Fundraising
Action Pack

Thank you

for taking action
to speed treatment
for Rett Syndrome
We hope that this pack
contains all the ideas and
practical information you need
to raise funds for Reverse Rett.
The money you raise
will ultimately deliver treatments
and cures for our children with
Rett Syndrome and related
MECP2 disorders.

My daughter, Beth, was diagnosed with Rett Syndrome in 2002. Like all parents
receiving this diagnosis I was devastated. I hadn’t even heard of Rett Syndrome
until Beth was tested for it.
Feeling helpless, I threw myself into fundraising to feel like I was doing
something. I learnt quickly that the prognosis for Beth was grim and back then
there were no Rett research organisations to support.
All that changed in 2007 with the first reversal experiment. All of us parents
had a glimmer of hope but 2 years later we were still waiting for the
breakthrough, it seemed like a lifetime. It became obvious then
that if the work wasn’t funded it would never happen.
I co-founded Reverse Rett in 2010 alongside 4 other parents
passionate about research and hoping for something, anything
that would help our children.
16 years on from Beth’s diagnosis and things couldn’t be more
different. Rett research has moved forward extremely quickly
though never quickly enough for parents watching their children
struggle daily. Clinical trials are happening and more are on the
horizon. Things are moving so quickly that if I went into detail
these action packs would be obsolete almost before they
were printed.
Everybody has a cause, all of us have been affected personally
by cancer, heart problems, strokes, the list is endless. Unless
you love or know someone with Rett Syndrome the likelihood of
you choosing to support Rett research is almost zero. One thing has
become crystal clear in the past 8 years since Reverse Rett launched:
families, their friends and connections have brought about the rapid
progress in Rett research, they have funded the scientists working
towards a cure and when that cure comes it will have taken a huge
team effort from a relatively small number of people.

Every time you fundraise
for us, you are also making
the wider public aware of
Rett Syndrome and the
potential for treatment. This
helps us build more support
for our work and ultimately
increase our impact on
laboratory research and
clinical research in the UK.

We are getting closer but we need your help to get there. Everything is in
place to make our dream a reality but the stark truth is that the science still
needs funding.
Please join us and get involved in making Rett Syndrome the first
neurological disorder to be cured. The millions sent to Rett research
since 2010 has come from runs, bike rides, quiz nights, coffee
mornings, cake bakes, even sitting in a cold bath of beans! People
doing what they can and enlisting people they know who can help.
Nothing is off limits, be creative, tell your story and make
an impact in honour of the person you love.

Andy Stevenson
Dad to Beth, Stepdad to Amber, Co-Founder & Fundraising Manager
Reverse Rett
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Each episode of Song Request Tuesday comprises
a live performance of fresh song requests which
have been received each week.

I’ve been wanting to raise money for
Reverse Rett for ages but have three
young children so my days are pretty full!

A fair bit of work goes into the preparation of each
weekly performance of Song Request Tuesday.

I realised that my nights are usually free
though and so offering babysitting to my
friends could be something they would
want and be willing to pay for. I put out
a few dates that suited me and got five
bookings in the first day. They have to
pay for babysitting anyway so going out
whilst raising money for charity is a
win-win for everyone.

I spend about 6 hours a week sourcing and learning the new
tunes and then we do an hour of rehearsal with the guests
prior to each show to finalise the song arrangements.
It is sometimes a challenge fitting all the preparation in around
my working life but I do enjoy the process and it really is a
privilege and a joy to play with my musical friends to raise
money for such a brilliant cause.

Sarah Starbuck, Mum
to Amber who is now
everybody’s friend

Colin Gordon who plays songs on
Facebook LIVE in honour of his
niece, Romi

and how I
maximised
support

I also used a bit of humour in the way that
I kept reminding people/dropping hints about
sponsoring me. I think some thought we better
get on with it as she’s not going to give up on us!

What I do
for Reverse
Rett
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I made sure I spent time telling each potential
sponsor about the charity, and about Debs and
Lottie. The personal side has an impact. I think
the majority of my sponsors, especially the larger
donations, were parents themselves.

Joanna Clare who ran the
Piece of Cake Trail Race for Lottie
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The A-Z of

Fundraising

My cousin Kate’s wee girl Kim was
diagnosed with Rett Syndrome a few
years ago and I had been wanting to do
some fund raising to help the charity with
their research, and thought why not do
something I really enjoy and raise funds at
the same time!
The response to my clay pigeon shoot was
incredible and I have decided to host it every
2 years!

