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Thank You 

“I wonder if you could, on my 
behalf, send a big THANK YOU 
to all the ED members and 
their friends for the MASSIVE 
support they gave me in my 
fight for my rights at work. 

I had a lot of sound advice and 
would like to let you know 
how I am progressing… 

I have since pushed the 
company I work for and they 
have now received three 
Doctors reports suggesting 
some reasonable adjustments 
needed to keep me in work.  
The adjustments haven't 
happened yet, but with all 
your help and advice, I now 
have the confidence to tackle 
the company further to make 
sure the adjustments happen. 

It just goes to show what 
strength we have when we 
can tap into a huge network of 
people that care via the ED 
society. 

So THANKS AGAIN EVERYONE 
FOR YOUR SUPPORT" 

STEVE (Member) 
  

 

Our New Website 

We are still in the process of 

building our new website. We think 

it looks great and can’t wait for you 

all to see it.  

It would be helpful if we could have 

some lovely digital family photos, 

any fundraising stories, etc., that 

you have and could send in.  All 

photo’s will need to be in high 

resolution (these can be taken on 

your mobile phone or tablet). 

If you could please email us – 

info@edsociety.co.uk it would be 

very much appreciated.  

We would also be interested to 

know our members’ thoughts.   

Is there anything you would like to 

see new on the new site?   

Is there something you would like to 

know more about?   

Any ideas would be greatly received. 
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ED Christmas 
Party 2017 

(Help Needed) 
Saturday, 2nd December 2017 

12.00pm - 5.00pm 

At the fully air-conditioned 

“Jury’s Inn Hotel" 

Cheltenham 

Children’s Entertainment, 

buffet and Father Christmas 

We are hoping to organise 

entertainment for the older 

children this year.  We would 

love to see as many of you as 

possible at the party and 

don’t want anyone to not 

come due to there being 

nothing of interest for them.  

We are looking for ideas as to 

what your children would like 

to do for the whole afternoon.  

If you could help please email 

the office 

info@edsociety.co.uk 

 

mailto:info@edsociety.co.uk
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 Prof. Angus Clarke  - Clinical Genetics (MAB Chairman) 

 Prof. John Hobkirk  - Prosthetic Dentistry (Implants) 

 Prof. John McGrath    - Genetics, Molecular Dermatology 

 Prof. June Nunn   -  Paediatric Dental Surgery 

 Mr. Colin Willoughby    - Ophthalmology 

 Mr. Martin Bailey    - ENT 

 Prof. Michael Tipton   - Human Applied Physiology 

 Prof. Nichola Rumsey  - Psychologist 

 Mr. Mike Harrison - Paediatric Dentistry 

 Dr. Claire Forbes-Haley - Restorative Dentistry  

 Prof. John Harper   - Paediatric Dermatology 

 Mrs. E. Howard     - Clinical Fellow 

Dr. E. Jones  - Clinical Genetics 

 Prof. Celia Moss OBE  - Paediatric Dermatologist 

 Trustees 

 Paul Collacott    - Chairman 

 Alan Waller   - Treasurer 

 Diana Perry   - Secretary 

 Mandy White   - Air-Conditioning / School Liaison 

 Andy Ponting  

 Stephen Ayland   

 Simon Lees-Jones  

 Stuart Atkiss   Fundraising Co-ordinator 

 Sharon Cooper 

 Scott Gallacher 

 Staff 

 Sue Beard   - Accounts / Website 

 Danielle Gue  - Administrator 

 Emma Phillips-Mealins - Administrator 

 Volunteers 

 Diana Perry  - Chief Executive Officer 

 Elaine Aylward  - Ireland 

 Kerry Russ  - Fundraising Co-Ordinator 

 Stuart Atkiss  - Fundraising Co-Ordinator 

  

  

  

  

  

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 

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. 

MEMBERSHIP 

Membership will give you access to the 
Support Fund, newsletters, assistance to 
obtain DLA/PIP etc., and  voting rights. 

Please return your form as soon as possible to 

ensure you have full access. 

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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     Tips for keeping Cool 

 

No sweat – temperature regulation in Ectodermal Dysplasia 

In the Extreme Environments Laboratory at the University of Portsmouth we have been learning from families with 

ED to find out how living with ED affects temperature regulation. Some have even visited our lab so that we can 

accurately measure how hot volunteers get when exercising. We are still looking for people to participate in this 

research and also for non-ED people to take part who are of similar build to a person we have tested with ED. 

From the information we have so far, most ED patients have some, but very limited sweating and certainly not 

always enough to help cool the body. As well as investigating sweating, we have been looking at methods to cool 

the body, most practical methods that can be easily performed require a good skin blood flow. In all the people 

with ED we have tested, they all had very high skin blood flows and so we are able to suggest practical means of 

cooling, by immersing the hands and/or feet in cool water, or by spraying cool water over their bodies and using a 

fan to help cool them. We have used these techniques with the British cycling team and also military personnel too.  

