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A massive thank you to al/l u q\ 20
support over the years_and a v ‘*:,[
me mbe+we hope you enjoy bein ;."{ \’9,;(7EA;§\3
We would Ilike to thank everyone who has contribut
We hope you find this Newsletter informative and a
examples of fundraising for our group. This News|l
who passed away in the | ast year, and who we remem
n This 120 year s -1AIWkhaSupport Group

-some key facts about the ct
‘- This year i s'muumri werouugrdys! 2Dhis is a cause f
gratitude.
- We have been on a | ong, at ti mes chall eng
121hAnnua| Meet rewarding jour nely UK nScuep ptohret Adrpohuap was firs
v The group, i ni tl aUKoy, cvadsds eddt airAtlepchai n 1997 b
- as a discusshiedp phat ek i, true to the mot:t
\ Our remit and objectives have since evol ve:q
na brief summary of how the charity works t
‘ The group renamédUKt SeppboffAl Ghaupo in 200 :¢
‘ harlty two years |l ater. Our membership ha
al most 600 registered members and many mor ¢
‘ Thanks to the founding members6 enthusiasm
one of the very first pati ent groups to
‘ embraced social -wedhavelbeadmroms Facebook si
| a Twitter account i n 2010. Today, our
2,700 members from around the world and
| platforms for patients, families and suppot
We ar e lucky to al ways have had keen fun
‘ supporbarsaverage, more than 30 fundraisin
charitybés benefit every year. Additional [
‘ from rr_1embers and supporters _and, occas_io
companies. Another valwuable gift we receiyv
Who are we? commit to the charity, without which we wol

What are our . .
What i s-12l ph 4 THANK YOU for your continuing support!




Two decades of pat--doennwta rsdusp paonrdt upwar
by Dr SandiParNestlTrarst ee

Since thle W pSwpport Group syptexritadd s2d yeaamagement by a n

ago, it has pnmneoeddaddedplaatmuacrhen] f orcipans enit-ai gaad aspe dles moi |
with -Al pahnat i trypsin def,i ct batCy (Al pha

families and friends, for cp’mmumc SWmERdsuRega t i o n }\bout
the condition, advice on how to g &@Wé'”'to rel eyant
clinical expertise, and emofltional pract suppprt.

Al | new group me mber s ar e < St:f:’;‘f&:,'m

containing information | eaf]l tler ¢

ot her material s, such as l

mer chandise, to help them r 5 e .

. Comrlv.\?::oning R s';:cr:/air:d

Every year, we hold a nati a

meetings where our members, 1 ands

can share their experiences tio

and provide advice and supio ‘R.e@ga'omfes e

meetings are wusually also t l ts

and speaker s, i ncl-ludc hgniecxipa "

representatives from phar majc: |i |'27ArcaTohmll '. ‘10A.13Tmms nlg

i n A-L p hvah o keep us updat eld

devel opment s i n research, d i ¥ l

new treatments. s

I n addition, the charity owh Groups U||J|||Gt-.:m|u|)sl that

avail able to memkems |lemsa I?bﬁ"@é f'['oe‘j “schematiic of NHS

assist them in maintaining th”eg|r'ri‘ncﬁ@@ér?‘dmé]“nrcree”fto'ry | DhGred

and improving their qual i [ NHSofAtlphsged vi crg§/scl | REF §d&d ©

nebulisers, portable oxygen NOSPdd Rl Sat0dr sCCCHo r(t"£HF | diCH

conditioning wunits, mobi |l i §ersvdd3c?teﬂr°srr§|t?8haalny AIPPd Prvied

wheel chair , operational in @a fe
tals across the country, t h

Al of these activities alre|lnattitomal ¢gr dyofNHBhENghandl ghy

UK Support Group was establ|iSsehevd.ceHoWewvel ¢ p mégnicecemr o8 B 15 G\
inception 20 years ago, thd NHScEsngband hevoc kar ictlyose ||wo rwk

has significantly broadenefdpatto erktee,p cpoancnei swi bmertsheland
chall enges faced by al | aqaree tdheeBServpatei Specifica
communities, particudiaclrgadimhpgehed| phbiewmdrs are el ijgi bl
pressures on |imited healthwhare bedgetstaedf ment s &ahe
rise of treat ment for rajerodi ssease,théhd ewealowofig|exp:
competition for healthcare [leesaolutritcessre professionals| pro

patients get referred to| the
Over the | ast ten years oujrgsgrodibe takﬁe had, ytioc e€ VO aVr€e s
buiId|ng a stronger profile sad‘edmaol' Cgt o ”aﬁ&eeﬁ‘)é(, agdcwi §R
the gl obhI| c Arhmhrai t y. I n adc'etn'sQl'i‘etPhé’trOX!FjiEGntres hat
support for our member s, wethheav§ ekduntiesh ga spali 8Bt Wwor k
advocacy role and we activedyqg e@agraégetd"”ttlli‘e Céérﬂé,c'éﬂﬁee(
phar maceutical and biotech |QQPRaEaNRice sg V\élctm,q:rhtllrbh%reantd -
in ALph&dAHS bodies and heal't neceecsrb”aorl()gtyo %Hﬂ%ru"#'esaelquality
agencies (such as NICE), to|lfignproyve ngggﬁtgoa%qgroessanEdng\
effective treatments for AATDentres can apply to became
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Two decades of pat-Hoennwta rsdusp paonrdt up warr
(conti nued)

However, the national patiehtr aue vanyd waeo ntpolnedxu ccaoerndd i & i on
few years ago clearly highmhugbhiddsthpepl ilmaky ofcaaecedrn tc
the necessary clinical expewxtpiese i apd i oo arachiargd tneggd thheea | rt en
services. -Abaonuttenshrefe respounsdeal by smnat edavtahialtabl e at com
they were given little or nloevieriformation about AATD, an
over half rated their healthcare rofessional 6s knowledg
of the disease as fpooro. Hé’ugféstuh?sb'ogfgetsﬁeh\déf”@nf‘
survey in England and Sc@tglre?ded“e'btre'”av%"'l%%'l%'etoto cr
downl oad on our website Saesrv'pcoq|ﬂc%/rwﬁlsBBPt§°tatyet on
www. al phal.org. ukdian dsemrtvpehyp!/tal h%! d e ong and rocky
conceptualised in detail, dev
OQur efforts have-asfttaerrt elda utnampg anygu mfufrn g .
nati onal patient survey and policy recommen dations in
the English and Scottish Palrhg atnehgmagizc o 9"1‘ pager &r iglplr
years of campaigning at éjtasdﬁalprP%@%F, afhtcb"i’ Cad \Pe rad |"
expert centres in England S,Aeltpthanpgatu'penl"oscanleleyd fluh dR & HE!
Alphaservices (please see loU¢alaoyr 6C ONRWsS SeitOne®d fCoarr e to
detail sswwatal phal. org. uk/ i)n dSePx® Cprdp /i nSe€fls |CediTi€ (tshat will ev
and after we submitted twBecdpdiiisedt i 8REVi€CEr agphgemen
establishment of a natlonali‘?eyI & Sotnfnfl b;‘qsoended Niokl eGlying& dd
Specialised NHS $er wiecearfeo %X\I‘?ﬁgﬁiﬁ@?j”t of hese criteria
t o report that, earlier it$ia cgéng,l X't}‘FeonSPUrlets?ctr!iVbee*d t
Specialised Services AdvnaEBRPi tEeeupef HhAEHS officials,
recommended that such a serg\?ioé‘é’ 6@'06 §mmntafbyeg spd oth
NHS Engl andww(gee. uk/ gover nVfd vVt /TudS &Mhlglsy started t'o engz
system/uploads/ attachment dyaqth/(f‘?‘le7§§33@,§}5ured, that the
PSSAG_ 2017 deport.pdf pati ent communi tyos I nterest

Nati onal

Iy commi ssioned sWe c i KELePan¥golU HpgRi §d on ¢
Specialise

Whit s
d NHS Services sUpFENSSHOBFle with a range

A brief update on novel treat meht a
by Dr Sand#arNestlTlrarst ee

The |l ast year has again seameenavinil a9l adwaa nly Gl eoobsasl a twnetbhe
t he devel opment of novel thht et rpa p¥/gdtladclad a pp-tagplaaciegsingh a r

Al p-bha wi th t he potenti al t ar aldidv e/ B dirctess oammd B relfogimit g h a

cause, represent-c mgnga rfemllmnsAtAd’mvyﬁSehlnphgalobaticeomtgr.ess/
augmentation therapy. The | atest research news was

presentedfatt ermeatB8onal Res@hPER bBﬁfgﬁéﬁbEEd update in
on Alpheeld in April in LiS$hdhyusa®dls 3G%8¢ 3% etdor'%pp%r"’l%gme
on the advances of innovattih\?é?tbéhanBgfltLb N et gl ms! 1 tt
such as stem cell and gene "t &Fide s €a0ndy 'cheeirre'per[UernStqr‘&q
applicatidn iAmoAIhmzmagrowingﬁhﬁreg_éoéf'?Hté1 nds (W h he '
di scussed at the meeting d%ENEHES MY jisK tq%%regforqhgot
beneficial effects of augmeNﬂ'{Sat'inonthtehseera”payt'Onnsothlen Enggr! g
diseases, such as diabetes WhHi g arPsrpOICaFn'StS oFSaanPreSijQ:tlfd)rf

Respreiegsasti.l nding.

