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A massive thank you to all u q\

support over the years and a v ‘*:,[ W
me mbe+wse hope you enjoy bein ;-"{ 7997.00'®

We would Ilike to thank everyone who has contribut
We hope you find this Newsletter informative and
examples of fundraising for our group. This News|l
who passed away in the | ast year, and who we remem

n This 1¢21 years -IAlbkhaSupport Group

-com' ng of age

(Research Upd by the Trustees

HOW e This year 1is %rurrlvgelrwsaa)rb)avelflnally grown
Stay infor me:¢ At | ast year 6s annual meeting, and in ant.i
1t

deci ded i was time to give the <chpditypoh
cou a LRI Thanks to the generous support from a seas

\ two alternative new |l ogos and styles for
Al p#Aa Gl obal -

vote with our members before the end of
\ website and all digital and print materi al
London Mar at 12 . .

year, our Newsletter will also receive a

\
The AlpUK Support Group has also had a ver

\ We have worked tirelessly to ensure that
decisions directly or i ndirectly affecting
\ trustees have repretemptagd ehbhe cdmAd ipthyad s
national , European and gl obal meetings,

\ , including NICE com@liobhals, t hé pEar opean
the European Conference n Rare Diseases,
\- LUNG, t he Eur-dopeResedf pha Coll aboration,
RS Congress, and many more. The articles on

\- our trustees got involved in on and behind
Donati ons 30

\ I n i
over 600 patients and supporters from the
\ 3,000 me mber s from al | over t he wor |l d.
communi cation pl-Btgatrimesn tf ©,rs uffpdpmilrldai eerss ai nnd

WEO are we? Sadly, we have also |l ost treasured members
Whii ?;161\?;[1 stay in our hearts and memories. We celebi
their | oved ones in the obituaries.

the | ast year, our group has continued



21 years -l1AlWKhaSupporiceG&mong of age

(continued)

We are lucky to always hafveonhaplhakemrcetitndahi cempani es
amongst our member s and swpparetcerisvie 03 ahwher agene t hat
more than thirty events areommmingtbeltdhhef ahaout y¢chaviitypd

benefit every year . Thanlk®$!l et dao rmapneyratdeadicated

fundrai ser s, we again managed t o achieve good

income over the |l ast year. om"éo%le%bbfEeerﬁb)artkhead”konal' C
amazing challenges and litddMRAr@i ¥8hE t3ed eRPPAS MG § e ftOd
raise funds fyou theaen chaad t fPe 1 JfUi NWeiSupport, and we we
inspiring stories in this NewWs|e€t2der" S -Wwe are very proud
them and their determined pFaISeSd en 0 1 L us i f you wis|
Additional income is gener Y888 bH9 FLMReolust Ngeo nCatgrointsy i |

from members and supportersBoaar}qj, ocfcGl'qsulischﬁ?al@elsé,ypﬁplo?rrrt%nérsoup

A brief wupdate on augmentation ther

treatments florcArdmpdmmat!l y in devel opmi
by Dr Sand#arNestlTlrarstee

Since the | ast research update iof &Buismp 26 aNNHSvsHaest -not
ter, promi sing advances havéibéded. made in the de-
vel opment of potential -lnew treatments for Al pha
and in our longstanding -questtoltdPWyd9 d2@Sds & €dd 05| pifd bac
1 antitrypsin (AAT) intr aven% uSsC UaSuSg mPeln tWittiltont R elVapy FOO
i n t he NHS. tion ( DA . t he reg

I

es for new medica n
the beginning of this yeaondWNdtCEa cPhmaneer c® dp it et al cl
r mal evaluation of t he clfiomi ctahle ¢ fr fe@adatsisvwodn east se dAailddn g
ef fectiveness (fAvaluef for Trdrse ydde)moonfs t Reast perse ekzaamada 6s c
L Behringb6s intravenous AATD domgnn@nltdnteiimninhatad AAT p|
product for t he tarsesa)tcmearttedof Al ph i

mphysema, which received rdrr(7lJV§jhela‘|dcePnhsa‘erml§1 ephicals an
European Medicines Agency tE'M:Aa)lslrf’”QOiB"o he.- biotech
NI CE appraisal process is alarﬁé)d £imbrag kfid ngonandqvnedloplng
pendent , -beavsiedde nocpei ni on on wh%f"h%?doRNﬁbt herapy, folivee
new treat ment should be maded 'asveaalsleablTeheaSned Ay gl f BNAT

by the NHS. As part of the NISICippd atihe | rqd%(‘nt%' Grewef m
treat ment, the drug manuflact dveér, (SUFdr tasaitphmeg 2 or S f
nicians, professional orgahf"gh'tPgngheanod'ogpraetsise'notn of |
groups are invited to partidiNfatdd ViedA tHhSSNPCEOpFfEIELET @
and to share their knowledgéNo&tpsuicepssd oé‘m_db6’|5|n-compa
ion of the condition and thé”név@edrru%easiprﬁeccf'é’te tCrl d Nti-c al
ing the condition. As such, OofurthceHa{ritNyA"ded éilg'a;fead"ddrg fte
submi_tted a patignt group S\N/é’méﬁé_iﬂﬁl I’itetdqethNatCEArrowh
appraisal dfanfespmeezaust, Qgéltlphpgt ar that it has c
in a | arge meeting in Manchecsatlerst%hdeé/r eoft heogreeprﬁenrpf"aﬂrgly@rs R
cons of _F?evv prea@iascussed in tt_'?%a??n@ﬁ Xltfo(?ThAI panp an é’P‘
all submitted data. At the Ui aM & Oofn V‘frr'ac'k”ng Fﬁ] hl\l;,ezyﬁslug -
ter NI tiron 1 n rel

CEO s dr aft recommenda




A brief updat
treat ments f-Io
(continued)

e on augmentation ther
rc Arl phrat | y i n devel opm

To our knowledge, Alnylam haSiheemlnategeahédsPhRhass®unce me
1/ 2 trial of their RBRNAiartcamrd B8at bafkéd npt@ahastage biote
this year due to unexpect eddevoexliocposl oggeyn ef it rhceirmmgps esnf or

some study subjects. achievedglanpcel proof of co

gene therapy prod
a

We are pleased to announce ﬁaweewnoc%rgpdaaqye_
entered tlhes pfddpehraeo Bi oPhar ma,

Londmaased, fairly young spec|Pdletaysebwmpshmtwmmzurebmbbfsbbng.pu

uct flo, r wteh e
S

pany. One of Mereods assets datas domgcktandcdht erwath f or
the potenti al to inhibit newpthrdop mi It hel Kt ase &Goti vintgrm
Al p-hapatients and prevent f ubret hceorn sd almaged f @r ppartici pat
tientsd |l ungs. A Phase 2 <clinical trial of this potenti
treatment is in development.

