
 

 

 
 

 

 

Update on the ED Christmas Party 
Sadly, we have come to the decision not to go ahead with our 
annual Christmas party this year.   

We have been holding the ED Christmas party for 9 years and 
feel the time has come for something different!  

We are thinking of possibly having a get together in the spring/ 
summer next year instead, dependent on responses. 

• What sort of event would you like to attend?   

• What would you like to see in terms of entertainment?   

• We especially need some fun ideas for keeping the 
teenagers interested!  

Could you please take a couple of minutes to help by answering 
any of the above questions, so we can build a picture of what it 
is our members and families would prefer.   

It would be very much appreciated by us all to hear your views - 
just drop us a line via email to info@edsociety.co.uk. 
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SYMPTOMS  
QUESTIONNAIRE 

Could you please ensure you have completed 
a symptoms questionnaire for each individual 
who has ED in your family. This document 
hugely helps us when answering any of your 
concerns or when assisting you with DLA/PIP 
applications, appeals, tribunals, schools, 
doctors, etc.  

So, if you have not completed one for many 
years could you please do a new one; they are 
available to download from our website. 

DISABILITY LIVING 
ALLOWANCE, CARER’S 

ALLOWANCE & P.I.P. 

We are always happy to help you complete 
the forms.  

It’s best if the forms are right from the 
beginning in the hope that the claim will not 
have to go to appeal or tribunal.  

If you are unsuccessful, we are happy to write 
an appeal letter for you and if necessary, 
attend a tribunal with you. 

BLUE BADGE 
To obtain a Blue Badge you can either apply 
online at https://www.gov.uk/apply-blue-
badge or telephone your local Social Services 
Blue Badge Team for an application form.  

Many of our families already have a Blue 
Badge.  If you would like our help to complete 
the forms or if your application has been 
turned down, help to appeal please email 
info@edsociety.co.uk 

https://www.gov.uk/apply-blue-badge
https://www.gov.uk/apply-blue-badge
mailto:info@edsociety.co.uk
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Fundraising 
Our grateful thanks for the many donations that have 
been coming in over the past 3 months which 
amounted to over £7000. 

Thank you to everyone who sent in donations with 
their membership form and to all who pay regular 
donations.  

Many thanks to…. 

Chris Woodhead and David Winnington for doing a 
105-mile tandem bike ride in June and raising the 
fantastic sum of £3547.50 

Mark and Vicky Macnair for raising another £640 for 
the Society – keep up the fantastic work! 

Scott Gallagher whose company, Rowley Turton, 
raised another £100 from fund raising events. 

Boughton Astley Conservative Club for their donation 
of £100 

Diana Perry for giving a talk about ED at her local 
Church, St. Matthews Cheltenham and raising 
£106.70 

Nellie Bedford one of our eldest members passed 
away recently and the collection at the funeral raised 
£280 for the Society  

Graham and Nickie Kelly for donating £500. 

Please keep your donations coming in and if you 
don’t do it already please sign a Gift Aid Declaration 
available on our website or on the membership 
forms.

 ED Society Shop 
 

  

 

Postage £0.75 for up to 4 items, please contact us for postage if you require 5 or more items 

Charity Fundraiser 
Debbie Grove will be holding a charity 
fundraiser on Saturday 19th August at the 
Conservative Club in Eccles.  

Debbie has been working on this since before 
Christmas and would love to have your 
support.  

If you are unable to attend the event please 
show your support by sending in a donation 
to help Debbie’s event a huge success.  

 

 

Wristbands £0.75 
                                       

Key Fob £0.75 each    
 

Pens £0.75 each 
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Jeans for Genes Day 

Friday 22nd September 
The ED Society have joined the 

Jeans for Genes 50/50 income share scheme 

 

 

 

 

 

Jeans for Genes Day raises funds from school children and employees who wear their jeans to 
school and work in exchange for a small donation.  