A summary ofl tRwees eAlrgha Conﬂ—leladamdneSean|ce Execut|ve not
also be found on page 9, amdssames udft etdheée nprareseomisatdicomd | |
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A brief wupdate on novel treat meht a
(conti nued)

media attention. Both the Hheaasletaltsegr ebatelci siompamaker sstirre
lreland andosRemanekaaturer co@BilLt Bedriagdevel opi ng RNAI
have come wunder attalckcohrymuthhevylrridsirse,mspehavith new drug ¢

for their fail ure t o-dneecgiostiioant e compr omi
makers are not convinced t [Pd rheesed""rruCh o??‘é?%eve?lowé:lﬁéite

money, and the manufacturePOth'a%” nohtatoftfl"berreed Ba Yp 1§ G
di scount that the health carLé”rbealyerépbPeBWPIIllnﬁcb'f‘baapcg
biotech company tha devel op
There have been a few otherrasnegtebaocfksdusweashees,laanngeaced
Kamadaébés inhaled AAT augmenhatioh hé&ae raleilyiigoueedd yar tpafe o f
which was also trialled inlehe d&neée nt hae rRahpays epro dailcitln if oa
study, has not obtained regui agody mampptricavtadaintieyb f ¥ ke o ¢
European Medi cines Agency, coompaowd sri Athpechgcompandy dat e [
recent withdrawal of itsunmarigeti ingg -d lwruttibheearl | P tehil whrimae rs
application. However, e mpcra uraa geisng !l Api ¢ KRimada s hopef
announced its plan to commepnoctee nad imdw yPhcausreatd vmei woeetnael t he
study of inhal ed AAT f o, ftihteurterr eat ment of Al pha
thereby demonstrating contan|ng commi t ment to _bring
their inhaled AAT product t%y mah%%“ﬁ’dyyou know? Research,
an archaeol ogi cal excavat.i
Shortly after our 2016 Nelwmllemmarkrephoarst resolt ed hien a
promising progress in t hegemlei ndefadct detvheallto phoeesm $ b sefrAl pk
effective RNAI t-herldpieas dfigsueravéi evpetbay Accor di ng t o a 201
u. s. biotech firms Arrowhead e arhcalrenrasc e uN a tdwres jSoonidersa i f i
Al nyl am Phamaceutical s, b o tdhe vci cammpt a nf i oer sm-4a ngnirooutneceendA kipne a t h o
short succession the discoptrioneatieadnt bt Vhli rtdd nficam ma
programmes for their r es poeicntdiivneg tda uggn aandbddyeshat e
foll owing unexpected toxicodrog;ayns‘iﬁqrdd)nngdiseases caus-ed b
i ) . i rvival advantage
Despite these initial setbad:kostécntetdﬂet hdeev\ﬁll&pr{rges”tfrod(mwcf‘r?‘
could be the first SLpe@|Ifa|tceAqtd1rpe{vsaapayt foirs Al iPrh@m entirely

A reminder on the guide to genetic

by Professor David Parr and Dr Beatriz Lara, Ur
When peopl e get di algnarsteidt ¢lyiptshi nahphat he test for AATD
deficiency (AATD) they nat wialhlowthaveia Ipot oof kgowbedge:
about the condition and, w havehry  tthheey tseese wwsa si nb ed inrg AlAThRE a
clinic, it is not uncommon meam.t hGfm d ®murassek, qtuleessé onssble
AHow did | get it?2o0, AWhat ctont bael resstl tlsutoft hhmeyy gaernee teivc
test mean?d6 and fiHow is myfloealAWAD| i bebguse bt iaf fecdend
by this?0. Thi s kind of guestion doesnobt come as a

surprise because AATD is a AMNmhiliscad®d th&dittdbnt ahEi tigo
is wunderstandable that pattiCe PAS S yoNnddg i ami I{£Be thro
information repeated or mayawah®™Wot60Riedas 9ft & AAdor%en
than one doctor, since mosathghctdpnhd thheey eOtshgrgptygm t
different ways of explaininygPRMI%ignat o¥ed @9 VAL GG S
kind of question from patlenAAsT)atherh%i"ﬁ dai Spegigpnefat]
is occasionally a cause fo%f clom& eF& M ewnledV € t Op PLo s ab!
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A reminder on the guide to genetic
(conti nued)

cause a significant risk tot hheeyal 8 houWd e nushuoatlhh yYAATefgen e st
are abnor mal , there are macnwunpsoetldritnigalashwelllih effects
that can |l ead to various lung and | iver roblems (as wel
as other rarer conditions). ton &% 03! %9 'trﬂﬁ%rtqrhte i hfFQ
the environment and personé‘l theasbtltforsﬁctge§§t§ﬁwoléji'rfge

and drinking, play major r%4%&mBpPlien oeextpeerrn'nerplcneg di o & tl reedr! t
and to what extent an indi{/Pt?IHéF‘”E)%rsCoonveerxp(e $renddaVviel )
health, if at all. insurances) after haV|ng had
of the outcome.
Al of these i nfluences taken et her create a
complicated and wide rangel o& u|osoete°nt|paq5t§dentaersitosk!'tlstf
takes time and specialist d&xpdrthidsekitloS pBa¥pPE 508 Npir o i ¥
patients wi th an under stB&EL&NS Ofnd knpwhyr paéi ents
explanation of the commonesStY MPtelnimartiicts  tB&ET PBR) ¢ i nfeh OtUd
do t thied dihse genetic test foPl&AQDCE sa sdeb}i meg; for gene
this is ganétidc 6ppest counseld9ingl.cSoOnet (USd NGeshoOSt al te
results come back, it is po%Sstidglee b0 giPPd NthoraeP ! £r elcq s &
information about what theStagdarnds,yiRardeatns! ardyq tiog; &
explanation may need to |nélaﬁ&egfeﬁ@t'f?nHP,HB%elo'f'”ogt-helreZ
tests such as breathing teS@8@ilgdhgmermer. Wwihh s ARTD.cafY 8
6pegsetnetic test counsellingénderstanding of how the coc
personall vy, or searching for
The ter gmgenétpire test counscilde aagd amd tbhpositnternet, i S
genetic t est counsellingd pampmdgleyssionagengedanect i ce sctoiumg e li In
gener al , not just to AATD kessi hgr Ghegtiac et ¢ utsitng aird tc
the best practice standar dst tehaNHS.re applied to the wuse
genetic testing and whi ch shoul d be foll owed by al |l
doctors, whether they are &Bs € COHS A€t a8 N YO8 oWisS Nighg
by companies that provide @RAETiS kHP¥WhNhst ypisadithe i
Consumerd (DTC) testing. WebS|t<_as_beI0w using the_ I i n
NHS clinics for AATD patients
t he UK ther are severhilr noirnggahnains,at Gamlsr irdegsep, o nGa vod et

, e
r providing guidance to khéalbt hhecanél pr otffoespr omads aandd
e public on the use of géeméepbohesbs. emaiel guHadwexcer ,0n
st practice for doctors &dwod -Hidheieee di escussieon o0fH heaxllti
rvices provide a good farna meexwpoerrkt , as d mel i patsi enhe may
inciples that should be BHhbere®GPtbomwhem awwtdpatiaknthgco
n

-0 -"T nae oo nwo T
SO0 DO D® M®O® SO S

etic testing. Some of ttohidso it hier mgtoiuomsi Mgl yq uhiatvee |
mpl ex and the details di frfeé¢reraatottdirongghodé@heddherande
netic testing i s being ydonecihdddtrceens 0 medrma&k eswidrhl y one
mpt oms of &édiseasebd or f onri ndesmeadnea ewhta is well but i s
|l ated to an affected patient. However, there are some
mmon themes and principleddghstednblPlSbe foll owed
order to avoid confusiony@dy@wWoddVetic Testpnh/ Networ
I n any case, patients shoul,\pHSald%aoyléeeﬁgoteak ttottI gh[atnGUP/cPo
their hospital ‘doctor aboulyw!Rfis PPS/SEP ol' |on%f/tGetgsr?té‘|teng£:
testing i f they think they .. SMnsneeII n Bgst pract
includes obtaining a referra rom % or speC|aI|st
doctor i f applicable, for g;eemeettna: tAEsIheaf’ngctei;oabd caskbed:
I f the doctor thinks genethctpehbt wwg. gnalye thiec aal pl piraonpcrei.aotre

antlesti ng-ab-dn eoldgse rsetteisct i ng/
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http://ukgtn.nhs.uk/
http://www.nhs.uk/Conditions/Genetics/Pages/genetic-testing-and-counselling.aspx
http://www.nhs.uk/Conditions/Genetics/Pages/genetic-testing-and-counselling.aspx
http://www.nhs.uk/Conditions/Genetics/Pages/genetic-testing-and-counselling.aspx
http://www.geneticalliance.org.uk/information/services-and-testing/benefits-and-risks-of-genetic-testing/
http://www.geneticalliance.org.uk/information/services-and-testing/benefits-and-risks-of-genetic-testing/

15hAnnual Soci al and Information Day

downl oaded httom: // al phal. org.u
Chelt enh‘ESna,ptk4nber 2016artic| e/ 51/ ATUK_NEWSLETTER%2O0 |

Oour ‘"amnual gathering was HhOIAMUTIMNYRRZ GG yrod&t . jpndnf -

n
gg: elr d‘a{ls)/r(]e t%&niééren;g{né tn t H‘%e bﬁjgﬁ"él' fr'ﬁé:mbceortss WoofI dosu’r ?rﬁt e |
u P ) sessi onPrwdrees sor Dawmdd Barat r i

The event is one of the | at@éBEomnhhal Adratioppedliinsgts G Nt rhe
UK Allphmatient community wHOSPi ARpRas COVE® N K ¢i r &0 anWaar w
families can meet and soci @hidake spRelagreg ewil tohy iphd Y setndidsi €aenp
be updated on news about r OWeaskemertarleaVamemgeropat orfsSL E
care options and other r el eR@atnétlr t ol ¢WiRceeyy I?reeasd'iqw‘?{:;n'[expd‘léfrtt

in the fi-el Anoift Aypéian DefiRhammgceuticals. Peter ha

specially to be abl e to joir
This year, at the request @aifiswdrnmednembrey squwstiredscdgd om
the number of for mal pr es enatuadtiieonncse .t o provide more ti me
for our members to socialise and to have the opportunity
of dm@meme conversations with o

Joanna ShakedHpaar eRespirator/ a- -

Uni versity Hospitals Covent "ered
an excellent practical sess Pr ove
your inhaler technique?0. q

di fferent inhalers that ar e
techniques reqguired to ens
correctly and patients get
their inhaler.