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 our 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. 

 

 

Professor Michael Tipton from our Medical 
Advisory Board has said “Don’t waste your money 
buying pressurised mist spray bottles, just 
purchase a cheap garden or hair water spray 
bottle, fill it with cold water and set it to mist; it will 
do exactly the same job and you don’t have to run 
back to the shops to buy another when it runs out 
– just refill it with tap water. 

  Cooling Hand Immersion 

Professor Michael Tipton has also advised that 
“Hand immersion in cold water is a good way (as 
good/better than ice-vests) of cooling people down, 
provided that they have decent blood flow to the 
hands and a bucket is cheaper than an ice vest! 

 
 

Are you feeling the heat? 

A tip from one of our members 
“don’t laugh....everyone else does!  FROZEN HOT WATER BOTTLE!! 

they are great....started doing this last year”  - only half fill it with water though!

mailto:heather.massey@port.ac.uk
mailto:diana@edsociety.co.uk
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Rhiannon’s hair donation 
 

Many thanks to Rhiannon who donated almost 18 
inches of her hair to the Little Princess Trust 
“hopefully allowing a nice long wig to be made for a 
child who needs it”.  Rhiannon raised £291.25 for 
the ED Society. 

 

  

   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.  

 
 

 

 

 

 

Diana Perry 
Ectodermal Dysplasia Society 

For lifetime dedication to the UK genetic disorders community 
 

 

For the past 3 years, I have been attending the Genetics Disorders UK 

Symposium in London which brings rare disease patient support organisations 

together.  Presentations cover topics such as the 100,000 genomes project, 

research, gene therapy, building relationships with young people, websites, 

creating a registry, PR and marketing, Government benefits, Education Health 

Care Plans, Personal Stories, etc.  

The symposiums are extremely informative and I usually leave buzzing with 
ideas.  

In March this year GDUK presented a gift to Charity Leaders who have worked 
for their Charity for 15 years and over.  I was so shocked to hear my name called 
to receive a beautiful glass trophy for having worked in a voluntary capacity for 
the ED Society for 21 years!  The trophy sits proudly on the shelf above my desk.  

 

 

Paul Bradshaw 

It is with huge sadness that I have to tell you Paul 

Bradshaw has passed away after a long 3-year 

battle with cancer.  

Paul was a terrific help to the Society, attended 

many Christmas parties with his family and 

especially for selling hundreds of pounds of raffle 

tickets over the years.  

Paul will be sadly missed by all his family, friends 

and colleagues. Our thoughts and prayers are with 

his wife Kerri and two daughters Lucy-Jo and Becca. 
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A Florida Surprise Without 
the Sweat! 

Williams ‘Disney savings tin’ Live on ITV 

FLORIDA WITH AN ED FAMILY 

A usual event in our house, to sit down together and watch 
Ant and Dec’s Saturday Night Takeaway. It is one of the 
only programs we all sit down and watch as a family. 

At the end of the program they showed a video of the prize 
they were giving out to 200 people over the series. A 
holiday in Florida! Wow, how lovely that would be. It set us 
talking about how we were so ready for some sunshine and 
how we hadn’t had a sunny holiday for a good 4 years now, 
we had worked so hard lately and really would love a break.  

It said they had a few more seats left on the plane and you 
could nominate someone by sending an email. I didn’t 
think about it again until the Monday; I was cleaning and 
came across the savings tin that Kitty and William had been 
putting money in religiously for our next Disney trip. I 
quietly mulled over the prize and thought, why not apply… 
someone has to win and our kids really needed some fun. 

So I did….. I wrote the email and explained about the tin 
and about who we were. I clicked send and forgot all about 
it until a message pinged back in my inbox. They wanted 
more information and asked if they could call me… 

Over the next four days I spoke to producers, researchers, 
I sent the tin down to the studios and filled in form after 
form, contract after contract! They still wouldn’t say if we 
would definitely be a winner but the plan was laid out. 

They would come to our house on Saturday and set up a 
secret camera in the TV. They would flash to us live in our 
living room and surprise William by showing his savings tin 
and telling him he was going to Florida. 

It wasn’t until Saturday morning when the producer turned 
up at our door that we really thought this could happen. I 
managed to get William out of the house to his friends and 
we ran around like crazy people as we set up the house for 
them to film.  

7pm came and we settled down to watch the show, all the 
time, the producers and sound man were hidden in our 
bedroom! The producer kept texting me ‘Move to one side’ 
don’t let Kitty touch the TV’ ‘tell Libby to move out of shot’. 

Then it happened… the tin flashed on screen held by Dec, 
the camera came on us and we were live to 8 million 
people! William’s face was a picture! He was in total shock 
and sat with his mouth wide open looking at me for 
confirmation!  

Bizarre….. William was in shock and couldn’t believe what 
was happening… we were too… The only thing was we only 
had 48 hours to get ready to go!!! Visas, money, passports, 
packing… you name it… we had a day to get sorted!!! 

