
 

 

 

Welcome to our latest update. The aim of these updates is to keep Downright Special 

families up to date with what is going on in Friday Group Sessions, term dates, training 

courses, social and fundraising events, health and education news, and any particularly 

good hints, tips, and contacts that we come across.  

 

Staff News & Trustee Vacancies 

We are delighted to have Kate Long join us this month as Deputy Charity Manager, 

supporting Gillian with the running of the charity. Kate will initially focus on social media, 

social events and support for parents, such as training and information. 

This has meant that Kate has had to resign her position as Parent Trustee and so we now 

have vacancies on our board of Trustees.  It is so important to have parents, carers and 

other family members involved in shaping the future of the charity so we would love to 

hear from you if you are interested.  The role description is available on our website 

https://www.downrightspecial.co.uk/our-current-vacancies or you can contact Gillian 

(gillian@downrightspecial.co.uk) or Kate (kate.long@downrightspecial.co.uk) if you’d like 

an informal chat about what the role involves. 

We’d also like to welcome to the team student Christala Barrett who is studying for her 

degree in Working with Children, Young People and Families. We happily host a student on 

placement from the University of Hull every year and Christala will be with us for the next 

few months attending Fridays, accompanying the teaching staff on outreach visits and at 

other events and training. 

 

https://www.downrightspecial.co.uk/our-current-vacancies
mailto:gillian@downrightspecial.co.uk
mailto:kate.long@downrightspecial.co.uk
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Friday Group 

Our Friday groups are fully up and running and beginning to feel a lot more like the pre-

Covid days, although a little chillier with all the windows open! We continue to carefully 

follow Covid-guidelines as restrictions ease to keep everyone safe. It is lovely to see lots of 

regular attenders including some new little babies that have joined the Downright Special 

family.  

Monthly health visitor clinics are also back up and running with East Riding Health Visitor 

Louise Hobson coming along to weigh babies and answer any questions any of our families 

may have.  Dates are advertised on our closed Facebook page or contact our office if you 

want more info. Anyone is welcome to pop in to speak to her whether your child attends 

our groups or not.  

Our own Health Lead, Sam Findlay is also available on Fridays once a month if anyone 

would like a consultation (i.e. a confidential chat!) or needs any information about 

anything health or care related including behaviours, or dual diagnosis. Current planned 

dates are 18th Feb, 25th March, 29th April but she can also possibly attend on other days 

on request/by arrangement. E-mail anytime on sam@downrightspecial.co.uk. 

Unfortunately, physiotherapy are still not able to return to visiting our sessions regularly 

but if you do have any concerns about your child’s physical development then do talk to 

Sam who can contact them on your behalf. 

We also know that lots of you with older children who no longer attend Fridays really miss 

coming, so if anyone just fancies popping in for a cuppa and catch up you are more than 

welcome! 

 

Term Dates  

Friday Term dates for next half-term are: 

4th March, 11th March, 18th March, 25th March, 1st April, 8th April.  

We will return after Easter on Friday 29th April. 

For those of you whose lessons are fortnightly or monthly, previous emails from your 

Downright Special teacher will detail your lesson dates & times. 

 

mailto:sam@downrightspecial.co.uk
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Social Events  

Already this year we have had a football party and in February we have dance parties 

organised for 20th Feb (pre-school/primary) and 26th Feb for our Youth Club (11-25). 

Dates for the diary: 

Saturday 26th March 12pm-2pm Awareness Week Pop-Up Café, Darby & Joan Hall, 

Cottingham 

• A chance for us all to get together and celebrate this special week.  

• Lots of cake, coffee and juice for the kids. Activities for children/young people of all 

ages including biscuit-decorating, colouring and soft play equipment for under 5s. 

• No need to book, just come along. We hope to see you all there! 

Sunday 10th April 1pm-3pm Easter Egg Hunt, Frederick Holmes School, Hull 

• Family event for all ages. Easter crafts, egg hunt and a visit from the Easter Bunny. 

• Book here: https://www.ticketsource.co.uk/downrightspecial/t-mgqqdx 

• Bookings close 5th April 

Saturday 16th April Withernsea Bikers Easter Egg Run, East Park, Hull 

• More details to follow. 

Monday 9th May – Circus Starr, West Park, Hull 

• Inclusive circus for children with disabilities https://www.circus-starr.org.uk/ 

• Tickets available soon! 

SAVE THE DATE!!!  

Sunday 11th December – Christmas Party, Lazaat’s, Cottingham 12pm-3pm 

There will be lots more events to come in the spring/summer term so keep an eye on your 

emails and social media. 

