support and advice for indivi
and professionals. Alstr©°m Sy

condi tion whi ch can cause proc
hearing and can |l ead t o; hear
di abetes, i ver dysfunction a
sympt oms ari se at di fferent '
di fficult. Our mission is to
research and enable better t
t he ASdimuditpl i nary NHS <clinic
our wor k camwbhwe aflfsunmdmtor g. uk

Nt er 24 AS UK

Al str°m Syndrome UK ( ASUK) isl'

Hel |l o Everyone, We have had a coupl'e

| hope you are well a f ¢ afmo r vieart d YR &y maatavi ol r
festive period. Our wij wks |Oautt tr eera cjhs Cppgdd nat or
full of information a end, odo tthehodypreryofat hy

NP bt ety eH Oh INeBe rf he Bre
(BDB) Community Outrea

behalf of the team, I

& that time of year where | |tohodkn kbSa ctkdo athadt hy and wi
reflect on everything that has happened throughout t

enjoy catching up on
going on.

year, and | have mixed fedMei Rdse &eduvt PIEas e dMitride aR®Ib
i nspired by the many thind® pPedplte&awm @i Pusumew Li v
community have achieved. ISopdéle Wopef Ple wOr Ki M@ i
with the support we are r&ydidyiomg RANdmoshersdéiaé @t iCHt
and healthcare professiondlidfewenphans e@ewof our wor
medi cations to help manag&EXWeirdgwt PydEaxwetréeng®d Ay & ¢
related conditions and we Lhaed EFEXP®d i t€d CcESaddoy sy
research initiatives that WRi ISUPRO®PEf G0Ny Viadd OalSs & €8 (
understanding of Alstr°®m Syndrome and | ead to even
better treatments in the flwt #0&5, the ASUK Board of
our new strategy and we ne
However, | also know how dnafkfej suirte [tihajitnguewiptrH oA dtir
Syndrome can Heovedwamembeh Weowoghued appreciate you sh
community, Amber and Kat hriye,assavd|tyh pifss M amydy be
recently and our thoughts W&l &OowWiet Yy Otulieit hoOfUGMitISy VA Rd
friends at this incredibl emdiffiPlitCerinpde letf], sovhiar
ny are experiencing chaWiéhdgism@rei mald Wwhadh a@sSi @ng
gh our batt| with REPIrew] ad®uddtyi deeddacikal

rrent financi al crisis. Pl ease

e for Yyowouwd haKkendio Hlaways bp &
, but waéndad heeBroaird pfwdirwspesisd d
t you i SU®PPrway hwougapwut the yea

m a C
t hr ou es
dealing with the cu
remember we are her
able to fix things
r

and want to suppo

scientists and clinicians
The cold weather has certdiofl y h&r eif y®d t&nd h£lyoRd ewimt
comes illnesses. Please réméemRéeécht § okse@rgedurdf or the
vaccinations up to date am®&oPéek ! my¥dingawi §ddviAtstifm
needed. Further information can be found on page 10.
| would also |i ke to say a

For me, one of the highlidhtendss,202mMmi hdLst RAAASUK P
doget hedc oAdgairence in Octobemner pushwast ®apB¥Ulutshrough
to see everyone again, catrt®wiregi @p ewiadh dh@tf yioendsP
getting the chance to get Makek®yWIYoRENAY SPUNAEwer

families. What really inspired me was the resilience
within our community and M Wa&Pecly@ar aj ls€nh @W mheh
we all got out -omMe acemildy thepétmerand happiness for 2

stronger together. A huge TtaK&nic ay ®u etvEregwdryone who
took part in the canfmarkend@®. alvfe Y&U €c 6 @Irdpy O U

mi ssed you and we hope toKeéea@angolthgt ABKE her on e



http://www.alstrom.org.uk
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Thank you . ASUK is gratef
A HUGE THANK YOU to familigg, poGad’ &Y hs
healthcare professionals @%?iw%hqmbeqm%
from around the UK and acraQ]%srtarp%i\N%rlan,
conference, supporting yo%m%qtrerms,sy%taqroﬂ
and | i ved experiences ofy%lusttroorp,heofpfree‘
understandi ng. ! exhibitors for

and making thi
ifhe ASUK staff are some tconherencesa { |
you all care so much aboutmetmhveafoehmi leived
much hard work it must take to organi s
had thought of everythingSee you at th
A full conference report will be <ci

Wi nt er Wel | bei ng privilege getting to know .
Last year, ASUK did a piedd ednf widdedravi gtad iIn@go k ogne
whet her there was a need tSO'n@l ®wniede a Well bei ng
Service for people |living wit Al str°m Syndr ome.

i Ilke that you are there
Many of vyou kindly took tmWme&caume t0d PpastirimpSyd dir ® mg
survey and shared your thdoaegHtss abwiotuh dHhe cphidd tprodvi
us with vital insights intuddghst apedlu NWarmteed YOUo @I & €
Wel | being Service. about myofeelings.