L-R: Eddi e Owens, Peter Leone,

Shakespeare, Beatriz Lara, Da

Thi s was foll owedt byesai dmec
Dr Sandr aP&esotherof our Treséegsneghae an opportunity t
update on the | atest r esearrcehprneeswesn,t atthiev esst aatnuds hoefa | a chc ecsas
to augmentation therapy in the UK and the specialist

Al phaNHS clinics. More det dany JHe mper sqhady edignngrpj tege
can be found in last year&®8NhaWwsM@i®e?®9 which can be




2ndScottish Gat Kemikmgdlldy

r

KirkcarIdeuyn,e 32017 find them .Many of the childr
the golf driving range during

The"'22o0ttish Meeting of our charity was organised by

Fay Whittaker and Graham D® treefehaM8d wadr Yhepadsidtd ve fee

Cluny Clays Activities in erieroadiedywhpj fat t eqigledat @ ga W, s

Y une, bet ween 11 and 5 pm.time and found the opportunit
and t o exchange experiences

benefit.

7~

" ," Who Are We?

s

Graham was our official phot o
considering that he was fight
ti me, he di d a mar vel ous jc
The event was intended to fppreSioftiedd. occasi on where
Al phas, and their families and friends could meet and
chat and socialize. We had G S T o, O f
Mr Andrew Deans, Respirato L :

I nfirmary of Edi nbur gh, w h ,
field elf fAolrphmany year s
answer our questions and gik

Anyone who felt energetic ef
take part in any of the man
the venue. After a buffet
adulwe were told that it wil
say the |l east!

A treasure
were hidde
everyone t

hunt was organi
n throughout the
horoughly enjoyed




6”Alpha(m obal Patient Censgroenss on sleep related i
; h : proceduresanfdorpapsr;e transpl ant
Lisbon, PeB‘rApurglall,Z(717 were followed by a panel di s«
Fridawpr il transplantation. Lung and 1|
including children, brought

The Congress program startaethawi h§ taheiurmnperysoonfalt teexper i
presentations given during the Research Conference,

which preceded the event. Res tic
updates were presented byl a v p ha
researchers and physicians bogc t he
USA. Topics included: Evide f

I ntravenous Augment altiiBoeny ohlder

Emphysema, I nhal ed Therdpy,

Liver Testing and Modifier Ge

™,

Saturd®p,ris

The topics of the second day
included exercise, digital h
based disease management car e

they mean to the future of th
The mor_ni_ng concluded WithW %IaldiS?%"é??in%n cQMmitte
streamlining gl oHalr eesfefaa rcth F 8L & i?hgte s for ountri s
clinicians within physicia% educa ie??'egpf"\t/éle W(grelgigir'b
and funding for research. f—:ggeensewwecroeunta )I/eretporesen
engage in a question and angsowaelrS SES3T 98 network with pa
The afternoon started witAtra8ngiB8BntA®Id&n PORYI tdwming
Trustee, Dr s®eadra MWest | dirs&ciu'ssehjectives. Altehwaridsa
strategies tof T U er&eonier al and Eastern E
barriers t o BuXgPre nl t€atCi€oSn OoN  spear phydiing a
~ therapy access CPaVaipboaggtéons in their count

S www. youtube.com/ watch? : :
v=dvceMgRLz ¥d | | @Ptﬁntegfgggre Pe
by S €55 | Calai Committee Me mber s
devglopment of t he morning S ess
,IZIOI;chA R’te.ctommer ~addressing questi
E)-_a_tn_ ' rypds comments from the
act iy i i gugyun Wi%ba Global Di r

European Par |l i
and speci fical
rar e di sease

Gonny Gutierrez,
rovided a strate:
for 2019 and-l Al p

: ﬁlrJ]r;?Cv; C(\)Nril?[ehrl Boundation Preside
D1 SandraPaNer[zlli@tricg advancement 'Henry Moehringer
Trusteel WKpha Gonny GutielCodgress.
Support Group Al p-hbaGl obal Director
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Y nternational Resear cht a@en ff er e®licgghaab.n Wal shos c.
Al pHaAntitrypsin Deficifé'n,eb”yds from the-llnbm_muattpna
their personal experiences W

. h )
Lisbon, Peﬁ‘rApurglall,Z(517 opportunity to strengthen 't he

The Global Patient Congres8°MWa%’ JiScd FERCKyP Y padvancin
I nternational Research Confernnr‘p At wh‘hllnading

researchers and physicians
par adi gms -1f oandAlogpthhaer condi ft
become tar gell saugme nAtl gpthiaon t
meeting was attended by 1
17 countries.

2017 Highlights
Rhode Public Policy Group

I n 2012 thel fEU sBx pieAltp hRae c o mm:
document was published. The E

Attendees heard about new fEiUndPiamdd afmeam hevearmgomei n hr ou
the liver cell model , studitehse nofanpdotietntwead thleevr afhereapt ke
using stem cell s, the rol e coofntwhiutid yblamnd cet t-l8nhmoivii tgre oy

del ivenryhe amdestigation of Dleifver enmlceyr avpit dbs ni hheswe EU an

experi menflalZz Adopuhsae model . Presentations
focused not only on new tr esmmm——— t'hhe |qunIIabodrat|
liver disea-ﬂ;es bof Alpbaon RECOMMENDATIONS Rho Public
targets for augmentation t ¢h uPd|él5‘etEérsl,‘,SS
organ rejection, CRTRICRIRUTVIR] Aloha-1Antitrypsin Deficiency - [ERUR IR ARG
infections. Ti European 1 Alp
ImeTOGeTBeﬂ'er physiciansl r e s
Memori al Service and patients d
updated Policy
Af ter t he Research Conter RAelcpmaendati ons
patient s, scientists, clin we/r epacf niecisalany

ot her members -bf communAltpl!
together to express their ¢ .
of AlLlpRaundaftouvwmdero John W. 4
passed away in March foll ov ’i
outstanding serlvicemmuwnitthye.

in the EU Parli
t2hP€ Mamtcthi buR 0 QF
Transl ation of
ReOc oynemdernsd actfi on's
different l angu
During t he tribute, Wal s h . untlrz%q nspte
inspirational | eader whose "'»"‘o(io c!:nr}:qa hEureg
eve

for Al pphnad col |l aboration on a gl obal I




qlp&‘\c nnnnn 0iog Gus CEEOUD ity ( con t- /. nue d)

Gl obal -1Allpnhvae st i gat or aina mhhyy s ¢ciCanam Resear chbkis eb
Forum mont hly publication i s now

. informati on t o benefit-1 the
Dubl i n, |'4tr%d)\a(ﬂmbe'3 20:I'Gphysician and research comm

l nvestigators and physiciaP2sSNe®sy] etatcgrpsisssyuggrcan be
continents met in Dublin, | CéPRRY, Wabsitth& end of | ast
year to discuss way-§ oéseaajwtamC|ng Al pha

and the quality of car e fo A wor

The purpose of t he meeting w b e
28§ g Bad e igf s 4 e

investigators and physiciapng e@ﬂ:‘&ﬁ‘érotrlscﬁfl o%rngéffmq %'?ton

countries to start an ong0|2|@)gc276120alsotguaetea foc”hpsoer|alnl b
Al p-hai ssues, to identify areas interest,

and to propose feasible ﬂpF@@iﬂmﬁatteOeflf”épcftolvvee stakeho
treatments for Al phas.

T Raise -Algpwmar eness gl obally

AT the end of the meeting, the following next steps
were agreed: 1 Support t he  aunch and-1str
gani ations

T The Gl obal Gmdelspearlheadeath)we

Dr . Robert Sandhaus from¢qtPhreomd.t®. eat by coimpgnesi s and
t he rapid accumul ati on of nati onal and |l ocal
guidelines on t he detection, management , and

treat ment -lofAnAi phgpsin Def i cigsn

summary manuscript wi || b g

presents the similarities n
the various guidelines al g

potenti al met hods f or reco d
consolidating similarities.§
T A Resear ch Registries E ;

spear headed by Dr. Charlie Strange from the U.S

The aim is to integrate data collection efforts from

Al p-hapatients globally, to understand dat a

g s
and to promote establishment oWWw.eallpgdaptaly. or g
registries where necessary.

Participants ofl tlmes eGltd bgaalt oAl ppmad Physi ci an Forum in Dubl
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A debt of gratitude to Sheila Mugfo
by the Board of Trustees

Trustees and CommitteeShwddlad Itihlee wooo ds akRéeharmk syouc
tunity t express ofiul I syi ncxeprees s hamks graantdi t ude
ciation for the self]l essusppdoerdti coaft i Joonhn haed d a@awrd mempipeo
a Mugford has given twi tths uandatmdmbnerss whfent hdédi s mi
UK Support Group, espWe i @il h yerdeulryi ntgh ame&r ybat €ér om t |
nd Johndéds term as Chair and Vice Chair.

(0]
(0]

Due t o Sheil ads continued
promptly received their I n
cards were posted, which o
Post Office at the busiest

a dai ly basi s, parcel-shi wt
i nformation l eafl ets and
members around the country

Sheil a al so ensured that

was avail abl e at our annu
unl oading it and sacrifici
storing facility.

