpen travell?
across to Harefield. y. y as stow, vVery s
goi ng, there was no stopping |
My partner made it to the hospital with fifteen minutes
spare before | was taken to ther-r *tion was
much | onger than expected, takiir . : '‘n hour s.
During the surgery, the surgeon i scraping
my |l ungs away from the chest wa )ecome
affixed a couple of years previg ! Y, I bl eoc
|l ot during the operation and mu’ nds ti me
was taken trying to deal wi t h ! \\-Av:onger t o
remove my old lungs than to put . I had
what is called a bilateral singl : nt where
two lungs are put in separately ; 2l ung was
put in first, but it did not wopg_ == (o S <. x be put
Extr a Corporeal Me mbr ane OX Yy g.e, ' ; R P oty
machine to oxygenate my body. . l ungs
were placed inside me successfulZ S}
I was taken to the I ntensive Cd was to
stay for the next six weeks or after
transplantation | was taken back e there was
a striation i n my pul monak ywaasr tterraynsf Ehe ed otnmetchh & oHi gh
bet ween t he donor organ aondntmyhrubdartto wasr kqudaiel y wi t
di fferent in size and the Illenfatbidiide dafo nkye elpe afroto dh addo wsnt aa
t o swel | I had no i dea abecutr emoyedofwashias prwhikelne m.t |
happened, as | was still ustdereughleavyt setdhit soday| ntoi met
doctors tried to bring me rdoumd, wedtl ,t demspidwaifle,eldasngl vl
fallen into a coma. During wohkies ¢geairliyodf eél fogghergfiftigdan
infections and kidney fail bred owlei cthher etsrudn ®pml amt arteicoeni.v i
di al ysi s. mont hs after transplantation,
Eventuall vy, a month after (tTrhendmrlaamtk,eelp sowvtergf clwoke eap:
was not coping with the i nttuhbeant ifoonr ttnuibgeh,t |syo awapso i gnitvireem tasn

9



R ———————————.

An At hl eteds Journey
(continued)

I had a stricture in the rilgehapibmgpnicthiusgs asdmpl eadwher tn
every two weeks to have a baowerc hosmmplpiyc atned tdhilmgsa.t i on,
during which the bronchus is stretched and gradually
dilated. I n total, I had six of these procedures. I | ast
one at the beginning of August but itdés | ooking good and
dondt have to return until September .

This summer | have canoed, rock climbed, camped and
been away in my van. Where once there was a powered
wheel chair in the rear, there is now a bed platform to
convert it into a mini camper.

My journey has not been in the fast |l ane. Sl ow doesnoét
normally suit me but I had no choice as my pancreas,
bowel and kidneys have all/l been wunder duress and I
have ongoing issues with them. Maybe | was unlucky
with some of the hurdles and complications | have been
presented with. However, I can go about my daily 1ife
without needing supplementary oxygen for the first tim
in ten years.

I have been given the gift of [1ife, but | had to fight
and nai l for t hat i fe. My intention is to live it

maxi mum and to do my donor proud

The donor family have indicated that they are keen to
find out how | am progressing. However, the transpl ant
coordinator has recommended that | should wait until the
fi-ysar anniversary to contact t hem. | am conscious
that this wildl be the first anniversary of their |l oved
death and believe that this will be a particularly hard
for them. I conclude my story by sharin
| often think about what | tmiigsht CWwRi{i é&YtoaRthens.i MPfl i Cdudrys
| want to thank them for t hleSormegonnde tYhoel rL qVo&k.dO oine 6&C GQ IF
i fe. However, I ask mysel® MWwhfalk tt%LkiCnf'kiancaVni deopodisihy
give that would adequ&tely rceoanlv yy mﬁ/ugr%'t’n u%l% organ don
folIo I evi wi dower w h «
I think that to make the déoi Srleocne|tvcedsfbal‘geah¢0§ﬂ'omeTme'ds
oneds organs, at a time whesnhatrheeyt @ai@ernst imolmealtisvewhenuest t
one of the most di fficult tthaimn g g , t or edad .i skeort hmee , md md mti 01ks
best testimony | can give ichitlodrsehmowpmgs eminohdm fwamihl ya a

the marvell ous physical actwrviitttieens dpdmviet baer althlee stiomp

with my family and fri nds salvimlgsqnywawrutmmtyoothank them

enabling me to now | oo for stone n . my.
childrends I|ives, WhICh I Viyaﬁgvgvlatﬁg Eh'd%n%'%%%l tlhteyI
not gifted me their | oved on VYnagrE

My son Findlay, who i s eIevhet—ﬁt—,p—h‘—a/—#aQsQléeu—&brﬁé btcéjh\HreiPtléDStoo
them to | et them know what it has meant to him. I

i magine that wi || be an emotional read for me and for
t hem, but it may also better and more fully convey ou
gratitude. Someti mes, chil dren have t he knack of
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https://youtu.be/bCuhuePlP8o