The f|nd| s demonstratedStoha®h@peri exgwdiP d nnd e ffart
t his upp t You felt thé&terywdwewoul d benefit from F
bothtemmee di scussions and ©@ma¢ougseupl gessofongonvers.

O S
-~ Q

focussing on thoughts, fealhiongd eandpamdeidowy, tae wel
as daily living kills and coping strategi es.
Ion al so working on a gui de
Mel i ssa gives hereshbignce: when facing unc.
yourself positivée.alBeutngbei
|t has been an i gB¥eéedi poeepntnef every day,
mont hs wor ki®ngf iarssamsuRrRf your |l ess pleasant
Wel |l being Coordi harevugand hemieel
privileged to speak to and support
so many fabul ous Théuediceo.me t ooOsWelilebseiing cont
the sessions are being hel
m having many intedrdyt Mmpgtdonvdes®£t iad ®s onl |
he @&teh ereemr oMjogktiwwgneear halei f you could com
i di ng: Community, everyone is we |l
session, the recording and
A guide for technol ogy amedd seguei,pnheont Ytoou stuwp p oorotk a-
people |Iiving with a visual I mpairment in their da
| ives and when accessingdgimeduwvaysowanting to talk a
A gl obal webinar focusintghaotn ahreel pi fmiplo rttea@ntn dt lloe gyymuat.vm
Apps. a specific topic pdkeade me!
AWel come t oowWeelilnbaei mgr i wakewithhappen.
first online introduct'dry session starting on the
November 2024. | f you or someone you care
A presentation at the extchiitnignsg dNSUK ccuol ntf etroe nntaen ajgne
October, where it was so N otvoeucyh two tnhe eme .s oge Coafn oAu
amazing families and makehrmeug hf rtieexfds teinpad I  or voi .
My presentation shared strY@uegiad@semad!| wags ono
empower you and your | ovedeéednes ataelmavil minai@al pd g iotmi. we
emotional wellbeing. The £@ddion e®itApphddawint hO0g 3§d¢
meditation which hopefull Myalwosdweddpdad@pylse atr & Wegdwne st
session feeling relaxed | damwait to hear from you
you are Braver than you be
Since April 2024, | have ®Bd&dn Sdul0oé gied ¢ h@pgo ryto Uo \Bere Ny
i ndividuals whose |ives hdwe Wa@énmeismpa&dt ¢ ® gy dal dver c
Syndr me both in the UK andosvemMeeadei Ny KaLreeamt
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A little:

During the ASUK conf e

r e Cu
by singing ®a st

and here it i1ltfo@ms: Yyoshdodot walt cht t B

Pl ease support us throughout the festive perio

Scan here ) ég&
OFHO 0} et b A
r. %

. xS v.'.-‘-#a
.-."5'-.!*: .:':.- N
(O bty T

EVERY @[mm really dees malke a aifierence
__—-\

Getting creatlve

Kati e and Hannah have been
experience with a | ocal <cre

Kati e made t
whi ch she fo
C
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Community outreach wupdates
arroeers ([ BDB¢reowr @aso many highl i gh
thenseach @dndecofkaTi &iets to events acf
the team aup gbéeng: ftbew Bunegnghbagem

outstandi ng. |l ncluded i n t|

events organised by a Juni

et wor ks andckcy@utHreemddh Roadshow with t|

i nat or, CatAmrsy agiisvdsn use eldesr, GGnDawynati

updat es as Dd hmemoind IWoawi MAg afdemy i n Ki |
res new event with Roma CI C.

with the dnsadtsoofbetctnrane a Heal t h Equ.