How to get i1involved and stay inform

Join thle WKpHhwpport Group. OdodersepganbdengupgorAATD and r e
group is easy. Juwsmw.wil spihta, lomerdgwedds i d emmuni t y.

click the fAJoin Herebo butto[n andI folflow thte ﬁcgmrﬁitl Forurm
directions. There is also %'k Stooout}o‘%lo%e 0 % ge’@’bodrkn
rou which we invite ou an (e, IO WD on page ° th
9 P y eb éw ve,p.alpha.l org. uk
1 By joining our group, qy wi || be able .t o connect.
; s, ,al'sso "possible "to "raise
with a large co-mmpattynkg/sﬁo,u,r&ﬂ '%df”?r, Ewsysundorain®z oigSmi |

families and car e gy websites to do your Bady snearsd

1 You can exchange and di sptSS t¥0oUfo@XP&ruireNERBernet s
with AATD and get advi cej parngdr nfaltPjPoon’ tec afn oo™ Oftoend on p

members. or please visit our website
1 We will keep yo i nf or metdh eo fh otmreep alget ¢ Pt shgws ugagnd o ei
al |l rel_ev_ant i fo]rmaltmolnruoglbmlg.]embél%haof harity
new _cl|n|cal trials and pré th%OLh %Ilgt of thei
considered to part'c'patieallmllgﬁ "UKI| pShuap por t Group i S
1 We will regularly offer aldidfrestsyilng tiihres et @ shgleR, Yo tmpt
keep fit and active. in access to adequate clinic
If you dondt have access tho &hieMeNiSermnd '@ BRI KFUN % 4@
cont-acst e direck |y BY ther%ﬁﬂ?@%%v%ncqrﬂr@unb'acyk &Vaegéqaé(fe
this Newsletter. We can thJenpaatrea'ntse ft B s%Vned" ytoMe M4y V¢
information pack and our :[AnZJ_?_a If\l%%/vsllg?iie?g experts and
Perhaps you <could help rai e funds to enable wus to
continue our worKk? Whether Es I c?r I'térl‘lr@éémlaél"Sn(JUoKinba@uftQ)%t’s
wi || be put to good use, wevbsdw(’zvnwg' ailnpfhoarlr}naotrqg()%u’k \é’qbbp%gn
and support t ol tpheaet ilkkht Alcpohmamu n Tty = ' '
addition, we ai m t o promot e awareness and



http://www.alpha1.org.uk
http://www.alpha1.org.uk
http://www.alpha1.org.uk
http://www.alpha1.org.uk

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 |liverggpredb¢ esmmpkdp,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 aryempc[oo%rgonbluyt 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
O6p-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 ?n%'ijeicﬁlévét@alulneecf(pdao't”|ns, 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&usienheAT D 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

5
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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 béymptdmar aier H6rreatable 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 isumgngoyt faaﬂcctgopgn“f'oi’nn,f' gagntldIUdt'hSeg pesrtsto
maj ority of carriers are cdomn?él eetealexduggwa}rte iPsHaaI tahs

have an abnor mal gene andtrgateoc} e%glgnr{rence asn){,:III y

AAT-Del at ed il 1l ness. Howevesrt,er giaésr ipe'&lsspowhy(%/’a h(l:JaiV:eat i ())/nsvw
smok-regated COPD may be Slingehutnl]oynirgor(eeyaefrfeCfFievde ears)
than patients with COPD Whg)echaavsee tt\%oe Onroer)é%acleﬁ tAhAZT chan
genes. It is therefore impor &N Cr o ®dar %" tho Ioor\( a

_————
6
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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 Respreezak and, i n 20 yD,u NOCEBEnewidfl tihesueexpart cen
recommendation for or agai nGamhrhied ques,e @d Vv eRretsrpyr e eBiarEmii mg h
the NHS. FlheUKAl Bhpport Gr osuapt elhd s t ®eehinics in the Sout
involved and has been-lreppt beamtgi egtialbeéi sahphHa

voice in this NICE evaluatl(f)ontpactcelsﬁformation about e X i
A number of new treat ment aupppdraotaecsh efsr otno et xriesattinmegn ta md en e w
currently wunder investigatioomr bwuetbsiutnefortunately, ther e
still no specifictreatments ?i t| avalla%I%lnthel
For more information about o ugr% ﬂgf r(@\rs],’earé)ljiI i “n?t"o AaAkI'PD

pl ease refer to our resear c’h® pdates in this and preV|ou
i ssues of our annual News ket Ceeate@avah!l akleeg ciovéi pe o@rtar
www. al phail. org. uk supervision)

\% Create a nutrition progr a
What does a diagnosis of sApgmviméam) f or

my future health? \ Think about your health be
(smoking, alcohol use and e
A diagnosis of AATD can bevunpaypepdatefdsrmrnfladeeds:!li ke a
shock. For some people, the discovery of AATD may be
by chance and not combehatedvitht OPnyS MP&d N@Gh ankamdos wo Is¢
problems. For other Alphas, it afay"uCdmésadoasirRieer at
t he end of a f_rustrating lﬁuA\Pdelyd Bgln%n%ﬁ%lu%'n%%st a
sympt oms, worsening heal th and consu ions Wi
many different doctors, to \flnDaHSICyUSOSti\aIltnh ayOCUIreadrOCdtloargnV\of
The variability of the condi thieoni ndomrgnesd padi encPUmMaaas
that your own experience is | iadkdleyxctted bteo i p@€ &K dud ®I tthoeiy
However, wha't = Al phas havteesitgd cfoowmoAATIDs t he
opportunity to take steps pleQeo@Vehdrd IdePtWd eShel Mobrnd’
known to posea™risk. | earning more all t-heUKi Biepp ¥
Even if you have devel ope®r sypnpwWelnsi,t ea ppergauprairdtye f or t
medi cation, treatments, ex@nNncim@a®agiamad-lMouresAlyphea choi ces
can go a |l ong way toward quHrbgg VvPvHvdla'Jlé’peraatal o?%?u?nd
happy i fe. Seeking car e an AATD expert I
provide y ou wi t h accur at e |nformat|on about AATD,
about vyour own health, the best treatments and how to
take good care of yourself.

—— ——— e — e —
7
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(]“Dh B P cresearis onr comnnaty

GLOBAL

Annual Updat e-1FrGd mbAllphheir Country- The pathway co
I|nks t o ewly developed mat e
Like every year, we would & keumoeshfmre meetwise nftr oand vooucra c )
fell ow Al phas around t he worl d. Mo s t nati onal or
regi onal pPadtpiheant groups alrel Melmbded ok AtgaraphaPat-hway
Global Their mission is ®©8nUflyell@mp 1rhes’“éM|‘PF'a“baorGéPP\9e|e
gl obal net wer kpadfi e At pHa aded0sC UMeRygijolitdjnes a pl cont
and resetmdobeerase awarenessresooeuteccetsione”aatne‘i‘i_(BS“thA'“lghaSp'
access to care for Al htatsa talr@mbnedc othee ewofrecgt i ve support g
the strategic olbjGlcothiavle sa roef tAoIpha v
Regli onal Updat e: Europe
1. Facilitate effective st%k|eﬂ1_|ghq5ew F"b'l'la&’9raﬁé@6mmend¢
2. Rai se -Alpwareness globally
3. Support the launch and 9§ peRAGHLHMINI Onft rAdcPthedd Rohde
organi sations (RPP) in Bruf®&éllstonwd06k6 with
4. Promote early diagnosisgrad@p odft i gnatli eanCtCse,s Sr etsCe ar cher
care t he Policy Recommenlda(ioohgim
. de | oped. i n 1) . TheTimew
Gl obal Communi ty and TOES%Gye‘T"oCB'e\ﬂar@r reated as a
Researcher eNews comprehensive tool for advoca
el .. The Pol i cy Recommende
pLphe olongl, cpntinves ey EEREREELS ThE e i e
researchers in an effort —to 1e7'[tetJ s elr "G @ Ewgféypa %Paﬁ
1 community. The Global <o n‘?rﬁudn'intaytegN W& hgnstation ¢
Physicians & Researc—menthé!ﬁé‘\ﬂéjagaerse Affter Tinal review
publications made availabldNendefdWNs®di a2 Cle dbjoz0 kd 1Bd W
distributed -byAod heiratAil prhsa g@kokval | staff. The Policy Reco
available online in bhenpdiféle
2 qlphal lgl obal.org/en/ al pha IFri evceo mime m g
L ‘ printed copies in the follow
h 4 di stributed: Dani sh, Dut ch,
o S

