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support over the years and a ver
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examples of fundraising for our group. This News|l
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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
and anyone contemplating pePrlteia(SiepaCtolnotnacltn urse siefar y@u cwhs
contact tlheUKAlISuhpaport Gr oupwafndr tionfsarmpma®tritod h ei ntahnayr ihtayn di
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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

_————
6



e —

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
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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. In total, | had six ' ~s. Il ast
one at the beginning of Augusj}j good and
dond6t have to return until Se
This summer | have canoed, ro and
been away in my van. Where on \ “ed
wheel chair in the rear, there . @ rm to
convert it into a mini camper
My journey has not been in t doesnot
normally suit me but I had reas,
bowel and kidneys have al/l i d |
have ongoing issues with the cky
with some of the hurdles and e been
presented with. However, I C @y |ife
without needing supplementar st ti me
in ten years.
I have been given the gift o fight
and nail for t hat i fe. My e e it t o
maxi mum and to do my donor prSE
The donor family have indica een to
find out how | am progressin spl ant
coordinator has recommended t til the
fi-year anniversary to contac ? g ous
that this wild.l be the first a . l oved
death and believe that this wi arly hard
for them. I conclude my story by sharin
| often think about what | triigsht CwAfi é&Ytoantthens.i Mpfl i Ccdurys
| want to thank them for t hleSormegonde tYhoel rl qVo&/tk.dO oin%e 6&C GQ If
i fe. However, I ask mysel @ \(thra)f ttChLbLCnf'kisngcaVni deopodisihy
give that would adequ&tely ceoanI ymﬁ/ugr%lﬂn ula%_organ don
IIo leving widower w h

think that to make the dvehcol sr|eocne|tvcedsroargeahyoqﬁobmom@'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 marvellous physical actwrviitttieens dpdmviet baer althlee stiomp
with my family and friends salvimlgsqnywamrutmmtyoothank them f o
enabling me to now |l ook for ard t ton n . my.
childrends 1lives, whi ch | ,Eyaﬁgvgv,atﬁg Eh'd%n\é %%%I tlhteyI
not gifted me their | oved neeos IuVYIagrE

My son Findlay, who i s eIevhet—ﬁt—,p—h;a/—#aQsQl@éi&bﬁébtcéthreiPﬂg%oo
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 our
gratitude. Someti mes, chil dren have t he knack of

1
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https://youtu.be/bCuhuePlP8o

Sarah Read London tMaprraitih o2n0,1 92 8
Written Hy UKI SBugpport Group based on an account
Paul Carley wrote telling u#sftaebroua vhersy deaaurglhyt esrt aSratr achn S
who |l ives in Dubai, United bhAarabheEaritr acdtuets .anSdarcachmp !l et ed t |
obtainedharnboabl e place in tthhee Wdamddm Mernetyhon, +domefour |
London Marathon 2019 after ncionmptleest,i nwghitchhe iDsubaair emar kabl
Mar athon in 2018 and 2019. fShew rbeaacdki [tyo alyubeaeid and hcerr Tu e
fatherds request thhtUlShSup\wcmrrI{foars oau riPaA ldgehagcihreg vi si t 6 i n
Group_, and,_hopefully ralse nddsescr|suepdooh[|tmsoelf r waonrk(
especially in the areas of Vreersyeav\? amffzn;\)/rggrAloph Donatio
treat ments
made via JustGiving and a | ar
raised by Sarah for thi-s gr ou|
raising goal that she had set
Sarah has since said that she
mar at hon, as the time require:
considerabl e, especially whil ¢
supporting a family of three
Sarah has no regrets, especi al
rare di sease has had a major
Consequently, she is acutely
develop effective treatments
save future generations from
debilitating and fatal genet i
This is a cause close to her he > ‘bAgg%:‘O-fN rs from
al phaanti tr ypsrienl adteefdi ceinepnhcyys e ma . ) Ap—
at the stage where he needs amb ) wal k
when out and about. Unfortunate father
also died from this terrible di ws only
too well what the future | ooks er, with
any specific treatment.
Foll owing her decision to put hd “he
torture of a marathon once agai [\ .y
pl anned her training regime wit/l ete the
London Marathon in four hours. | eks
prior to flying over to the UK, ~accident
resulting in a cut to her ankl e hree
stitches and meant that she was ’ et e
some | ong distance training runs prior to running 1in
London. As a result of the Rauwli dheanst , e xSparr eashsbesd utshuaan ks t o
running style was affected amd tsmet-]fw\eaJsm\l\&nhm;pomer\Gommp.
and had concerns about being able to l ete an
entire marathon. Despite th¥& WOs“n'edperks veoreedChomaf'k' Sngt hal
the shkowm flight from Dubai CORIEALUTALE s af,on this remal
arriving in London on Fridahy@Vijng ti fvee sitienfle SUpCh tay et r emen
marathon on Sunday. ef filomet are very grateful for S
charity.
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Oliverdos Fun Day
By Nicola Wright