Under our 50/50 income share scheme, the ED Society will be given half of the proceeds from a 
Jeans for Genes Day event provided the school or workplace has been encouraged to take part 
by one of our members.  

All the school or workplace have to do is select the ED Society’s name at the bottom of the Jeans 
for Genes Day registration page.  

How the scheme works 
First, approach your local nursery, primary school, secondary school or workplace to see if they will hold 
a Jeans for Genes Day.  Then speak with the key member of staff who organises charitable fundraising, to 
explain that 

• you are supporting the initiative to fundraise for the ED Society and  
• should the school hold a Jeans for Genes Day, half of the money raised would support the ED 

Society’s families and half would support all those affected by a genetic disorder in the UK.  

To ensure that the school or workplace is linked to the ED Society, you must ask them to check that the 
Society has been selected from the list of affiliated partners at the bottom of the registration page when 
going to the Jeans for Genes Day SIGN UP page.  

Once this has been done, the school or workplace will be flagged on the Jeans for Genes Day database as 
being recruited by the ED Society. This means that the system will automatically allocate 50% of the 
income raised by the school or workplace to the ED Society. 

Once the school or workplace confirms to you that they have signed up to hold a Jeans for Genes Day, 
you should inform the ED Society so we can also keep a record of the schools and workplaces that have 
recruited us. 

That’s it!   
We hope you have an awesome day and raise much needed funds for the ED Society 

Please wear your jeans to school/work and  join in the fun! The 
money raised provides vital care and support for thousands of 
children living with genetic disorders. 
Please take a £1 donation (or more!) for your school or 
workplace collection box. 
Put your jeans on and help us transform the lives of children 
with Ectodermal Dysplasia. 



 

5 

 
 

 

 

 

Cool Touch Ice Towel 
Thank you to one of our members who pointed out this ‘cool’ product.  The Creative 
Cool Touch Ice Towel is made from 100% microfiber.  Simply soak the towel in water 
and squeeze out any excess, then shake the towel for 5 - 10 seconds to activate the 
cooling effect and it will stay cool for hours.   

The Creative Cool Touch Ice Towels are currently £6.99 on Amazon and are available in 
various colours.  (Remember to shop on Amazon through our website 😊😊 ) 

 

       Be Prepared - Stay Cool!
Whether we have a scorching summer or a typical 
British summer it will be hot for everyone who is 
affected by ED -  we can help them be prepared  

•  Drink water to stay hydrated - always take a 
refillable thermos of cool water with you 

•  Wet yourself down - use a spray bottle of water, 
hose pipe - whatever you need to wet your 
clothing, hair, hat and body 

•  Wet T-Shirt - soak your t-shirt in water or pack a 
wet cotton t-shirt in a Ziploc bag to wear when 
hot 

• Cool bandanas - Soak a bandana in water and 
wrap it around the back of your neck.  You could 
also soak two bandanas and wrap one around 
each wrist 

•  Frozen cloths - Freeze wet flannels in a Zip lock 
bag.  Take with you in a cooler.  They will be 
thawed by the time you need them 

•  Terry cloth wrist bands - Soak them in water and 
wear on the wrists 

• Spray bottle - Carry with you to spray on your 
body and cool down 

•  Plan ahead - Plan activities on days and at times 
when risks can be minimized such as early 
morning, evenings or on cloudy days 

• Instant shade - Determine if outdoor activities 
will have access to shade and water.  If not, take 
a golf umbrella or a pop-up canopy to provide 
relief from the sun 

•  Damp towels - Take damp towels in a cooler.  A 
damp towel around the neck brings quick relief   

•  Cool the car down before entering 

•  Gallons of water- take bottles of water to 
outdoor events. Water can be used to drink, soak 
shirts or pour on the body  

• Cool clothes - Wear light-coloured, loose-fitting, 
open-weave clothes 

 

• Wear a wet cap/hat or you can purchase cooling 
caps 

•  Cool gel packs - great for putting your feet on, 
especially for children in class at school 

•  Cool packs in car seats - Use to help keep babies 
and toddlers cool in the car  