Romani an, Spanish, and Swedi s

Al pAa Advocacy Pat hway Alpha-1 European

Expert.Group e
Al poha Gl obal hasndéwnéloped i BECUUEIENEE ST
whi ch wi || assist individ g LG .
understanding advocacy and
to become a deldiAcdavtodctiaet LelA-p Ip i
Advocacy iiPathawaiyl abl el oGl dh
websitehttag: /1/gd lobmd . @amd / eaf/
engaging trafi oir nadviemeaidews!| eosf
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25"April 2018 marked thel fivest EUERKDPE
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Awareness Day, a special meedsagesat f g
Parl i ament, hosted by MEP Maartgko nRllurso
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Additionally, six Members af sbhebd&e opexatna Plaird H eadnenti n
volunteered to create an awanremens s neddaecti Pithebkrtownake

| anguage: Finland, Net herl ands, Pol and, Spain, ltaly

and t he WKt p: //gd lohred . oEdr ®onpean-1 ARpgastries Col l
al phalrecomme Hsduaptpl\omrruts)/oméﬂ'heY )
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Barcel ona, Spai-np ra@eat iangf otloloc

during t he European Respirato
Pari s, Fr aSecpet,e mmbne rmi d
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and the Latin America Thor axnd Soicerttiyst(ALfAMT9¢m around th
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clinical cafle rasdarAdiphhaThe |
Research Confer-Endat ionr yAd spihma
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London Marat hon 2018
By Emma Hunt

When my brother Paul was orSea)t\eernrbteirIBZtOC)er"

particularly violent exacermwmndtki om,opler Heg wionu
push my lungs to their Il i nhed fBec au sfe wi nhte
couldnét. And so it was, wanyoshtacokf ienardlayn htad
ran my first mile since | 6d dsdt weinghotn, d 13
al cohol and g
It hurt . A |l ot . myself t hroul
But | knew that what | waSXF@RFiN WA ¥ A
percentage of the battle rHV)Prrlﬁu Bﬁlan{d?hbee it
some 15 years earlier, a nd® akhE{]Y’ y Upf u g h
suffering. | vowed to Iooktoftetrar seulnfn' / ‘uh gyd
| could get the very best! 98ho@dtMO§ = 7~ ut
children. It was only a fe\ﬁlfﬁBHtWéth {Q h gd
down and tell Paulés childrps EPShe t ha
they should start to prepareor{qw' trﬂsoer]’veasn nt'do
Since Paul dés death, | 06ve rudnowmolroeadaendd tn’m gnd i
to be a great way to clear Ymy ICo®ad hwhteon on
top of me . I feel closer app. him someho
concentrate on my breathln started running because
of hi m, and | continue gCquKl Wrﬂél}ﬁérybé{f ri‘?n‘."‘é:)'v 9 th4
past three years, 1love 1raUK¢?é6°anBWEn pOfA EREOATBAGMENT W
Support Group in his memor'y Mewr fy heehgunéirtapéie §stbhe s
various events, including n{ o_agﬁéllb'aL PR s Vabfg upti
entered the Virgin Money LSRddd! Mad@fndd ddiNSotdt frhfe €N
times. love always wanted @56 PgMOPﬂewm_c%nld%naM%Q%?W}Oﬁ"lgta
since the early 90s, bsumokaet} Ydv PrefOd €t drpd ! NPH Idy T Or any
and a fairly consistent Pﬁk&\o,nsffje?(vbggnb{’Ib[)kiyr? g
would ever happen. should tal to your medlcal_
sl ow, steady recovery from in
Still, | hung on in there amajpmeert:e'ctieUOtGOdma:siejethvaitthjrtela
fellow Al pha who had a doubl e
't was in May 2017 while 14g¢jagsg StutbéniﬁéhégpFnMgraé‘rﬂMé‘led
unsuccessf ul ball ot entry, wddrd Ienfcaulria ch &lch Wafer
Charity Ballot, as wel|l a§esasrioh.ndiv'ch le g@@h}g@,n an dp
mentioned this to Karen 015 Hagnagst tthéeatChé"(HQ off h e rAlethyq
UK Support Group. | ésugge@@gﬂéabggtoﬁ@ecgrlpaé fytglogye
apply to gain a place and ginhwd Iitlo Qi 19 B REhR NV r0a W ol d
run and fundrai se for thenoghangigt Whi | Tehye charityos
application was successful, and people were given the
opportunity to submit an afppl acael ahi vyed atr hfeelad ht alwgimtadyiv, a h ¢
bid for the place. I appl tédds winy halal paneddgreali stearagse t muafr
A3000, and the rest, as theyndsaly, was Heteomyhewhde¢m Kaor ejr
called me to inform me thagr andfaadt hbeere n tchhroesee nu nbcyl etsh e Mu
trustees to run for the chahatyj-I I wdpheding wasgseb map
nervous, excited, teral Fi atcowime aonvded whpglohead ! y woul dnot
same ti me! the London Marathon.

I had been so hopeful to geéty ttheimpliage,conthadesdt avteaed tih
training several weeks befobrevast rewgs | advhmidleadisn nohgneee8 tli n
had suffered with a nastydeBppte nhaviyng( bburoskietni st hande ec
t

endonitis) whilst running othhey Wi ieswomweHEBLf i Matathbhnsih

— e ——————————————————— —
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London Marathon 2018

(continued)

New Year , I dveverkl o d painitai 6 wei ght on his bad | e
gramme and got on with madres hals,k hien jloame.d Tsaiamidngve |
got harder, they got hleonlgiemp e dg dhiirsg wayt a wa s n dnotrtee |

will power and detetméenabuose.t Wdhre nieidtincess swer e a
ngs were dar k, eveni ngtsagwer ebudatrtle, r ehaesevbotdlsei r h

I trained were muddy oamdakaiifti caudnd tweirtrhaoiunt, mtell e

er was cold and dreary. The good thin about
r 0

onl vy ?
aining was that | co'ﬁ?dW@atmarﬂ@r o"&ayto Q;]IWQ/rdSme‘
he ine

energy | AFeeebdreudalr yByl nitbAdN tigide t P e
1f .01” iy elsastpy

h
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and a
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ney Lake (where the OI yfnapsitcesit g wiormrg téiveennosstt cheed pf ul |
ce in 2012) on St Patr im&rbéast hDoany.. It was wapotb rbeaiiqign
e to rdln6 anbioluets 1a% t hi s Ipnoimyt ,f uannddr ali sd mgs e f f or t s, I
t particul ar ewerctk awe eiktt hisenl |lwdmn a@h alrlogppnge and it was
t and fast, and | wouldtdworpeea‘luilsley tgheatt .a good ti me t
st my confidence before going o the
r the next few weeks. cf‘ e\yercrotsﬁgdGBB)%
i
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ee W(a%xcd eht te r H]PHB& to d
e t

)so much damage

h

third lap, | was cont'&mpvodi id d1€d’redpph|ar¥ge dHth &9 ad e
ay
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_ Mar at hon .project agpel \é’@gon o, hapehesgshkha d
c at running a halfdln‘fafr r h 'rev‘éhsennsl f R3S 48 n@

runner sitting on titgg fl H)é gl wt chi I“ngP§oh§9 |
y behind my target ti me a tthheean wes)
point pushing on and |

w
nner on the floor. I stop
s on his | ast l ap. He hadg,
c
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s
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—+ 35
_SQ.B
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f iprost hei Vs

e n i §eofop

wei ght whi |l st training,
running event . He was an ai
his career, and this was o
part of the chall enge, he some amazing
sponsorship from the airlimeadanhn coll eagues to give
him an i mpetus to do the event and he was distraught
that he was going to have towghit) heme., fesghtnNdoWAr AeRE €l
him, we chatted, and | toldhahd|npet9nnatwqrfk'hrb9 wlaGW & &$.artelye
get up and take a chance, WRS wolh¥y fhievg Weiek st aW@yn. I
stood him up and got hi m Lr%ep%tolm'o\";wf’i‘g arL r\Ndsathaj
shoul ders. We started to hol\Parmhou gv|nc a1g sH
line with him hopping on S good or jus t bargp