Some kind friends of my | ma gnepgar tentecr. Siomoms anhd Hand o
decided to hold a Fun Day fcoorulaurr escoeni vOd i ivefr ¢lr.ma® linieweora i fu
of Simon and to rai-$e awar eqresat oda)AIcpehIaebrating his dad

Prior to Simon's diagnosils mv?ena od alse aaiAmfm%sals)é

rd
. m of m Ot upport
Si mon suf fered from Crohno [9|sefasbe nc? (ﬁe%d ;DI en

poorly for some time. Al A 3sS a3 ments °UPer aybelngrboluanrged
on t he Crohn' s. Then, aft f
unexplainably i n October 20- o ' 1 ant
sent him for further tests, : of
di sease. Crohn's Disease ca \ but
the consultant pushed for hi s
very | aile dAlagma si s. By thi
listed for liver transplant on @
another |l ed to him being on
He was very poorly at home
with bowel problems in Jant 1e
contracted pneumoni a, and .nd
he ended up on a ventilato Jnit
He did come off the wventil: | d
gain strength and get bette just
too weak, and his organs e’ our
precious Si mM&rebamatrtye 208 9,
his'"Bi9rthday. He | efaorinke sa
Oliver, behind. .
I felt completely 1l ost and ) s o
poorl vy, me being back and L. / 2 and
taking our son to and from TSd:Fhoméft;l N1|acddllat ahnaod dlijmeer N«
frankly even dar ed t o begi ha.t oMiasKl eabomntdyona.nrae/vsg\maorqqamag
Al p-ha After Simonds passingindhtohg hgr ¢eml i Bdothgormtl efotu:l doOl
now affect our young son, lewdeNided al, rCd edead hamMNs wer 22.6s
Neither doctors nor even colmesif t &ni enldad Btoh e oinn freirgriat tciod e
and knowl edge | needed at ¢shet er meDansioeltltleatansd Whewet
reached out -1t oUK h®u pAdoprhta Gr oup. I found
this organisation to be a fOduwteai n ook knowubedgeanduppoer:
and advice. I " m stild]l l ear miindh &and «cdmissg ©Odi verms wichb
al |l Realising through the agrsacthmotlha&tvenhere was a | ack
awareness for the conditio Ve nv\?ltI Ioncloyn,[alcnroess th(?ogflr}era
publ i c, but also within th?h(élf ica}le ¢,Q,mm unlt K elvearSkoene
we coul d al so use Ol iveros Fun If)'a)é £ 0 f}e'fRN Fy
al uab1 @ upport. e 268 Fdn't
awareness-lof PRIrplaal | y, I %%lnot want y son
to find it di fficult to obt%ail information in the futu
needed, and | al so felt t MhendAtpb&o Sumpesret aGraclemewsul ©
generally. thank Nicola and Oliver for
On th'édJwn3e 2019, we hel d t%V\éarF—eunr}eSBé1¥Oflant'Mn?eW%0ry of Simo
; : after hei recent, | oss The
Lanchester Cricket Club |nSUDurhratm. WI‘TihCeth fgeruwato co
kind to us, and the day wa g RP Gy e WL Tt e 85 3V round. .
| p-h a mmuni ty nd for “fight.i
We had fabul ous helpUKrSmpt%dgetdévngngment and access to
Group, who sent ussihpiosterspembal &nodns,” 't
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Clare Connolly, ChesterthNMalf 2MaBat h
Written Hy UKI SBugpport Group based on an account

Cl are and Daveds third chilwmkeiXlearhes swarse tbha rnng itnh aldta nJuaameys
2018. He was a beautiful, bDealdéspibtacoy hasd dadndnuatsi oonn |l y H
after neonat al jaundi ce pemedisdeatdi ofnoranldo nigse rn otwh anmo nti wa r
weeks, and he was referredsderi ft easntys ,f utrtehterhiagst panenéees
began to realise that somewahhngemagl bef wir@mnlameAsfaserf aami |
stressful couple of monthscohticnuetWietsB ttteisﬁsheamldthvyi Spirt
to the | ocal hospital, Jame wa s |a nosed a,t age.,o
t hree mont hs, -1 wamtfntanbaTshrdef Oehg support gr up, Cl
(AATD), PiZZ phenotype "t“on that can also
' ' to the | ack of-lprotéecriypsi ral
which is produced in the |ivVve
the body via blood circul atio
have nor mal |l-eavalng i of ymdiph,a t
protects t he l ungs against
poll utants and oxidative stre
with a deficiency in this enz
| ater i n Iife wi t h t he [ un