•  Frozen Hot Water Bottle - great for cooling the 
bed 

 Nosebleeds 
These appear to be a common occurrence for ED 
individuals when the weather is hot, particularly at 
night.  A nosebleed can be scary to have, or see, but 
try to stay calm.  Most nosebleeds look much worse 
than they really are.  Almost all nosebleeds can be 
treated at home.  Place a cold compress (wet flannel) 
or an ice pack across the bridge of the nose, whilst at 
the same time placing a cold flannel on the back of 
the neck, as this will help slow the blood flow.  Once 
the bleeding stops, don’t do anything that may cause 
it to start again, such as bending over or blowing your 
nose.  Most nosebleeds occur in the front part of the 
nose and stop within a few minutes.   You may need 
to seek medical attention if a nosebleed lasts for 
more than 15-20 minutes. 

Don't take unnecessary risks. 
Trips in non-air-conditioned cars on warm days are 
not appropriate.  The same is true for activities that 
require lengthy outdoor exposure with limited or no 
access to cooling.  Use your common sense and you 
will get through each warm day just fine. 
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 Disability Living Allowance 
and Personal Independent 

Payment 
We are more than happy to help and support you 
with your DLA/PIP claim, but as these forms take a 
considerable amount of time to complete, we will 
in future be asking that if your claim is successful, 
perhaps you could make a donation or hold a small 
fundraising event. Monies raised by our members 
help us to cover some of the costs, but sometimes 
these run into hundreds of pounds if we are 
required to travel to tribunals, etc.  

We currently hold a 100% success rate on DLA 
applications and tribunals where we have helped 
families. 

 
 

Office Extension and 
Refurbishment 

 
The staff at the Ectodermal Dysplasia Society 
would like to say a huge thank you to the British 
Association of Dermatologists for their Patient 
Support Fund 2017 grant.  

We have been struggling for a number of years 
with the size of office space accommodating our 
staff and office furniture.  We have grown in staff 
from 2 to 4 and our membership continues to 
grow increasing the need for more filing cabinets.  
Our office, which only had one window and very 

little light, became so small that it was unsafe and 
definitely not a comfortable place to work! 

After searching for almost a year for suitable 
premises that we could afford as a Charity and 
which would also be within a reasonable distance 
of our current office, we were very lucky to be 
given the opportunity of renting the office 
adjoining our current one.  We were given 
permission to knock down the adjoining wall 
enabling us to double the amount of space which 
also provided another window, a much lighter 
room and a healthier environment. 

The work has now been completed and we are 
overjoyed at the difference it has made.   

We couldn’t have done this without the BAD – 
thank you.

 

Nellie Bedford 
 
It is with huge sadness that one of our eldest 
members, Nellie Bedford, has passed away at the 
age of 97. 
 
Over the years Nellie has been a terrific help to the 
Society, sending in lots of donations, stamps and 
articles for our newsletter about how life used to 
be many years ago for people who have ED. 
 
Nellie will be sorely missed by us all at the ED 
Society and we send our love, thoughts and 
prayers to her family. 
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XLHED Treatment – From Set Back to Renewed Help 
(reproduced with the kind permission of the NFED) 

 
 
 
 
 
 
 
 
 
 
 
 
 

Timmy, Drew and Liam are three of the babies who participated in the Newborn XLHED Clinical Trial  
from 2013-2015. 

I am excited to share with you the latest news in our 
journey to develop a treatment for x-linked 
hypohidrotic ectodermal dysplasia (XLHED). 
EspeRare, a not-for-profit drug developer based in 
Switzerland, is picking up where Edimer 
Pharmaceuticals left off! EspeRare is exploring the 
possibility of re-launching the development of ER-004 
(formerly known as EDI200) as a treatment for babies 
affected by XLHED. They are looking to start a phase II 
clinical study where ER-004 would be administered to 
babies “in utero”. 

