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Hel l o Everyone,

| hope you, your family and fNdvw nfdssmialrieesalh avkee ejpainmge s aX SEUKa 1
and that you have all enjoyed m diowiengy & uhmngea .wdrtm hwaesl decmea!
great to see updates and photopp orft umaintyi eosf tyoo ub roiung amur acbhoon
and having fun. | |1 ove to heafrutamnrde raenad wvaeb ohuap ey oyuoru awdivlieln tault

and see some of the new experfireinecreds aanndd aceaw.vi ti es you ar e
taking part in.

There have bed&mamamyging times ahead
things to cel &Isr aviee appecwagd winter, please
Lexi an& waddirrecommend that everyone eligib
(pictuiddGEef toneumoni a and covid vaccinatio
congratulations to you bot h!

There have bedmel @dsd tvoifng crisis is |Iikely 't
achi evements tdéeasectwedsin touch with us if
Hass®% n140 mil eprtoavniddeen further i nformati on a

ri de acr oissseeEwe®pgletttep: / / www. al st roump porgt uk/
page 3 for moreudemaids§so find out if you a
young people pPasPa®@ge 7.
exams and being accepted
into universitife APHUKeBpagd of
Judo competitions and many ofS%/touanieGlleelaoqodintgiOs
confidence to try new things.O0UTIMyCGMRMU IKijto¥h. hPal s
Honda Gol dwing motorbike and tifkaten)y oW icthgn gaehh!iEs
open road with his stepdad an&ndrvaenldlalde i(mgd throau?
night mares! ). He has also beelhd t%an oawl migy hfi &sr pg
Rotherham United Football clI ubhalrlo&amde threa nclo-u
| t has been
Sadly, we have had to say gooXdYet aki 5% nrd Virfe M
community this year. Our thou@'hamnt sar ePlngashe RORES
Conmorfamily and we send themS@&i@ah §9é &R epé

A warm welcome to ASUK Thank you
We have had quite a few changhS altwaysuk.a wel QNetIbebrmKedYQ)LUrto
new Chair (Sh€han) &KezVyi a€onSguPwdrnt eyfesy and to the medical

members Carol, Haris, Mokey amhan demiec (St itlhle BHWMI Sy Wer us a
Trustees. Trevor and Alex havie Be8®pphgad owht fWe mWitlhle BB ign
but we are really pleased they have agreed to continue to
volunteer with the ASUK team. We are stronged ¢$bggtherrteoche
Stay safe and | ook after yours
Jane Biglin our Senior Family Support Worker retired in Apr
Jane wil | remain part of the team as she joins our Board.
We are here for vy
Sarah Oliver and Toni Smith joined us as our new Alstr°m
Syndrome Care Coordinators earlier this year and t ave
fitted into the ASUK team perfect Ky / YoHi & 4lsd befe/ﬂehe¥4p$£\/gf(
coordinate clinics and Sarah has been supporting peopl e wit
benefits, education and social care assessments. Together,

and Sarah have been supporting people to apply for grants.
can find out more about their roles on the nex

e e


http://www.alstrom.org.uk

Meet our New Al str°m Syndrome Care Coor

Hel boS,arlah @mhidvér am delighted to have become o0ng new
ASUK t eam. Il *m joining the team as your Care a
usually on a Monday to Thursday.

My new rol e wild/ be a national one supporti 'S
with sensory | oss / deafblindness for most I
| trained as a secondary school teacher and' 5P
school for a short time, before | started wo

with Seeskbadlsever al roles including 7 years an
Of ficer, this 1 s very similar to my new role as oor di
Care Act Assessor completing Specialist Deafblind Guidance
commi ssioned by Local Authorities acr-toisme Ewlgil lasitd. wdr lsipreqatt c
Studies Diploma. This developed my understanding of I iviasasg
assessments. Al most two years ago, at the start of the pan
have been a support worker for a young person who has comp
Whil st working for Sense, I have had the pleasure of meet.i
Care Act Assessments. This enabled me to develop a knowl ed
both worked for Sense at the same time, occasionally worki
with Usher Syndr ome.

Il ITive with my family in North Yorkshire and have two tteedn:
his @CSEApart from spending time with my family and working
chil dren used to attend.