Robbie Anderson who organised the first
clay pigeon shoot for Reverse Rett

A

When I look at some of the terrible diseases in the
world, I’m left hoping that one day conditions like
Alzheimer’s and Parkinson’s Disease will eventually be
something we can reflect on and know we overcame.
With Rett Syndrome, the most compelling fact for me
is that unlike a cure for some other diseases, a cure for
Rett is not a distant dream. It is in fact very realistic.
Right now, little girls are suffering with an illness that
could have been cured already if the investment in the
disease was anything like it is for other, more well
known diseases.
That’s what drives me constantly to invest
my efforts into raising money and awareness
for Reverse Rett.

is for Anything
When it comes to fundraising, literally anything
goes. Run a marathon, climb a mountain, bake
some cakes, write a song, paint a picture, sit
in some baked beans – the only limit is your
imagination. Choosing something you already
love doing, or something you have always wanted
to do, is a great place to start. And remember,
whatever you choose to do, we’ll support you all
the way.

Deucalion Mcgregor-Sims who ran the
Edinburgh Marathon wearing a weighted vest
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B

is for Bag-Packing
Bag-packing in a local supermarket is a fantastic
way to let your local community know more about
Rett Syndrome and Rett Research, at the same
time as filling collection buckets. Ask your local
stores for a date, get a team together and get
packing – you’ll be surprised what a successful
feel-good day you have!

E

E is for Events
An event can be anything from a cake bake
to a coffee morning to a festival to a clothes
swap. See our ‘host an event’ page for more
information, and remember that whatever
event you choose to do, we’re here to help.

F

C

is for Friends

is for Cycling

No man is an island, and enlisting friends
to help fundraise is always a good move.
They’ll bring different perspectives, talents
and contacts to the table, and they’ll have
ideas you hadn’t dreamed of. Don’t be
afraid to ask.

A cycling challenge can be as big or small
as you make it. You don’t even have to
go anywhere – covering the miles on an
exercise bike can still count. On your own
or with a team, sponsored cycling is a
great way to keep fit and raise funds
at the same time.

D

is for Dog-Walking
Speaks for itself really. Dog-owning friends and

neighbours may well swap a few ££ for some
extra sofa time whilst you exercise their pooch,
especially if they know their money is going to a
great cause. Please ensure you have the correct
liability insurance in place.
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G

is for Gigs
If you’re musically talented, or know
people who are, how about putting
together an afternoon/evening of
entertainment at a local venue? A few
local bands, a nice pub, a bunch of
friends and you’ve got a gig! Sell tickets
online or take entry fees on the door,
stick some collection buckets on the
bar and let the good times roll…

FUNDRAISING ACTION PACK

#MakingChangeHappen 9

H

L

is for Head Shaving

is for Loose Change

If you have long luscious hair or a thick rug of
chest hair then shaving or waxing it all off is your
worst nightmare. This is scary but ultimately a
profitable way to raise money. If you are follically
challenged and proud of it then do the opposite
and grow your locks (where you can).

I

is for Identify and Invent
Spot something that people around you
need and invent the solution: whether it’s
a group of your friends who could really do
with a reliable babysitter, or some neighbours
who could use someone to cut their hedges,
you could be the solution to someone else’s
problem. And they could be part of finding a
solution to Rett in return!

K

is for Kilimanjaro

(or any other reasonablysized mountain!)
Taking on the challenge of a mountain climb can
be an amazing way to motivate yourself, push
your limits, and tick something off the bucket list,
all at the same time as raising funds! Whether it’s
Kili, the Three Peaks, Snowdon or anywhere else,
it’s bound to be an exhilarating adventure with an
awesome view at the end (weather permitting).

Your small change can make change possible.
Save up your coins in one of our Change is
Possible boxes throughout the year, then donate
it online in The Big Give Challenge in November/
December, and your pennies will get doubled.
It’s an easy way to make double the impact
(see our website for full details).

M

is for Mufti
A non-uniform/dress-down day is one
of the simplest ways to raise money.
Get everyone at your school/workplace
to pay £2 to wear something different
for the day – whether it’s simply their
own clothes or fancy dress or a particular
theme, it’s always a winner.

N

J

is for New

is for Joining In

As we may have said before, when
it comes to fundraising there are
no limits. Every tried and tested
fundraiser was a new idea once
upon a time, so don’t be afraid to
try something completely new and
unique. Get in touch if you have an
idea you’d like to try – no idea’s too
whacky. Dare to be different!

If initiating or creating your own event/
challenge feels a bit daunting, why not just
join in with a ready-made one! Whether it’s
one of our own Reverse Rett annual events
or an event/challenge that someone else
is running, joining in is a great way to get
involved, meet people, and get some tips
on how to do it yourself next time round!
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R

O

is for Running
The classic money-raiser. From 5k park runs
to ultra-marathons, there’s a race out there
for everyone, and it’s never too late to lace
up those running shoes to help reverse Rett.
Find organised races by googling Runner’s
World events or create your own challenge.
Push those limits!

is for Online
Social media and the online world make it easy
to share your fundraising widely and grab
people’s attention even on the other side of the
globe. Whether you’re selling stuff online
(see above!), sharing your JustGiving page,
pledging a birthday or creating an event, make
sure you share online and make the most of your
social media audience. Share share share!