This is incredible news for all of us! However, this 
relaunch is still at an early stage. EspeRare is 
conducting a study to ensure that its plan is feasible 
and suited to our community’s needs.  At this point, 
the main hurdles to overcome are developing both a 
regulatory and funding plan to take this project 
forward. 

We are working closely with EspeRare during this key 
phase and doing all we can to help make it a success. 
We are thrilled with this development but understand 
it’s early in the process! 

What is ER004? 
ER004 is a synthetic form of Ectodysplasin A (EDA), the 
protein missing in XLHED during development. 
Through the years you have heard us call it APO200 
when Apoxis was developing it, then EDI200 when 

Edimer was involved and now it’s called ER-004.  It is 
the first and only therapy developed for XLHED. This 
is cutting edge research and a highly innovative 
therapy. 

Edimer’s first study successfully demonstrated the 
therapy to be well tolerated. In their follow-up study, 
the XLHED Newborn Clinical Trial, the treatment did 
not correct the XLHED symptoms in the newborn boys 
who received it, as we had hoped. At that point, 
Edimer stopped the development and closed its 
operations. All of us in the ectodermal dysplasias 
community were disheartened by the setback. But not 
for long. 

 

Maarten and 
Linus are sweating 
normally after 
receiving ER-004 
in utero. 

 
 

Last December, we shared the promising news that 
Prof. Holm Schneider in Germany had treated three 
babies prenatally with ER-004. It’s still early to fully 
understand how well the treatment has worked. 
However, to date, the babies are able to sweat 
normally and have not had any respiratory-linked 
hospitalizations. They may have other positive 
outcomes yet to be assessed. Isn’t that amazing! It 
looks like giving the replacement protein during 
pregnancy versus to newborn appears to markedly 
improve its effectiveness. 

https://www.nfed.org/learn/types/hypohidrotic-ectodermal-dysplasia/
https://www.nfed.org/learn/types/hypohidrotic-ectodermal-dysplasia/
http://esperare.org/
https://www.nfed.org/blog/babies-xlhed-treated-utero/
https://www.nfed.org/blog/babies-xlhed-treated-utero/
http://esperare.org/
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EspeRare’s Plan 
EspeRare plans to build on Prof. Schneider’s early 
success and administer ER-004 in utero to boys 
affected by XLHED in a clinical trial to assess if this 
therapy works. First, EspeRare has started a dialogue 
with the regulatory authorities to understand if they 
will allow this ground-breaking clinical trial. If the 
regulatory path and funding are secured, then the trial 
could start in 2018 in the European Union (EU) with 
Prof. Schneider as principal investigator. They plan to 
expand the study to the United States after interim 
positive results. 

The primary objective of this trial is to assess ER-004’s 
ability to restore the babies’ ability to sweat. ER-004 
would be administered through two injections a few 
weeks apart during the third trimester of pregnancy. 
This means that this could be a single course of 
treatment that could have life-long effects – if 
successful! 

 

 

 

 

 

 

 

 

 

Prof. Holm Schneider will be a principal investigator. 

The Players 
While EspeRare is new to the world of XLHED 
research, they are talking and working with people 
and organizations like the NFED. EspeRare has been 
working with Neil Kirby, former Edimer CEO, on 
transitioning this project. They have identified Prof. 
Schneider, who was a part of the XLHED Newborn 
Clinical Trial and treated the three babies, to be the 
principal investigator. Also on board is Pascal 
Schneider, who was one of the researchers who 
engineered ER-004 (called APO200 at the time) in the 
lab with NFED funding! 

But, First Things First 
EspeRare needs to understand if the XLHED community is interested in such a therapy. This is where you come in. 
Soon, we will ask families affected by XLHED to complete a survey for EspeRare. Watch for those details to be 
coming very soon! We will need you to act quickly. 

We hope you share our renewed hope in creating a treatment for our families with XLHED. We still have a long way 
to go and a lot of work to do. We are committed to advancing this important work and hope you are, too. 

Onward! 

Together, we can make this happen! 

