Enabling children with Down syndrome to maximise their potential
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Message from Lucy - DEx Chair

2019 Calendar

We are now (nearly) settled in our new home at the Sundial
Centre. A few storage and logistical issues to iron out but it's
wonderful to finally stop searching. Finding a new home has
been no mean feat - countless hours of desktop research and
visits by the DEx team and the Trustees culminating in us finding
Sundial. A very big thank you to everyone who helped along the
way! As we wave goodbye to Golden Lane it's also a good time
reflect on our time there positively and to thank the staff there for
hosting us and enabling us grow over the last few years.

We are planning a Downright Excellent
calendar for 2019 and need your photos! We
want to celebrate what amazing things our
children can do so if you would like to take
part, please send your action / achievement
shots to Alison Dobson at:
adobson73@gmail.com
Here’s one we’ve received already from a 5k
runner to inspire you!

In the meantime, the new term is here and we are excited to
welcome a large group of families to Saturdays who join us from
the Friday sessions. We are finding innovative ways to manage
the slight 'bulge' and I'm sure families will bear with us during this
period. Friday sessions are co-located with users of the day care
service and we think the inter-generational mix could be very
inspiring.
Just a quick final word on finances... As ever, we ask that
families consider ways in which they might help us raise funds
for DEx. How about asking for a donation to DEx at Christmas or
encouraging family and friends to set up a standing order? Don't
forget to fill and return your collecting tubs...every little counts!
Lucy Lloyd-Scott

Sundial move
The move to our new home has gone (relatively!) smoothly and
we are delighted to be part of the Sundial Centre community.
The warmth of the welcome from staff and the centre users has
helped us enormously to settle in. Here are a few things to
remember:

The centre is a public space so make sure you stay with
your child at all times

Don’t overload the lift as it can be temperamental

Phones can be used but no photos please

Your donations of toys and
equipment will be appreciated
but please check with us first

A huge bonus of moving to the
Sundial Centre is the brilliant onsite
Spice Café! Don’t forget to ask if
you can’t see something on the
menu as the lovely Wayne and
Tasha (pictured right) will try to cater
for all tastes. They are often very
busy on Fridays cooking the day
centre lunches so don’t forget to order in advance if you can. It’s always
worth the wait!

DEx is proudly supported by:

Beth and Gareth: a love story
My sister, Beth, recently married her childhood sweetheart, Gareth,
and what a day it was! They first met at their drama group, River
Drama when they were just five years old and 25 years later Beth
and Gareth are part of the original group of young people that are
still the best of friends. Ten years ago Gareth arrived on Beth’s
doorstep with a bunch of red roses and two cinema tickets and the
rest is history! Gareth's father is a vicar, so the wedding took place
at their church and he led the service, with readings and songs
(Aladdin’s Whole New World, as requested by Beth and Gareth)
sung by the bride and groom's siblings. Their honeymoon was
spent in Sardinia.
When asked how she felt about getting
married, Beth said: 'It's my dream and
Gareth is the one I want to be with.'
Both Beth and Gareth's family were
delighted to see them getting married,
but at the same time were nervous
about how things would go on the day
and how living together might work out.
Gareth has always replied to this concern confidently, saying: 'I love Beth and
I am going to look after her'. They have
now moved into their own flat where
they will be supported by carers to build
their independence skills, as well as
continuing to support each other in their
day to day lives.
Emily Galvin Cruz - DEx Trustee

New arrival!
Congratulations to Amber, our
Saturday speech and language
therapist, on the birth of her new
son! Oliver arrived shortly after midnight on the 23 September weighing
in just over 8 pounds and is fast
becoming best friends with his big
sister. Amber will be returning to
speech and language therapy
sessions in the new year.

Smiles and Laughter Project Erica Ranzato

OT and Down syndrome –
Ciara Baxter, DEx occupational therapist

I am a research assistant at Kingston
University’s Department of Psychological Sciences, and a new DEx Saturday volunteer. I
recently carried out some research about understanding humour which examined the extent to
which highlighting contextual information as a
strategy can enhance humour comprehension
for individuals with DS and Autism Spectrum Disorders (ASD).