P

is for Party
Throwing a party for yourself, or in honour
of someone you know and love with Rett
Syndrome, is a fantastic way to raise funds.
Whether it’s a small birthday bash or a full-on
fiesta, you can invite friends to get together,
raise awareness, have fun and bring in the £££.
See our ‘how to host an event’ section for
more details.

is for Sweepstake
Whether it’s the World Cup, X Factor,
Great British Bake-Off or the weight/
name/gender of a baby, a sweepstake
is a fun and easy way to get everyone
involved. Putting a few quid in each
can add up to a great amount to send
to research.

T

Q

is for Talent
Everyone has one, yes, even you!
Whatever it is you’re good at, find
a way to use it to raise some £££.
Our supporters have been known to
use their talents at painting, singing,
hair-dressing, baking, knitting,
jam-making and even baby-sitting
to help bring in those crucial research
funds. Everybody’s good at something,
it’s how you use it that counts!

is for Quiz Nights
Everyone loves a good old-fashioned quiz
night, and it’s a great way to tap into people’s
competitive spirit. Find a local pub, social club or
school hall, find a willing quizmaster and invite
friends and family to get their teams together.
BYO drinks/food makes it simple to organise,
just charge for team entry and you’re away.
12 #MakingChangeHappen
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U

is for Unwanted Stuff
One man’s trash is another man’s treasure! The
unwanted stuff filling up your loft/garage could
be turned into vital research funds. Have a garage
sale, join a boot fair, list your unwanted items
online via ebay, Buengo or Facebook selling sites
– however you sell it, let people know where
the money is going and that their purchases are
helping to make change possible.
#MakingChangeHappen 13

Y

V

is for YES!

is for Voice
Those with Rett Syndrome don’t have a
voice, so speak up for them! Talking to
others about Rett Syndrome and research is
the best way to get them engaged, involved
and wanting to help. Whether it’s informally
to work colleagues at lunch-time, or at
your kids’ school in an assembly, or to the
checkout assistant at Asda whilst you pack
your shopping, every conversation is an
opportunity: take it!

Be open to offers and ideas and be
prepared to go outside your comfort
zone to help speed Rett research. If
friends or family suggest fundraising
ideas you wouldn’t usually consider,
or if an unusual opportunity comes
along, say YES and embrace it. You
never know where it might lead…

W

is for Walking
You don’t have to be a marathon-runner or a
mountain-climber to pull on the walking shoes
and stride out for Rett research. Our Scottish 5k
and Virtual Run events are open to all ages, all
abilities and all paces, and if you want to do your
own walking challenge, you only have to set a
target, let your friends and family know, and
open the front door! Apps like ‘MapMyWalk’ or
Strava make it easy to keep track of the distance
you cover.

X

is for Zip Wire

is for X-tra Long
Challenges!

Nothing raises interest and sponsorship
like someone in a hard hat flying through
the air at top speed, particularly if they
happen to be afraid of heights! Taking
on a challenge like zip-wiring across the
Thames or abseiling down The Shard
always captures imaginations, raises
lots of lovely £££ and guarantees some
priceless video footage for social media!
Go on, you can do it…

Really long challenges often capture the
imagination: a 24 hour row or a 36 hour tango
or a 48 hour golf challenge – these ideas are lots
of fun and always bring in the ££. Get a team
together, make a rota, let everyone know what
you’re doing and make sure everyone knows
how to sponsor your efforts.
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Getting started

Who
More guests generally means more funds
raised. But make sure you have checked the
capacity of your venue and don’t overstretch
yourself – it is better to have fewer guests
having a great time, feeling looked after and
therefore happy to spend money, than to
have more guests feeling underwhelmed and
unlikely to spend! You know your limits – be
prepared to push them, but not too far!

Once you have the bit between your teeth and have decided you
want to help make a difference, how do you go about starting to
raise money? Over the next few pages we are going to give you some
help and ideas. Remember, we are always here if you need help
or want a brain-storming session about how to galvanise your
family and friends’ support; just give us a call.

When
Consider your target audience and when is
likely to suit them best. Weekends are great for
parties, but weekdays might be better for
a coffee morning.
Make sure your event doesn’t clash with any
major events such as World Cup Finals(!) or any
smaller local events like school fetes or carnivals.
Take into account the time of year of your event
and possible weather situations! If you’re holding
an afternoon tea party in your garden in July, for
example, make sure you have a back-up plan for
bad weather (gazebos on stand-by, friend willing
to loan their living room etc!)

Hosting an event

Where
Find a venue which suits the type
of event you are holding and has
the right capacity for your guests/
audience. It could be a local hall,
pub, café, hotel, park or your own
home. Wherever you choose, make
sure you book your date in advance
and mention that it’s for a charity
event – they may offer a discount or
use for free!

Hosting an event is one of the
most effective ways of raising
money. It doesn’t have to
be daunting or involve huge
levels of stress or time.
You just need to have an idea
and a few basics in place.
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Promoting

Online
We are happy to sell the tickets for
you through our website using Pay
Pal. This will take some of the strain
off you allowing you to focus on other
things that will ensure your night is
a success.