Any questions then email social@downrightspecial.co.uk or call 01482 420160 

  

https://www.ticketsource.co.uk/downrightspecial/t-mgqqdx
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Health 

Health Education and Social Directory 0-18 months 

The new Downright Special Health Education and Social Directory has now been 

published!  Our Health Lead, Sam Findlay worked very hard to pull together information 

from the Hull Down Syndrome Care Pathway, the Down Syndrome Medical Interest Group, 

The Down Syndrome Association and the Local offers of Hull and East Riding in an easily 

accessible reference format for busy parents. It describes the health, education and social 

support available to meet the needs of Hull and East Riding families in the first 18 months 

their child’s life but has lots of information that would also be relevant to older children 

too. A copy of the directory will be presented to families with children in that age group 

but it is available to anyone by downloading a copy from our website 

https://www.downrightspecial.co.uk/resources 

Thanks very much to all parents that helped with valuable recommendations. Feedback on 

the document is very welcome. Sam is now beginning work on versions of the directory for 

children at older ages and stages. 

 

Hospital Passport 

Have you requested a copy of our new ‘hospital passport’ that you can use to detail the 

information that you might need to share with hospital staff should your child need to be 

admitted? Page 1 has your individual child’s details including physical health, medication, 

how they communicate, how to know they are in pain/unwell. Pages 2 has tips for health 

professionals regarding DS. Page 3 and 4 are symbols and signs on a healthcare theme to 

aid communication in health care settings for child/family and professionals. As well as 

being used in healthcare settings, this could also be used or stored in other places such as 

school, clubs, childcare settings. 

Email sam@downrightspecial.co.uk for a copy of the passport. 

 

Dual Diagnosis (DS & Complex Needs/Autism) 

We have slowly begun work on our project to do more to support families whose children 

have Down syndrome plus other complex needs. Complex needs in this context usually 

refers to a dual diagnosis (or awaiting) of autism or ADHD, but it could also refer to 

https://www.downrightspecial.co.uk/resources
mailto:sam@downrightspecial.co.uk


 
 

Page 5 of 9 
 

children with a high level of sensory processing difficulties or behaviour that challenges. It 

could be multiple physical health conditions.  Thank you so much to parents who 

contacted Sam to say they were happy to share their experiences of parenting a child with 

more complex needs and to be a part of a project aiming to get Downright Special's 

provision for these families right.  There has been one online meeting with those parents 

and a short survey has also been sent out to interested families.  It is not too late to get 

involved so please do contact sam@downrightspecial.co.uk if you would like to contribute 

by completing the survey or attending future meetings. 

 

Care Pathway 

We have been working hard over the last couple of months to connect with all the services 

in the Hull & East Riding Down Syndrome Care Pathway and collate any updates required 

prior to the next version being launched on World Down Syndrome Day.  Please do let us 

know if you are aware of anything not quite right in the pathway and we will add it to the 

long list of updates required.  

The pathway can be downloaded here: https://www.hullccg.nhs.uk/downssyndromehull/ 

 

Children supported in schools/nurseries 

Our teachers Laura, Katie and Nicola continued to support children in nurseries, pre-

schools, primary and secondary schools.  Their work includes: 

• visiting schools and observing children 

•  giving advice on differentiating the curriculum 

• sending resources 

• attending annual reviews (usually on-line) 

• writing reports for EHC Plans and supporting parents to challenge EHCPs that are 

not quite right.  

• providing training to school staff 

 

You can contact them at anytime if you have any questions about your child in school.   

 

mailto:sam@downrightspecial.co.uk
https://www.hullccg.nhs.uk/downssyndromehull/
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Training Courses 

We have a full programme of education – related training courses running throughout the 

year including 

• Introduction to working with children with Down Syndrome 

• Supporting Positive Behaviour 

• Teaching Vocabulary 

• Curriculum Access and Differentiation 

• Colourful Semantics 

• Working with Numicon 

 

Most of these continue to be delivered online. Please do encourage the staff and your 

child’s nursery or school to attend.  Parents are also welcome to join any training. 

Bookings can be made on: https://www.ticketsource.co.uk/downrightspecial 

 

The Down Syndrome Bill 

We have been pleased to support the new Down Syndrome Bill as it passes through 

parliament and the House of Lords. We have attended a couple of update meetings with 

the National Down Syndrome Policy Group (https://ndspg.org/)and some of our families 

attended a gathering outside the Houses of Parliament in November to celebrate the 

second reading of the bill in parliament. The bill is now expected to have its second 

reading in the House of Lords early in March. Shortly after that it will get Royal Assent and 

the bill will become an Act.  This means it will become a law in March.  After that the key 

to making the law work is for guidelines to be developed and this stage is expected to take 

a year.  There will be a formal process of consultation and a chance for parents, 

professionals, and support groups to contribute to this process.  We, as a charity, are 

committed to helping support the consultation process and influence the guidelines as 

much as possible.  So, watch this space as we are sure there will be lots of exciting 

developments to share over the coming months as we all work together to get our voices 

heard and make sure the Down Syndrome Bill can make as positive a difference to our 

children as possible.  