OT has been part of our DEx Saturday
services since April 2016, but what is
it and how does it help our children?
OT supports the development and
mastery of fine and gross motor skills,
school performance skills, skills for
independence in daily tasks (such as
feeding, self-care, dressing) and skills
needed to participate in play and leisure activities. School-aged children
with Down syndrome benefit from an
OT to address self-care skills like
zipping a jacket, and fine and gross motor skills like cutting with scissors or completing multistep classroom routines to facilitate participation in school. OT can also support the development of skills such as
printing and handwriting. Other issues OT can address are making
adaptations to the classroom such as reviewing the position of desks
and chairs, or recommending the use of aids or specialist equipment
to support greater participation in the classroom.

The study involved 40 typically developing children, plus 20 with DS
and with ASD watching some videos of people telling jokes, either
with or without context. Children were then asked to tell us how funny
they thought the jokes were and to explain why. We are currently still
analysing the data but this study will allow us to better understand
how individuals with DS and ASD comprehend humour. It will also
lead us to consider both implications for interventions and guidelines
to help teachers and parents to improve the communication skills and
enhance the social development of children with DS.

Funny ha, ha! - Beth Davies, senior SLT
Jokes and language based humour can be tricky to understand and
children with language and learning difficulties will often need lots of
help in this area. Lois and Larkin have been developing their
understanding of word play and humour in sessions. For example,
they've been exploring how rhyme and homophones (words that
sound the same but look and mean something different like flower/
flour) are used in jokes. Here are their favourites:
Lois’ joke:
What is a cow's favourite hobby?
Going to the moooooovies!
Larkin’s joke:
(handwritten)

Diary dates:
DEx Winter Party ~ Sunday 10 December 2017, 2-4pm
(please sign up if you can help set up or tidy away)
Last sessions of the term ~ Fri 15 & Sat 16 December
New term starts ~ Fri 12 & Sat 13 January 2018
Half term ~ No DEx Fri 16 & Sat 17 February 2018
CONTACT: nicky@downrightexcellent.org

As with all children, children with Down syndrome vary in personality,
temperament, and motivation to be independent. Some children have
a desire to do things themselves, such as dress and feed themselves.
These children may learn these skills by watching others and participating from an early age. Other children may be happy to let others
do things for them, and may resist attempts to help them learn these
skills. In these cases, an OT may be able to help a parent work out
these challenges, while helping the child develop better motor skills
to be successful in their self-help skills. If you have any OT related
concerns or queries then please do not hesitate to contact me.

Climb every mountain!
Leanne Graham, DEx Trustee
I have just returned from climbing Mount Kilimanjaro for DEx, and
successfully made it to the top! It is the highest free-standing
mountain in the world and the highest in Africa, standing at 5,895m. I
have always enjoyed exploring new places and climbing Kili has been
an ambition of mine for a number of years, this year I decided it was
finally time to turn my ambition into reality.
I did the seven day Machame route and summit day (by far the most
difficult day!) started at 12am. We set off on foot with our guides up
the winding summit path with only head torches for light. The temperature on summit night sunk to as low at -20°C so we wore lots of
warm clothes and had to keep water bottles close to the body to stop
them from freezing. The uphill
summit was about 6 hours of
slow walking; this was the point
that it was most difficult to keep
up motivation, especially with
the altitude making it difficult to
breathe. As we were nearing
the top, you could catch a
glimmer of orange on the
horizon, and it wasn’t long
before we got a good view of
the mountain and the
surroundings. The view from
the top was breath-taking,
being on top of the clouds and
surrounded by glaciers it felt
like being on another planet!
Thank you to everyone that
sponsored me but it’s not too
late! Go to
downrightexcellent.org and
click on the JustGiving button.

Our new address: The Sundial Centre, 11 Shipton St, London E2 7RU

