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Forewordfrom the Chair

Over the past 12 months, the charigontinued to go from strength to strength,
providingexcellent support to children, young people and their parents/carers.

Downright Special is succ@dgue to theexcellentieadership of the ChagitManager,
Gillian Bowlas and thfabulousteam of teachers, support staff who between them
have a wealth of expertise and experience acrtss key phases ofOK A f R NE
education anddevelopment. The training and developmenprovided by our team,

for practitioners across Hull and the East Riding continues to keyaspect of the

/| KEFNRGEQA 62N] YR GKS ySSR FT2NJ GKAA

In coming out of the pandemid was evident through feedback,that many
parents/carersfelt isolatedand needed greater social interaction and networking, to
which the team respondedwhole-heartedlyto with an array of social even@nd
forumsthat provided space and timir parents/carerdo meet and share.

There areseveral areasf key focusut to choose a coupleni2®1/22 we continued to focus

1 Health with many achievements including the creation of a health, education and social care director
development of a bespoke hospital passpiont children;and ongoing update® the Down syndrome care
pathway.

9 Ouroffer of bespokesmallgroup or oneto-one sessiong; for example, forschool aged children and their
Teaching Assistantand forchildren with specific social communication ne&gslelivering feused sessions
in block periods.

As we look to the future our plans continue to be centred on expanding our range of services in line with tl
increasing age range of the children we support so we can continue to support their evolving needs and help th
reach their potential.Youcan read more about our future plans on page 22.

Theseplans and the developments we have been able to achievedate would not be possible without the
fundraising and granta/e receive. These awitical to the success of the charityhank you to all the individuals
and organisations who have supported us this y®éithout you,it would not be possible!

Finally, thank you to everyone in the Downright Special Family avba joy to work withand make everything
achievable children, parents, grandparents, staff, volunteers, supporters and professionals from other agetticies
of whom have a common endeavour to build a brighter future for children with Down syndrome.

I hope, in reading thiseport, youwill agree itisa wonderful showcase of outstanding wakd key developments.
We are incredibly proud of thisork ¢ it is both inspiring andorward thinking.

Lizann Lowson

Chair of Trustees
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Background

The Downright Special Netwowkas established in June 2007 to:

1 Provide and operate such support, materials and events so both parents/carers and professionals in hea
and education may be assisted in helping children with Down syndrome to achieve the best possit
outcomesthroughout their education, social, physical and emotional development.

1 Produce antenatal support and information to prospective parents and emotional and practical support t
new parents.

9 Srive to build a brighter future for children with Down syndromeour area.

The work undertaken by stafés a result of the fundraising and donations recejvaitbws us to focus on our
enduring priorities of:

Education
Support
Advocacy
Training

= =4 =4 =

Safeguardingstatement

Downright Special is committed safeguarding and promoting the welfare of children, young people and adults with
a care and support need, engaged in the breadth of its activities. Downright Special believes that everyone has
right to be safe from harm and should be able to live fireen fear of abuse, neglect and exploitation.

Downright Special takes its responsibilities for safeguarding children extremely seriously and we believe safeguar
Aa SOPSNER2YySQa NBalLRyairoAtAadeo 2 S  F2f{lipasts ard subBjediNd N.
enhanced DBS disclosureAll our staff and volunteers who have contact with families must attend Level 1
Safeguarding training as a minimum with several of our staff receiving further training including safer recruitin
vulnerablebabies and Makaton safeguarding worksh@ur safeguarding policy can be found on agbsite

Paged of 22


https://www.downrightspecial.co.uk/system/ckeditor/elFinder/files/docs/policies/DRS%20Safeguarding%20Policy%20and%20Procedures%20December%202020.pdf

Meet the Team
Our Trustees

We ended theyear with five trustees on the board having haslo newmembers join and two trustees who

resigned over the course of the year.