— — —_— — :
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London Marat hon 2018

(continued)

by holding a |l arge fundraimhngtlkRoeentwasatnmy &a&wowmcapticomf et
shop. I hel d a massi ve rarfufnl.e l andvag hreowpr ioze newer e

amazi ng! I secured an interior desi n session worth

A200, jewellery, hi gh st rPPet | vbUTEHE rmYSsehtiupyoPrcked
restaurant meal s, beauty anNdr eW4&Mfent @, COLhEFlr dWos" unne
attraction tickets, and sV&matghopoolerfyoumgokle gphgol e
merchandise from Tom Kerri@@@t (mel|Pecda bysttahre yi | 1 nLSS) e
people baked and donated ch&%led MY TREP HEPHELH 1 BcBY han
businesses to supply prizesth€rCamiet &lartihat” dapnagdaBdghé
friends to sell tickets, tdaRd I cR4ddadt aweapmiapynghoe
afternoon, raising over A19N® bilg st %6 hBurs! TRe tPetehs
sales and donations for co%%%eOfantdhec ak®&C €,  winont Onljynedi
donations and sponsorsNhip,r‘I"rWeads Meifieednwinyh wagssg 4 han
reaching my target of A3000, frﬂéttﬁﬁ gl}pgﬂ'd Jacqui who w:

ast long run was schedd@%d T&irSighlk (MYNeYe efk®ingSt (Joh

My | i

was aiming to run 21 miles Sdfd  I"Ihdd Lethohyed e 0N al OiWerrg B
time. The morning of the rtuthbe jtopytihenyhotelyimadeg;me o&ma
l oaded up my backpack withOgbAd| PeprBRRigNg W& thid | a
other fuel, and set off at POI3 -anVe hady ndlerde adey pma deg B |
2.30i4m5 to iS5 nhourder to be YdRDPI LadWw KkEePmpP the pace, t
original f orehmaist mmafr aa homb 0% h e NPeBdi-h eWe both had our (
registered an 8.7 on the ®MRXPECIRIIdO88al &Ndyilt Warse aWqT Y
drizzle from the moment | Wkt hdame Wndidnqth ewadhimetn® Yn
got back. 16d stopped for &ndoPPEenbieabkyYahB8OPB" gl may
water, | sat and had a |lufdh PRSE &k a4 Hyobadeigndg, {icsgd |G ¢l
mysel f that I would stilltTimafet 0 S &Rkt hfiouwihn § €Xx
anticipated target. But I wa - rly ¢
hours and was absolutely soa ' i n t
bath for over an hour befor j & med u
and I was completely drain i ¢!t
6doned

The following few days, I t h
somet hi ng. I had a heavy

concerned that | was going race
had some antibiotics from t me
not to run, but of course | he we
l eading up to the marat hon, , and
was touch and go whether I It
was clear to everyone |l ooki.i my r a
i n trainingé (a phrase us e-w

everything in their |l ast trainin l eave nothin

the tank for race day) andC&thtaltnny : n €d MEXh WP NI M

over . our -bams with Vaseline and al

plasters and blister ones, p

But 1 &m not a quitter. Soreen mal't l oaf , Vol tarol ge

i . chargers and emergency money,

I wa s convinced t hat th'%urwagseatt,heweSts%rttofoff i MY a taxi
deteriorati-an Wi whsAkph&inced that I woul d

be too il for 2019 and t hTahte dweefaetrhrearl wafs my or unonsngahnd

trainingeio ®semperatures, we

—— — —_— — —
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London Marathon 2018

(continued)

race in bright -degmeki rheeaand s was
going to compromise my fue Ivhr]QeNa?rﬂéj hydration and\I
was starting to feel the nefrves set in.

Geraldine Smoker ( MUM)
Eventually, we wer e corralled into our hol di ng perfs
before the official start. h&di podn promlsed by Jt he
organisers to get over the 0,g’art ine by 10.30 am, D U t
reality it was 10.50 am béef ey eMugtoir fdar iy on four
way Ther e -hwausr -oatrit & o comal@teshhe Benning
di stance and get a medal , Qut this was not fTrom the [Jti me
you crossed the || ine, but rom tPhheult iHae dtimg Bhirte sfpart
(10 am). This meant we now]Jonly had 7 hour s to finiJsh
and collect a medal. The cduBse WdW ‘FdN'b%h%ll IsSnantl ed |as
the field progressed along th7e erbsy Deni ze
We had both 6soldd miles t goeog;lree g ememe ¥, Of | ov]jed
ones | ost, or suffering, afn eacdh mil e marker | ook
photo and posted to Facebo-okg WhAlsisawaSSharwunning for
and why. It hel ped focus my mind when the going got
tough, allowing everyone tp KOeJRrB® Hilwas getting ¢n
and feel like they were a parlt1 o(f_; 6lhgeee§|ﬂlerﬂence. I Jcann
t hank everyone enough f ofr helmlng
encouragement [ day. Alorglwlt/hnrmyefamlly, Faceboqk
was my sanity that day.

13 Laurence Field

My first mile was for Mum.

14 Veronica Wood

We met wup with Jim, Kate and Annie at mile 4, and agpin
just before mile 6. They woulléd p%@t%leafﬂtound the coulrse
sever al ti mes, keeping me |s ck |nda E( fuel and
encouragement . As we start¢gd O appr oach (‘,autty Sar k
Jacqui and | spl it up and | vas Meax fe ceer itnh e pnaeuxit' s2 Oy fnainld
on my own. Wat er had run D U t for us back markers
because the earlier runnerjs 18adJiLﬂBed t he bottl es tl o
douse t hemsel ves i n t he heat was i ng t g
breathe and coul dnot run SJ|]I I)}-|elen ﬁﬁ?{agggtEh%sRWasM
mo st ridiculous challenge hadC mysel f, and |
decided to drop back -wtaérmmacgotoJe%ns,IfCévyer run

approach. I al ways knew | woul d get around. I had ny
support crew. And | had my mérinor,{\lels af pMasn aadoPautt hp wo
But | also knew that with t |ncreaS|ng heat and dif fic
conditions, I would need to 2eZV|5| ﬁ19 race pl an.