  

https://www.ticketsource.co.uk/downrightspecial
https://ndspg.org/


 
 

Page 7 of 9 
 

New! Online library 

Our library of books and resources is now available to view online.  You can search through 

our catalogue and borrow books by reserving them online ready for collection or delivery. 

Please email louise@downrightspecial.co.uk to request library login details or visit 

https://librarika.com/users/login to sign in. 

 

Awareness Week 21st-27th March  

Only a month to go until the biggest week of the year! As usual we have lots planned – a 

mixture of fun events, awareness raising and fundraising.  There are lots of ways you can 

get involved: 

• Celebrate with us at our Awareness Week Pop-up café on Saturday 26th March ( see 

social events above) 

• Raise awareness by taking part in our social media campaign to celebrate the 

uniqueness and joy of each of our children along the theme of “My favourite thing 

is…” Send your pics/videos to gillian@downrightspecial.co.uk by 11th March. (see 

separate email for further details) 

• Ask your children/young people if they’d like to take part in our Sponsored Splash or 

Swim on Saturday 19th March. Email lisa.bloomer@downrightspecial.co.uk to sign 

up 

• Why not sign up for our sponsored Yogathon on Sunday 27th March? Email 

louise@downrightspecial.co.uk to reserve a place 

• Encourage your workplace or child’s school/nursery/college to wear their 

#LotsofSocks on 21st March, share pics on social media and make a donation to 

Downright Special. 

• Download our fundraising pack for more ideas 

https://www.downrightspecial.co.uk/world-down-syndrome-day 

 

  

mailto:louise@downrightspecial.co.uk
https://librarika.com/users/login
mailto:gillian@downrightspecial.co.uk
mailto:lisa.bloomer@downrightspecial.co.uk
mailto:louise@downrightspecial.co.uk
https://www.downrightspecial.co.uk/world-down-syndrome-day
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Fundraising 

Outside of Awareness Week, we continue to spend lots and lots of time applying for grants 

to keep us funded for the next 12 months. We are really pleased to have secured funding 

from The National Lottery and People’s Postcode Lottery which covers 12 months of the 

cost of Fridays which is great news. We have also recently secured £2000 from the 

Hospital Saturday fund towards the cost of our Health Lead.  We are also delighted to have 

been chosen as Charity of the Year by Victory Leisure Homes.  Huge thanks to the Rooks 

family for nominating us! 

Louise and our volunteer Lisa Bloomer are working hard on awareness week fundraising 

and thinking of other ideas of things we can do. In the meantime, there are lots of other 

ways you can help without it costing you penny – just a couple of extra clicks when you are 

shopping online! 

Ways you can help  

• Shop online via https://www.easyfundraising.org.uk/causes/downrightspecial/  Most of the high 

street shops and other organisations are on there and donate a % of the purchase 

price to charity.  

• Go via Amazon Smile for your Amazon shopping. https://smile.amazon.co.uk/.  On each 

site a percentage of the purchase price comes direct to our charity. 

• Send e-cards using Don’t Send Me a Card. You can send birthday cards, thank you 

cards or special occasion cards and support a charity of your choice. 
https://www.dontsendmeacard.com/ 

• Purchase items from our Amazon wish list: https://tinyurl.com/28sdxevx 

 

Social Media 

Don’t forget to like and follow us on our various social media platforms 

Instagram   @downright_special 
Public Facebook:  @DownrightSpecialNetwork  
Twitter:   @downright21 
LinkedIn:  /company/downright-special 

 

Closed, private Facebook group for our parents and carers 

https://www.facebook.com/groups/DownRightSpecialNetwork 

https://www.easyfundraising.org.uk/causes/downrightspecial/
https://smile.amazon.co.uk/
https://www.dontsendmeacard.com/
https://tinyurl.com/28sdxevx
https://www.instagram.com/downright_special/
https://www.facebook.com/DownrightSpecialNetwork/
https://twitter.com/downright21
https://www.linkedin.com/company/downright-special
https://www.facebook.com/groups/DownRightSpecialNetwork
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Suggestions and Ideas 

If you wish to chat about anything in this update, have suggestions or ideas for events, 

training or support you would like, or you’d like to pass on any tips, please do get in 

touch. 

Best wishes 

The Team at Downright Special 