Lizann Lowson
Appointed October 2019
Chair since July 2020

Angela Broekhuizen
Appointed June 2016
Treasurer since die 2021

Gavin Beresford
Appointed May 2017

Jenny Ross
Appointed September
2018

(resigned September
2022)

Kate Long
Appointed April 2020
(resigned February 2022

Michelle Fargen
Appointed April 2022

Neil Findlay
Appointed October 2022

Pageb of 22



Our Staff

We started this year witleight part-time members of staff t@nsure the smooth running of the charity and deliver
our Friday education sessions, outreach work in schools and training courses for parents and profedsidhals.
second half of thgear,we also recruitec deputy charity managén order increase¢he resource required to further
develop and grow the charity

The teamincludes

Gillian Bowlas Louise Smith

Charity Manager Charity Organiser

Sam Findlay Katie Bewell

Health Lead Specialist Teacher (K&1)

Designated Safeguarding
Officer

Laura Nichols 5NJ bAO2ft | hi

Early Years Advisor Advisory Teacher
(KS2/KS3)
Sarah Hyde < Susanne Townhill

Toddler Group Leader Baby Group Lead&

New Parent Contact

Kate Long
Deputy charity manager
(Appointed February 22)
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Our Volunteers
[\ \ \ \ l \ \ ‘ Tokeep our costs as low as possililee Charity uses many volunteers, includiegeral
parents,and we owe a huge debt of gratitude émchone of themwho helped us this
year. These volunteers assist with running Friday sessitarsjnating resources,
organising social eventsupportingnew parent visits, managing our websiad IT
systems runnirg our bookstal| charity tin collectiongnd managing the accountglany
thanks to:Lisa Bloomer, Angela Broekhuizdill Lambert Neil Findlay Erin Findlay,
Victoria RosBBecky Constabléauren WardEmily Barnett, Jessica RpRsichel Bowlas,
Tone Boomfield, Karl SvensagrToni BullockRoger Vinand all theamazingvolunteers

who helped abur Christmas and Easter events

=
Erin,Jessk Becky
Friday Group Volunteey
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Review of our Activitieof the Year

Education

OURPRIORITWASTORETURN FULLY TO FACE-ACE SUPPORT FOLLOWING THE
PANDEMIC AND ENCOURAGE FAMILIES BACK TO OUR ACTIVITIES SAFELY

Downright Special Early Development Groups
Our Downright Special early development groups run on a Friday during
term time and continue to be a great success for children from birth to
approximately five years old We currently have aroundl6 children who
regularly attend Rday morningsand, this year we delivered 3&essions
These sessions are a chance for parents to get together, have a coffee
share experiences and provide mutual support. The children get the
chance to play and make friends. Most importantly the sessions also
AYO2NLIR2 NI GS WwWtSaazy (utivSnal grdkiiSyo
s . work on their speech, language and communication skills, numeracy anc
literacy in a way that is tailored to the specific learning profile of children with Down syndrome. We provide lots |
bespoke visual resources to support the cNBBY Q& f SFNYyAy3a |yR LI NByida | NB
home. We use Makaton sign language throughout the morning, helping parents and children learn the signs tt
need to communicate with each other and help with learning new wovds.have ewmblished a tried and tested
curriculum of activitiesvhichis reviewed annually to ensure thetidat teaching methods are usedihe curriculum
alsohelps usto track progress and recd milestones for each child.

ti Our baby group continues to be incorpted into Friday morningsvith our
| — ' youngest children enjoying a range of sensory activities and learning some
/ , of the early skillssuch as taking turns and making early speech sounds in a
1." “_ relaxed and fun environment. It is also a chance for parents toasee
INs”

" demonstration of some the activities they cdn at home to support their
_‘OKMQQ& RSOSt2LIYSyd FYR FT2NJ LI NBy
US| y3dz- 3S G2 KStLI 6AGK GKSANIOloeQ

1

- g S ———

Alsqg an aspect which isrucially important, Danright Special Fridays offer parents and carers the opportunity to
chat over coffee, share their experiences and offer geepeer supportwhilst the children play in a safe
environment. However good a statutory agency may be, there are some things that only another parent wi
understand and be able to offer the mutual supparthich isso often needed.The Friday group is striking visual
SOARSYOS GKI G 0KS N wilave ¢ enildaviihiDbis syndiome dvitk ke yadiversity of ages
YR Odzf GdzNBa Ay GKS 3ANRdzLJdP bSg RIFERa OFy I a2webhde NJ
several fathers attending regularly.