emphysema.
Jameso parents endeavour t o
environment al factors which m
him as healthy as possible a
about his condition when h e

understand.
) Al t hou 2018 was evidently a
Dave, James, Emily, Clape aCnonn’a?ol'l family, Clare d
Foll owing this diagnosils, UK|§3d)sa|rt5|\/Ja)ltncedhetihgehtﬁelnphaawarenes
Support Group in April 201Be cainsdi ofnoutnad e educlTehtei o@hest
and support avail abl e i n otpheinse d gmafgindlognvpdagabwet h | Vi r (

addition to the kind and hednd urle@auestced addnauppost i whisa

she received, Clare also sAhIaprheadUKhéSruppxpErGeoups and
supported ot her me mber s e ﬁ
children in a similar Sltu%tltOCIare
James which Clare posted toQtohde t
a happy, bonny baby. Jame%(())nsplarer
sisters, Emily and Alice, wer e gresg
results show that his siblings %'
Meanwhil e, James, as a resu:ilrtI hoffrh
was i mmedi ately placed on Cnl1eadriec
l'iver from further damage Craau|sseedd

in his system. Hi s parents v%eereAiI
liver transplantation in tEF}O&ut
necessary in a smal | numbaelrmsgf
condition.) for :AA
Over t he next few months,ThJa(r:nﬁ
monitored, i ncluding attendsaunccceeS
Children's Liver Unit. JamessI vas,

of progress. The bilirub|nvwas read
showed his liver was nor mal Yh &P




Evieds Story
By Karly Owens

I gave birth to my second bteoalud itfrudt dBwic
16September 2015. For my pagdtnteirndgsi momn s
one of the happiest days ofsheurwddulvde sne
jaundice at birth but, in duvueanspmhant ave|
el der sister Amel ia and stamd edf otulre Iw \EEP
four my life. Onc CALM
When Evie was six weeks olgdadltotoloﬁa_ DONATE AN
. . u.ghtgr Wi t | o |
wher e t he Heal t h Visitor agV| e le t
. and SEad ot
doctor as soon as possible as VIe wgs
. ofrryin abo
The doctor sent us straight o] he
. . | was al so
I nfirmary in Newcastle for abbloouotdsl etovi
We were really scared as we didn''t &¥n'o"W
on. Every mont h
When Evieds results came bafcokn,t'tnﬁjeesyfj stho
. . es'’t s. h e a 0 o}
was something wrong with ha6rr1 Iv'vé/ierht i N e Lo 3
we ek in the Royal Victoriat P’nfirrﬁary. anta?r nub@?Pou¥
. . : 0 havefg a transg antati on. Co
scans and investigations, one 0 t hem Came b™a c. k
. ext.fra cal,ories along wi th hebr
suggesting she could have biji'liary "atrTesia OdJr .pooO b a Y
. doctor’s at ‘Leeds ecide eve
was very i, and we wer e eqr|ef str,i,cken, as welT |l as.
. . b put on tpe trbanspl,an regi
scared. Simon stild/l had to go "to _wor and” we  ha t o
X . I rBaIIy wanted he’r t"o . §¢cor
|l eave Amelia with my Mam and ad |t was al. l terr.i y
. warrjie abou what she had “to
stressful and upsetting. T € dtoc ors and nurses Wwere
great, but no amount of comt%' 't coul d hel p us.
Aftoer being hwoﬁmetraav?.lelwed to Leeds and sp
which Evie had her transpl ant
days, we re(i\lelved a .
ewcastl e, she had al/l her i n
phone <call adV|S|nrg us' 't o .
he transplantation. Then, we
go Leeds éeneral
. i,9n the .cansent f or ms. One
Infirmary as Evih k% & !
hone catll saying that they h
a small operaQ|on. I wa s
was at Woré, so | had to as|
there t hat We ZWwere t o
t hat Evie -has al pha
antitrypsin Wdetweceeholhd the operation co
Si mon and | wer aweretvefor a wal k and had a
more scared nooyl dascomec entrate as we wer e
had never he&Bwvide ohf tietr. t he operation, S
Once agai n, tehveer ytvAef e aand | thought my h
[iTe hosplt_al g’ﬁ{eewfagnta?Stt'hce I ntensive Care
2l explalneds eVevvraystht'rngnsferred to a ward
t o us. Al so, pﬁrough th'e |
Al p-ha UK SupEparet had a remarkable recover
Groupbs websise,plleagotd wnt h her progress
touch with JeadntaerCotawo weeks. Simon and o1
t he charityoéssupp®atenhroughout this very