It was only due to Sheil a,

John in his role as the gro
to continue to be the vite
charity that he had al ways

the benefit-lofcommeniAt phant i
passed away.




Member St eolriiwvisng with the enemy
by Kate Bartl ett

o
o et

Some may say living in hellOn bngayfl iowuirngahlye wil «amwi t Yo

may wonder how a wife/carer| odkead waumng ckéds fwaddéd as hi:

Al p-hacan say that! to my surprise, he was blue.
nute wal t es done _ oV

My husband Mick is 40 year%” é’éldablhf gv‘alsela ﬁ {tfly nh'n t e

apart from having ulcerat||vetrceosll ks ofxogefn'vf"o-ﬁﬁﬂauﬁsﬁeutwf
started to noti ce Symptomfar‘nﬁ‘ullaattoeryzg}(} e 0‘ HFad t una
become much harder for hlmhlgxpg)ﬁbseatyvgér%b& I P h@na
his breathing just fAwasnodot ;ni ght@mpl; %Wl%?SM ka(,vgg Pn%d
di agnhosed wli t PAn tAil tprhyap si n Deficiency i n
January 2012, with the phemoemype@atZZdaynd Isiefveerredéyl |y c
obstructed airways. financially things ar e har d.
) ' ; became beautifuyl We s a fan
I remember sitting in thetﬁgﬁs%k, gntbsefglfglcetow%%rbrggia
gave us the news. 't al mosg PHQFegnﬁlg\UoWOtri%m"sle felt
dredimmke and detached from 5§agfé|t|y. c%{vebtolji@ 6ie§etttbiar{‘ s
in hand, silent, confused an scarye .
A few sl eepless nights Iatle&o‘}d/?ﬁ?rsﬁ/ﬁtht'ongursIeé)plpgﬂ [8@ Engsré)a
nor mality. Bothtcnfmeusbwongﬂapsg Cueprl,[oaulrn ened our eye
two sons, and | guess we S\H?Wtfetrré‘ﬁtd\/v% under h'e
carpet for the next few years.
The monotony and routine og‘ggleislfr(‘eléa:}gga:]i nv?/o%ek ssrgj?‘r;atnlqe
as many do, we ended-vwepekwi&sglbidng}loaway MEdpi s W|fe, donot

the weekend would hurry up.
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Me mber St olriivwisng wi t h t(hceo netw emuye d )

as handsome now as when | wfail ketd mewtyhhand6i nyelmarmsd, defl
ago. means beaten. So we brush our

aqai enjoy each and every mon
Qur boys, Harry 15 and Stanley 13, are MzZ carriers,
both healthy happy kids. Tlhe(yftaeprprfeicridatmys‘ealnﬂIsltuamld i n
enjoy I|ife and all it offerhse.és reading his books or havi
] as see the strongest, brave
Mi ¢ k has mor e bad days nQwWa tgqawl s€ Vo&'y Qﬁfoﬁévs ruggl es
although you wil!/| never hegeg ?'a@e@o%nhu%’% %tpe i%%g% e
together and enjoy our dayﬁ,a)evqrp”bu ht ela% nl uosal ﬁé‘\ﬁch%
on the sofa as his bad day%ouqsdtrel Gte R WwBOR I 1 ty
ltds these moments we shar|eCtaq)]g,gtlfeeq|tpg[j Jvhaadmoﬂsotsalmk
thank -1Al fpdma, as itods glventé1|s| tyhoeu q,vmpaqrthrbl tk% to |iv
retire young and enjoy the {tgi meth‘@ehQ?\ﬁ%st tﬁzlarpé)ttobewa :
angry, sad or depressed ablob'taibﬁre i £t s|oI fgeratnefa‘”chF?p’(
this special time we are hgwyingd (sgta 2 mj ! Bositive. No &
Mi ¢ k has recently unddaeyrg REM ttmeougthﬁrs ©or the fipoor
assessment for transplanta GR9ea81 Me ﬁ@e\ﬁ'gatao%lotufb?epo'n
lung transplant. We were bcst, $9 nYd€ "t Yh aSt h 0sCrki € de tOW|hpeef’”awa
that he i s currently in B{natthémﬂg,q(\jv toﬁattrn?aWSpneae”dt a
opportunity, but they are GABRY | LCagS§EaswhiM €Y¥6hYsée |
weeks as long as he stays eba|lgthby| adkd cI e "ot wHdEEId be
poorly with infections.

Al p-bha you are a tou?h battl e t
The assessment was hard, Jgdy yadrPe' ”cgana”(i’nymlﬂlnél@ d&n
consumi ng. So much |nformat|on to take in, thereds no
sugar coating from the teaMmo adal IPayowo rAlhphadsmuasntd <ay er s é
though that | much prefer befatusappheashbnsmhigme nbedberd it

Me mber St oAlippkda associ ated pannicul i
by Nicola Lynch

My worl d, as | knew it, waavso i sdh astntoekrye de nivin r Mame 2t0sl 5and o
Wh o knew t hat panniculitia$f eicst my rlaurmnegs.cohdihiboght I
associated -Wi tAnt iAtl pyh@ms i n  hleeaflitchiyencrya?r elly needing to se
certainly di dnot . It i s hraar eAlyp hane n thieocnoende is @ menoadhsitn g
informationlabout Al pha about .

was originally dli algwpo scehtamante tchhaAlgehla i n the | ast few ¢

I
(perhaps an extra box mistakaeaialyy 2t0ilck ewlhean @ ubl wdd t he
sampl e-iftodsm a bit of a mysparygyhesassti ardtiald nappedarnvieng on
any Al phwmptoms at the ti me,hebafcokl lionwi2n0g0 6day ,| t movmes and
still a devastating diagnosgiafnotto phug giinvteon.wor ds just how
wer-€ coul dnot bear 3[/) esst
Forward then to 2015. SlncoeocrqyordlahgonuogsHts il t h\ﬁéjs 6 ha S
continuing with what | 6d gaal 3ne0 NOr Mmal 'h||sftam| nkgh qn(?ré
di fferences were that I ha\ﬁasCh%Bg?geWhatltC'\A‘F NHetd @inde
other products we as a famphlbysdsedesrgpd | was careful to
— ——— e —— —
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Me mber St oAlipelKda associ ated panni cu
(conti nued)

w raised, red |l esi ons (aéstoresf ten theerkrkedatt oStas
aques or nodules) continHewev®r appeathi hpeentwer €o

e pain was i mmense. I could feel my od swel |
these areas as my skin Mye|ttrqr,1%fhgr éfrgf‘é’ﬁn
w home the next day andmysedifih ”n raorbqfeervre
aged that journey and m8Haded &

port. | just wanted t oPiglelftow ot
acet amo and ibuprofen MEedt OMoWHer ePai dar0rt ot he

™ @ —
o>
oom

aight to our local hoSPPBEhI D ewrnoem
nced from A&E -dfmoamge d&cVtPhArdS od t
n back to A&E, | was adhe@f{&d!@

TV -T®3 T HO0T Z
SO~ P —>5T>5—0

OcC - QT T~ S50

u could say | was |l ucky!
ew | h-Ad AAtphaypsin Defic
out my gener al medi cal
take. It was, and cont.i
surprise amongst medi
il st I currently have
mpt oms. Af ter various
uses having been ruled
opsy of one of the | esi
ood test confirmide@§i €i v |
di agnosils roefl aAlepdhapanni ct
t should be noted that

nniculitis, although | ci
mptoms and progression aigs

— T TS TS O

WT~DTOTOOMWSO —O X<

< o —

At first, I was relieved.

would surely be given and
go away and my body woul d
of my doctors had ever se
n that there are | e

ide), and they were
already frightened bu
i ous. I was put under
i cal teams and depaonaeane
hed to take
k n

re
ow what to

sponsi bil
do

e and more |l esions cont
y continued to swell. I
s than a fortnight! By
ficult to walk properly
d

(¢}
S5 o QT

[ to describe how | fe
agonising paino, Afanxi ety
was given a variety of p
ain and the doctors wer e
ould control the pannicu
hen decided to refer me t

14

a |
nPe det 01”' fehpugh 'l

| ;
ucing the pain. So | a@W@&"@n@CWUQE‘ r?d”tdC’dJrr”\fee)’)meEVE
€S, thPhbr ambejggxi et

e
he ti me wer e extr e

{
hed - hedpilapffect

Tho
r a

my | ower back, buttocksthleegorased abdomen at first.

me .