We have continued talter our approach for children with specific social communication néxddelivering blocks
2T MYM 2N MmYH aSaarzya T2 0dzaThysa sedsipns hae2baed vedy Kucdesiilyiyh:
the children making significant progress in thigd.
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Downright Special Education Outreach Work with Schools

schools Ourthree part-time members of staff provelsupport to49 children in
mainstream nurseries, prechoolsand schoolsWe have catinued to increase our
support to mainstream secondary schoa@s more of our children choose to
continue their education this wayWe now supporeight children in mainstream
secondaryThe number of schooBnd nurseriegeceiving direct support from us
isaround 45 Our specialist teachers have visited schools to assess children an
advise teaching staff, provided training for schools on the learning profile of
children with Down syndmme, assisted with formulating effective Individual
Education Plans (IEPs), written reports for the Education and Health Care Ple
(EHCP) procesand attended annual reviews and transition meetings. We also
continue to provide Education Resource Packséah child we support when they
begin their formal education.

dDue to the teacher being showthe learning style of children with Dowsyndrome,they
have beenable to plan and resource lessons to alldve child to access the curriculum
better. The ¢ild has become so confident and engaged in learning thanks to the suppo
given to both teachingtaff, support staff andhe child £

Laura Nichols is our Early Years Adwasul, in addition to leading a Friday morning early intervényf 3 N2 dzLJZ
remit is to providesupport and advice on inclusion of a child with Down syndrome in mainstream nursery-or pre
school settings. She ensures our children get the best start to their education before they even reach statutory scft
age. Laurdad 19 children a her caseload and provided support16 different settings this year.

Katie Bewell iur Specialist Teachemostly workingwith children in Key Stage XKatie had 2 children on her
caseload this yeailheuse of colourful semantics f@omprehension and speech fluenand incorporating its use
in specialist Apps such as Cligkeais continued to be a success this yelrany TeachingAssistantq TAs)are now
usingit in the clasroom and we are seeing oyears of work on the use of alrful semantics paying qffvith our
children making significant progress in this area of developm&here continues to begreat success with
phonological awareness training, using multiphonics bricks with matching haahnésh really helpchildren blend
FYR aS3ayYSyid W x/Q g2NRa®

5NJ bAO2f I h Qay SEdIF3IAdvisokydeacBerdzNicod has been instrumental in providing outreach
support to our KS23 children and supporting the children, staff and parents in the transition to secondary school
Nicola had 2 children on her case load. the last yearhas begun to support children in KS4 (years 10&ditpla
hascontinuedto develop our INSET training offer for schools, writing and delivering a suite of new courses to s
the requests from schds.
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Very importantly, we continue to offer smajtoup sessions at our Downright Special Friday group for selgyeol
children and their TA® the end of Key8age 1 This yeawe had B children attending these afternoon sessions in

: four different teaching groups. These structured lessons cover the core
elements of the curriculuryincluding reading, writing, literacy, numeracy
and spech and language developmentiaving the TAs attend means
they can se a demonstration of how tgractically apply the specific
teaching techniquesvhichS y @ dzZNB 2 dzNJ OKAf RNB Yy Q&
They are given resources they can take away for use in the classroom an
have plenty of opportunity to ask for advice on asgues they may be
facing in the classroopmor to get guidance on next steps. It is also useful for them to meet other TAs to shar
experiences and learn from each othéiNe alsocontinuedmonthly grougs for children who have recently moved
into KS2and ae ready to do some focused work on developing comprehension skills using a heavily scaffold
GSNEAZ2Y 2F GKS W[ IFy3dza IS ¥F2N ¢Fasydrdupsar@d by auskEd dvidory R
bAO2ftl hQwA2NRIY

