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Welcome to our July Newsletter!

Are Our Kids More Resilient Than We Realise?
We are over halfway through 2020; and over halfway through arguably the most
challenging period that DEx has operated in. Our operating model has been flipped on its
head and it has been no mean feat completely innovating a service built around face to
face support for our children. However, as I have said in previous issues, the team have
swiftly adapted to the ‘new’ world we find ourselves in.
As we break for the summer holidays (I really don’t think ‘break’ is the right word this year,
but hey!) I want to give kudos to all the children who attend DEx.
It is quite apparent that the social aspect of attending sessions at Sundial is incredibly
important in our children’s development. Whether you are taking part in one of Mike’s
music sessions or just hanging out with friends, the significance of this routine is
paramount. Despite zero face to face interaction, many of our children have displayed
sheer resilience in adapting to a new platform and way of learning, embracing it from day
one. This has been further demonstrated by the uptake of families to attend summer break
Zoom sessions. And to think it was only 4 months ago that I was extremely concerned
about the viability of Zoom as a teaching platform…!
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Speaking with various families and the clinical team has cemented my view that our
children have not only embraced this change but really enjoyed it too. I think you will all
agree that DEx’s Zoom sessions have not felt inferior to the face to face sessions at
Sundial. I will be giving considerable thought to this over the summer and challenging my
perception of what I fear may be a barrier for my child – when it probably isn’t.
I suspect there are valuable lessons here for us all to take on board and I urge everyone
reading this to question not whether our kids are more resilient than we realise, but how
much more resilient they actually are.
As we storm through the latter half of the year, I hope we will reflect on 2020 as a year of
opportunity, adaptability and growth for DEx, not as a challenge that we struggled to
overcome.
So, thank you to our kids – you rock!
James Davis, DEx Chair

Lockdown Diary Entry: We are Downright Excellent
On March 12th, before lockdown began, Downright Excellent pressed ‘pause’ on our face
to face therapy sessions at The Sundial Centre to safeguard those around us. Since that
time many of our children have been shielding, and some families have expressed that
they experienced a particularly intense, uncertain and extended period of isolation.
In the early days, letters to our school aged children were written and exchanged, home
programmes devised, consultations given, WhatsApp messages shared, one to one
support provided where needed, and we swiftly moved our services online. Weekly
therapy sessions, consultations and support continued and were made even more
intimate by being in each others’ front rooms. I have become so absorbed during our
sessions together I forget it’s a screen I’m looking through.
Whilst this time has been fraught with challenges, it has also strengthened the links
between us, it has highlighted what a wonderful, most excellent community we are. The
Team and Families have found new ways of sharing ideas and support. Children have
shown the same delight at seeing their friends as they always have. We have all
navigated this together and I am so proud of everyone. We are now planning for the
Autumn Term and I hope to see some of you in our online Summer Socials.
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Have a lovely summer, everyone.
Beth Davies, Clinical Lead SLT

Messages of Thanks
Please keep the feedback coming; it is invaluable.
“We are really very grateful to you for altering the classes to allow them to take place by
Zoom. It must have taken a great deal of thought and preparation at a time when there are
many pressures and other obligations. Our most important piece of feedback is thank
you”.
“My family and I are ever so grateful for the continuous support you have given us towards
helping the development of my son… All the members of staff… always go the extra mile
to help my child in making sure he always feels included, we have not felt alone”.
“Zoom sessions have been great for our son, both for providing some continuity of therapy
and for giving him some link to the world beyond our home… As the lockdown progressed
he’s become quite withdrawn as his world has contracted, so this contact with DEx has
been a bit of a lifeline”.

Emerging from lockdown – Thoughts from a Grandma
I usually see Alice once a week but, of course, Covid-19 stopped all that. Alice attends
DEx on a Friday and will be transitioning to Saturdays come September. I can’t wait to
meet with her again but we do have regular WhatsApp video chats and Zoom catch ups!
During lockdown, Positive about Down Syndrome produced a book called
#NobodyToldMe: The truth about Down syndrome that shares, in their words, ‘A collection
of personal experiences written by young people with Down syndrome, family members
and friends that reflects the reality of our lives & why we're Positive about Down
syndrome!’ It is packed with personal stories and I know our family would have loved to
have found this at the time when Down syndrome was new to us. They kindly asked if I
would contribute – Alice and I feature on page 94. You can see a copy of the book online
or purchase a copy at the PADS website https://positiveaboutdownsyndrome.co.uk/.
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I have also been fundraising during lockdown, raising £40 for DEx by selling my
handmade cards to friends and neighbours. I also did some shopping for my neighbours
and the funds from this ended up in my DEx box. Every penny counts towards ensuring
the longevity of the charity, so I encourage everyone reading this to share their fundraising
stories.
Perhaps you too could feature in the next newsletter? I hope my update gives you some
inspiration to think about what you can do to support DEx.
Jenny Sykes, Grandma

Fundraising Shout Outs
Octopus
The HR team at Octopus has been busy and raised £1,500 for DEx!
A huge THANK YOU to Octopus Recruitment Coordinator, Emilie, and her team who took
part in a sponsored fancy dress day for DEx. The team spent the day on Zoom meetings
in fancy dress, with fines in place for those who didn’t take part! They also challenged the
team to walk 13.2 miles within 7 days. The competition heated up as the company agreed
to donate an extra £10 for anyone completing the walk in fancy dress.