Promoting your event is key to its
success. As soon as you have the
date and venue booked, let your
guests know. A ‘save the date’
message doesn’t need to contain all
the info about the event, but it will
make sure that your guests keep the
date free in the meantime.

Reverse Rett is a charity for tax
purposes so sponsoring or buying
tickets is much more attractive
to businesses interested in
supporting you.
Email invites to your contacts.
Create an event on Facebook and
invite friends to join. Send us the
link and we can help promote the
event too.
Set up a JustGiving page for the event
so that people can donate, even if they
can’t attend the event. Share the link
on Facebook, add it to your
email signature.
Share on any other social media
platforms you and your friends
use – the more visible your event
is, the better! Make sure you tag us,
whichever platform you’re on:
Twitter: @reverseRett
Instagram: @reverserett
Facebook: www.facebook.com/
reverserett

If you are holding a raffle, contact
local businesses to donate prizes.
Local shops and supermarkets can
be really generous if you contact
them directly; make sure you tell
them why you’re doing it and where
the money is going. If you need a
letter of authenticity from us, email
enquiries@reverserett.org.uk

Include the Reverse Rett logo, website address and charity number 1136809
in any materials you produce or send out. Email us for a hi-res version of
our logo and brand guidelines.
Make sure promotional materials always include date, time, venue
and contact details for the event.
Don’t forget to let people know why you are supporting Reverse Rett.
Making it personal can be really effective – if you are raising money in
honour of a particular child with Rett Syndrome, include a photo (if
you have parental permission) and some of the child’s story.
This makes it more real.
Make your publicity as visible as possible. Put up posters in local
shops, church halls, community noticeboards, cafes, schools etc –
anywhere with a noticeboard!
Downloadable posters and leaflets are available on our website.
For hard copies please email enquiries@reverserett.org.uk
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Making the
Most of it
Once you have the basics in place,
think of other ways you could
maximise the fundraising potential
of your event. For example, could
you hold a raffle or tombola,
or have a cake stall on the side, or
offer car-washing whilst guests are
at your event etc? It might sound
crazy, but these extras can often
add significant amounts to your
event as well as giving your guests
that extra little something too!

Event Checklist
Pick a date and book a venue
Contact Reverse Rett so we can
sell the tickets for you through
our website using Pay Pal
Book any other details needed –
if you’re hiring a band or catering
or entertainment, get them
booked!

Make sure you have everything you
need for the event. Contact the office
in advance if you will need collection
buckets, posters, bunting, t-shirts etc.
Keep the focus of the event and where
the money is going in people’s minds.
If you can, speak briefly to your guests
about the reason for your event and
why it means so much to you. For help
with speeches/presentations, contact
enquiries@reverserett.org.uk
Make sure that your message is
positive too, and that your guests
have a good time. People will
respond to the sad story but also
to the hope and happiness that
comes from your involvement
with research and the fight for a
cure. Remind them that we are
closer than ever to treatments and
a cure – their money really will
make change possible!

Send out a ‘save the date’
message

Get your event ‘out there’ on
social media and invite friends
to join and share
Start selling tickets!
Think of ways to maximise your
event’s impact – add a raffle,
tombola etc
If needed, enlist other people to
help – delegation can be key!
Check any requirements of the
venue eg. if you’re planning to
sell alcohol in a town hall, you
might need a license
In the lead up to the event, keep
on sharing and promoting –
people leave things to the last
minute, so don’t be disheartened
by late ticket sales or replies, just
keep at it!
Let us know what you’re doing
and any info/links we can share
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Pledging your birthday is a
super simple way to raise
money for research.

Make a guest list

Make/request any promotional
materials and put them up in
relevant places

On the Day/Night:

Pledge
Your Birthday

FUNDRAISING ACTION PACK

Instead of gifts and cards, ask
your friends to donate to Reverse
Rett. You can set up a Just Giving
page or use the Facebook ‘support
non-profit tool. Make sure you let
them know why you’ve chosen
to give up gifts in honour of Rett
research and what it means to you.
For help with either of these,
please get in touch.

If you want to celebrate your birthday with a bit
more ‘oomph’ and get your friends and family
even more involved, why not throw a birthday
bash, invite everyone you know and collect
donations/pledges on the night? Whether you
ask for an entry donation, have collection buckets
on the bar or hold a raffle/auction, there are lots
of ways to raise extra funds. Again, make sure
everyone knows why you’re doing it and what
difference their generous donations will make.
We’ll happily send you collection buckets, posters
and flyers – just email enquiries@reverserett.org.
uk and let us know what you need.
Setting up a JustGiving or Facebook donate page
is a good idea even if you also have a party. That
way, any friends or family who can’t make it can
still donate and leave you a gift! Make sure you
share the link to your page as widely as you can.
We know that asking friends and family for
money can be tough, but let them know that the
only thing you really want for your birthday is a
cure for Rett Syndrome, and they’ll be bound to
want to help grant your wish.
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Schools, Colleges
and Workplaces

Charity of the Year

Mufti/
Non-Uniform Days
Paying £2 to come to work/
school in non-uniform/fancy
dress is a super simple way
to raise lots of ££. Add in a
theme or fancy-dress to make
it even more fun and engaging.