Supig o Coordlw/%ats?ri'll had to go to Leeds e

We continued to travel betwben thedvsi antds Newcamel €pss f
seeing various doctors andvikkRayi rmapipryvensittihgaBviioensand | ved
tests and scans. Then we wacébued haaltteHh ephobéemsal With

asking us to attend the hospiaakd Thahetrn sl imhemn. we wer e
-_——
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Evieds Story
(Continued)

Evie is a real fighter. Sha aapendsanmurnsoernmya,l plliafyes. wi t tr
sister and just enjoys |ifleaseWesawmédneet heyeuvervegraitref o
the liver donor and their PpamcigpusNaoti fanl yFdlalvewitrhgey Eg a ¢
two |ives, including my ddugrhtldare'ss arlmutnowtheytrheavdaonadrSw
made so many peopl e thankaf.lha%Qd happgr O LW |Vr|18 It:'\c/)ielzééles
Jade Evaooestt, ManchesterthMprat haalo-
Written Hy UKI SBlugpport Group based on an account
For ei ght een mont hs, JadeDsrilnigt ttlhee MmawyatHwpng jwast bef
investigated for unexplainedatiedr t di stehasnek; hmarndy dlecuts
and examinations | ater, whehne rtsueglof wtatsr mbgphutt hwe®, yeathse!l y
of age, there was finally canarangywer At Hohpat r eecxeaicvte d mame

di agnosi sl odntailtprhyap si n dweiftilfica veonwryi t(eA AbTaDn d Stereophonics
a Pi zZZ phenotype. At t hat sspeaagkeer ;hias sfuami Isyi gmerteo Veardye
concerned about any irrevemusilbl e l'i ver damage that

mi ght already have occurrejj dand utcheee'a%h ’< O\II’VIUrI)I%iI’?f t he
what the future may hol d far ﬁlt_t or%owe\d?{as eidqahstr){ rns
| ater Hugo is doing very WFEgr é]iebllg ;hnadopay aaznln%e otnhtr
Currently he has annual ?Ih%?g ﬁees'[c?b dsscaan,[ste rc]|dn th
monitoring by his liver Csol?géjcgr{tain\}e ag\gd regluégr éﬁgggwa
function tests generous donations which had
Jade has stated that duri nghd hwae @ragdtiedl atr |l yhestfriesiss
years, tilheUKAIlSPpuhpport Group Wwasbamdzi mgm, widtad and sister!
of fers of reassurance, supphpost pandt ,edat athioom. | uSkke s h
appreciates the wealth of knbewl edygablia@a ¢ w@p ccrhta rti K ryo uagnhdo 1
support with signposting t speC|aI|st centres in.and
outside the UK. Jade has alg(?sgeernﬂlpdr?;trri}t%tnfrsqnel Eizaé)r%gpyajgrs;
that all money donated to dnodnata\ oSnesd tf_ r ﬂﬁ A% ehraltat Yo 199,
directly to supporting affected npealty'ea gtélpgslttfeoirhg\;\émulr
towards <campaigning to |mpd' anreaﬂtad & FS:grsls dd ack
availabl e treat ments -raesed\e@é Waosmd r?otmLhCa e been affor
research that is needed to fgnd ;a, Cg“irveef something back.
Consequentl vy, Jade made thepd e%'l%'ht%l’(" '
Manchester Marathon in ordesrup Op rftali s

wor k of #lheUKAlISpuhpaport GroupygyuPlye set{

Just Giving page and asked Cfoonrgrgygpg

donation, sharing the messafgger Winhteh f he'y

hel p raise awareness for t e hdiev@anes = , ol
any words of encouragement w@uwidd S UP P e

her over the finish 1ine. dDiomcdrielnys by
Jadeods three children and tfhoeri r cgoeunsg eact
of their own money. Jade apspulpipeod th enrgd¥. I i ne
and arduous training programmeityspu

support and her belief incahee woe tV, or

doing it.