tive season, Wewsnnyord&rsihgp eblHeal t h and

and crunomy myawms,wlietd gies of t he i ne:

ti me for mentdo cmowendn.helalth service

earned so smuwanlpoisnt imyg rnaolde vi dual s f o

as Networks and Outreach Compodtaatotoomef hgo many h
Breaking Down Barriers (BOD8&8kepr @] acoet. aehats ywittoh mbelassturr
Syndrome UK, what a wondecodtonVetsam gos wreh peopl e
again, but | was encour age:
l@d | i ke to share wiéth you psaome chuilgahr!l ilgahdtys t hat she h
for testing after vigsgithad
Community outreach began wrowWwi dedebhechwibobh $semeni nfy
resources around the basi EBEemothgemasosndgd QgKnasi she |
i nheritance, and finding hed aesapanggdsbami by hadsbk
activities really Trediptesd wohdi thenjourney:
Acti vities

From hemedauacti on began wilteartrhien gvafrrmo m ne

wel coming Sanskat group i oommedsti eestsn

of fering suggestions to Iimpromprotwhe Brcus

become more accessi ble andnchuousfuenyeacaa

very own reusable, multisbaabtlh, aAndet of

born (pictured bel ow) barriers of st

: shame. Another

was running the
many of you fro
Net wor k at oui
deavi pgnheNdBeYo
ent husiasm to t f
sharing successful f
was brilliant and t 0
together what you kindly s
and | am al so feeding what
outreach in West Yorkshire
| nt egrated Care Board, via
This year | had the pl easul
GRAC project ver .
t he i tish § t it
Tr ai andwi gt o
wi t e Vv re

This, along with other intey \ a u h

i nto a series of wor kshoips | 0 gr

| am particul &€hlay pvi ¢ ind oG fr

activity where | combined a

create ancient symbol pl aqu

has been enjoyed by many an

ment al headesheamd (eeleh i f f

as wel | as cultivating a sa

experiences and barriers to

Pl us, participants got to t

share with famexXxtyemaidnd rt leen

conversations and | earning

homes.

Har nes s and

ng



https://learn.genetics.utah.edu/content/basics/activities/
https://learn.genetics.utah.edu/content/basics/activities/
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many highl i ts, and much of It due to WOI’;II’IQ'
r a I

Many, g h

with an I nspi ti ona teami nTheuASWK r @o mfbemuendadiisn w
Birmingham confirmed how hhavwdwo reldiomdgaganmd ed esd iocfad mikl/y
this team i s, and experiemc¢cess-aosdyaudvheedatbny attendees ar
speakers t awvaglhlt onfe wWhoitcsh IPliemndaendc heoclkbuodtd t hese web.
on I n my new position witHRlHramtisnalcusivv ehitetgdt:ion/g ryr aj
I n the New Year. | am hopilmregrmy gpeateh iwisl.lutcrha sesd uwictoh
many of yours going forwards, and | wish you all t he
best for the New Year.

9
ASUK would | i ke to thank Cathy for her positive coni

and we wish Cathy all the best for th

Warm wel come to Sophie.

omavomgndlot h aut oi mmune

ywrinterest i n genetics st
f
ona i wamoml y | -htamde rt shtea rhdi r fdil

As t heéyassayne dM
ASUK woul d
d

cl oses, anot her
| | k &

| e dii c etalke AWK ents go throug

Wi :

Y

swwel come Soph
f‘teanm Sophi e iclointbh&ujidiyniomgcase. This i
“'as our new LivedhrBugdritdec®©Open Universit
Coordinator andnwielrlstweandk my condition an
across ASUK and nBbpB.blic engagement i n ge
GRACE project. Al ongsi de, |
Econo@®i Sti ence section, r e]
Science Day and&twbolUK Beao
sequencing project. | am a

Sophie tells us a lidtle MedialBodltorhd®Rknansel Dielacw s .
to the vital wor k that ASU|]
Ion del i ghted to have | oineldi M ASUKr it eermane aand i vwedar c

Experience Coordinator | am passionate about heal t'lt
advocacy and science engaddmgmotu, woadtdi ¢ulkar Ity wwiett h i
underrepresented groups. e xpelrii ene et Jatoupsi evihee eatyo
heal th should be accessi blkeoamnaedigrclamgi experience,

with Sophie
Sophmiera. roberts@al strom. or

e S

NHS Al str°m Sydrsame | Mwlatriy Cl i ni cs 21

Birminghams WamdnC&i IHbrsen t @ueen Eli zabeth Hospital, |

clinic dates for 2025: dates for 2025:
6Wanuary 15% 1anuary

8 anuiaviyrt ual 19% 2Warch
"Mpril 14% i1'®ay

"uly 18% 1Mune

" Mulyirtual 17% 1eptember
2% October 12% 1Wovember

88bDecember
Outreach Cl i -dhatceitho Lkedsonfir med
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