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An estimated 2400 people in England, Wales and Northern 
Ireland are affected by Rett Syndrome. Caused by a 
spontaneous genetic mutation, Rett Syndrome can occur in 
any family at any time. Although, thanks to genetic testing, 
children are now being diagnosed before their symptoms have 
fully developed, there is still no treatment which can halt the 
devastating effects of this condition. Without a cure, those 
who survive their childhood will need 24 hour round the clock 
care for life. 
 
Across England, Scotland, Northern Ireland and Wales, our 
volunteers, supporters and the friends, families and those of 
Rett Syndrome are doing amazing work to drive change for 
people with Rett Syndrome, funding research at home and 
abroad to ensure that the condition can be better understood, 
that treatment can be delivered and that ultimately, we can 
help bring about a cure for this devastating disorder. 
 
In 2017, for the first time, patients from all around the UK have 
been able to participate in a clinical trial, giving them access to 
desperately needed emerging treatment for one of the most 
distressing symptoms of Rett: breathing irregularities. 
 
Every day, researchers  funded by Reverse Rett, through our 
partnership with Rett Syndrome Research Trust, are bringing 
us ever closer to a cure. 
 
Until our cure is delivered, we know there is still much more 
work to be done. This is only possible with the continued 
support, passion and commitment of our donors and 
fundraisers. 
 
Thanks to your generosity, Reverse Rett is making change 
happen for children and adults whose lives and futures have 
been irrevocably damaged by this diagnosis. 
 
Within the pages of this report, you’ll be able to find out more 
about the experience of families affected by Rett Syndrome, 
what it means to live with the condition and the difference 
Reverse Rett is making to their lives. 

This devastating condition 

impacts every area of a child’s 

life, taking away their ability to 

eat, swallow, speak, stand, walk 

- even breathing can be affected. 

There are currently no approved 

treatments for Rett Syndrome. 

We want that to change. 

Rachael Stevenson 
Executive Director & Co-Founder 
 

Rett Syndrome is a neurological disorder that 

strikes little girls around their 1st birthday, 

robbing them of their speech, hand use and 

mobility, leaving them multiply disabled for 

life. There is no cure.
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When Poppy was born, she 

joined her older sister Daisy, 

then age 3. I had visions of them 

skipping along together, having 

fun, squabbling, generally being 

sisters. It made me smile to think 

about it. This dream was 

shattered as Rett Syndrome took 

hold. It hurts. We must fight and 

keep fighting until a cure is 

found.

Victoria Prebble, Mother to Poppy 
and Daisy 
 



Rett Syndrome often goes undetected in 

the first year or two of a child's life until 

skills such as walking and speaking are 

lost and a range of complex physical 

problems, such as epilepsy, feeding 

difficulties and breathing problems 

develop.
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We are determined to make the 

devastation that Rett Syndrome brings, a 

thing of the past, offering hope to 

everyone affected by this condition.

Without a cure Daisy – who has a healthy 

twin sister Martha – is likely to need 24- 

hour care for the rest of her life as she 

cannot walk or talk, she has difficulty 

eating and drinking and she has 

developed epilepsy.

Key to this vision is our investment in research 

which will take us ever closer to the discovery 

of new treatments and ultimately our cure. 

 

We work with Rett organisations worldwide 

to fund the highest quality Rett research in the 

world through our partnership with the Rett 

Syndrome Research Trust. 

 

We achieve more, accelerate progress and 

avoid duplication of efforts by working 

together to bring treatments and a cure for 

Rett Syndrome home. 

In 2017, we delivered £402,041 
to the international research 
program at RSRT in support of 
both the Cobb Lab and the Bird 
Lab at Edinburgh University.

 
£139,327 was delivered to 
MECP2 Duplication Fund at 
RSRT on behalf of UK MECP2 
Duplication families.

 
£82,240 was committed to 
King's College London in support 
of the Sarizotan trial and ongoing 
work on outcome measures. 

I believe that with the right funding and 

time, we will find better treatments for Rett 

Syndrome and hopefully, one day soon, a 

cure. I am unwilling to accept that this is the 

best it can be for Daisy. For me, science and 

research is one of the most realistic and 

productive ways to improve the lives of girls 

like Daisy. 

 

 

There is currently no  
approved treatment or

cure.

Emily, mum to Daisy age 4 
 
 



WE NEED 

HOPE 

Our twin girls, Daisy and Martha, were 

born just over 4 years ago. Towards the 

end of their first year, Daisy's development 

began to lag behind Martha's and by the 

age of one Daisy was still unable to crawl 

or stand and she started getting very 

distressed for no obvious reason. 

 

At the age of two, after a long journey 

back and forth between services, tests, 

appointments and sleepless nights, Daisy 

was diagnosed with Rett Syndrome. 