Me mber St oAlipplda associ ated pannicul i
(conti nued)

each other forming | arge kas@ésr od Ipasiinomcsu,l idlls,tkhd tthiome

stretching my skin even tigbatkrngl tmoe neanbterrolf e my i npga nanti ¢

times |ike | was going to sbturrosntg.erWmrastn aonfedalclat was &ahdti

some of the | esions seemeddeawelboep efdorami nogpffelcaiidnf afted a

blisters, and when | arrived at St Thomas©®o, I found that

the journey had not only |eh&n mé&hen heolg ersemé‘pﬁﬁf"‘ﬁeg'n '

distress, but that | was B(v\/rr'eawl'?l%.'tl icoul @ $%%1998§ pqh

slowly running down my Ie% ereThonScewégergquvgislead bli |

subcutaneous fat! ' € NoCTl ugShlagyh Wh at WOUI

The subcutaneous fat that #AS e%reoaetneaasth Yo ud © Gtkq ryso nget, hSatd

essential |l ayer that helpsanlsél" b S atde J‘teyt@rﬂﬁer”aetvdere,see

protects our body, housest Nipnek We, e e g 241 ppgagyching t

vessels that feed our sklme%' Gals ePdsPels" S Wds Pl dghed c

attacked by my immune systEmW |r|ed')l9é,t)§|nwge tThogU Ny ¢ P vyl d e d

breaking it down, unopposed, A H LA "' nha

1 antitrypsin. -t asreteimtsr ytphs-

plays a | arge role in the - vt ood

than its role in the lungs -

Originally, it had been or y

patient at the dermatol ogy n

their family hospital a c c oy

was brought in by the amb

doctor took one |l ook at me to

be a day patient and neede

i mmedi at el y. In fact, t he

surprised that my | ocal h o it

a possibility that | woul dj = at i

was a relief to be admitti g

Smith and her team is an u

Whi | st I received and cont re

and help from Professor S

Thomasé and Guys Hospital

were very t-oaemahochadlondt

themsel ves can comprehend'

agoni sing, and really hor &

caused by panniculitis can my

|l esi ons having been acros

thighs (the most common aW

was near i mpossibl e, yet I ]

so ofdening wheelchair tra

to other departments for : vr

deep tissue skin biopsy. I = Ss

to Guys Hospital to be se B -

doctors and consultants fr"""" S

for further advice and inp " ons
ring this time, | was t ak" wonto

o O
c

edication called Dapsone




Member St oAlipplda associ ated pannicul i
(conti nued)

what happened to that patiedmiughafteer stthhe linintijadnitorread onen

Did panniculitis return? DiLdntdlbeny tounvvisve@? me and so much
What causes panniculitis a%rd w%fyUIm'ine started alll of a
sudden i s not under stood. Thleherreesudeaennsf tmanypeweneoks of U
common cause, al though physianal thaauma hbhae been | eft v
l'inked to it in s ome casmany Theamgo!l dos hanghy di cafl an
treat ment -1f oas s/lcphaa ed pamriua wlpiattihsy armsd ttdoaving in chron
receive infudiamgiofypsphawarze mea mavge cc.h | struggle with
i s purified from pool ed myhumags KQldyxsdk-stmhleassaad ¢ $bOSEss
(Aaugmentation therapyo). Rexéieviyn g ntdh ensoeb iil niftus iiosnssu ehsa.s
been reported to halt prodrievsesiwdrn hofmy paandicuil 6hi sMysdaiy
allows the body to start hweiatlhi negxt rRengeulya rhiigrhf upsaii onn sl eavred
required wuntil the pannicudtirtdrsgessttopsa;i ni medboat ipans emnr ls
panniculitis never stops mamdge edryd 6tel appunghp samde
infusions need to be contisumadI|regadaehyld chores or W a
) . d ficult. I still strugglet1
The i mpact of -]reat:retuvtlrn)gpsAllrglhlprkfufS|on nyfodristan nd | 01
me was |mmed|at_e. No new Iths él aoedarfeadt'i a,ned 6}1
existing ones finally star sj Haeeq.'[;.e glre"g%éﬁjr\éeroyn tul.pg
have found a medical team 0 ca ,
research it and its treat%)é:tg érﬂofégplt)}l ounII'sé1 ﬁgq&P%wlelp §|§nmy
. t o t' e Sd a% sU@r PRdR 0p
access to augmentati on ther ap; Yy t"&h'rcer%tlarpc?lée?svee thhaes Dai
saved my ife. I n t he UK, wher e currently no
augmentation therapy product e et = N H S
speci al permission must be :
sought, as t hese infusior
exceptional circumstances.
During the nearly five we = . . . "1 e
anxiety attacks that St ar e ; -
continued, and | felt very tmi |
and friends did their bes e
messages but it was not ea
home. My husband spent a | ¢ ays
before or after work but b er e
under a | ot of stress them h m
il l ness, and the fact t hat my
husband managed juggling
keeping food in the cupboa g
out the dog, bills and everss wi t h
the running of a househol d, I wi I never Know. But he
did, and | | ove him for itl, dmrstitlaindsngudpgl imeg athad meva
giving up on me. I am al swi tvhreawt pbreiurdg olf e fhtowi Mmyt egamd sa
who stepped up to help out Fami hgmeé i dmed htasw htahde ted delsdnge
two took responsibility of wiobkitheg &aterthheit smuongabl €
whil st going through theirf@(r?SEm?ys f aanndi IAertvhedts.my husban
we i and mine, and that | C
We are |lucky enough to QMGngSeOrmedaﬁfghté“ret_rﬁ%ﬁtl did wi
amazing friends and neighbours 0 epped I n to help
with dog wal ki ng, maki ng elvegrngvemeatsthg Viorsg loiff tnsy tloi
the children di stracting iamdled @omkd mge admneér amgepbangestc




Me mber St oAlipplda associ ated pannicul i
(conti nued)

wheel chair, at not being Satplpeortto gwodllg f oMosHat i ent
i mportantly, Il dm still C 0Mipgnsg i r |t it Cj es
and effects it has had on k%r],iﬁgdfealmt?ef éné \ﬁ H‘nloléwaqu c%alpe%
as a wife and a mot her. Ekxery‘epiaitmefntthe dj|efsi9|n§nt, b i
returning nd me not gettilngt t peatineanctc uirsata caomdt anltsi nf
threat. For a l ong ti me, amyociiantdedkepanni epll ayii®sg out
traumatic events that happenednceduanhagthaty of others
hospitalisation. | was exttre mglex fiemr ftwlucwhewi tlhejaviigg f
the house or being in busydesewd®diphaces. tthewi ¢bddiewi on
a | ot from family and frgendse acsasr\scgs ybltpihmage dwaganni cu
over whel ming and exhaustingeopllet vieswalillyl laerfd hveevei na hi
tears and | struggled havinteti o &Xpmpleasi n ambya tn gh af prpoemn elde a v
and how | am. | have strugdlsesdiewiltolssdepgrhke isidempransdi ons
the I imitations of l'ife neWrobiué¢ aand hsoeuwger el pat hl | amd v
di fficult days, above all I am grateful.

We may be very few but we ar
I am grateful t hat I am s taillplh at®menuni hgt ahdcmanheaf ué
birds singing, go outside oarhter watmoh et teo mmond-Eympedmp e o
through the trees. Over a ymantwi |iin hrd ppirtad ls e wiit thées dacvcai raet
outside view increases youmpaappreciatiison nofyotulre oswinmpplaet i
things in |ife. more accurate information abou

| am extremely grateful tolevarsyome Wwkei has tewnathd ienlg t o
me to receivaentAltplygpsi n i nfpuasninoincsu.l iltti si,s thoar dupport eac
to write this knowing how manyeethee Rhpwasdget ofhewue di
woul d benef it al so from detceiilvddh gbaakgment atfioegmmati on
rapy, but currently do me@$earddh icdn myhiiso pp@mietvat odh Al P
us wi || one day soon be ahlhd nge bhawe Bacessomne oéwt sof |
enti al therapy. have created a Facebook group

vV e Alpbha 1 pan 'CU|Irt]Ig ( Al

. h a
e ar still many chaIIG(g,noqJ s, %Ilt hetng.ag.e ace
, m%@%%m@%%§h%% |
e ir3s
S .

e
ith the worl d, a|th0l.¢] Q)
' 0
S

—
>
D

()
n
2}

§

6m kinder to mys el
or doing things in
that there is stildl a long w
ruly accessible for c irs (but thatods
yl), and how we often need as much help

are with emotional and ment al chall enges
h

physical i mpair ment .

OO D®Y O =0
—

w
e
e
S
0]
e
(0]

o< =

we

I donodt know what the future hol ds, but t hen wh o
does ?! Continuedliantuisti opngsiod &d @ ha

not guaranteed and | donodt receive them weekly, so |

am regularly seeing signs of panniculitis starting to
reoccur before receiving another set of i nfusions. My
l'ife is full of stress and uncertainties, as for any Al p
but I have |l earnt to |Ilive day by day and enjoy what
each day brings, regardless of its ups and downs. It is
my family that keeps me going, and | take it one step
at a time. One day at a ti me.
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https://www.facebook.com/groups/1748644008780254/
https://www.facebook.com/groups/1748644008780254/

Me mber Stelrdeelds | ung transplantati ol

by Cora Paterson

We found out-lalouti t AypbBan yDedrisc,i encyLdgaisé¢chased for an a

after myhawtdeed. |t was |ieteedeasa hniesw ccaoursseu lotfant . It
death, and he had only foupdse'ubiaboytoitasdm@mbllg berh @ r
he died. He didnoét tell me , as was pregnant with my

second child at the ti me. M?esd’vrﬁswarsefleorrdeadyst%ld"a\K/r?éhel
my f aithhew passed away. Hisa@SSEPSMRAPLt hushAhy initially toc
Lee, then went for genet|cmPBEf‘ﬁngOfanHUTbUﬁH detS tiShat L &€
was phenotype ZZ. We didnoRT %NSkl SanWash jWigt hoofu tj tt rfads p4
while until he started toh'eSxp'"éqqletnrbehasdonfiecdr'é"aetdhlnhge W
difficulties. Firstly thist@lak tihgantoreas was ldeksesl Yyop 0 thi,
Lee was fobbed off with n)JdL}’earé-eﬁstWﬁ‘ﬁhatfl'é‘@|bb’tlﬁ’b@ﬁﬁd |
t he

GP had the results froﬁ’i’ehlwsergﬁenaedtvl cS etdestWe packed
rom hospital for a smtab

Lee attended pul monary physi of
was allowed to keep attending
ended, in order to maintain h
could be in the best possible
body to cope with, and heal, a
A couple of weeks after being
we received a phone call at or
candét say what Lee was feeling
could hear my heart pounding |
mouth were extremely dry and
called Leebdébs mother to | ook af
we dashed to Harefield. After
Lee had a bed but was too ner
had the choice of a couple of
so | oul dnot sl eep either. £
wer e toId t hat the operation
got our first HAsorry, not this
It was initially hard t o t a
di sappoint ment hits you hard.
see beyond your own disappoi nt
for the donor family who have
Af terwards, sl eep at ni ght be
and mysel f, and even the <cool
woul d wake us and wedéd think
Eventually, after -ta meotaald dfr
daytime calls (the | atter tak
nearly six months of being on
the call that changed all of o