|l n Memory of Robert Dore

Memories of a | ife wel/ l i ved, by Julie Dore
18May 1i914i6May 2019 of her and relished clocking
matches and training as she g
Aston Villa Girls. Subsequent |
Villa Ladies6 Team, as well a
centre of excellence, even th
ham City FC, the Villabés arch
As time passed, Rob added sno
of sports he played, and he s
at Coventry. The |l atter didnoi
with a ball.
I't was while playing golf tha
out of breath after completir
t hought he was getting old ol
) seem too |l ong after thlsthat
When Karen asked me if I ng[g ]N[Jg[enppguth Rgge hi
(Rob to most people and Bolbontgcérhtﬁar?||teséhocd‘l'd hood
friend) I wasnot sure | could "do i so soon after his p
ing. However, whe woul d beFianagloloyd taifniee rt omydo”atgqglsmglf‘tiéf%
still too raw to r|te on aAfpteerrs ofntau n dosr Qifet e eleg | B o a rt
brief account of how Rob hatnodMiend tthahlgsnegakievei abhoias
may help others and give t hleinf hsttbruelnpbgtmoment , that it was
He had JustelthhtneWhe‘nf e re
I can hear Rob now, sayi ngpfichko boyy wWid | ha"‘ﬂantthetfgeﬁr?eatrncry
about me 0 . I di sagr ee, as SllnshdaerfeICIabrhq: Wi tan g5 dyetefk®s |
way Rob Ilived his I|ife, desypg theadthteheprv(?cgrrsetssﬁﬁ’@ndt')mdéa|t.i
Al phaput on him. I can hoRegshl %a$5@YthatNeygr s‘%ﬂ&l@ung, n
heard him compl ain, ask nwl"layndmeko,epoirngevfelrt 9d Vret r1iMy ut'el g9 N
up to the end. onset. From being a baby, Rotk

Rob was perhaps extremely Waégkyndar wiaght .f ohle yteragiresd heeat
was totally obliviousl taonttiR® YfpactonNhe TW&s pe’?‘lsﬁhafew years

sin deficient. He had no siynfptt otnPs MAd Nt @a s tBeel Qwiwai gl
even with just a col d. He nm@rEtr ﬁénﬁ’ﬁ@rﬁje&‘nﬂexﬁltyfb%ugmﬂ (he
liked a drink it was never p%mqebss'fe%r,l“lsatckth Okdndothe'oGd
or two socially one really abmunnt/vhatypashprhade
Sport was a big part of hidhatfwas HBe pofaye@Urasmal. whale hsea
cricket and football, but ASsOment hijng aheFoao|tV\baaYISI aqp| puepa rueads |
big passion from the ti me hAgSa|”ntC|v§’et\Hé)re i CII)? Yil bar P&
at the age of eight. Thisppasqyo %|Ps@£@ﬁae%w&%w@%qfec
shared with our daughter Bqu,lf)ﬁ, AhTOD |Fon gltetrergdﬂéjd PEe
came a very good player. % %Fhﬂw'é‘p q]neaqr I}Q] hame faqny a

girls. I remember a converssaut toannth egthady W'It%'célhehJ??ﬁ tg”lg
Beckyds junior school i n wmngh B@féraédtﬁé‘y"‘twcgdlrd Stesshtoué
be allowed both to play foqtihglgl g3ty s36hooyle atnldmeto sl hOel Ny p!
team representing the schoplletlyléouarpgé”aﬂinmgeabnyi NPy rWacsp .

t hat Becky should be allowed to do this; except he had
such a way with people thatlthavasgsaiad otuidngdiisn td mgay h@ah at
it would seem |like it was tAHeP'lhraque%UPFS(hrets@bﬁUBecadWrﬁ'e mr
respected player in that s€ER@éli t¥Yeam. SPHeEk@akoshbhgrloywyel

-_—-
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Il n Memory of Robert Dore
(continued)

much information in a | awigtuhaoguet weh icso,u lwe uwdawelrd t maavde |
| ast there were peopl e awhwa ywsn daedrnsitroeo dt,h ewhsot rlemegw h he
me of the answers and co@Qhldy giirn et hgoosoed |aadsvti cceo utpdiel to f
om experience. I't was judterwhathdwe heeédéd. eWeemadof s
whol e new group of frienadadtebpasecicealngf hoewndsdyvasnomd wéae
ve been able to meet andwemaen}onolahéifrssaanund t he
ri'd we havendt me t and PR abl ney W g but hey
e cherished friends, on ?ﬁ ¥ th% lfj d.ssto' aennytloft
hink t houg
o ma & e
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. . R h t
zgdflrst friends we hd si hlead. rﬁetb hasy psa'tnlcent a

one around him feeI good. Rob
hings progressed, and R&olb wdsargsteidl It oi m eddod olue al tsht,c
respiratory consultant tsiegglesttaegd ,| ooonkiyn gf oat ytohue tpoo sr
ty of a lung transpl awatsattielnl iasngd avr poket o Hehd otvealr
dge. Most of the testTionngy aHandcddck sdéragMowasomhbee aat
cal hospital and t he rroeasrulwist hwelraeu gthhteenr .sent t o Can
They kept comi ng back mo ests wer
d. This happened a ?Purhaagngpnge I&erbenctcﬁgwé% h‘
ed that there was a ritskIn Sutnhelr coenr |daeredyopil
, at his quality of | i f Comuu— SEImmRey T i 0
n ant than after a tranr- t
g problem they-thoeadbyF _
e and past the wusual age ant
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l ong after came the news
funded Rpediaal i st Centre
UK: t wo of the four right -
chose Coventry and our GP ‘.:‘-_-‘,.«‘