 

 
Emily Marsden, Parent of Daisy & Martha. 



Patients with rare diseases like Rett Syndrome should 

have the same access to treatments for symptoms that 

produce distress, as any other patient of the same age 

who does not have the condition. Symptoms like 

agitation, anxiety, depression, bruxism, pain, 

constipation and breathing irregularities are not 

acceptable symptoms for anyone to live with, without 

attempts to treat them. They can and should be 

managed in people with Rett Syndrome.

Professor Paramala J. Santosh, Primary Investigator, 
Sarizotan clinical trial, King's College Hospital. 

Children and adults with Rett Syndrome are 

at the heart of everything we do. We want a 

cure for Rett and whilst our efforts to deliver 

a cure continue, we will do everything we 

can to ensure that those living with Rett 

Syndrome today have access to adequate 

medical care and emerging treatments as 

and when they become available. 

In March 2017, the first UK clinical trial for Rett Syndrome 
began at King’s College Hospital in London, under the 
leadership of Professor Paramala Santosh.  Six months earlier, 
Reverse Rett implemented support for the trial, pending funding 
for a Full-time Clinical Trials Co-ordinator to run trial logistics 
and to liaise with participating families. 
 
Reverse Rett has conducted on-going recruitment and pre- 
screening throughout the trial from the only existing UK Rett 
Syndrome Patient Registry housed at Reverse Rett. 
 
Working in partnership with trial sponsor, Newron 
Pharmaceuticals and the team at the trial site, Reverse Rett 
arranges travel and accommodation for participating patients 
and families to reduce burden and aid trial retention. 

We awarded 

£50,000 to fund a 

dedicated Clinical 

Trials Co-ordinator 

on site
We helped families 

with 33 visits to the 

trial site

In 2017 we pre- 

screened and 

referred 20 patients 

to the trial site.
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It's a big decision to take part in a clinical trial for 

any reason, particularly when the trial centre is 

hundreds of miles from your home. Professor 

Santosh and the team have understood the 

logistical impact of every visit we make to King's, 

and Emily's well-being has been paramount at 

every step of the journey, which is very reassuring. 

The practical assistance from the Reverse Rett team 

to make sure accommodation is booked and 

appropriate to our needs, takes much of the stress 

out of the process. 

 

We knew there were no guarantees when we 

started the trial. Emily has been committed from the 

start, despite the travel, inconvenience and 

occasional discomfort caused by taking part. I think 

this shows just how much Emily values a treatment 

for her breathing irregularities. It's exciting to be 

part of a breakthrough in treating one of the most 

distressing symptoms of Rett Syndrome. 
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TREATMENT 
WE NEED 

Jayne, Mother to Emily age 20 
 
 



We fight for and alongside families of children and 

adults with Rett Syndrome to make sure their voices are 

heard by clinicians, researchers and decision makers 

across the UK.

Our ambassadors and volunteers, many of 

whom have been affected personally by Rett, 

are relentless in their efforts and work 

together with our team not only to raise funds 

but also to help us ensure that the complex 

needs of people living with Rett Syndrome are 

recognised by decision makers at both a local 

and national level.

Raising money is key to finding a cure; 

raising awareness is a vital part of improving 

the journey for other Rett families and 

reducing ignorance, judgemental and 

discriminatory behaviour by those who don’t 

understand disability. 

 

Andre Govier, Author of Living like Livvy 

I would like to commend Reverse Rett 

on their commitment to inclusiveness, 

equality, treatment goals and ultimately 

that cure. For 30 years, that hope for Rett 

specific treatment was a dream for us, let 

alone a cure. Now I am reinvigorated and 

optimistic that this day will come, if not in 

Keisha’s lifetime, then for those who come 

behind her. Thank you to all who invest in 

and support the charity 

 

Joanna Tomlin, 

Mother to Keisha 

I became aware of Reverse Rett 

after my niece was diagnosed with Rett 

Syndrome in 2009. The charity is directly 

funding research which offers hope for a 

permanent cure in the near future. Given 

that the impact of this work will be life 

changing for thousands of people, I am 

committed to supporting the charity for as 

long as it takes to find a cure. 

 

Colin Gordon, Uncle to Romi 

 

• Recruited 10 regional ambassadors to spread 

the word about Rett Syndrome and the 

potential for treatment across the UK. 

 

• Participated in the Access to Medicines 

Hearing, All Party Parliamentary Group (APPG) 

on Rare Genetic and Undiagnosed Conditions. 

• Participated in Patients Involved in Nice (PIN), a 

coalition of over 80 patient organisations, and is 

committed to enabling patient groups to engage 

productively with NICE. 