With things not improving,WeLereeCler'1§/.iesdté.ctﬂeocalaI haots |t1aﬁ |
and “wai tin n h hospital,

referral wher e he was -ldi_agnosed . wi't Al . N
] . anot he,r s.0rr.y, g r megd. ow h ec.ra
antitrypsin related emphysgm At fr st?, t¥h'e e.cline i.r
" an sajd, aweoll gqi.n Q , t
Leeds health was gradual H got [ ogt i N 0s™i I
bot h i a _ bol't . hi's™ was h ¢
system and had not been seen I n clrinrflc or three or~ foul
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Member Stelrdeels | ung transplantati ol
(conti nued)

throughout the whole procesasmnd Alo afhfei cwea i @ nwnigr dirarde rbtese nar
extremely hard and stressf wli.sk; he should avoid dusty e

. as the spores can,  cause_ probl e
I went down to theatre with Lee and gave him a kiss

before |l eaving him in the 8hods|l pyf beher bo symwiatcahlimigt eatf lfa n ¢
was moved to the relativebsr amopn amt ,awaeiet dniedwsa cahnadr i t vy
two hours Joatdematlboe came tHostpaltlal me t hat

the operation was wel/l under way and that I shoul d
have a <cup of tea beforelUdring ntghi Rom@8St (Ye@inpdee ha:

remember much about the dr iS\@ ho%methe sofa just watching
got up and danced with our th

I went to Harefield the nexeécamty. hdleied awa,s sionmeltThU,ngarmnd at
he had a breathing tube, dorvaeirn atLyteeasr a@omonitor and

|l eads and | ines bleeping and buzzi everywh

staff did try and warn me, Muth as"eeelrn qu}tlyyou?%le?l?ra@té‘ﬁdﬁe
qguite shocking and overwheMSmiWeg.CelL 8868t HoyyYewas of goo
extremely swollen and, i n Onlefedt hoofugdid e afi@r waltiht f hey don
joked with a friend that hd oow hheaidr bfi gyrgielry bardst evedamwn
me The next day, one of oubeeddi Hdnen wasd ahweldlon®o sl al
couldnot go to the hospitdlettot heda Llecev eadn do nees 6waend b
moved from I TU to his own rpoeom nnn ntghe war d.

Lee made good and steady progre: ! L.t

support from Leeds mother, a i : (A ds,
Andy and Keit h -1f rUoKm Suhpep oAlt p .
visiting Lee, it woul d have to
cope with that quite confus

Lee id so wel!]l that , 13 dg and
on hif%®iddthday, he came homs

recover wel | and pushed hi { re
each day. Lee was advised t ne
year -oppoesrtati on to recover, ,

system was wunder reform, al fits
stopped after three mont hs. ki ncg
and had taken as Ilittle tim

Al of our Il ives have chang r.
One Sunday morning Lee walk {

without -joxksytgemver a year agd

to walk six meters from thgd S lhout
oxygen. [

Lee has traded an existenc A

_‘
(0]

volves around phone al ar 4
dication that needs to bef 8 1

me y .

There ar e ot her i mitatior

transplanteeds |ives, such Fo
exampl e, eating out shoul d

premi ses. Finding a job tha has

been difficult: he candt go ; v al
because of the chemical s; ‘ i G




Me mber St oMy etsransplant journey
by TrAancnye Lawrence (Gayatri)

was pushed along the corlrifdiorstofstRomwtaead Waos dnaletA ndtdi &trhye

h
r-t @@nowned Harefield Hos ietfalci drycya wheny i fwaati esn. nly
)

I
wo
transplant coordinator andsmbpkepnf hbe bhemaylye nEMme&edad h.at
seem to be everywhere at talwdwul hempktealbs Absghwal Bhggwi
serenely and very calmly haw Imywalso ykfnroivennd | $i mard,n' t r e
known to many as Burn. We madel awaser wequyi cakctdash tLoooki n
the i ft wheye dt he@oosrhdairnpat ogret n cat ibcietd moyr e out of breath
pretty toes, with pink andalklue varnish and silver t oe
rings. You would have thought she was rushing me to
surgery with a critical wolndo8éndi derti noyf 'hl{e”% plele®C tsingn
ran back for nail varnish arftme'orve"ﬁ"‘C'Trh%'y @v'&‘#k@ﬂ Qnafng/er
feet in transit, in the 1iWho WMasgtbPgfnyBLempiVrabyraedas
the fumes from the varnilst ©fwou I'dhfb% agnfost heetrj nyl scarri
compromised lungs. carrled t o ate term.
So, by age 34, | -twianse satsi la rweosr
manager but finding it quite ¢
was on 3 |l evels.
By then, I had visited my-GP
ray, and they discovered a sh
not offered any support, or e\
smoking, whi ch | had started
babies. | didn't heed that adyv
By the time | was 38, I was s
had | eft my j ob, sold my hous
guest.
a A |
spent the good part of a ye
Tuesdat)UMalyG 2017, 7.30 @aemmunity in Wales before tra
anot her Yoga ashram, and t h
I was wheel ed into t he meAahkt egrye a just before
anaesthetics and surgery. Simon ana/ | were given a few
mi nutes alone. We basically st a4l A her i n
di sbelief with massive big gri = ‘ Af ter a
few minutes | was pushed into area
and, after a very short chat, CU on
Wednesday at about |l unch ti me.
Waki ng up was quite surreal. : Ei s‘ds
bet ween sleeping to waking, wh § : =little
di soriented, I realised | was s the mo:c
amazing realisation.
In the next few hours they had f my bed
in my chair. I have vague memo ones
visiting me but, to be honest, y so don'
recall much.
| was |l ater t-apewatd Bhd doedp&omstiayed with a friend i1
where | spent the first pardth ohompifabrneytho melctoivelreg .
apparently, had been eating a
year s. After treat ment ther e
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Me mber St oMy etsransplant journey
(conti nued)

been in many years and with a pr~= £ oo d I
travelled to Ireland where | h - ummer
mont hs.
I spent summers in South West B s s in
South East Asi a. I took a teac—"+ se in
India with what, | now realise | . t he
maxi mum of 45% FEV1.
Thankfully, while I n Ilreland, GP to
The Matter Hospital i n Dublin aney
He swi ftly di agnosledAnmea t wyphi
Deficiency. This was the fir I, m a had
spirometry tests, and my BeW1! W F .ha?g ' I have
of fered to go-bloinnda cUoubb%q’ pturtitdlngf@}"l' e on hold an
augmentation therapy. | L?Héal?rﬁ%"_o'errv,velals' |t heagty g n
travelling to warm cllmate"\é ah edrl el eICtHPHn‘ItWQH{d_c EE? m
infections was good not go Yl r hony 'ph,?%rﬂc‘a{f’ bbbl S 86C0O
for my mental heal t h. mbine earni'ng l'i'ving and p
About ten vyears later it wa¥ouwlGglkisk@aqt gpnatant V\;%ostreu
nearing the time where Iung"[Fnhﬂglaf"@npgf(itoryesaﬁoul-rd_'bsetr
considered I decided to cd&'f fgéclgoﬂgguﬁ.,hea;_lsuc dndrn.to de_
for such a major operationpwggrhﬁéﬁgd \QRHC%X'Efa II%/'g al
was mainly in the UK. this challenge, and wou I i K e

Al p-bha UK Support Group and to
I was referred to Harefiel dhaMes ppieteanl gainvde,n atfhteerok @y t i ngm
was offered a place on thegyaiitnngepti emben. dlecheaddtoha
of fer initially, as | was igicirlelaspopgpithge df 6t amce hteo wgient
mont hs for my sun nd fr estho fwaulik s8 aknidl otnoe tirievse dan | vy he
beach

I also love to travel, I | ov
By this time, | was on ambwdakiony. olxylgawne upl s Sthareteed
litres for walking. I hadmy ofragbaunl oducsn 03 e cpinedl t Bc lein@dd e
portable oxygen concentratgiftItcprmm.is'éldismyhsmﬂfgivamrd me
my doctor Dr Anna Reed, that as e
needs changed the quality bfa SFf{Q ef‘ﬂ@ﬁ F’”é\llb dsa@? |
on the active transplant Mg t p""'I‘H" k hllpepr e V188 5T hyt o
ago After three #fdry runssé)mell FPWQJ; y 8{" Sy 241 NHGHE
Monday 15th May 2017. el ve Bl on over
For the first 12 weeks aft%‘r'tt'hecaorbebrraetartohwe,!!ll hWadsttid 'bd
extra careful to avoid public trans busy pl aces.
I spent this time at home doing a 4 tl e jobs t he
would normally take me days to com has been
amazing to be able to do simple t hang the
washing on the |line or to be able wn to take
the | aundry out of the washing mac
Today, three and a half months aftj @ ‘4| ation, I 6 m
in Bournemouth for the August bank ¥4 L spending
time with my el dest son Dan and ho o T We
wal ked three miles to the beach fr " me again
with a little detour via the shops Vi
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Me mber St oMiikkes & Al i son Dykedos Stor
by Mar k Acl and