Case Study

| have been coming to Downright Special since | was a baby and | am now five years old. | am in a group With
children who also started at the same time as me. We are good friends and | see them outside of Downright Sp
too. As soon as | arriven@Friday,l ask Katie my teacher where each of them are. Our mummies are all friengs to
because they met at Downright Special. Now that | am at school | iodime afternoon with my TA.

My speech has become clearer, the number of words | know haasadrand | can build better and longer sentences

since last year. | am getting good at talking about the things | like and dislike and my needs and wants. Recgentl
mummy and teaching assistant were given resources from Downright Special to helphmeadlitsafety. | like
reading the social story about it and | have learned some of the signs for danger.

At the beginning of the year, | had to do my Downright Special lessons online. All my resources were sent|to s
the week before and then my TAdl did the lessons with Katie over Zoom. | did find this tricky at times but my T
and Katie helped to make them fun and | continued to learn during this time.

At school my TA uses all the vocabulary boards, books and resources given to me evesmd-gtaycontinues tp
do the work with me at school in between lessons. She does the work exactly the same way as she has seen at F
and this routine really helps me to learn and improve my concentration. My teaching assistant also had this to
about how Downright Special has helped her to help me:

G/ 2YAyYy3 (2 52 ¢ yinIcHK dvork witliad kdipéd mé mds&ively and has made me want to know
more. My knowledge and confidence in how to support him has improved. The children workakailyhe sessions
and the resources are amazing for use in school as well as at Friday group. It has also been useful meeting
Teaching Assistantswe share ideas and give each other advice. | have also accessed lots of the other traiping
chaity offers which has really helped. How the Downright Special staff are with the children, the positivity they sh
Ad ANBLGd ''ye o0SKIF@A2dzNI AdadzSa INB t221SR Fd FyR 3
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Support to Families

Our priarities during the year were to offer additional support to families anad further
develop our social event opportunities for older children

Parents told us how isolated they and their children were feeling
during the pandemic and hodesperate they were to have social
events and chances to meet up with other families. Social events
allowour families toget together, share experiences, pass on tips,
& supporteachother) YR 0S8t So NI 68 GKSANI C
e The events also givae children a chance to make friends with
other children with Down syndrome and develop what we hope
will be lifelong friendships and support netwst These events
are just as important as our formal activitiesd this year we
made it a priority to offe as many social events as possibith a
mixture of events for all ages and the whole family and-age
specific events We knew how much our older children valued
events just for them where they could socialise with their peers of
the same age.

It was grat to be able to have our Christmas party in person this
| year at a new venue and with 70 children plus their families
coming along. lItis certaink S KA IKf AIKG 2F
calendar, with an entertainer, pamper zone, crafts, karaoke and
of cours a visit from Santa.

We enjoyed a sunny day for our Easter Egg Hunt with 51 children and their families attehdif@®@ A F G K|
enough chocolate 20 of our children and their families attended the Withernsea Bike Easter Egg run at East P
Hull.

In January, we had an @be football party, led by dad Karl Southwick of First Touch UK and in the summer, a love
outing to Densholme Care Farm with 41 children and their families enjoying a picnic and tour of the farm. We a
organised tickets for Gius Starr fo60 children

In addition to thesevhole-family events,we ran the followingsessios for different age groupsvith over 50 of our
children attending at least one event this yea
A # 7

~ Preschool/Primary age events:

1 Bowling atSuperbowl, Hull

1 Pre-school primary dance sessions with Joanna of The
Little Yorkshire Dance Academy

1 Soft Play pizza party at Monkey Bizness

1 Junior Football party at Soccer Kings

1 Halloween Dance party with Joanna
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Pizzamaking at Ask Italig Hull
Dance session with Chris Holmes
Halloween Dance with Joanna
Football party at Soccer Kings
APainting session with Arting, Hull