• 461 people took part in the annual Reverse Rett 

Virtual Run, spreading awareness of Rett 

Syndrome in over 10 different countries 

 

• Worked with the Rett Disorders Alliance of the 

UK to bring together UK clinicians and 

therapists to develop a Health Checklist for 

children and adults with Rett Syndrome in the 

UK which will be published in 2018. 

HOW WE EFFECTED 

CHANGE IN 2017 

• Reverse Rett achieved full membership of 

AMRC joining a high calibre group of 140 UK 

medical research and health charities. 
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For the majority of Angharad's life, we 

didn't know about Rett Syndrome. When we 

eventually did hear about it, there was no 

clear way to get a diagnosis and no 

Reverse Rett. 

 

For years my Mother was desperate to just 

know what was 'wrong' (for want of a 

better word) with Angharad. Not knowing 

is possibly the hardest thing as it means you 

don't know how best to support your 

child/sibling. You also have no one to talk 

to that's going through the same things. If 

doing my challenges helps one family find 

out about Rett Syndrome and realise that's 

what their daughter or sister has or helps a 

family find out about Reverse Rett and the 

work they do, then I would be so happy. 

 

I just want to do what I can to stop other 

families going through what Angharad and 

our family did. 
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CHANGE 
WE NEED 

Gareth Warne, endurance fundraiser, Reverse 
Rett Ambassador and brother to much loved 
younger sister, Angharad, who would have 
been thirty this year.



HOW WE SPENT THE 

Whatever their reason for getting involved, our 

supporters demonstrate incredible courage and 

determination in their efforts to support our 

work, pushing themselves mentally and physically 

to the brink to raise as much money as they can.

Every donation, large and small, makes a big 

difference, allowing us to keep driving treatments 

and cures for Rett out of the lab and into the homes 

and lives of children and adults living with Rett 

Syndrome today.

Out of every £1 raised, we 

spent 88p on funding 

research, facilitating clinical 

trials and other charitable 

activities. 

88p £957,827

For every £1 that was spent 

directly on fundraising in 

2017, £11.03 was returned. 

MONEY RAISED 

£9.06  £11.03 

We would like to thank all 

our fundraisers, supporters 

and ambassadors for 

everything they have done 

this year. You raised an 

amazing £957,827 during 

2017.

SOURCES OF INCOME HOW WE SPENT THE MONEY RAISED 

 
 
Total £957,827 

61% 

10% 

10% 

15% 

3% 

 
Total £899,301 

45% 

16% 

12% 

10% 

9% 

4% 

3% 

1% 

4% 



WE ARE SO VERY 

GRATEFUL

We work to improve the 

lives of children and adults 

living with Rett Syndrome 

today. None of this work 

would be possible without 

the kindness and 

commitment of our 

fundraisers, donors, trusts, 

corporate and other 

supporters.

For our dedicated and 

passionate community 

fundraisers who went to 

amazing lengths 

throughout the year to 

raise £587,478!



WE WOULD LIKE           

TO THANK     

Hansal International 

 

Newron Pharmaceuticals 

 

Professor Adrian Bird 

 

SkyBet 

 

Wokingham Methodist Church 

 

RS Macdonald Charitable Trust 

 

Altrincham Market 

 

The Bothwell Charitable Trust 

 

Charles and Elsie Sykes Foundation 

 

Politzer Charitable Trust 

 

The Astro Foundation 

 

Reverse Festival 

 

Taylor Charitable Trust 

 

David Ford 

  

Everyone who took part in 

the 2017 Big Give Christmas 

Challenge for Reverse Rett, 

raising a spectacular £96,402 

in one day!

Our online community 

of Facebook, Twitter and 

Instagram users who help us raise 

awareness of Rett Syndrome and 

encourage their friends, families 

and communities to support us! 

All the families who held their 

own events, from coffee 

mornings, to wine tastings, from 

quizzes to suppers, you raised a 

brilliant £31,289 together!

Our 42 regional 

ambassadors for all they 

do to support the work of 

Reverse Rett whilst 

raising vital research 

funds and awareness at 

the same time.

All our regular monthly 

donors for their on- 

going commitment and 

dedication to the work 

of Reverse Rett.
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Everyone who 

attended,volunteered and 

performed at the Reverse 

Rett London Gala 2017 and 

helped raise an amazing 

£100,397 



We would like to thank our supporters for everything you have done in the 

past year. With your continued support and partnership we will continue to 

offer the very best support we can for everyone affected by this cruel, 

devastating disease, while we move closer to our vision of a world free from 

Rett Syndrome. 

If you would like to support us please visit www.reverserett.org.uk 

contact us on 0161 413 0585 or email us at enquiries@reverserett.org.uk 

 

Facebook/ReverseRett 

Twitter/Reverse Rett 

Instagram/ Reverse Rett 



#MakingChangeHappen 
for children and adults with Rett Syndrome