Mi ke was di agno-$edt witthre Amlgmph apifve2lup work completely. M
Local doctors carried out hbhlkoddveest anfdoltlhowi dge dr & oourhrien
water infections, whi ch shawad hkei swavsh i p releespckrei sbdeads easnt i@ h d

platelet | evels to be extrM'mEbfzslowndiFtoiIdmwStnagrttehd St, 0 M (
was admitted to hospital for urther test s, including
|l umbar puncture to ittelsdy hllrélntblgaglél ym%?‘fjongls Mi ke spent
thought he may have Ieukae% ah o Mgn i 1He was Hé‘éﬁlyﬂQIQ el of
vomited blood, and an B@@opa fr &W, QI@@dshe hag the
varices. A liver biopsy flﬁélaﬂ{? t 6 itar'ﬁéid HiSs 1diVed n "3 Ss
Al phaAntitrypsin Deficiencyln@dyi @n tama g Lb%‘éln&brtg/ﬁé”rahepa
(TIPS) p oced Queen E
Birmingham. The purpose of t h
bl ood pressure in and around
the risk of bl eeds.
Doctor s were very hopef ul t h
i mprove Mikeds condition, how
positive as we had hoped for
confusi on. Life was veryimmerd
carer We decided to complete
baby, and our daughter was bo
very difficult for Mike to be
me and the children not to ha
had amazing support from bott
started to get more knowl edg:

to stophos""mo'kt| ngayY afd f edcrti nkYrmgchildre

ld that even ontehraelecoyheoqrsc fgq i ngur son 't

hi m I05|nﬁ"ehrﬂ%wllaf"e CANK LT MRGILRR gt hpdyts
0

Mi k e was advised

i mmediijahe lwas t o
coul d resul t i n
i

i
drinking, but did not complpeteenloytygpleve RHCt eSS t AGN QA t WRH'E
many probably think: itos HBULE gtoh‘f'ﬂé qeocoh”éeppeynmpttomrﬂé"‘
Al ong with-1hi Mi KAé pladso suff”’ ;

enl arged spleen, varices th vhi ch
he has had to have glued o
save his I|ife.

Il met Mike when he was 24 - . L\ O of
Al p-ha and as Mi ke didn't k '

we didn't talk about it mu < ‘ Near
l ater in 2010. Life was ni > ' d
enjoyed | ife as -k Wwami eygh

pregnant with our first dau ur ne
from a weekkinkle awag a massi

of the varices had burst. E and
platelets, but was tiolea hhaes

had an alcoholic drink sin rly
didn't meet our daughter.

Everything settled down again purt , untortunatel.y in
February 2014, Mi ke had anaditkker whwsg e | lmlceeadd oann dt hsep elnitv e r
t wo weeks in hospital. Fol lhawi ndhrtelei phioomepictadll sadmirss$ iher
he returned to work for a whott athiemea, bWda wéaee sadley hiar

22



Me mber St oMiikkes & Al i son Dyked6s Stor)
(conti nued)

reasons why the transplantWei dmsd were ¢aohdeliltedw-odind k
January 2017, it was discooeredtitder eanvih safstoemne tohnilnyg 3. 5
wrong with Mitkewassrh'etarpumpi 8sge asusi.t Wehoukded t o prepare
be, more than | ikely as a Amazenggkencetbé shegdorwvetrolndt
wor ki ng properl y. I n Febr umeen aorbmplweteatstuecmcbesds'a

routine appointment at our | ocal hospltal,

that Mike was being taken & &etfhe&C 9vah§9|st¢m%'ty d"iﬂeel It
the issues with his heart. LA ORECapbPAL, NFj K"éswﬁgm%ﬂvk
just 12 months to live, as PThO%G&S Swa nnd hfeurst"h'II thraeSa t Onf eh
t
[
t
t

b

a
K
&

as

hat he could be offered. MP&EeNI mMWOEKRdad d "wiVd hmointeh ts'?;t

in a room, just crying and Q9 d‘i)fnth c HNad Nh Cr0. N Cv8y N S ely %

hink you'll ever have to hedrdhitddsd Mpdrryed sdpeei 4 hey o

he age of 31. is hoping that he wil!l be abl
however, doctors are stildl u
possi bl e.
Overall, it has been a diffic
the whol e fyaedrl yaol dOugson” Thoma
| ot s o f guestions, whi ch we
honestl vy, and we have explair
to be a carlr.i eButoft cAlwahtach hii
big smile on his face, kickir
with his daddy, fills my hear
still not able to do | oads b
raising our children together
Our children have their fathe
a few mont hs, we went from pl
planning our future. It i S Vi
mu c h you |l ove someone until y

E d t
We had to go home to our thgg\t;egk flgé@ ",SF],Hep&t‘/ :Y\VebrrJl vee

face on. How -amdy-mmeadt ebl daawd

month old that they've only got 2r year?
You can't! So, we didn't. They r was
poorly as, by this time, he wa '3 e and
going to the hosp-upal for weekI|lf—+

Mi ke started to plan his own fu dn't f a
-the thought of | osing him and en al n
was t oo much for me to deal \ 7,
doctors agreed to do some furt I stres
testing on his heart. A week wer e
informed that Mi ke was active i st
agai n. | can't even begin to t hat
meant to us!

Within two weeks, a suitable do d. As
Mi ke went into theatre at Quee al in
Birmingham, Mi kedbs mum and dad o}
tight. We were all aware of t iim clo
and he promised to come home to ren
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of John Mugford
of Trustees
the Dayodo, which he posted on t
was eagerly awaitddhmysolrmasme o
the Day, pbWBaedaoy 2017, was
to know what | oveapsloy bybdoatw
tributes received in Johno6s n
how | oved he was-1wé¢ommuanitye, At
in the UK but internationally,
and professionalism he showed
great per sonal suffering. The
is continued in his memory b
me mber s .
_ el John was a true gentl ethamdand
) ‘ i was al ways a gre
Sheila, John, Darryl, P@PHe%ﬁpsteyfafnorts have made a s
the devel opment and growth of
550ct oberi31085lnuary 201c7ellgh§epl to see the establis
Qur dear friend John passeld glé{/”CS@ﬁlc%fngﬁIeralénhtoaSpilta
home, aged 65, and is S”rv'c%E§e§y|lﬁ'§EuW0p a}heoh r}rfja|n1
theirs sons, Paul, Darryl, ,and  Ry3gf., hoillpatnieotsAlphahe
John was diagnelseAd twittrhy pslipgphjgDef i cd engy enormous shoes t
cy in 1999 after contrlawd i Qtutbelee PORIMP N3 gi cat ed t
years | ater he-1j dJiKneSdetproetwAgg(gﬂr A Pyou i ke to thank hi
became a member of the Comgwbhgeef'bp gggpl Gdh||%SW|th us .
elected as CHaiwas ni 29tllument af I n es-
tablishing the Group as a Begashéngde&@bBgrhow, JobhnhtialblydCcC
Engl and and Wales, and subsequently in Scotland.
John was al ways passionateGFb@ntsountallisrieablteft:et iion&-ab
net to i mprove his knowled;eoﬁlpoqﬁerﬁblerasspects of Alf-
p h-a . He derived a great dehl of pleasur and satis-
faction from passing on thagtfikfownketge BRAGAPFeomcChesp  con
ing and supporting others |i Faapyuy IW)ﬁyrehrﬁaerOaLb'Ide mla®m- o
proving the |lives of Al pbas hecam hno mi ssion.. .
was a committed and tenacioﬂ%'i&pag?%%éo dvyoc%ttesfp'r't w
supporting Al phas and their ¥V'rlse8 gnd amlFflsbleE%ﬁHCUI
a ftulme rolHdefest @abmi.shed tellgrdo Lplpnoost sac-t ual 'y know YJohn
cial media presence, regulfarkinpowspingredUienevhARt PEhfHE -] U
mation and news and was thle fiHeO IAMU piedatmeOMmoreemMhan he c
tred of “t NoyiC sl iSuch a kind and hel pful pert
John was a very private mah 9amd ediudndto Wdd Sanyone
outside of hi's personal cifpcilMy tfavibnewt Bowedd b n'hgeo pheasde s
becomMHés selfless dedicatioh H‘]Sohfnurv&hsera dtem0n3t|rnast'|rftio
ed by the fact that, stil!]l hou?'s" b%%r% 'hfe pyassedp way,
he was messaging group memb@J@hrthﬂastm;ﬁorOtﬁrtd’le mos ge
them to the very end. iHis work will be admlrat
As many of you may know, Jon% Vﬁ'aldl abepa55|on tb(y I
musihce was-ta nearmusician, pllaf)ingheniastadhded great kinowl
up and down the country foQQG beaht I9XiBIE&SOoNng of
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|l n Memory of Norah EIlizabeth Oliver
by her husband Bob, Daughter Lisa Marie and her

2i%uly n®MOecember 2016alking about the people she

) o knows how Nor ah woul d a
't would have %heiemt h\doarya hid 'fscwlﬂlee dation. She certalnly W
July this year, and we allg spoeerntontshepodtatyedreh snt'osry'ngnoorf
happy times in the past a”ﬁ‘neé’tfiﬂ\‘g)rtamé)rﬁ p03|t|ve outl ook
on |ife, despite the challenges that she faced daily. S
enjoyed a W&lnadsetr fudar70and FEellltowlnrgsade amemories from F
achieving t his milestone d$iost ewilhgy.her di agnosi s of
Al p-hain her 4006s.

Dol INpyr ah was y youngest siste
us. We grew up being very cl
0
t

went dancing together which we
Il ives at t hat i me . As ti me ¢
had families, but we al l ret
Norah never I et l'ife get her

there for anyone who needed
ill ness progressed she was Ve

much and won6t ever forget her

|l vNorah had five sisters in t

very <c¢l ose, but Dolly and mys

close to Norah and spent mo s
especially as teenagers.