Lots of workplaces and schools nominate
a charity (or several charities) for whom
they fundraise throughout the year.
Nominate Reverse Rett, and let them know
why it means so much to you. A personal
connection often makes people more inclined
to support.
Let us know if your workplace or school
does choose Reverse Rett as their charity
of the year so that we can send resources,
fundraising materials and provide support
and publicity throughout the year.

Have a Party!

Fundraising via work
places and schools
is a fantastic way to reach
a new audience, raise
awareness, get to know
people and raise vital
research funds too.
Here are some ideas
of how to get your
colleagues and local
school kids involved!

Lots of workplaces and schools have annual
parties/balls/discos in the summer and at
Christmas. Why not combine a pre-existing
event with some fundraising – ask if a % of
ticket sales can go to Reverse Rett, hold a
raffle or auction at the event or sell cakes/icecreams/drinks on the side as an extra money
raiser. Having collection buckets and posters
at events like this can help boost donations
– contact enquiries@reverserett.org.uk to
request these.

Sponsored Events
Sponsored events are always a hit and can
be as big/small, crazy/simple as you like!
Schools are often very happy to organise a
sponsored walk for pupils which can simply
take place on the school field. Sponsored
goal-scoring, reading, skipping or slime-making
are all possibilities, and of course there’s
the ever-popular sponsored silence – a great
hit with teachers!
At work, sponsored events can be more
ambitious – tap into the competitive spirit
and hold a football or rounders tournament,
or have a prize for the colleague who gets the
most sponsorship for a bike ride or obstacle
course challenge! Anything goes, so just tap
into the kind of event you know will get your
colleagues engaged and excited.

Matched Giving
A super simple way to double
your money! Lots of companies
will match the amount you’ve
raised at an event. It’s double
the impact, so worth an ask!

In schools, annual fetes are a great moment
to raise some money – ask to have a stall at
the Summer or Autumn Fayre and sell some
homemade items, second-hand toys/clothes/
school uniform/books – anything you think
people will buy! Make sure people know the
money is going to charity and why you’re
involved. If it’s in honour of your daughter,
niece or friend, take her along to the fete –
people will love to meet her and to see
exactly why you’re raising money.

Make sure everyone who sponsors you
includes their full name and address and ticks
the gift aid box if eligible – it makes a huge
difference to the amount you raise!
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Christmas Cards
(Date)

Instead of sending Christmas cards to everyone
in the office, make an agreement to donate to
Reverse Rett instead. If people see you doing it,
they might follow the lead! Donate via Facebook
and share the link to encourage your friends to
give up their cards too.

Dear Mr/Mrs………,
My (sister/cousin/friend etc.) suffers
from a rare neurological condition
called Rett Syndrome. This affects
almost every aspect of her life: it
has taken away her ability to wa
lk, talk and use her hands. There
is currently a lot of research aimed
at reversing Rett Syndrome, which
has been successful within a
laboratory. Reverse Rett is a cha
rity which funds research into rev
ersing and curing Rett Syndrome
.
I would like to ask the school to hel
p raise awareness and funds to hel
p speed the treatment and find a
cure for Rett Syndrome, for my (sis
ter/cousin/friend etc.) and the oth
er girls like her.
There are lots of ways that (school
name) could help, for example we
could:
Make Reverse Rett our charity of
the year

Or, more creatively, have a Christmas card
designing competition with an entry fee and
then have the winning design printed and sell it
to raise vital research funds.
Schools often have card-making competitions
at Christmas. Speak to teachers to see if a % of
the sales can be donated to charity, or if parents
would be happy to pay entry fees for their
children. Christmas is a great time to tap into
people’s generosity – good will to all!

Asking for Support
Asking for support isn’t always easy, but it’s the only
way to get other people fighting for our girls too.
Speaking to people directly is an effective way to get
others on board. If you are looking for support from
local schools/ companies or organisations, going in
to speak with someone directly is often the most
effective option.
Writing a personal letter is also really powerful.
Emails can easily get lost in a busy inbox, but a letter
is harder to lose/ignore!

Talking
Even if your workplace or children’s school isn’t
organising an event or specifically fundraising
for Reverse Rett, keep talking to them about Rett
Syndrome and the work Reverse Rett do, making
sure they know that the progress we make is
completely dependent upon the support of
people like you, and them!
Presenting an assembly can be really effective
in getting pupils engaged and invested in
fundraising in the future, as well as making
them more aware and accepting of those
with disabilities.
Speaking to your colleagues about your
involvement and why you support Reverse Rett,
will mean that they have a better understanding
and may keep us in mind for the future.
Never under estimate the impact of a good
conversation or the impact your words and
passion can have.
For help or guidance with approaching schools
and workplaces or with doing an assembly
or presentation, please email enquiries@
reverserett.org.uk
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The key to a letter is to keep it concise, to the point,
and personal enough to distinguish it from other
charity requests.
Don’t be afraid to share your own story, talk about
your own connection to the charity and explain why
you need help.