Work for Good and DEx
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Do you know a small business that might like to donate a tiny amount of profits to a good
cause? Work for Good makes it possible for small organisations to give back and engage
in the community like larger organisations, with small donations. If you know a business
who might want to get involved, please take a look at www.workforgood.co.uk – DEx has
a page on the site.
Family and Friends
Great thanks to the friends and extended family members who make monthly donations
by standing order. 11 amazing people contribute different amounts (from £5) which all
adds up to £256.51 per month which is a whopping £3,078.12 per year. This makes a
huge difference to keeping DEx going – do you know anyone who thinks kindly of DEx
and would set up a standing order? Every little helps. Ask Georgia to send you details
georgia@downrightexcellent.org.

Tweens’ Got Talent Show – Thoughts from the Judges
‘Would you like to be a judge?’ asked Sandra – and of course I leapt at the chance to see
the Tweens in action. Then, ‘You have to dress up like a judge – you know, like Amanda
or Alesha.’ What!! I went as Arlene (or possibly Simon Cowell).
The Tweens were awesome. Nearly all the 16 Tweens took part and there was an
astonishing range of amazing acts. Everyone had practised so hard, families set up their
rooms and apparatus, siblings got involved and there were even a couple of videos to
share where a Tween might have been overwhelmed at the last minute. Of course, it was
impossible to judge fairly between a rhythmic tap dance and a 10-lap endurance run along
the hallway or a complicated double act dance and a tuneful song or violin playing – and
they were all so brilliant that we couldn’t face selecting just a few winners. So, every
performer was a winner and got to choose between a garden kit or biscuit making kit.
I believe Sandra is planning another show for the holidays - I hope I get invited back!
Ann Reynard, CEO
I was also lucky enough to be a judge on last month’s Tweens’ Got Talent. As the Clinical
Lead for the Under 10 years’ Service, I have worked with most of the children who are
now in their teenage years. My memories of them are from their early years so it took me
some moments to see and glow in how each child had grown. They blew me away with
their energy, skill and confident performances. The range of talent was so impressive.
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From Magician to Tap Dancer, from Rapper to Runner. The evening reflected talent and
togetherness. To see young people supporting one another as they went from one brilliant
act to the next was something very special.
Beth Davies, Clinical Lead SLT
I was really excited when I was asked to be a judge for the talent show. I used to be a
competitive Irish dancer so I am an experienced performer but have never been a judge
before. The day of the show was a bit crazy. Mum was running around trying to do
everything. She told me to dress like a judge but when I asked her what she was going to
wear she had no idea! Five minutes before going live she was trying to change the
background on the computer to create a better atmosphere, I was zipping up her dress. It
was madness! I really enjoyed seeing all the talent of the Tweens. There was a variety of
acts; singing, dancing, yoga, sports and magic. It was lovely to see how confident
everyone was to perform. I particularly enjoyed the magic act by James. He really set the
mood of mystery with the music and script. Well done, everyone!
Millie, Sandra’s daughter

DEx Summer Holiday Programme Overview
The DEx Team are hugely delighted to launch the first summer programme starting week
commencing 27 July. All our children and families will find informative and entertaining
online, interactive sessions which will appeal to all. We hope this will help bring the
community closer together, avoid isolation, encourage learning and achieving, and be fun
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for everyone. Here is what you can expect:
Children Under 10
The programme will include speech sound skills sessions; social get-togethers; and
individual consultations with a therapist. Beth will circulate the times of different
programmes for Friday and Saturday children by email.
Tweens
Tweens will enjoy activity sessions including treasure hunts, discos and special events
with guest appearances. Sandra will circulate the programme by email.
Music
Music Mike’s 20-minute singing, playing instruments and dancing sessions will take place
throughout the summer but not necessarily on Saturdays. Georgia will email each week
with day and time of sessions.
Costs
DEx would appreciate an overall contribution to costs of £40 from families who can afford
to do so. Georgia will send out statements in the usual way over the next couple of weeks.
However, current arrangements continue to apply to those families who are struggling;
please let Georgia know if your family also falls into this category because we don’t want
anyone to feel excluded or unable to enjoy the summer sessions.
Autumn Term
Small group online sessions with your allocated therapist will start again in September and
will remain online until at least October. Sundial will remain closed until mid-August and
the manager will not be ready to begin discussing social distancing and sanitising
guidelines for DEx until the beginning of September at the earliest. DEx’s face to face
return is dependent on the success of the staged return with Sundial’s elderly clients. We
will keep DEx families updated and meanwhile we are in close contact with Sundial
management.
Please check your emails regularly throughout the summer as there will be lots of
communication!
Wishing a very happy summer to all.
Ann Reynard, CEO
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News Flashes
Levelling the Playing Field


The Black Lives Matter events made everyone reflect on how we value every life
at DEx and how all of us in the DEx community work towards minimising the
disadvantages our children face and maximising their potential. Some of our
children and families struggle more than others for all sorts of different reasons so,
going forward, we will look at this more closely to see if there are any ways we can
start to level things up. If anyone has any useful thoughts on this, please share!

Spreading the Newsletter Love


Can we send the DEx newsletter to someone you know?

Please let Georgia know if you would like us to add anyone to the mailing list – but please
ask their permission before giving us their email address (GDPR!). Contact Georgia on
georgia@downrightexcellent.org.
Nifty Ideas
We want to hear how you have been entertaining whilst socially distancing!
Here’s one idea for a drinks tasting (alcoholic or non-alcoholic)


Arrange a Zoom-type session with a few neighbours



All buy enough cans or bottles to put one by each front door (ensure you distance
and sanitise)



Join your Zoom meeting with your own nibbles – socialise and get tasting!

Grants for Families


You can visit www.turn2us.org.uk to view all available grants for those in need and
information on benefits entitlements (including tax benefit). Please contact Georgia
if you have questions: georgia@downrightexcellent.org

July’s photo puzzler
Do you know who these studious people are?
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The answer to June’s photo puzzle is Harshi! Harshi is one of our oldest Tweens who is
now working towards more independence and employment.
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