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Welcome To
The RTS UK Support Group

The Rubinstein-Taybi Syndrome (RTS) Support
Group is a registered charity with a committee of
elected Directors who all have a link with RTS.
They ensure that the charity is run legally,
responsibly, safely and with the interests of people
living with RTS at its heart.

RTS is an extremely rare genetic condition,
occurring in around one case per 125,000 live
births. The charity is dedicated to bringing RTS
families together to help provide support, share
information, raise awareness and promote research.
The charity’s operations are funded primarily
through fundraising and voluntary donations. For
more information about the charity, please visit our
website.
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What we do?

The charity hosts biennial family
conferences which are well attended by
our members. The aim of these events is
to build connections between families. It
is a chance for families who have
received a recent diagnosis to make new
contacts and for existing members to
catch up with familiar faces. Families

also have the opportunity to hear from
experts in various fields and participate 3 =t
in workshops. They can also have fun Bri ng families togEther

partaking in social activities

In October 2023, the charity partnered with
Aston University to carry out a three year
PhD research project on mental health in
individuals with RTS. This was purely
funded through charitable donations. In
2024, the new RTS international clinical
guidelines were released to provide credible
and high-quality information on key topics
related to RTS. During our 2024 family
conference, families were given an overview

of these guidelines and how they can be
Promotin g Research used to support informed discussions with
professionals and clinicians. The charity is

supporting the production of an accessible
summary of these guidelines, to be used by
families as well as general medical
practitioners.

July 3rd is World Awareness Day for
Rubinstein-Taybi Syndrome. One way in
which the charity encourages families to
spread the word about RTS is to connect
personal fundraising activities with this
date. In the past families have participated
in nursery/school sponsored sports days,
raffles, bake sales, sponsored runs,
triathlons and many other initiatives.

Raising Awareness




What kindsof activities do
donations support?

* A three-year PhD student conducting research into mental health
and RTS.

* Coordinating a “Family Fun Day” providing access to a theme
park and a BBQ for UK RTS families.

* Organising and part-funding a biennial “Family Conference”,
including overnight accommodation and guest speakers from
medical and academic fields, attended by RTS families from
across the UK.

* These contributions are vital for maintaining the charity's
operations with essential monthly and annual expenses.

* We continually seek opportunities to fund new research that
benefits our families.

* The production of insightful documents such as clinical
guidelines, information booklets and a website to provide easy
access to them.



Fundraising
tips

There are so many ways you can
help support RTS families.

Below we have included some ideas
and tools to support your
fundraising activities and help
inspire you!
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Selecting your fundraising
event:

The money you raise makes a serious difference, but you can still keep
the ‘fun’ in fundraising!

Choosing a theme or idea for an activity can be challenging. Here are
some popular options to consider, which can be used as they are or
adjusted to match the interests of your friends, family, and other
fundraising networks.

1. Sponsored challenges such as
a Marathon, Half Marathon,
10k run, Tough Mudder, The |
Three Peaks or an Ultra
Challenge

2. Coffee & Cake Sale

3. Fancy Dress Party to
celebrate World RTS Day
(3rd July)

Raffle

Murder Mystery Evening

Quiz Night

Easter Egg Hunt

@ N o U &

Board Game
9. Sports Tournaments
10.Donate A Day’s Wage

11.Donate Your Birthday

12.Talent Show



Tips for Organising a
Successful Fundraising Event

* Allow ample time for planning your fundraising and inviting
participants

* Email us at info@rtsuk.org.uk with details of the fundraising
activities you intend to partake in or organise so that we can
promote it on our social media

* Setting a fundraising target helps to define your fundraising activity.
Set an achievable goal and challenge yourself

* It may be necessary to set a budget to purchase everything needed
for your event

* Communicate your plans to a wide audience and extend invitations
for participation through various channels:

A. Social media helps with fundraising but standing out can be
tough. Make your posts interesting!

B. Share photos of your preparations, including training,
planning, or other activities

C. Post images or posters to inform people about your event or
encourage contributions to your fundraising goal

D. Document the event with pictures and stories
E

. Express gratitude to everyone afterward, even those who have
not contributed yet. Also, provide updates on your progress
* Celebrate your successes; the funds raised support RTS families and
really make a difference to them
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é Creating a Just Giving Page

The charity’s preferred online donation channel is Just Giving as it is
intuitive to use making it quick and easy for those who want to donate
to the cause. If you are participating in a fundraising activity such as a
marathon or a particular type of challenge, then we recommend that
you register with Just Giving and create a fundraising Just Giving page.