Hold a non-uniform day
Hold a Krispy Crème sale
Hold a sponsored event (walk/read
Hold a bake sale
Invite a representative of Reverse

Rett to speak at an assembly

The bigger the fundraising effort,
the quicker a treatment and cure
for Rett Syndrome could be possibl
but any efforts we could make as
e,
a school, however big or small, wo
uld be hugely valued by my family
and everyone affected by Rett Syn
drome.
I also think that this would be goo
d because it would help others und
erstand more about disabilities,
especially one where those who
suffer are unable to speak for the
mselves.
You can research Rett Syndrome
and find out about the research and
charity at www.reverserett.org.uk
I hope that you can help me to ma
ke a difference.
Yours sincerely

Include the positive – the reasons why funding
research is so urgent and why hope is so real.

Signed here

People like to give their support to causes where
their money will actually make a difference. Make
sure they know that it will!

(Name)

To make asking for support a bit easier, we’ve
put together some template letters which you can
download, edit and print. Make sure you edit the
green sections so that the letter is personalised
to you.

/goal-score/silence!)

(Form/year group)

These templates can of-course also be adapted for
emails. If you’re emailing lots of places to ask for
support, make sure that you personalise each one –
send it to the specific person you want to receive it
(not just ‘dear Sir/Madam) and make sure the subject
line is something which will grab their attention.
Please see our website for full details
For further help, email
enquiries@reverserett.org.uk
FUNDRAISING ACTION PACK
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Donor Fatigue /
Repeat Fundraising
Fundraising is a challenge,
doing it once can be hard
enough but when you’re
constantly asking others
to help it can become
demoralising.

Making the most of Online
Fundraising/Social Media
There’s no doubt about it: social
media and online giving platforms
have revolutionised the way that
people fundraise and have made
it possible to reach a far wider
audience than ever before. But in
a climate of constant online asks
and so many worthy causes, how
do you make your effort and your
cause stand out and maximise
your impact?

First of all, people give to people, so personalise
your fundraising page. Tell your friends how
much Reverse Rett means to you and why
you’re raising money for Rett research. Tell
people about the child for whom you were
inspired to fundraise. Vary your posts and give
them snapshots of the things they struggle with
on a daily basis, things most of us take for
granted. Share the pain of your training or the
work you’re putting in to make your event a
success. In the new visual age people respond
well to videos, so be brave and tell everyone
about your efforts, Rett Syndrome and the
amazing research which their donations will
help to fund.
You also need to be aware of the idiosyncrasies
of social media. We are all limited in what we
see on our news feeds, so don’t be afraid to
post, post and post again, as it’s likely most of
your friends won’t have seen it. People are busy
and often see your post on the fly, meaning to
donate later but then forgetting. Don’t let them
off the hook and keep on letting your friends
know what you’re doing.
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There are so many online fundraising options
now and it can get confusing which one to choose.
New platforms are emerging all the time, many of
whom give 100% of funds raised to the charity,
without charging fees.

For those of us with children dealing with
Rett Syndrome seeing our child struggling
is usually enough to keep going at the risk
of alienating people. The most important
thing to do is always thank people over and
over for their support. The second thing is to
always make your message a positive one.
Rett Syndrome research is so exciting. A cure
has been proven to be possible and it’s only
a matter of time before it is a reality. The
time frame depends on funding. Make people
excited to be part of something momentous.

Wonderful and Givey are good examples of such
sites. Just Giving remains a preferred option for
many, with a proven track record and offering
charities a great overall service in return for a
small % of the funds raised, whilst The Facebook
giving platform is also proving very popular.
It’s quick and easy to set up a Facebook page
and you can invite all your
friends to donate to your
fundraiser.
Just take a look around
and choose whichever
platform works best for
you, or feel free to get in
touch if you need any
help navigating the
different options!

You can also freshen up your efforts. Instead
of doing another run, cycle etc do something
totally different. Hosting an event such as a
Cheese and Wine evening or coffee morning
where people are getting something for their
donation can make all the difference.
It’s not easy to keep asking but living with
Rett Syndrome is far worse.
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Legal
Stuff

Collections
To carry out a street or house-to-house collection
you must obtain a license from your local authority.
Anyone under 16 must be accompanied by an adult
when collecting money from the public.

How to use the Reverse Rett
name and brand
Reverse Rett as a name and brand is trademarked. If
you plan to use our logo, please let us know so that
we can provide you with a high res version of the
logo and our brand guidelines as required. If you are
using the Reverse Rett logo on your own literature
or merchandise, please let us see a copy before you
print or send it out.
All funds raised through events or sponsored
activities using the Reverse Rett charity name,
logo or charity number must be delivered to
Reverse Rett within 3 months of completion
of the event or sponsored activity.