Ethnicity 
As part of a 3 year grant we receive from Breaking Down Barriers, we are reaching out to all ethnic communities 
to bring awareness of ED.    

There is much confusion among community members and a need for better information and improved access 
to genetics services.  It is also known that genetic information is not always shared among family members such 
that many people lack the information they need to make informed decisions about marriage and having 
children. 

Everyone has a role to play in improving knowledge and removing barriers so everyone has access to genetic 
services. Sharing information among family and community members will help to increase people’s confidence 
and understanding.  

To this end we will be sending out a survey asking all our members for their ethnicity so we can ensure 
everyone is receiving the support they need from the ED Society.  We will also be reaching out to Community 
Development Workers to ensure their community is aware of Ectodermal Dysplasia and the ED Society.  

We hope you will complete the survey to help us help everyone who is affected by Ectodermal Dysplasia. 
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The psychosocial impact of living with visible differences  

as a teenager  
(Claire Hamlet, Research Associate, Trainee Health Psychologist) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Teenagers live in a society obsessed with appearance 
and are particularly vulnerable to social and cultural 
pressures to conform to often unrealistic beauty 
ideals. During this time, they experience 
developmental changes, which can lead to an 
increased awareness and focus on appearance. In 
addition, they can be sensitive about aspects of their 
appearance they believe sets them apart from their 
peers (Williamson, 2014).  

Around 2.5% of adolescents are living with a condition 
or injury that results in an altered or different 
appearance (e.g. a cleft lip and/or palate, eczema or 
scarring), often called a visible difference (Changing 
Faces, 2010). The psychosocial impact of looking 
“different” in a world where an attractive appearance 
is highly valued is well documented (Smolak, 2012). 
Given variations in cause, body parts affected, and 
whether the condition is permanent or not, it is 
difficult to draw conclusions about the nature of this 
impact. However, the common difficulties reported 
usually relate to negative self-perceptions and 
difficulties with social interaction. 

For many young people, feeling or thinking they do 
not match up to beauty ideals can lead to body 
dissatisfaction and feelings of low self-worth, this is 
particularly the case among those with a visible 
difference. This is an issue, as satisfaction with 
appearance has been found to be a major factor 
influencing self-esteem during adolescence, which 
can have implications for other areas of their lives 

(e.g. education).  Living with a visible difference as a 
teenager can result in difficulties with social 
interaction and some will have to deal with staring 
and unwanted questioning or comments about their 
appearance (Rumsey et al, 2004). Some experience 
teasing, bullying and rejection from their peers, or 
have trouble making friends or forming romantic 
relationships, all of which require social confidence 
(Hearst et al; 2008). All these factors have the 
potential to lead to feelings of isolation from their 
peer group and wider society (Williamson, 2014).  

However, not all young people living with a visible 
difference struggle and some consider it to have a 
positive impact on their lives (Rumsey and Harcourt, 
2007). Many factors can positively influence how well 
someone adjusts. Research typically finds that the 
severity, cause and location of a visible difference 
does not predict distress (Feragen, 2012). Rather, 
possessing a well-rounded self-concept, valuing 
aspects of oneself other than appearance (e.g. 
determination and kindness) and having good social 
support from family members, friends and health 
professionals, are much better predictors of how well 
someone copes (APPG on Body Image, 2012). Positive 
attitudes, values and behaviours of family members 
are particularly influential, because young people 
tend to model their behaviour on their parents 
(Williamson, 2014). 
 
The psychological and social difficulties that some 
young people with a visible difference encounter, in 
addition to requests from young people and health 
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professionals for easy to access psychosocial support, 
led researchers at the Centre for Appearance 
Research at the University of the West of England to 
develop a multi-media website called YP Face IT. YP 
Face IT provides support and advice for any young 
person aged 12-17 who has worries or is unhappy 
because they have an appearance-altering condition. 
The program was designed by experts in the field of 
appearance psychology and young people living with 
a range of appearance-altering conditions. The 
intention is for YP Face IT to be widely available via 

healthcare practitioners and charitable organisations. 
You can read more about YP Face IT on the website 
(www.ypfaceit.co.uk) or follow the Centre for 
Appearance Research on Facebook or Twitter to find 
out more about the types of research they do. 
 