Z
T
2]

From the day of the first ap Robéo
passing, he had the very be el p
and advice was always avail I e -
phone. Al so, they were al wa ot h
of us, even in Robbés | ast f ¢ e ab
to thank enough the Consul't S
team or our GP practice and or
there. Bot h went far beyond ed
for Rob, especially in the |

So, with that I come back t we
consider we have been lucky

symptoms started to really fe e
prevent him from doing most , ther
and support for me t oo. I wi : rivi -
|l ege of the same care as Rob that
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Rob Dor e

dA poem by Rebecca Dore

I my memories of times spent t o
eyo6bre here in my heart forever

e Early years we spent on the s
, Stood onisa rilcloudrdatsee t he pi
nning in the back yard

ch energy you had

u al ways had ti me

d I dm so very gl ad

|l i stened to the Beatl es

vis too

w I |l oved growing up

aring all this with you

d as | 6ve grown ol der, | want vy«
ur values | 6ve grown up with, wi
took it all I n, | heard every wi
u showed me how to | augh, be ki
have a | ight heart

u were always there with a List:«
ur great advice would allay any
| of this | wil/l mi ss dearly, Dbt
many ways we wil |l never be apal
It hearing an old song, or at
ereve+tyolu amondét be far
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Il n Memori am

Al | Al pha friends that we have | ost h a
it was a privilege to have known t hem.

Refl echy ohse Lyons

For the peoplhbee fwhroed vies waop@iam aif nmn g ht
Out houghpgs ayaerres wouw ,h weot eyaosy@a i n
Wek now weortehe br avbedthyotuh eboeu | d
Anédvetnh ¢ms mootepeadt hs d ma g rudsit ke

I n | i freeehder ak bwowhadgmtde strong
Yoarealcll assmangse m, téweaerg h gyoonued v e
|l outrhoughobusr e talewaytshwevkidapté udd
Evewhelniifeest r ug gsltertitwam sy 0 oadsy o u

Lifaksemantyer oes wee bgeiati ght
Outrhougha&lsway st heimt t hr oughoani ghhe day and
Sopaupaflstarmomenty olueitnfdr e e tsdloe k

Bet hanikti ndendo ment r emember igaagt what ouobdve
o g o
© © ©
Paul Lowe Mi chael Cdqu Peter Moojre
November 20 December 20 December 2018
o ; o
© © ©
Jim Qui l Simon Wrighit Barbara Warner
January 201P February opo April 2019
Rob Dor e Janey Lealr Mary Doylje
May 2019 June 201 June 201
Linda Par kilpg Keith Evalns
July 201 August 20|19
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Fundrai sing and Awareness

A Bi g Thanko ¥edryone involved in fundraising activi

supporters have beemnaogi waras$ hewser partaking in tough n

and hosting coffee mornings and gala days, organising a

special occasions, making regular donations and even don

Through your activities we are able to continue funding

patients, families, carers and friends Mhoandrdrapéient e

We aim to do this by:

L growing a soci al net work for patients,

L providing discussion groups focusing on how better to
of 1ife,

L advancing educati on, understanding and awareness of th
including information relating to genetic implications

L supporting research and campaigningl fpat ibertttse.r access

We know there is so much moprreo mbet ectaer a&md wil eeaddy et ;a nddo-lutnal e
antitrypsin deficiency but we are | imited by the funds
appreciated.

dway Unit edKaReh o@orhi@da, our Cha
ch, ChristneaFalonour of speak
congregadlion a
rday 17th Nbovféfniseoff|0|ally ope
year the chur
Christmas F¢ W 0
i es.
. Jane Ratcliffe ask:¢e der s
Alpﬂéwarrlors O suppor tl tUKe SAlpmpt
L?ndos End to ‘i;P(l}‘unp in memory of
OoGroat s husband Michael Rat
Saturday 11th |Aomgiuvsetr s2r0yl § Sunr i s 67,
Sunset 5th January
Paul & Becca Seagerbs visi
t he all pchobanmuni t vy |
from Landbés End 4
O6Groats, coverin
under 24 hours waj
achieving a stagg
mil es.
Donations continu The cake stall was in
this amazingEvteera/nP and they had sold out
penny raised for reached the stall
more, will be don e . g d h N
with the aim to i|lMprewe wihen |Jarees bM"a??IEJ mum, pdy her se
those affect.edTlajgalaphaof Michael also feld 'a coffee mo
you to everyone wWho helped to additional funds for
make this event a huge success. charities
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Fundrai sing and Awareness