Split Fundraising
If you are fundraising for Reverse Rett and
another cause, which is not a registered charity,
i.e. for individual benefit, then you must state the
percentage split in all literature and correspondence.
This is because when a registered charity lends its
name to an event or cause, they also confer specific
benefits, which are only applicable to the charity
when it is raising money for its specific public
benefits. For Reverse Rett that is for funding research
into treatments and clinical developments.
Neither our constitution, nor the Fundraising Code of
Practise allow us to confer these benefits for causes
which are not registered charities, i.e. for individual
benefits.
We hope that you understand that it is our obligation
to ensure that we are in compliance with relevant
regulatory authorities at the same time as raising as
much as we possibly can for research.
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It is vital for Reverse Rett to ensure that we do not
engage in any activities which may damage our
reputation and/or ability to effectively fundraise to
speed treatment which is so important to all of us.
If you have any concerns about what we have written
here or if you have questions which you would
like to ask directly of the Fundraising Regulator,
please contact them directly on enquiries@
fundraisingregulator.org.uk and/or let us know.
We welcome questions, comments and feedback,
please email enquiries@reverserett.org.uk
At Reverse Rett, we have a fundraising policy for
fundraisers and one for people holding events. Please
read these carefully before starting your fundraising.
We are happy to send you a copy so please email
enquiries@reverserett.org.uk to request one.

Health and safety
Whatever you do, please do it safely.
Be aware that Reverse Rett cannot accept any
liability for any loss, damage or injury incurred
as a result of fundraising for us. For a smooth
and safe event:
• Make sure all venues have been checked for health
and safety hazards
• Ensure there is adequate access for people
with disabilities
• Confirm that first aid provision, fire safety
equipment and emergency evacuation procedures
are in place.
• Check what public liability insurance the venue
operator or owner has and that it covers the
owner’s liability risks.
If you contract any services for your fundraising
activities, assess the safety competence of the
contractors before using them. If you are unsure
of your obligations please visit the Health and Safety
Executive website: www.hse.gov.uk
If you have any questions or need help with any of
the above please give us a call on 0161 413 0585.

Safeguarding children
Any fundraisers under the age of 18 should have
the permission of their parents to take part. All adults
have a responsibility to protect children. Please take
extra time to plan fundraising activities which involve
children. Make sure they are properly supervised
and that you have made provision for lost children
at your events.

Raffles and lotteries
Regulations regarding lotteries can be complicated
so contact your local authority or the Fundraising
Regulator for clarification: https://www.
fundraisingregulator.org.uk/
Small and private lotteries, e.g. at a fete or dinner
dance, don’t need a license.
Society lotteries such as stand-alone raffles do
require a license and there are legal requirements on
the level of prizes that can be offered, the amount
of expenses that can be charged and the way the
activity is organised.

Food and drink
The Food and Safety Act of 1990 and Regulations
of 1995 place requirements on anyone who sells or
processed food to do so safely and hygienically.
Always ensure that any food you are providing
has been stored at an appropriate temperature,
hygienically prepared and thoroughly cooked.
Visit www.food.gov.uk for further guidance.
If you wish to sell alcohol at your event, this will need
to be licensed. If the building in which the event is
taking place already has a license, then you will be
covered but do check. If not, you’ll need to apply to
the local magistrates court for a temporary license.

Paying in the money
There are two easy ways of paying
Reverse Rett the money you raise:
Transfer the money to our
Barclays Bank account:
Account name: Rett Syndrome
Research Account UK
Account number: 63485943
Sort code: 20-03-18

Or send us a cheque payable to Reverse Rett
If you have any sponsor forms you can include
them with the cheque and send them to:
Reverse Rett
Suite 2B, Paragon House,
Seymour Grove,
Manchester
M16 0LN

Saying thanks
Don’t forget to thank everyone who took part from sponsors to participants to partners and the
media. You can never thank anyone too many times.
Let everyone who helped you know how it went
and how much money they helped to raise for
Reverse Rett.

Tell us about it
We regularly support our fundraisers through social
media and on our website. We’d love to hear from
you during the course of your fundraising as well as
after. Let us know how everything went and how
much you raised. Please include pictures if you can,
both of the fundraising event and of the person who
inspired you to fundraise.
Please email us on:
enquiries@reverserett.org.uk
tweet us
@reverseRett #RettSyndrome
#MakingChangeHappen
or Facebook message us
www.facebook.com/reverserett

If you do this, please put a reference on the payment
so we know who it is from and/or drop us an email to
tell us the payment is on the way.
For auditing purposes, we have to account for every
payment or donation coming into the bank account
regardless of how much it is.