Step 1:
Once you have registered with Just Giving, you click the “Start
Fundraising” published on the Just Giving website homepage.

Step 2:

Select “I am fundraising for a charity”

Step 3:
You will then be prompted to: “Choose a cause you'd like to support”
with a drop down box. In the search field type in “Rubinstein Taybi

Syndrome UK RCN 1147765 and select it.
Step 4:

You will then be asked “ Are you fundraising in memory of someone
click yes or no”

Step 5:

Next you will land on “Are you taking part in an activity?” At this
point three options appear i.e. a mass participation like a marathon;
your own activity; fundraising for a cause you support

Step 6:
It will then prompt you to key in details of your fundraising event such
as date, type of activity etc.

Step 7:

Select your target fundraising amount that you are aiming to meet.

Step 8:

Personalise your page, this includes adding a page title, adding text to
describe why you are fundraising and adding a URL weblink name
which you can circulate once you have finalised the page in step 11.



To help you with this section we have provided you with some
wording that you can include in your “why you are fundraising”

The RTS Support Group is a registered charity funded entirely by
fundraising and voluntary donations. The charity provides support to
families and carers of people affected by RTS, through a supportive
and informative network, raising awareness of RTS within the medical
community, and encouraging and supporting research into the cause
and effects of RTS. In addition to funding its running costs, the charity
is raising money for the following key initiatives:

* Production of a ‘family-friendly” set of RTS clinical guidelines to
help provide credible and high-quality information about RTS to
inform discussions with professionals and clinicians.

* Updating and expanding the RTS information booklet which is a
key resource for families and requires updating

* Website improvements, to make it more user friendly and provide
more support to families who have recently been given a new
diagnosis.

* Ongoing prioritisation of the charity’s ethos to provide support
and build networks amongst the RTS UK community. This
includes hosting our biennial family conferences which are well
attended and popular as we invite guest speakers from the
medical and educational field to support families to navigate the
challenges they face when caring for an RTS individual.

Your donations are greatly appreciated no matter how much or little
you may be able to give. It really does go a long way.

Many thanks for your support!

Step 9:
Add Images to your fundraising page.

Step 10:

Finalise your page/launch your page - make it live!

Step 11:
Market and circulate your fundraising page, by coping the URL.
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Creating a Team Just Giving
page

Just Giving Team Pages lets you and others join your fundraising
efforts together. They are a great option if you want to raise money
separately whilst still contributing to a larger team goal.

They work by combining yours and your team members’ fundraising
pages together. Your team page will showcase everyone's individual
fundraising efforts, the charity you are supporting, and the collective
total you have raised as a team.

You will be required to have an active fundraising page before you can
create a team page.

Step 1:

Create and launch your individual fundraising page and select the
'Create a team' option under the Give Now and Share button. If you do
not see this, please check you are logged into your JustGiving account
you created the page within.

Step 2:

You'll be able to view the charity you are raising money for and the
event you are participating in. Click 'Get Started' to move onto the next
step

Step 3:

Set the team’s fundraising target by typing in a custom amount,
choosing a suggested amount, or you can choose to have no target.
Click 'Next' once you are happy with the target amount selected.

Step 4:
Here you can upload your own cover photo, insert a video (embedded
from YouTube) or a livestream link

Step 5:

Confirm your team name, the team captain and your team target and
you will be ready to go! Click 'Create team' to publish your page. Your
team page is now live!

Step 6:

Share your page URL so others can join your team.



How can the charity help
you Fundraise?

If you are participating in a fundraising activity, the charity can help raise
awareness of your initiatives by posting on our Facebook page, Family
Network WhatsApp group and include information on how to donate in our
bi-monthly newsletters. We encourage you to email info@rtsuk.org.uk to
keep us informed of your initiatives. The charity doesn’t normally hold
merchandise but if this is something you wish to explore then please do
reach out to us so we can discuss it with you

Banking your fundraising

After completing your challenge and collecting donations, you can deposit
the money in two ways:

@% Online: 8 By Post:

You can pay the money Email our mailbox

directly into our bank account info@rtsuk.org.uk to notify us that
using online banking: Please you would like to bank your funds
contact us via with cheques or CAF vouchers.
info@rtsuk.org.uk to obtain Then send the CAF vouchers

our bank details and/or cheques made payable to

RTSUK to the following address:
169 Watford Road Rickmansworth
Croxley Green WD3 3ED.

Every donation makes a big
difference, thank you very much!

For more details about our
fundraising activities and events,
visit: https:/ /www.rtsuk.org.uk or
email us at info@rtsuk.org.uk
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