rown & Nat Weblni shreTho
and coffe@l mondidg

cake was i9WiMmiiduas

Liam Harris ran th%rgﬂggrgﬁ??thf% MaCl nWor s & 8k ooke comp
Gower Ultra, 35 milbegaPhy %ge BB8k FUmamgai Medsierowi th 13
woodland, cliff topg; sgafflalbR@Ssanadndanklopleat hat knows th
and world famous b?ﬁ?é‘ésmoney for ouwaGhagmuity a challeng

< = T e

hittaker and JemanysmWdlhker and helranlyla y& aSri mon Jones

Fay W

raise awareness, colld edcaughter Meg docredteebd attheedi r10 year s
donations and sel |lhanemr cth@antdh eselLi tt | e aPirdi nicnesstse aTdr wsft pr e s e
at Kirkcaldy Victoanda rHaisped athoney f otro oowrr Chhaarriittyy
throughout the yeairn memory of James Murphy




Fundrai sing and Awareness
Stephani e Bai lHEmma Nor man
El'i zabeth Bul Ikeyl en Shaw
Emma ChurchmanEl i zabet h Si ayn
Erin Coad Jade Tayl or
Donate your Birthday Al i son F4iSt elwarlbiebdrty War e
Sandra -Rastl er
Donations
Anne Il n i eu of Christmas Car (
Anonymous Mont hly donati ons
Anonymous Spring Charity Conferencc¢
Anonymous Donati ons
Derek Arnol d Donati on
Diane and Mick SMoomharlty donati ons
Susan & Doddi e TDuornnaetri on
Berenice White Mont hly donati ons
Andrew Willis Donati on
Donations in Memory
Anonymous |l n memory of Stephen Hundto
Anonymous Il n memory of Ver a
Amanda Barnetltn memory of Stephen Hundto
Andria EIllis I n memory of Beryl Saunders
Friends & FamlihyMemory of Robert Dore
Brian Saunderlkn memory of Beryl Saunders
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Rai sing FHiomwsYou Can Hel p

Perhaps you could help raise funWisethmerenAD|l @r uA50®, calnlt i
to good use, providing informati-bnpatigentpment and suppor

I n addition we aim to prwmbdresthendierrg aovMarteme sso mcidt i on t

sion, support research and campaign florpaldtetndrsPIdena stéhcee BU
our Website for more information: www.alphal.org. uk
— = ™ [ ]
JustGiving easyfundraising easysearch
.org.uk -org.uk
moneygiving easyfundr ai siisnga ogegpesayks e ar ch.sorag. ukee s
way to raise monegndgiome otulvratc heanraibtlyes 'y

just by shopping dmiri ntehe good cause o

. whenever you search

Flndusonﬁ 1. Start at easyf wmdrtsi sin®dgehasnygs e air € h
compl etely free.

Ya can raise mone)pofgpsyﬁﬂn@rrﬁgha'ng

1 UK Support Gr ou How does it work?

Just GiVimgin Money: G‘:x'/qrncgh for a Cause

A | Basyseiaschsed as the
andFacebooktbs ea\&_}ﬁtae( -ﬂguk s u or t o
completel.y free) ! B up pap ed®diOMdP f or ee awsels esagart

; 1 donat e hal f a
fundraiser for y 0 ug fC';lhv Oousre' tSeu C hoarrt' 4§ uka
It only takes 60 seconds E() XI#I hsah SSueppokrt GTrho.up
and running. Create your accouqt v(urcgpsyé—oéjcngn:)@noeoek sloS

) or an email addr ess Yo

You <can write out your persona easysearch.
fundrai-sing story., adq}ePhOEﬂ?—} aggsyfundraising
even vi deo and COIDoo%rat|8n yROLHi gf.‘.
page. Best o f al | ncre
simple to do gIVI\n(gu ycpam tshke| pbe§ttep:$E§.,P£ﬂEf"“k' TESCOdrect e
toolmake it easy ttoha@asksffrieddsi sing g An — s
to sponsor you. Remi ndelrust cIick [ \] eb
| f y ou ar e a UK W h S0 B A Y%
charity can also cfo i LUVEF“.H: amazon.couk
Aid the basic rate LAKELAND
on donations by the . i . .
means we can cl ai . JohnLewis Toys§jus
government on you VIHIng' Brler ITTITIDD

every A1 donated

val ue of the dona amazon

You shop. Amazon gives.

