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Le@ Bring the GIobal Community Toge:

Thi s &yeaomference, was somewhat different to th
net working, that the Alstr°m Community enjoy s
gl obal community joined together at the first v
coll aboration.

OQur aim was not only to bring the community tog
presentations from researchers, clinicians and
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Th&8cienti fic BBegmm swiutmh
at research and cdiianniwce:
Zharmnbdr. XiumjnChWeaefy o
Department of Endocri ng¢
Met abolism at the Shang(
Cent rChiinmQi anwen expl a
their work and how t he
patients in China, who

This presentati @nm .wa/s nfce
Mari,omeam Leader at Nat.i
Heal th and Medi cal Reseal
UniversitairesrdewBdr asb
tal ked about current res:
Dr Marion, gave an insigl
academic research | ooki n
identifications and cl i ni
the pathol-ogi aead makei mp
of gene coding. This cod]i
symptoms can be targeted
through specific treat me]
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Dr Rob Se@hlaer of Tran
Mol ecul ar Medicine Cen
Science from tEhdei nUony rvge

gave an insight into t
starting which is begi €
unhealthy fat tissue p
and |iver problems, se

AS cl i ni chal Teaxrpeeka nHsir vod t.
Ti m BafrrroemUKehreBr of . Pietr
Maffeiomal gave their over
recently updated cI& nuisceal
in the treatment and man;
condition.

Marina VaEwemaoapean Ref e
Patient Representative
ltaly. Marina joined u
Associ attiappboy update us
European Reference Net)|
an overviewdohrehy mgBN
Country alone has the
expertise to treat rar
Working together in th
have access to the bes
ASSAI and ASUK were delighted to work
together on the Early Years research.

Kerry LEBesweNast,i onal
Devel opment Manager from
an insight i(q@iacctlipei AGTr m

speciali sedUBEkxplasningt |
throughout the pandemic
continuenceadaisciteéecl|linics,
patients and families to
Clinicians virtually, ma
checks.
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AS Gl obal Conf er edmbDcaey, 2Li vi ng
Theecondbegan Rwibi m MaAlssitan 9 m Syndr o @e

Executive Director, who reflected on €
coll aboration between organisations alg C
devel oped by his | ate wife, Jan Mar shj

AS community has driven this resear c he Y.
refl ect and remember all those we have IovMar

Ann ChiASeUKs ,Chi ef Executive chaired
the conference and began i '
update about the Scienti

the day before. Ann highl of
day 2, which was on heal and
emphasised the Alstr©°m c

together coll aboratively

everyone t o AcSonppalteiteen tt hree

to help inform researche i ctur

of Alstr°m Syndr ome.

The scientific presentat.
the ASUK website
http://www. al str-om. org. uk/ ASUK
conferencel/
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The first sessions of t1h%¥rdalyrceceanrtirend t.a rToiumn dB aCrc
AS Clinical Leads from Birmingham NHS Tr uslt9s, |
from their own experience and what they have er

reminded us that we are all new to this virus |
|l earning very quickly. The main risk factor in
di abetes and people who have serious underl yi nc¢
clinically extremely vulnerabl e.

Prof . Barrett explained that the main risk fact
organ transplant and taking I mmunosuppressant
treatment, those affected by severe asthma or ¢
such as severe kidney disease. For children i1
reassuring, even with underlying health conditd]i
The benefit of attending school outweighs the 1
reassuring it i1s that vaccines are now availabl

the priority groups, but we need to be |l ed by t
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Dr Rick /S efedwsl,t Cardi & ,f\"’l-‘TTUP*"/ d

from University Hospit HEALTHY scancausebrr‘

hi ghlighted how we can HEARTS ;'"‘“f\BKO$l‘iyi'_7 +
heart healthy; how fol | D&\R'CkaQEdS o et
bal anced diet and taki \&;\5 f\",'»\“%hkedh CPANY a
manage the condition m ‘g \Q\, o 01’ e"f‘ad'ofS S
l'inked to fibrosis in o .0\\5"‘3'36 f npl” Ll s c
be attributed to other | feowar B i"?@h g
smoking and following BMI<30® 004 o .

no exercise. Dr Steeds o lke ol TS

15 minutes of regul ar we_Ashf

alongside a healthy di oEcen 4gu

and your heart healthy.

o
Sarah TAgsgsiiest ant Psychol c
Birmingham Women's and C|

Foundation Trust, spoke .
our minds healthy; setti|
achievable goals and a s
we | i ke to do, against t|

Reminding us to keep an
and try to be kind to ou
very difficult ti mes.

AL
Lve Life onthe bz,

Staying on t heCahteaarlitnhay Ltehaelme,
Paediatric Diabetes Dietitian from Birmingham

Women's and Children's NHS Foundati on

Trust, pit esenltiede ®@n t he Veg!

explaining how i mportant a healthy bal anced

diet is to our overald/l heal th, including our

weight, diabetes and bl ood pressure. Catarina

told us about healthy snacks and ways to

exercise to support our overall well being.
Robin Wattter,nati onal Saf e
Expert and Trainer, gave
we can keep ourselves sa:
us, that we should think
anything and be aware of
information safe, throug!

passwords and checking o
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