Events for Parents

One of the key themes emerging from our biannual survey of parentsiued feedback we've had, was the request
to give parent/carers a forum to meet up for a chat, so in September we organised our first cuppa and chat sessi
We had a good turnout of parents who enjoyed the chance to have an uninterrupted-gptakhilst the children
were at nursery, school and college so the intention is to continue this temthe next year

Other Support

New and Expectant Parents

We continued tosupport families new to parenting a baby with Down
syndrome to offer support and infornian andthis year welcome two

new babiego our special family Through the hospital and health visiting
teams families arausuallyput in contact with us within a week of the birth

or if a parent knows antenatally then we provide support through the
pregnancyp 2 S aASG AGNIAIKEG G2 62N)] yz2i
the extensive network we have built up to put the new parents in touch
with others. As our database has grown to 0%80 local familieswe can

now go so far as to match new parents to those of similar ages, situations
and with babiesvho havesimilar medical conditiond=or a new parent,
there is nothing better than speaking to somebody who knows exactly
what they are going through and cgive them a glimpse of easier times a
couple of years down the road, and there is nothing that our families with
older children like better than reaching out to give new parents support,
reassurance, advice and hope for the future. Fantastically, ouitiéenare
working together for mutual benefit, which was always our ambition.

Advice

Our team are on hand throughout the week to give advice on all aspects of the care and education of children ¢
young people with Down syndrome.

We have aclosed Facebook group for parents, giving them a safe place to share useful information, ask questi
and provide mutual support.
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We have supported several families this year with advice on filling in benefit forms, in providing reports and adv
for Education and Health Care Plaasd with support in choosing schools and nurserié& have been able to help
several families with their applicatiorfer claiming Disability Living Allowance (DbBAY Personal Independence
Payment (PIR)r appealing agaist decisions

Online Library

2bovsririeacal i We continue tohavean online library system, whemge catalogue all

= of the books, information and resources we have and make it easy for
parentsand carerdo view the list and arrange to borrow items. The
system also makei easier for us to log the whereabouts of all our
resources.We continued to add to the library as new publications
become available.

This year we were delighted foe ableto continue to fund the

role of ourDownright Special Health Lead. Downright Special has
always had a strong focus on education and the aith@Health
Lead role is to bring this same level of expertise and knowledge to
the understanding of the health nesdof children with Down
syndrome. Sam Findlay, a registered Learning Disability Nurse
started the role in December 202@orking one day a week an
Friday

The main achievements in the last twelve months have been:

w I NBFGAYy3a I WKSI A6 KZ O8 RO IRA NB Y ( RLIgiontasAiroider © knake RN
local NHS Down syndrome care pathway more accessible and relevant to children of this age. The directory cla
the appointments children should expect to have at this age, the comnealth issues and details of who to contact
in each service, all linked to the developmental milestones for these children. The directory has been well recei
by parents and this year directories will be developed for all other age groups too.

w Assising parents with completing bespoke hospital passport fibreir children. Designed by Sam with input
from parents, his document is for parents to record achd- 3S & dzYYlI NBE 2F GKSANI OK
history, communication needs and any @aslinents needed so that they can take it to appointments and avoid the
need to retell their story over and over as well as acting as anragl®oire for them as it easy to forget important
points in the stress of an emergency hospital visit. The pasatsartincludes information on sepsis and infection in
children with wn syndrome Makaton signing information and communication cards.

w Working with the local Emergency Department Paediatric Consultant to set up an alert system within hospi
records sahat when a child with Bwn syndromearrives at hospital there is a flag on their records that alerts doctors
and nurses to the possible differences in how a child watvibsyndromeamight display symptoms of serious illness
Sam leads on making sure tissupdated on an annual basis.
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W Leading the annual update to the Down syndrome care pathway, contacting relevant professionals, updat
the pathway with the latest evideneleased information and working with local NHS commissioners to ensure the
updateswere included and rolled out.