Failure wasndt an option. 23 Martin Cooper

As | got to Tower Bridge, I hétt ﬁﬁ FNPtWh' Ffios brothef wi
his wife Sarah and their gli rolgs Hama@hgrapd, gbot tie. [ he
Osweeper cardé was behind mel di smantling the course ajpd
my morale was very | ow. Bu Sk eiPaglt Benm keh e ¢ BIROF HE

on was amazing and gave me
the bridge and back down t he

boost to climb up ove
ther side.
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London Marat hon 2018

(continued)

A little further on, I s a | Lonmdhoons e2 0 @n wasado f
already completed the cours allotat ecshtat Labhadan Ma
Jane and the group, and | FewasdbegiEvmeir y® nted
realise just what I was a rwe mg s eslifowand tdlaln
Al phas in the group I was sterlafi neevder f dhar d dro,t ¢
through different challenge wehe deéeswpppesnt emd.
could be I't wasnodét al ways | havee ntt o bsaucrkv i tve t
training run, t hat mi | e, t nve edketl adrert o It hwea s
step of the challenge Rdat Jehdhttue oOifie AWpbhs
trying to get through =each Y wit lgegne mmo noivat! o f
bed, wal king to the bathro a meal, to get
through yet another difficu By running London
I rai sed A6, 600 f
Eventually | was forced onmatko nghey ppeesmemnal vvf|Ltrhdrtah'ecin
straggling spectators and anaerraglfed, 0t0O® Bbnge Payulwaly ed i1
through to Westminster. There were few marshal s, no
water stations, and | was Bd’dnv' M celMe "wolleFd st JetWas
medal . | think it was at m3Se S203 Muth SdPWed ddé@fledVt ¢ 2
restart, and along the EmbaKRmhefE ‘E“Pi'étrlés wed el el jisje tF
hundreds of people shoutingjnrﬁyyeﬁI Ahbteas! |  hgypkegl syg atwhra
and stumbled through the p&N@Tét Ymy !bdVies té?_és_ﬁﬁdas”he@ma
exhaustion. That crowd werecoanPrPalzeltnegdaane strﬂj'pn'ir}Q|%’bq ra
adverse conditions.
Just before | reached Big Ben I ul dnot breathe in.
didnoét feel any panic thofgh. 'OIveré‘llnéﬁlﬁ‘Qlye&thll'IEdth"‘ega"
pursed | ip breathing and mayfea 9,€ dd tLoonedXohnaele\APeS h”&L\/Ceh Ul e fi ni
as | coul d. I was then able to breathe n and | carried
with the race! I n my mind, th|c‘-.»~,'"‘“~""'-v'“ fepars that
Al p-ba was coming t o get me a ¥t '3

decision to run and not def er

Eventually, after 7 hours anl »d the
finishing l'ine. -Ahfl, debhpi tte
stayed on and there was a me own
d sobbed and sobbed.
It was over. |t was done. | wa




Me mber St eoe@uresjour ney, his journey,
by Rachael Silver

I 6founddé lan online on O6PHikingytofaFisH@&nj usas otvieen 3r ¢gég
ago! On our first date, -hdBouohémmet h hldas phiet aHad oa Hai £ é&i

limiting condi-tiantictlypesi unpghfai caesglyant hospital in N
and if it put me off him, tthhee nmérey wioeistds unpgbystaald. aHd
had taken me to an |talianvarsesftianvarldnyt aamcd pwedld ondlok g e
and tal ked. He was <charmindghisnd lggenntha@dnableye,n atnhdr olugh ke
was intrigued. I had no i dieraf emhtaitont.hi Bhicsonwasgsi anrwabkl pr

how it mi ght affect our fwewee, nbor medhatt hat ghti fI offeletr
comfortable connection witharefsemdnwoal dhdtughel alwaento

sure what it was! of infection. I was very much
) the beginning, and right at t
That first night, | though 0|,tngm|tg)htbebeanrom@tnégrcaﬁo yvai{ k
short way to Swanage Quay th(PI‘é{atl—PahretfhleeltdW'lﬁ‘ﬂ‘ép(arlé@htb%@-h
lan tried to explain to mechBalyihp \ggble(apglhclé? P o goinslte .
we drove there in his car.ybgn,podly tfhoart ttHdney e fprdt POotof !l ¢
moved from a house to a g(g@,ygllmtfalnotortoﬁldatu, amBtWahere
l'i ving with -uhpi ss otnvso gTroov\cnubpﬁ\orltomrgI tSyt Off&/y them to do th
short, it wasnot long befqorge, | tReKedei Jedidhotdem Av?a
time progressed, it becamqhgmr@,e ovpé/rlé)utsmtdhqtha{aﬂgsp

health was continuously deglagitniylthteHe wictoOMd dtNO0{ ¢t eV@,nthe
wal k to the toilet Wlthoutalg@é}gfn(gefsceéﬂoupéry H)d,ld tod b 8

He now had to use an oxygen concentrator do even

the simplest everyday task®After all the tests, di scussi c
the teams at Harefield, we we
waiting game. This was a very
much better than | di d. I 611
got It was 3 am in the morni
tol d not to rush, we started
started pumping. Ianés hospit e
and it wasndét | ong -hboeufrorjeo umen el
Harefield. Wh e n we got taher e
transplant coordinator who exfy
in the next few hours. They r ¢
and for many different reason
deemed a false alarm and we wg
|l an was given a room and actu
Donét ask me how but | sat up
nurse came and told |l an to sh
medi cal scrub shower, to prep
finished this when the <coordi
bad news that the donor basi
enough and their l ungs were n
think that this personds f ami/l
coul dnot even donate their or
|l oss some meaning. I could ne

Top pbptaereranspl ant to have to decide to | et a |

Bott om Oppiocstturter anspl ant organ donati on.

A fellow Alpha told us abo®bvihaoeslini dalsappioantpbdi rbgitc atror
out at Sout hampt on Hospitalujclvlhyr ac cceopitlesdl shehset fstii nt euaatdiii nog
inside the lungs to open upehtelag sabbesin. i Weniredluryned!| &
l ungs were deemed too damalpesit fwe choium dt.o qualify for
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Me mber SteQ@Quresjourney, his journey,
(continued)

Two weeks | ater, si x weekssuapfptoerrt osrtiagifrnoesl Icyarleeitha@t pwts
onto the transplant 1ist, baeepenglflbdshlsgsmaohdnea]I E
8 pm. I wasndét at home so he : ing!é
was my response. 0Pl ease be 0

Il an pleaded. I still donodt H Ut I
did get home safely, and we : -

back to Harefield. It seemed : ﬁl he fi
time as we sort of knew what ' at
around 11. 30Sepmt eombelr4 201 7.

through the necessary proced h at

a suspicious |l ump had been f

and, of course, this had to ¢ mor e
hours of waiting through th = e
given the o6allcleardé, and we . ratio
was on! Agai n, Il an had man ajes N
hours but | hadndét. When | anf : .‘to
wal k down to the entrance o N ... ‘ e
said 6See you l|later.d and | d tot
faith in the medical teams t 3 I an
didnot really have a choice. l an' ¢
47th birthday!!!

I di dnot pl an it but - aiftound myself in the multi
prayer r-wmoen. elNove was t her eAfatnelr 14 8wahsouar shi tt was told the
di sappointed that there wetannopHelhéew pmuasyerhabveolseen o
for me to hold onto. I di dl dammvwasandtui c&advwr dowiwialk e 6 tulpe
man upstairsé to |l ook aftet heawre fwars unso. rle sdpmmdse .k nDlwe why
but | had brought my new di glik atoclaimmy astsmolse@emitm,t hanyt!
next couple of hours wanderuitngt oo heo gareantds dfhi shewas d
hospital taking pictures odonvwienecsed fryosvedrfs ,t hany thkei nvgp ut @
di stract me from the fact houarts nmyheparttrneerd vagsai mavitmgs t
hi s l ungs repl aced at t hahi sveireyadt i He. cbhatdndtont allk as
checked into the room thadulbeok exd atutPalr ktwolokdled t o hi m
relativesdé accommod-atta otnr yoha&rdh.e hoscpriiteadl. Thi s wa s t he
get some sl eep. I had beeaveamwatklei nfgor wa inled | d&t 02k8. Eve
hour s, but | stildl coul dndétremoeep., Iwhhad beenwheon dl tUhkatl d
operation would take five tSapeioght Gh owrps .h aBly o5 fpem,e dl tsot ij
hadnot heard anything. I cfoourl dan 6ft e wad @y sansyo llong®ul ds os p €
rang the number that | hadwbeda wewenoUhr ealsélt ol d that
|l an was already in I TU (Il ntensive Therapy Unit) and |
would be able to come and Y€ eb OnliNy Sgraretre dy Hed JBraddhs t hat
had settled him in. | had %% e rIteo"Y dl € aS €p rOefp alriel €myfsOer P O
for the siwrhdonosfcitius, witH OoNe hgf&dasShiogg ''n 1'TU,” lan h
tube, and connected u-p;otok'?na'ﬂ?dma(?:fﬁtlnég much weight be
wasnot so shocking. His fadl&C@de ael"reenadt 'r?'h‘-krer Fﬁ'aHgAlleV
was before the operation, WECONEeRWYs 4Jhd (5|§1ftor‘5‘lt”E l?LPlS bipad
did look frail and helplelt@dd t70he5tag ItSéNI Whssofplefeood a
constantly monitoring him,WaédﬁW|eH|r§jtebrgcnagustehehedr”l?@’ rooat
that he neededinslptriwag R&E’ &k stehe ope lon but® got
professionals wor king in | 8Rjif s OMNfer&f EBﬁ§?aﬁ@Ia§/|y an
meeting all of lanés needsOTTh&EAYENLRILd Wt SWo l'1®d N@Fmd © !
round daily to check on hifm BuhiSt rGELVERY  nNSsefs®s WSy a