  

 

 
 
 
 

 
 
 

My name is Kerry Montgomery, I am a Research 
Associate at the University of Sheffield. I am writing to 
you with information on an evaluation we are carrying 
out on the British Association of Dermatology website 
which they have recently launched, Skin Support 
(www.skinsupport.org.uk). The project is being led by 
Dr Andrew Thompson and Professor Steven Ersser. 

The Skin Support website contains resources on skin 
conditions and support leaflets aimed at helping 
people to address common problems sometimes 
associated with skin conditions such as how to regain 
confidence and low mood. 

We would like to invite you to visit the Skin Support 
website and give your feedback by completing the 
questionnaire, which can be completed by people 
aged 16 and over or on behalf of someone with a skin 
condition (e.g. parents, partners, friends or family). 
The survey is being conducted by researchers at the 
University of Sheffield and the University of York on 
behalf of the British Association of Dermatologists. 
The survey has ethical approval from the University of 

Sheffield Psychology department. All information you 
provide will be confidential. You do not have to take 
part and can decide to stop completing the survey at 
any time.    

As a thank you for completing this survey there is an 
opportunity to be entered into a prize draw to win one 
of six £25 amazon vouchers. To be entered into the 
prize draw you will be asked for your email address 
when you have completed the survey. This will be 
kept separate from your survey responses.   

If you have any concerns or complaints about the 
study you can contact Dr Andrew Thompson by email 
a.r.thompson@sheffield.ac.uk. If you notice that you 
are feeling upset whilst you are taking part in this 
survey there are services which can offer you support 
including; your GP, NHS direct (please call 111 for 24 
hour health advice), and the Samaritans (08457 90 90 
90).  To access the survey please follow the link 
www.bit.ly/SkinSupportFeedback 

 

 

Personal Independent Payment Survey 
We recently sent an email to everyone asking for help regarding the success rate of obtaining Personal 
Independent Payment (PIP).  Could I please encourage you to take part in this survey, it will only take a few 
minutes, but will provide invaluable information to help us take the problems people are having further.  

So far only 37 people have taken part and we need at least 100 to be able to take this to the Health Secretary. 

Please go to https://www.surveymonkey.co.uk/r/XLBWPR3 to take part.  

http://www.ypfaceit.co.uk/
http://www.skinsupport.org.uk/
mailto:a.r.thompson@sheffield.ac.uk
http://www.bit.ly/SkinSupportFeedback
https://www.surveymonkey.co.uk/r/XLBWPR3
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Treating Missing Teeth 
Reproduced with the kind permission of the NFED 

There are many different options for dental care to 
replace the missing teeth.  The dental treatment 
options vary depending on the person’s age and 
dentition. You can learn more about age appropriate 
treatment options in the NFED Parameters for Oral 
Health Care for Individuals Affected by Ectodermal 
Dysplasias. Depending on the number of missing 
teeth, the dentist may want to 

• use a partial bridge, 
• an over-denture, 
• crowns, 
• dental implants or 
• a complete set of dentures. 

There may be several treatment options you or your 
loved one can consider. When you see your dentist, 
make sure you ask about all possible treatment 
options. This will help you make the best decision for 
you and your family. 

The most important thing is you seek treatment. We 
strongly believe children with missing teeth should 
get their first set of dentures before starting school. 

Abnormalities in the development of tooth buds 
frequently result in congenitally absent teeth or in the 
growth of teeth that are peg shaped or pointed; the 
enamel may also be defective. Cosmetic dental 
treatment is almost always necessary and children 
may need dentures as early as two years of age. 
Multiple denture replacements are often needed as 
the child grows, and dental implants may be an option 
in adolescence. In other cases, teeth can be crowned 
or orthodontic treatment may be necessary. 