W Signposting families to useful information relating to hegdtiiswering lots of individual queries from parents
and arranging 1:1 sessions with individual families to give in depth support on issues such as toilettiggdasis,
sleep and feeding.

W Leading a working group of families talk about the experiences of parenting a child with more complex
needs and to consider how the charity can respond to those experiefsea result of this work we have already
madesome changes e.g. to social events to be more inclusimeother theme has been around feeling understood
by and connected to other families and moving forwards we will be developing a training session for
parents/carers which will raise awareness abdual diagnosis of Down Syndrome and autism. The group has alsc
identified sources of online and relifie support both national and local that they find relatable and will be sharing
these with everyoneThe group is currently pulling together a detailgdn of what else could be done that would
help them feel better supported. In the meantime they have also developed a pledge to articulate our vision for t
charity:

G520y NRIKG {LISOALE NBO23IyAl Sa GKIF G S| BeKsohefRyihdve R dzi-
more complex needs. We pledge to create an environment where all individuals and their families feel welcome
YR &dzLJLl2 NI SRX NB3IFNRESaa 2F RAIFIy2ara 2N FoAf AdGed

Supporting Young PeopleBuilding a Brighter Future Project

Our priaities were  re-establish the Building a Brighter Future project, for example
developing a programme of activities to support parents and developing a clear future plan
F2NI 526y NRAIKG {LISOAlIfQa NRtS Ay ONS KhiDbwh3d k & dzLILJZ
syndrome postlé6.

We havebeen thinking about our lonrterm strategy and how we need to evolve to
meet the needs of our young people as they leave school and transition to further
education, work experience, training or employmeMl/e formally begn our

W, dzZA f RAyYy 3 | Qprojdt i Kuly3049, |€adinigaaNdgkshop to gather
feedback from local organisations and providers and gathered feedback on the gar
in services and areas which are working well.

The project was put on hold due to thermemic and lack of resource but we were
pleased to be able restart it this year. A working group of parents met regularly to
b share experiences, concerns and worries and to develop a picture of what suppor
would be helpful during transition to adulthoodl'he information gathered is now being developed into an action
plan with clear outcomes around training and informati@n parents, sharing experiences from others who have
already been through the transition to adulthood with their children and contigub provide social opportunities

for young people.
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Advocacy

Our priorities during the year were to work collaboratively with our I$Hpartners tareview
and communicateghe DownSyndromeCare Pathway, to actively participate in Down
SyndromeAwareness Week and to raise the profile of the charity.

Awareness Week

Part of our mission is to act as a voice for the children and parents we support. We aim to change perceptions
raise awareness of what it really means to have Deymdrome.

/ O\ World

DOWNRIGHT Q«aloown
N f; Special X SD)g;Idrome

#WorldDownSyndromeDay

#WDSD2022

To donate
www.justgiving.com/downright-special

ForAwareness Weethis yearwe hada successful social media campaign throughibigt week, along the theme of
#MyFavouriteThingsWe had some great videasid photosof our children of all ageshowing how they like to have
fun. Huge thanks tAmy, Arthur, Benjamin, Eva, Harry C, Harry L, Hermione, Jake, Jesse, Laiton, Lily, Mia, Nat
Oscar, Raphi, Thomadjllie, Charlie, EmmaJegan Tia,Frankieand Sapphie

We also had several schools and other supporters wearing#heisofSocks on World Down Syndrome Day to raise
awareness.

The highlight for Awareness Week though was our first
S @S NJdAID2 T FS CrYAtASaz: ¥
all invited to our coffee morning to celebrate World Down
Syndrome Day.

There was etertainment from the Sunshine Strummers

Ukuleleband, soft play, biscuiecorating, crafts and lots
and lots of cake! Ovet00 people came along atidwas brilliant to see some of our young peoplerking so hard
to help on the day.
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