Me mber SteoeQuresjourney, his journey,
(continued)
and monitors, he had to drtima&kn thhe owaglthl da bsetfroarwe tThhee nt,r an
as he was |lying in bed, hisowthgesiandaagkles started to
swel | uncomfortably so he had to try to keep them
moving. All this time, b etMUtse® rofl 0 WnROIWhly g Ss dd‘f'”g é
Facebook, | wasnesbhge tbamAftdfathgpresents for him and
friends to let them know HWdWNwé wEEe hl?étho‘c&@mngas ishe |
was surprised when people W\Pe"\feeveafs’kﬂnfbe mfel Vi Qqheypgts drain
ok. 61 é6m okodé, | heard myseplaf'nféJdlylngSt‘Wrtt‘?\thHdsal ghUa
think | was running on autéﬁ’lmleéth'”g tthe doctors sal
we ek . I wanted t o understand
After another coupl e of dwgeskendansowashedeemadarf idoct or
enough to be moved to thetoeaskethwemndir dnt Rpowalnan coul
War d. He was given a r oom sroi ghhet shneahpipredd tahte mreur sTehsids was
station, a nice bright roome alst lmugchalinmt avads «e@&lrlye ovtae dn.
lan started to eat a more HWadi ed acgipetd aantd me mmnrde lal kead
even t hough he was stillsupposmortphhatne. f i htaen g, al l o f
werbeui | di ng wor ks at the hocsapuigthatl uspo wiatnh hneed. tNoothaweng af
an drmtnigal inhal er, which wbbe dioesgualkng.o Bhte me®unsell o
took it, as wel |l as all t hfee aatsh earn dd rwayrsr ihees haandd ttoh et alk@®n
Why wouldn't you???2! 11 Af tTehre a ewensk ,.athedaseifli el hadeatl y
managed to walk this wascavebrieggd,c mmaderoml| yof onre.t hle pat.
thought that i f he didn't push hlmself to try and walk
that he would take | onger 't:'o”"i‘"cﬁbvve"f‘ terohival wvgeks all
have a go on the exerciseW&s kfel ta €@@ lh‘|9 el ®8fCQMéne hsome, a
Everything else was going ¥&Y pli%n90:sol “d\/!fjae's,k‘"‘rﬁd/"vfe'edlh‘"“"h !
in order that the | atest }F‘%n%bf‘tanté@ ctoQJF?dtohabvoetttOHneaS
room. His new room was dal REUNG; NSheMo@ruey picj pme danmigi
view of the building work82ad taq trakde lSé’ |§t@¥tk?|n'gvea It
maintenance -depeewodananteévedsS slinthoUgeht i wou The da
me t However, his mood pIuﬁﬁn@tée-tHeaWE%n@'bs%lﬂ@%\Q‘Rd wi th
| still don't know to thisf@8Ay awhmoNtHYQQHr¥ gE g . bI‘J/IzsgybCe"’”hre'e
just found it too overwheFFnTﬂBPeq-H_B'rﬂspeplft|t8 fvA§nbrack
great, and that weekend sO&tWeRry DPewaekl jand peheywseqpt ¢
were definitely short. | t29%": 1 anés Nan to visit him an
what we found wasn't pl eas . i b i w d i 1%
and hadn't been changed. Sﬂﬁih\%ggﬁ]gnl%g%jkﬂggflv?egwr ' ah Zarr
wash so his Nan and | set sort"p-g J\i anm d (11 E\n ch
pter . X\‘/II t I osp
out as best we coul d. We,s 8E it ahterheowﬂag r{] our b
abgndoned a littl e and’ I e\(lllwanf‘sevflreéaftoragtetth g/ d 3% our
whi spered weakly to me OTawaes ?hgtomY quae'godl(f]ellticl% |
so upset and hel pl ess. 't was.Jgeaq ytﬁ]}’ftrdl {0 woeualvder?t abt
day but at | east we COUIdh%tsaydefporresasede"\fn?lnou%e systlem
had cal med down. because although young, she is
During the next five weeksgr%%mnh9r§?|@veel@,@ﬁdsev\ﬁﬁ‘erpecam
I wasn't working, | travell 88 - batk Wasd afsor'tfh ghe vkapwy
I 6d bring him clean washidoudgdehnfrtidadd VaIWlt‘lonéhﬁn&'ad
encourage him to do his phiylsVi®& Weed&Wards the end of
his first stay in hospitaITvr\}g_ Iwg'l’?tﬁéleé]ftaéljowl‘?éi &P éraftolr
couple of hours for |l unch, tWQ'%ma%a%h%b% 'scar w3 s  We
not having to thi'nk about \R}gfdbgﬂlntf’opﬁﬁ)?ﬂ 9hEIPﬁ?(I: Bp
where we were going. Il an Cuopusldarff‘éirecao%ysu\fv aif B f e
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Me mber St eQuresjour ney, his journey,
(continued)

temperatur e wasn't rai sed hawed hmweppewaedndf mLeaemddgndt r e
concerned. He couldn't hel hesdueézimghthewabutbbte. sdaed a
cleaned it up and stuck a fpdmisltyer hevecan t cohbwewvert,heatt
the next <c¢clinic visit, he Hvarse ftiodldd .t hTahe hdo nvorud sd fnami Ibye
able to go home and he Wasledmiettédomcha'nhbﬂtday,oﬁveyet,
still don't know how it had happened but apparent| h e
had developed an |nfectlonAltnhOH‘lgg1 duang, tfﬁl@@ ﬂ,aphpﬁslon
complication is quite conlnfoh CRE8 MNOW IWh!'k wifhy&me and |
hospital wuntil it was undemOddnto oIMOT €mmert§ aqebqygohteowgg
prescribed intravenous ant MBI Bt i@€d | V&dnhilniest ef@dC QR at®
line in his arm. A pump acserftattnedfroun'tﬁl’sOé'cérw' mWHI B
would suck out the |nfect|°Jﬁeé‘4/r7em'l']ﬁ'f(f‘r'tmunahteelcya” absrea
building works were still %Q%'ithdl Mo ny ah""sthEe‘ﬁ'E)s;ShteaISt""hret
had to go back ohungeldmelaﬁllé’d"é"éﬁtsllwthatos hopefully a new
was really frustrating becau ", but h
couldn't come home. After 14 -

how t@adsmelnfi ster the anti bi o :

arm and sent home, still wi his
scar He was told to <c¢come e
foreseeable future. Agai n, for
|l an because he had to carr

sleep with it beside the be o ho
things wer e when he had t B

concentrator around wi t h h &

breat hel!l I n total, h e had

administer the antibiotic fP% was
infetrieen and then he was

monthly clinic visits.