Bob and NorahLisa Marie & WPldw. Lisa and myself phone
these chats are sorely missed
had, or made, time to support

Nor ah passed away peacefuBoby i&t nbwmehawinng t o deve

23'December 2016, surroundeaedmmpnheatifamiskil | st is

now nine months since we | ost her, but not a e day

passes without thinking ofNﬁéF"haﬁ‘édﬁn§§mﬁgWﬁQgenghlthbf

bottom of our hearts. DesPpPMBUMNehY o0thMyh:i nyS pla§ nt WM& gway

breathlessness over the yeddudbegoodn tWPSIed fariiveanydss ndpruer U

her face ono and face the W8r1 dNQI8h hSsmPWedhnteal wayd

a kind word for anyone that she met . Nor ah really

enjoyed going shopping with - s —=t he

occasion was buying clotheg

with quite a few bags and |

Bob, mo st of it is going ¢k e

simply did not have the en t h

store

Norah was weil ¥nftamieldy and |

Joseph and Erin were her w he

want ed to see them, and f

foll owing school once a Wwe h

Joseph and Erin have fond

Nor folk with Norah and | ovf her

scooter.

Despitel Adfpfhreacti ng her | ife g

never gave up and wanted 10 support otners recentilyV

di agnosed or in need of ailV¥e.D0likyw andaNarsahher often
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|l n Memory of John W Wal sh
by The Board of Trustees

A" February7iMaaxch 2017 John | ed -1 hReo Al pehtai on as Pres
more than 20 years. Under
Al p-ha Pat i efnotund@o-1 Athadat|95t|aonnd became internationally
COPD Foundation, USA ment to peopleawdthoAl ghaving
John W. WallshpatAlemha and pasglﬁHé?e,angedlmcpe{tov'ng heal th
ed and visionary patient A cRheendady ssedhaéwdy'vﬁﬁted
TuesdaMar@h 2017 in Miami, %%%tcguqq%um%%d hysefvice pro
his lToving family. When John started to reach ou
John is survived by his de%b®B8 &Pfe’ DFAAE Chedr?r higRr soO
Linda and granddaughter LiIg‘?‘SJB_EEeQIéJ@dI'@QHQé"e Lt wWins
brother Fred Chase Wal sh Haorglicstqat}sstrgjucstalnvewgpéﬁnonary
Ferro and Judith "Juba" Mor{®hn wa® shO MM, yto all IMgo \uiln g d
an extended family of cousilns,! Mg ¢eG@RD ¢go '@"b'?l'etwy t_'ﬁpe A u
families, and many others, WiKP i &8@Fpnyas Bd St M Sl
passion and spirit of life.N9%@a%: I@h§EEeBEﬁgndu§ﬁIeé>f<l“PQf
dinary |l egacy of <civic servrifacsee,f"”acdhvoclanca/reaSpdonpShelIaontthr}eo
Dy . _m|II|ons o f iagno and unc
in the US, John formed the Cf
I n 1989, TOHeh&OPD Foundaftégpomfi 8 ar qqan
was di agmohsoesde mi ssion is to prevent &
wi t h -Al pphraove the | ives of people aff
Lung di sease, .
resulting‘]OtFrFo?n ca[l t o acfclon was_to
Al p-ba hadfower patlents._ Hi s pon;rlbU‘
t ak el J engt s and capacity building a
mo t hiche atAl Flygcommuni ty. Johndés voice
age of 48°,f £dd nical research, strengt
Al p-ba a|scohanged the way patients are
af IS h??“ atiap. _John-céntged mO\par!ne'
sy ol arm H—;Eg bringing together pati
t wilh brsERLFhers, gover nment agenci
Fred, Whocorpré@nies The result of this
ceived a W3S pjpcreased the Il ongevity
lung tranéﬁloér‘?t affectled nbyt hal pUn.aS.,.a-n
i mpact has started to be visi
Af ter disgdm\baﬁly
i ng how |ttle ) , )
s kno‘llv hn' entrepreneuri al spirit
ag Al PR to community service, S €
and that only minimal reseaCrecrhtrV\Pads abelan'5'0()rlncj""|1<cyteadprﬁrnoa_c
this ar eaf, ounodnend ctcheF Al pcat P B8R QM T wi | ! remait
1995. Thek Ropmdati-beprriost id mEdgaNirc-eceived numerous awar ds
sation v_vhose mi ssion is 4o wdevwel yr redhe  EPEr AL PP ni
and to improve the |ives °f|értﬂto'sewh"‘dcffeé:lttedcobrﬁ(petlheedd't%‘
ease. .Later t h-faduryckad , AIJlerhm@ﬁ;golyanpEd patients, heal t hc
f_eprrof|t o_rganlsatlon provi dii,ngg " hge,aql thhI Sma|noa\,g|enr‘rbenftan§|e|r a
vices to indivdildual st hvwei tWS. ﬁﬁ'()'aP'hWhaatN
utilises a unique business model and has, to dat e, con-
tributed $50 mil-lioesdaltthrdoptdar&bpbha family man and a h
ed health programmes. l eft us all with his common w
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Il n Memory of Clare Dol an
by her sons Tom & Mi ke and daughter Emily

at a young age and had two be

so myself). When | was |little
we would end up walking for h
ti me, when Mum told the scho
time that myself and my brot!t
the dentist, she would sneak
Bl ackpool for the weekend, I
memori es. Ni ne years after h
-1 oved daughter, Emily, who sh

wind up.

When | grew up, Mum had many
rants, bars and care homes wh
tastic friends. My Mum | oved
take us away as children. A s
afford to take all/l of us away
take turns for a break away.
we had her total attention f«
sions.
183 anuaryi9i™aoy 2017 Emilyés Memory
n My mum was an interesting pe:
Tomos Me mor y friendly, but s h et ecnmopuelrde da lasnad
What can | say about my MuMi-lgeaddaralouwanlyerof agoampl i sh
know her, although not necevayasr iWlayntby ohedmoneamé meyp -abou
Mum was born 46 years ago icnl etard yh o ssphiet awa s Avseray chhuimbd , e .
she showed great spirit andvalsowed ti mg oet ddoovn, | iwfhee.n Myh

Nana remembers chasing aft eprushe rmewhteon docheb evtetneru.r el ong
out of the garden to try see _*th~ -~ -+t ~Ff (Radwagrlbdy a$Hh
was only two at the ti me! ' IStal sSmon eséese m t

School in Crumpsall unt il ¢ bershumomeal s ar
She then attended St Bernar| &b islhiet ypeto s
came a vital me mber of t he | foramhand | I
was involved in all activit i n. Despite

greeing on a
As my Mum finished pri mary thiedgst,0 she
gr ow, she attended The Holl Nhee rteo sthee | oy
made many friends who she IPditt  [heetr peopl

Iife. My Mum and her friend D] |aloy eSro rptes.

mi schi ef |, mu c h t o t he nun Grandad,

Mumoés f at her, was called in ..\ md onmgsodea-17
sion. Knowing my Nana was olffovegrde at me m
this as she knew that, when anberf avutma st i |

together t o
i ke Gambi a
Frbenda, one
Shoen dreasrer i ndé mo

he would take her for dri ve

ter |l eaving school my Mur/
rough wor k, due to her ou.
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|l n Memory of Clare Dol an
(conti nued)

is a great example of how prr’
and how much she cared: | v "'
when my friends and | wvent = ~#

ithe brookso. One day, a t
and | was terrified. I scre
my mot her insisted on me t
foll owed me and my friends
front this man. The safer

me not to go near there agdgf
knew | would not I|isten to.
much of a free spirit | was

Mum was my best friend and
be deeply missed.

Mi kebs memory

My Mum had a big heart wi t
She had three chil dr enmyassel.
Thomas and Emily. She al so .
s he thOUght of as her chil dren. L wWu [ TG we il € her

daughitdeaws , Jenny and Shellwn, thet Isaheralys;marad my favor

Jordan often referred to asvefiben hehisrmhl | (hti ngiterd ifkavd
ite) son,intwhher room and how she wou
hel ped af wéeth tharm. Or the way Duncan w
mot orcycl eandacscaypygegoad her, which is no
dent i n Ganmbhiias. character. My Mum oft
Al s o, Chpeulrsee g oy .
whom she thought
of as aMyt Mam spent a | ot of ti me o
daught er, Saunrde tMagy of you know her fr
many peoplé@acRhéay. The majority of he
hel ped in C@MPRiiggning for worthy caluses
Mu m woul d Ampteijtpr ypsin Deficiency and ho
peopl e onnhatimwers will be given on her |
street, or i f S ome - )
anlte needeéftg\‘h many years of sufferin

open ear, l\éth’Té vaf"adsly passed alwaoyn dtUheel ¥y

al ways thdPd7 -+ My motherods wishes were
|| t h o ashes to be scattered off t h

pl ace she adored.

Even when my Mum became very many things stil]
brought a smile to her faceO a's‘\/hiahIf h%f @¥aMHW (!istES‘ )pk er
and Duncan around al ways madereh%onysnﬁq %}}I%chr}l Te¥YYT unp
her up when she was feelln'BunEJ van 'fBeelng able to see

the smile on her face at my wedding was priceless and
wi || be a memory | will cherish.
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Al | Al pha friends that we have | ost h a
it was a privilege to have known t hem.

Refl eckhy ohse Lyons

For the peoplhbee fwhroed vies ywaogpaiam aif n g ht
OQut houghpgs ayaerres wou h weot eyaosy@a i n
Wek now weortehe br avbedthwotuh eboeu | d
Andvetnhgms mootapeadt hs d ma g nudsit ke

Il n | i frneeehder ak bwowhadgmtde strong
Yoarealcll assmangse m, tdweag h gyoonued v e
| outrhoughbu®r e talewaytshwevkidapté uda
Evewhelniifesest r ug gsltertitwam sy o oadsy o u

Lifa@ksemanlyer oes weebgeigti ght
OQut hougha&lsway st hveint t hr oughoui ghhe day and
Sopaupafstarmo menty olueitnfdr e tsdloe k

Bet hanikti ndmo ment r ememberigiogt what ouodve
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