Entertainment
If your event involves singing or dancing and your
venue doesn’t already hold one, you will need to
check with your local authority if you need a public
entertainment license.
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Where your
money goes
Reverse Rett exists to
bring a cure closer
We fund research and forge
connections between scientists,
doctors and those affected by
Rett to make this goal a reality.

1999: Mutations in the gene MECP2 are
identified as the cause of Rett Syndrome
2001: First genetic mouse model is made

Research we fund
Reverse Rett exists to accelerate
treatments and a cure for Rett Syndrome.
We fund international Rett Syndrome research
through our longstanding partnership with the US
based, Rett Syndrome Research Trust (RSRT) who
are responsible for peer review and monitoring
of those projects. This work mainly consists of
laboratory research focused on projects seeking to
replace the missing protein and transform lives.
Our UK work has a translational impact with
clear patient benefits. We work to ensure that as
treatments and a cure for Rett Syndrome become
viable, they are accessible to patients in the UK.

Working for a cure

In 2007, with the successful
reversal of Rett in the lab,
we entered a new era for
research in which we knew
a cure was possible.
We are now entering a final
era, in which human trials of
transformative approaches are
starting. Instead of pushing for
a cure, one day in the future, we
are working to improve clinical
capacity to deliver this as well
as treatments for the many
symptoms of Rett.
See below, a timeline of a few
of the key developments in
Rett Syndrome research over
the last 20 years.
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We already know how to reverse Rett in the lab,
but need to make sure gene therapies are
safe and effective before they can be delivered
to cure people.
Too much MeCP2 can be as bad as too little.
MECP2 Duplication Syndrome is a separate
disorder from Rett that is in fact caused by too
much Mecp2.
We’re supporting the work of Professor Adrian Bird
and Dr Stuart Cobb at the University of Edinburgh
who are working to control the amount of MeCP2
delivered by gene therapies very precisely.
The teams in Edinburgh are using a range
of cutting edge technologies: from ‘big data’
computer science, to cutting-edge approaches in
gene manipulation to design control mechanisms
that allow healthy Mecp2 to be delivered to Rett
patients without damaging side-effects.
The world’s first gene therapy trial in Rett
Syndrome is projected to begin in early 2019.

A personalised approach
to treating Rett Syndrome
There are currently no FDA or EMA
approved drugs or treatments for the
many symptoms of Rett Syndrome.
In recent years, Reverse Rett has worked
to support treatment focused research
projects. Much of this work is now coming
to fruition as an increasing number of
treatments move towards human trials.
Professor Santosh’s team at King’s
College London are working to better
understand each patient’s symptoms in
much more detail, so that they can be
treated more effectively now and so that
the clinical capacity can be developed to
deliver future treatments.
This will make sure that when new
treatment pathways become available
in the UK, we have robust experience of
treating Rett patients, and have addressed
any challenges.
We’re working with Professor Paramala
Santosh’s team at King’s College London
on the first UK clinical trial for a treatment
for breathing difficulties in Rett Syndrome.
Our aim is to build on this partnership, to
map symptoms in the long term, enabling
earlier and more effective intervention,
which will improve quality of life.
Reverse Rett is currently working with
Professor Santosh’s team to support the
current clinical trial of a treatment for
breathing irregularities in Rett Syndrome.

Work to refine gene therapy and other techniques
to address the underlying cause of Rett are aimed
at second generation Gene Therapy treatments.
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2007: Adrian Bird shows Rett can be
reversed in mice, a huge moment that
paves the way for Rett gene therapy
research in humans
2008: The Rett Syndrome Research
Trust is founded in the USA.
2010: Reverse Rett is founded in
partnership with RSRT.
2011: Reverse Rett/RSRT funded
research deems Rett Syndrome
neurodevelopmental no longer as
removing the Rett protein from healthy
adult mice is shown to cause symptoms.
2013: Reverse Rett starts UK Rett
Syndrome Patient Registry in anticipation
of clinical trials and treatments to come.
2014: Reverse Rett/RSRT funded
research reverses Rett symptoms in a
mouse using Gene Therapy techniques
which could be used in humans.
2014: Reverse Rett seed funds first
clinical research project at King’s
College London.
2014: Launch of RSRT’s international
Gene Therapy Consortium to combine
global efforts in search of a cure. Reverse
Rett providing on-going funding.
2017: UK’s first clinical trial for Rett
Syndrome begins focused on patients’
breathing difficulties at King’s College
Hospital, London.
2017: Announcement of the first
clinical trial for a Rett syndrome gene
therapy – another major milestone that
demonstrates a cure is within our reach.
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On behalf of all our children with
Rett Syndrome and related MECP2
Disorders, thank you to all our
fundraisers past and present for
helping us speed treatments and cures
for these devastating conditions.
#MakingChangeHappen for people
with Rett Syndrome

Reverse Rett
Suite 2b, Paragon House Seymour Grove Manchester M16 0LN
Tel: 0161 413 0585
info@reverserett.org.uk reverserett.org.uk