Now lan is stildl only 10 mont % . S from
his double lung transplantRaghael wel a8raeangotraffs after
grateful for his gift of |iHeen.gl|sthrUera/d He@dt hWek wavhkedc?&

Me mber St oAfireisca n2Ehden and Ruth Ka
by Ruth Kay

Our Al pha journey KhayHdHome
Background

I am a music teacher by prof

When Jensen was born, | profi d&d t%fatCharjow dWOIr e 2
him forever, that we woul d hv‘élvnet aoqtif%oof’voéh tuAf rICaI
coul dnoét believe that | had® g C%rbtre Lredn W
Jensen was 2.5 years ol d, afteérp rﬂé? hﬁéﬂff’alzglgtays

and chest infections and puerhUeraléhay]ae”é@rﬁ‘tﬁ’V@SiE"%"f"tu%ltm

di agnosed \;«\ZL|thAsAIahafam|Iy,Jovy]eanHV@é‘@ur in outh Africa
shocked. Our son, our first @&ﬁ’st(@ué’tléj(? beﬁ]tSTE)uW%§e§i°
very poorly but still utterdys ag2Zd el -t hAS htahsenidPhe
better and fitter, I al ways tkoevpr;smyppr-pﬁnésg;,opgat- KIHAWQu |l d
never treat him as an 0ill 6 sl tdyr amnPndrid s WS &é66|leg|
to be an amazing adventure, nothing was i mpossible.
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Me mber St oAfireisca Nn2&Mh&den and Ruth Ka

(continued)

Lehae the Khaya Centre is waypl asee wehreey jcail hedormeg. nmyt mnis:
their {thel imleace they fi dphsauNpchernt amarke9 other young

education, food, training, ot community and so much
mor e Z“AGU ust at 4 am, we all met

ouhoqu4journey via Dubai to
The Khaya Centre ai ms t o e t he
community of Lehae to bett 4 u “ual s
aling with issues resul ti . - ;
ns a feeding programme t |
ven >

de
ru
people are gi
ch
ed

e foodclkRaclh ri'
il dren wh o ot her wi se w0
ucation, counselllnsgchcsce*s
programme, medi cal services:¢ y
more | ife changing projectd

Khaya also has a daily pro¢ ty
and assistance to or phansgs

peopl e To me, Lehae was st
arrived. As -mutOtomiimiet e

very used to big families. few
people of my age there.

either just wal ked away f r\ av e
passed away due to HIV/Aids virus. any ouses

in the townslhdgd alrceu scehiolld¥hewmi t lweupartra ved at Khaya, t
sixteen young peoploeomleidvihragnaienna@, owiet h an air of hope
There are also many houseduithat party | ealmpbeyd eluderilny t he
grandparents. I really straoualggsé €£do oving ha st hoeu rt hboausgeh.t Wef hmay
children having to run a hebhesweand of aursce fboert weheenmseelllv e2 6
When | l eft South Africa iimte2mles,, hol EYt jfuesetl ifnugn, v dmy
chall enged by the experienod. cards.

2016A new project came Wepek 1

A new project came up i n Slohuet hd aAyf rafctager nwar at hieve&kdywe W
Centr e, in 2016. I't was tohmadf breteins ha dav idseerde Itilcat c@ mmoomat
centre and an old block ofswpggarctesusvhard poaoavtvidddemamer i :
classrooms, install a shi Hpiwegrecondaiendm whimcbkumwded gt a
become the kitchen and offc¢ocesraamnadr s epurbéeédhothe onoitlhee
bl ock. This project haschbelatepaail sy wi ¢ hs o pelmy iplide tyroaumsgf
education f o wpeatro odidst y @andl bycatweagsratf epeopl e set t o m
pl ace for mor e t han one hapmemedcoanei |whraetn manwd We had
teenagers to play, | earn adcdeabrriescedanwdke dwpdumfttree scthomps
Khaya Le Themba (Home of Hape)f owarsd bar HUGE family of r e
di scovered a beauti ful pat hw:
Jensen, now a teenager, hafle (NOItj caccoOMPAnNi ¢l MG eONnadnes :
the previous trip in 2015. be".’aOuVYelerurI' fhggdecided it was
time for an adventure and asked i he could fundraise to
join me on the 2017 trip t'bheSofunrhstAfwée:Ia.oﬂ'hahkfbUIyd o
my previous Vvisit I was t akiedhn&@to lsa&weve tmanyotabl Bps piutt alv
and medi cal facilities andbrhuasiheasmvewheéght ddrt bws priacef eo
getting health insurance i me@agutsh amfdrigailrs of hands. Or

) dropo hole for a
I had promlsed Jensen a I|ff|ersq cadeenktieygesy
enced

what , S 0 annlng for r|E comm . n t he
m




Me

(c o

mber St oAfireisca n2&Mh&en and Ruth Ka
ntinued)

stripped out and cleaneblditbkhederamldi cttoibluetisd.i nBu-td @ éi
m that pulled the short wetkawgt owele komst hwee jlodbd of ot lié
l et bl ock, rerouting drahossdayg iweduwstrrei ahlo pdInega ntion go g
if we could reuse any dfoctaHe egmmpmetny . of fici al s ch

compl eted. Then we needed to
home again on Friday.

So started t he massi ve pai nt
ts
I

inside and ou ide of the scha
l ook col our fu and inspirati ol
way round the school, inside a
classroom a theme of its own.
room.

On our | ast day, we stayed on
mad dashes to the | ocal shops

toys for opening day.

On BAMugust 2017, Khaya Le Ther

opened. Many people from the
opening ceremony, there was m
faces of al | the children. Or

signed up to start the schoo
Monday!

Rebuil ding t he school change
communi ty. The school has sinc
community alongside Khaya, an:

to strengt h.

Jensen Kay, my Pi zZ2z2, my super

How to measure a hole withSWPed tMafp'e® me@q M rr'é'lbUted to tl
t hat changes the l'ives and f

Despite the lack of tools, Chbkdmen g eSopltrhsohAf &t @B pedio

working and much fun was hd‘d),lth\mgtgh Csar‘rﬂl%‘éeralls"é?POLhn'dn on
ca e i

When we arrived back at the Khaya Centre in the ]

evenings, we were met by tNVé‘tICJ)‘caQUt frPd pebpl enevx?(ht thri

use the centre for after S(',Aﬁjd/@lnté"(ftels\)lloﬂfpgse SR@adyubd. POHE

young people couldnodt waitbe ol NgeRatp@Ooki@e SRaith Aeng i C

friends and <chat in brokenhAK#yNaingy Haad!laf)ri kaans

about their days; about how sig w. their

lives were. Jensen would ofte t he

shower to wash off the dirt f ‘

On Sunday, our only day of r e Lion

Zoo to see the Il ocal ani mal s bitat,

and we sat with some baby 1lio

Week 2

Our jobs for the second week i ng

and a |ittle bi-ta dfecftemcevem&n

had finished most of the buil om t he




|l n Memory of Wendy Anne Arnol d

Memories of my time with a Nightingale, by Robi

19 Decemberi 218958 r uary 20d80ur diary entries (in t
t fo k h
Wendy and my paths coII|dec?d13nyeua{resS aogo (tfoeog)acinoa{s

folk club when we were botlweatdya wasgr ya lvew yp @iarpta bil ® hwel ms
|l i ves We started singing @amofrens|l $gngsakteogetehedroatori nl and
mi ght accompany her on guitoprenerd,]j €edtosleidst &n ati mellerand f i
singing acapell a. I particulagklly ngememberghherfhawuthil kg | o
rendition of ' The Harp- Songvoafl dt hepRanh eWdbman's toget her
originally a poem by Rudyaradtkirmlait®g.l ocks whil st Wendy s

them. And she did it always wi

I have many pictures of a Falc
we flew falcons and other bird
Wendy has that -noi gragtudmre'meanmi
Photoshop at al .