Meeting the dental needs of people affected by 
ectodermal dysplasias is as important as meeting their 
medical needs. Early dental treatment for the child 
without teeth is especially necessary. We advocate 
that children missing teeth get dentures by the time 
they start school, but children as young as 2 1/2 can 
successfully wear dentures. 

“Keegan was diagnosed with HED at the age of 18 
months. At 2, we consulted with Dr. Stanford and put 

together a plan for 
dental treatment. 
Keegan was nearly 3 
years old when his 
first tooth finally 
poked through. We 
started the denture 
process shortly after. 
It never occurred to 
me that him living 
without teeth was 

even an option. By the time Keegan started preschool, 
he was wearing an upper denture all day, every 
day.  He is very proud of his smile.  Today, Keegan is 
the same age I was when I started to hate my smile 
because of my own missing and cone-shaped teeth. 
Unlike me, Keegan is full of confidence and his joyful 
– and toothy – smile is contagious and inspiring.” 

Advantages of Proper Dental Treatment 

• Allows you to eat a wide variety of foods, 
improving nutrition 

• Improves smiles 
• Creates an age appropriate facial appearance, 

helping children to be accepted by their friends, 
families and others 

• Improves speech – sounds such as “ch, th, and sh” 
are easier following dental treatment, making 
words more easily understood 

• Stimulates tooth eruption when tooth buds are 
present 

• Positively affects psychological and emotional 
well-being 

Contact the ED Society info@edsociety.co.uk and 
we’ll go through when and where to begin, how to 
prepare your child, what to expect, what to know 
about dentures and dental implants and more. 

No sweat – temperature regulation in Ectodermal Dysplasia 
We are keen to continue finding out more about temperature regulation in people with ED. If you would like to 
learn more about yourself or a family member and are interested in taking part, we can either come to your home 
to take some basic measurements whilst you go about your normal daily activities or we can invite you to the lab 
in Portsmouth to take part in a more in-depth analysis. If you are interested in taking part in the study please contact 
Heather via email or telephone heather.massey@port.ac.uk, 07891432744 or diana@edsociety.co.uk or call 01242 
261332. If you wish to attend the laboratory in Portsmouth and are a member of the ED Society you will be eligible 
to apply to our Support Fund for help with travel and accommodation.  
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Wolverhampton to Aberdovey Bike Ride 

Stuart Atkiss (Trustee and Fundraising Co-ordinator) 

 
Well what can I say about this! Due to injury, I sadly 
had to pull out of this year’s charity bike ride from 
Wolverhampton to Aberdovey, 104 miles in 1 day. 
This year there were over 600 cyclists doing this ride. 

A few months before the day, the West Midlands 
Police who organise this event asked for nominations 
of charities they could raise money for.  They chose 
around 12 of those nominated to be supported on the 
event.  I put forward Ectodermal Dysplasia Society of 
course.  About a month later emails came out saying 
which charities had been chosen, so I looked and YES, 
we were one of them.  

I was gutted I could not ride this year, and with 
supporting the ED Society it made it even harder for 
me, but two directors from the company, Aston & 
Fincher, who I work for, decided to ride on a tandem. 
Wow you might say, but David, who has ridden this 
race for 6yrs in a row now, got on a tandem for the 

first time with Chris, who is registered Blind!! Due to 
his condition, he has not been on a bike for over 
13yrs!  

The day was great. I was the support van for them so 
they would always be fed and given fluids when 
needed. The day was a success, they completed the 
ride and had a beer waiting for them at the end.  A 
fundraising page was set up for the guys and all the 
money raised will go straight to the charity.  I was 
looking at the page throughout the day and the 
amount just kept on going up.  

The total raised was £3547.50.  

We now await to see if any other cyclists chose the ED 
Society to raise money for. In total, the overall 
amount to date raised between all charities has now 
topped £120,000 

 

 
 
 
 


	What is ER004?
	EspeRare’s Plan
	But, First Things First