Join Amazon Smile an
for us every ti me

Amazon.

https:// smile.amazon
ch/ 11406330
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https://www.justgiving.com/alpha-1
https://uk.virginmoneygiving.com/charity-web/charity/finalCharityHomepage.action?charityId=1013510
https://www.facebook.com/pg/alpha1uksupportgroup/fundraisers/?ref=page_internal
https://www.easyfundraising.org.uk/causes/alpha1/
http://www.easyfundraising.org.uk/raise-more/donation-reminder/
http://www.easyfundraising.org.uk/raise-more/donation-reminder/

Al phla UK Support

Group Merchandi

S €
On our website we halemarsbédhedisenaovhi Abhpha f or
T-Shirts, wristbands, trolley key rings, badges
Al p-haf or mati on packs, booklets and posters are
Pl easn@ié us with your full

name and address
info@al phal. org. uk
happy to supply

at

our materials to healt hc

noA S

e
g
=

F14

]

&
P
&gz
EEE
387
Shn
]
b-]
o

CHRI STMAS CARDS for 2019

is our 2019 sel ecdtliecars eofor@trerri sstimeherCamd so.ur

" online ¢
oar d.yuikenniaoi @a:l phah.eorcepsuk i s A3.75 for a

pack of 10

N Rl
Twel ve DaysSamft ads ReiStdcaeaerChri st mas
Christmas es

Snow Santa Gol d

Tr ee
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http://alpha1.org.uk
mailto:info@alpha1.org.uk

Trustees & Committee

Karen Ob6Blav aBurrdemma CoBd Sandrd@aanya Jones
ChairmanTrustee, Trustee, NestHPaerrr Trust ee,
Trustee, Admin SuPppodtai sTmgstee, Soci al Medi a &
Treasurer CeordinatSarategyDanha Protectio
Parent External Of ficer
Support Rel ations

n

Jul i e DoMeeIBrolllendsay FJaayr rvéhtitt t aker
Fundr ai sHunngdr ai slienagd Sc oRunadnrdai si ng

Coeordi na€ooar di nator Ceordinator
Scotl and

Patrons

Professor Robert A Stockl ey

Professor of Medicine at University Hospital Bir mi
Research Laboratory
4 . Professor William MacNee
=R
Consultant Physician, Emeritus Professor of Respir
"‘Inflrmary of Edinburgh

Supporters

CSL Behrin
A| xmﬁ‘] #ENet Biotherapies for Life™ g

Boehringer
I|||I Ingelheim

British
ung

Foundation

ADAPT

BRITISH

LIVER

@,Almirall - TRUST & Chiesi IQJ'[H—\U.J\
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Who are we?

The ALpUHK Support Group is a not f
registered charithy ftdhwmrsckeddiiamgnds e
genetic condilti Ant i t rAf ppshian Def i ci
dedicated t o hel p, advi se and s u
families, carers and friends.

What are our objectives?

To relieve the needs of i ndi vidu

condi ti eln AAltpihtar y psi n Deficiency |

carers and friends, in particular,

, ,a)PrOV|d|ng advice, support and eq.l

Supporting alphas, their’ fami Ly, e§5¢y of |ife of those suf
carers and friends sincecalrgé)ﬂs and friends:;

b)Advancing awareness and knowl edg
among af fected patients and m

Al pllle WK STEROTL G L heal thcare provider organisati ons

24 Pel ham Road
D @l © ool @ c)Fostering i mprovements in access
clinical expertise and opti mal

Worcestershire treatments for AATD:

WR9 8NT
d)Supporting initiatives aimed at
wi despread adoption of novel t h
We are a registered chah§sgarch.

Engl and and Wales (114&BMoor)king coll aboratively with our
individual s, groups of individua

Scotland (SC043177) in order t-al)achieve a)

www. al phal. org. uk
it e@el B hal. Org\_/VLr}kat I s-1 AAphatrypsin Def
Al p-haAntitrypsin DeficiedA¢cy A4dIADO o
AATD i s an inherited, genetic c
frogreneration to generation. As t
deficienc-y aft Al ph@asiml of0AdASTt)r eianm.t h
an enzyme produced in the lofvetrhaea
body during infections. The |l ow |
because the AAT tanmabthobeal ebhedse
|l i ver at the nor mal rate. This | ea
the thatrcan cause |iver disease a
bl ood can |l ead to lung disease.
Find us on
Facebook Yarloo!
al phaluksupportgroup alphailuk Al phalUKSupport
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