After Wendy's son, Lewis, died
accident in 2015, it became in
the rented flat they had share
about finding somewhere el se f
foll owing year Wendy moved int
] bungal ow i ndeeaqui Wendyl ador ed
Robin and Wendy astonishingly unfair that she
Folk clubs seem to be a magpethefy@hr ¢2M329§d cON%IcS ouadMd 1t h
Sam and Sandy who run the Weelstigm| agdiByrsl edonijved eac
Fol k Club took us under theifwalsosd aWin?®hy- eW&iting thing
di scovered that not only w%rlqnpqur hBY Yii Gl niett HaeYL s stah e ¢
same, but we had the same qu\éejqjstnqthlérq)es$of\e/¢nqln)é we n
spent a great amount of t'rﬁ%rqri'n'ﬂ)’wa|s'tttolt%lll@'ye‘hfhf%ir.
England'. There, Wendy developed another of her
passi-pmet ogtaanpdhyi f | mi sl aidi herdeal wowWeddy a bad hand of
usually find her crouched dwver coopé atiinnyrf lwhwerg et albiomug h
shots of a bee collecting re¢trared on caring about others
OQur passion for music contlladé/ci]Wha?nc;]adnchead emﬁjffifl plled
purchased an electric moblllty o&tméje\ﬂhitgﬁo(g& IPI PbP )
put in the car, we were abl aft g eV LY OIN €4 fF & EHN @H& 2 &)U{lng
all sorts of venues to seeN@&Ye M&yodheidrd @dds dr He&ve. NRd
even pushed the boat out afdfrilvedndivedy fhainde h@edmpgnrain
van to travel up to Shrewsbury for the annual folk
festival » ST
In 2009 (after a trial run of
Basingstoke Canal) we bought
For Wendy this was heaven and §
tranquillity and solitude of
in the middle of nowhere, per 0
the towpath watching c¢cl ouds, N
rabbits and deer who didn't s R
presence. This venture was so ‘( - ’ 3
bought another share in the s . e
us 8 weeks a year on the boat. ' 5 -
meant that we could travel fu oy | AL .
-_—




Poetry Pl ease
by Joe Lyons
OQur dear friend Joe sadly passed aw
Joe, and his wife Carol, have been
bers of our Charity for many years.
Joe always had passion for poetr
members with his | atest compositior
ular feature in our Newsletter and below we share a poem he wrote
which was read by his daughter at
memor y.
RI' P Joe, our very own sonneteer.
Fade Away
When the time had come to pass this
| had made my mind up what | woul d
|t should have been glorious, vague
| nstead of just fading right away
Next ti me we meet, wil/ my head be
Wi | | my hopes and aspirations soar
| just candét i magine, now my though
Will it now just all fade away | i ke
We all think we know just what to s,
When the time comes to just fade aw,
As | ong as youdbve enjoyed the journ
Leave people and places; with memor
That is all you can ask i n this wor
Before the time comes for you to | u:




they are

so cl ose
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Fundrai sing and Awareness

Jacqui Quinn, BushSwHe Il iPfafr &«
Bowls Tennis & Sochailse]|fubnd
Day August 2017 September

Tanya Jones gave uptevenag&dViicky Fox Nsekyt hgntcar et d a C
for Dry January €é tbeépbnsk 5 stone inRhASfweekowr Wellnds a
done and thanks to you both

and Raaha&eni t Hi laver ent eMaegdgiteh eS cBaad

Fay Whittaker and her
Kirkcaldy VictoriaCHwshkrialailc fun run ffrrioenmdGorafree al |l me mt
rai sing awareness Gaslt lce, | éaftfiam,g her Bdoegat hdlesss Choir and
donations joined in the fun trormo.sed funds for our
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Anonymous Il n i eu of Christmas pre:
Anonymous Funds raised from family
A F Gowans Il n It eu of Christmas Car
Bucks Masonic CHSM™Ma Huntos London Marat 't
Di ane and Mick HMomharlty donati ons

Susan Turner Il n I'ieu of selling croche¢
Berenice White Mont hly donati ons
Donations in Memory

Anonymous Il n memory of Eric Adams
Anonymous Il n memory of Tony Creasey
Anonymous Il n memory of Gerald Whybrow
Mi chael S Cl arkememory of Jennifer Clark
Mrs C M Crew In memory of Lilian Well er
Mr Millar & Mrs Bawmorey of Jennifer CIlark
Friends & Famihymemory of Wendy Arnol d
Friends & FamihyMemory of Philip Gorvin
Friends & Famihymemory of Brian Trevelly
Friends & Famihymemory of Steven Hundtof
Friends & Famihymemory of Joe Lyons

PR & N Gil berttn memory of Wendy Arnol d
Mr FT & Mrs RMnJomemsery of Brian Trevelly
Rebekah Lill elyhn Omemooynw of Ray Overton
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Rai sing FHioowsYou 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 florpaldtetndrsPId ena stéhcee BU
our Website for more information: www. alphal.org. uk
- - [ ]
JustGiving easyfundraising easysearch
.org.uk -org.uk
Ya will rai se-lmoKeapygf upAmfdphahrsSisnga ogegpesaytks ear ch.sorag. ukee s
Support GruosutpGiorilrtgasy to raise monegndiome otulratc hearaibtlyes 'y
easy (and completéMdugt fhyeeghoppisngt dmlri ntehe good cause c
up a fundraising page for your whenever you search
favourite charity.l.] 6t amt yatt aekaessy f @cEPdrt i s inmw g ehai snygs e air € h
seconds to get up and runn| g completely free.
Go to syfundra|5|ng org. uk

You <can write out your personal How does it work?
fundraising story,2.abdaphlotiogr ammdCause
even vi deo and colou‘: t | Basyseiaschsed as the
page. Best f aII,Enﬁ‘?éghaa%I“?fnélraé‘(?fpbgs'y%@pqrotf & aeeyls esag art
simple to do givihg°Y%ou the best will donate half a
toolmake it easy to ask friends Al p-haUK Support Group
to sponsor you. 3. Choose Support sTefh'rSchC%/lbsue make. This

s n s o
If you are a UK G'a®&@tUFayap’r O%crcountsv)\/us?}ar%%c_:eqooo
charity can also lfai?h t?a{n@RIV|aagdélefsls
Aid the basic rate tax alread paid
on donations by the @%holrhe e1ak§|y§‘undra|5|ng Dona-
means we can claim bla@k R&Minh de&re ﬁg!}ﬂﬁoﬂk TESCO direct
government on youry,hehalf 298P, for eps E! ;
every Al donated,thggg§ h'ﬂgraP|S|ng [ “w Ot e€*=w
value of the donatjiong by ,a;dudrites .
You can also use V‘i/hoeunr yrﬁ’delslheOptéo r‘le]'iEFiI_HE amazon.couk:
send a donation. Pté&xudomal PRy YO  AKELAMD a

Aamount to donateforeteo dp@@foorﬂoagaln .
donate t-b MBWKphSu; JUhﬂLEWlST"'Sﬁ"S

Gr ou P . VII‘“ng E‘E‘M\ DEBENHAMS
Just Text Gi ving i
Vodaf one. amazon

You shop. Amazon gives.

Join Amazon Smile an

LGIVINGXCOI for us every time yo

zon
https://smile.amazon
ch/ 11406330
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Al phla UK Support

Group Merchandi se
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http://alpha1.org.uk
mailto:info@alpha1.org.uk

Trustees & Committee
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