I | ook forward to meeting you al/l, hopefully i n person eto
you wheo nlot seen for a while.

Pl ease contact me directly if you would |ike any informat.

| can be contsaaxrtaeld dlyi vwemra@do,rs t b yo mp loOyed udr 9 5e850 2 .

Hel lonol,onli  Sammidt h  j oi ned the ASUK team as your
Ol'i ver.

C a .;“' l-'i’ T,

My wusual working days wil/l be Tuesday to | e
the Al str°m &dyinsdcriopdei nmaurlyt icl i ni cs i n Birming ut
| started my early career in an Early Years t
Servilcéhsave experience working within social 10
supporting Looked After Children.

Throughout the |l ast 10 years | have worked a' s up
School for children who wer el haeg erd nbeeetdvwse evha r2 etds hoal d
complex health care needs. My vpoascsei ons ihse atrod , e nsst anrgy o nh
equal ity in services and information offered.

|l live with my family in South YorkshWeeeapdyhaparstualideg @
some sort of footlbhadllsorl icke ckreaf tmang.h.| | ook forward nto onv
the year at dnscopbltitharmubktinics.

Pl ease contact me directly i f you would I|Iike any informat.i
| can be cont acotned sbry tehn@aills tato mb yo r plo odride8 205r 3t 8edx3t6 2 .

Al ways remember we are only ever a p

——— -I


mailto:sarah.oliver@alstrom.org.uk
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/|l www. justgiving.com/ fund
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captured

will your adventure ta
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stwvar adpkeahor eg

your Adventur e
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ny of you may remembe

started in 2016

milies. ASUK provi deq
ople focus on exerci
asure distance and
wal ked evtehlmiynidiaryg t hr ou ¢
an in everyday activit
eps? Fitbits also

i ngs | i ke heart r
would I i ke to he
are your experien

Did you find it h
Did you wuse the d
Did it encourage
exercise?
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Wel come our new Trustees
You may have noticed there has also been some changes on t
Due to their | ength of sEBrevare &ad kohue B/d&ked CGaRidryf,dddahds rt,0 st
down butt tglheynwgarfeam!
They have both kindly agreed to continue supporting the <ch
Services Committee and Alex will work alongside Ann and AS
Our new Sharon vBed elsas been an ASUK Trustee for 3 years.
Sharon is delighted to tell us a | ittle bit about hersel f:
i have worked within the NHS for many years, and now worKk
centre i n Devon. This involves the day to day running of o
pl anning future service devel opments.
|l hope to bring my knowl edge of healthcare, NHS systems an
as an ASUK Trustee.
|l continue to work in a variety of voluntary roles for | oc
Cinnamon Trust (for 20 years) and | wvolunteer at a | ocrady N
Pl or unwanted pets prior to rehoming. | am also the Chai
Trustee for 3 years).
|l enjoy travelling and have been fortunat@neénlbugdhntionute atve
often find me wal king the great outdoors as | am lucky eno
Kez Hwhat has been on the Board of Tr usQheael rf.orkKe9z
extensive knowledge and experience of Alstr°m S
parent of a Son |iving with AS.
Kez is also Head of Diversity and I nclusion at
whi ch has proven invaluable as we wutilise his Kk
Advisory Board.
We al so have four new Trustees joining the Boar
Mokey Yates.
Hariis part of the Alstr°m Syndrome community and i s very er
| i ved experience to support the Board of Trustees.
i would |Ii ke to be part of the board because | have Alstr?©
families understand what Al str°m is about. |l " m keen to | ea
any new research and devel opment taking pl ace. I have stud
| ot of financi al el ements so my knowl@dge can be hel pful w
Carobk, a Habilitation Specialist as part of the Sensory Nee
many of our young people and families over the
of knowledge and experience of the care and sufr
A have worked for many years in various | ocal
be a Habilitation specialist over 14 years ago
many babi es children/ young people and famil i e
The role introduced me to Kerry over 10 years ¢
along the way. Together we have shared the valu
accepted on the Board of trustees at the beginr
t hat all decisions are in the very best iIinteres:c
bl essed that H ackamgt askad klbsr eoant t he Cumbri an fell
I | ook forward to working closely togethero witdt
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