One of the things I wanted to do was contact Diana at the 
ED Society. William was diagnosed with ED about 3 years 
ago and since his diagnosis we hadn’t been anywhere really 
hot. We had always travelled to tropical places and 
unknown to us we were doing lots of the things we needed 
to do to keep William safe already, but it is always good to 
get more advice. 

Ectodermal Dysplasia 
ED is a very rare genetic condition that effects many things 
such as hair, nails and teeth. But most importantly it effects 
the ability to sweat. This is more serious than you might 
think and before you say, ‘ooh I wish I didn’t sweat, I bet 
you save a fortune in deodorant!’ well yeah that’s true… 
but it’s quite a serious condition and is a huge issue for 
anyone, especially a child. 

We don’t only sweat to keep cool, we sweat when we sleep 
and when we are ill. How many times have you gone to bed 
feeling awful and thought that you might be getting a cold, 
you go to bed to ‘Sleep it off’ and as if by magic you feel 
better in the morning. The very concept of ‘sleeping it off’ 
really should be ‘sweating it off’, our bodies use sweating 
to cleanse us of infection, virus and more, we don’t even 
notice it really, but you will notice when you wake up in the 
night drenched after a cold or flu! 

We get clammy when we have an infection or virus and of 
course we sweat buckets when we exercise and find 
ourselves in hot environments. 

For a person with ED their bodies have to find other ways 
to do this, William may get a rapid heartbeat or be super 
short of breath if he gets a bug or simply overheats and 
believe me he gets EVERY bug going!!! (he doesn’t sweat it 
out overnight like us). He gets tired very easily as his body 
is working super hard to keep cool and the body pain he 
suffers can be unbearable. The biggest challenge is of 
course keeping him cool in hot environments. This blog is 
how we coped in Florida walking around Disney in 100 
degrees of tropical heat with a boy (and his dad) neither of 
whom sweat!  

So… Diana had talked to me when we spent time in Rome 
and she said how we could support William and Keith by 
using Disabled services throughout all areas. I had never 
considered classing William (and his dad) as disabled as we 
have always coped, but the more I spoke about it the more 
I realised how much we could be helped. 

The first thing we did was get a letter from The ED Society. 
This explained that both Keith and William had this 
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condition and that they needed extra support through any 
disabled sources provided. I put this in my bag and thought 
I would only use this in Disney World, but we actually used 
it more than I thought. 

Arriving in The States 
After a 9-hour flight to America we bumbled off the plane 
with the other passengers, as we sleepily found our way to 
the passport control we saw the huge lines of queues. We 
joined the end and William sat on the floor exhausted and 
pale. Keith was struggling too and I looked around to see if 
there was a bench or something they could sit on while I 
kept our place in the queue. As I looked around I saw a sign, 
‘Disabled or Special assistance queue’ could we use that? 
We had a disability and we were going to be using a similar 
service in Disney. 

I mentioned it to Keith and he expressed concerns, we 
weren’t in a wheel chair and didn’t look disabled.. would 
they question us? We had the letter in our bag and we did 
need support, we decided to go for it. We guilty joined the 
queue that only had two families and one with a little boy 
who seemed to have a learning disability.  No-one batted 
an eyelid and we went through the line smoothly and 
found ourselves on the air-conditioned coach, everyone 
calm, waiting for the rest of the party to join us.  

Disney had teamed up with Virgin and ITV to provide our 
hotel and transfers so we were shuttled to the hotel on one 
of their air-conditioned coaches.  

Our Time in the Parks 
Our first day was a hot one and we made sure William had 
a swim and shower before we set out into the parks, we 
had water and William and Keith both wore hats and light 
clothing. As we arrived at Hollywood Studios it was super 
busy at the ticket gates. We decided to use the disability 
care assistance gate and we were through in minutes. 

As we got inside I sat the family 
on a bench and went to the 
Guest Services office to get 
our Disability Pass. 

The lady came over to where 
the guys were sitting and set up 
the scheme on a hand-held 
tablet. She took a photo of 
William and he tapped his 
electronic wrist band on the 
screen. 

She explained how we could go 
to the front of a line and ask for DAS, they would then tap 
Williams wristband and a photo of him would come up on 
their screen, they would then offer us a time to return as a 
family. This stayed in place the whole time of our stay. 

The time given would reflect the length of the queue, so if 
the queue was an hour, we would be given a time to return 
in an hour. This helped us accept the help more as we 
weren’t pushing in, just not standing in the queue to save 
our place. 

The lady was great and really made us feel welcome and 
supported, she didn’t question our request or our 
condition and just got on with explaining what to do 
around the parks. 

So, we tried it…. we went to the first ride and the queue 
was an hour long, we went to the front of the queue and 
they happily gave us a time to return. As we walked away I 
heard a beep on my phone, the return time had 
automatically updated on my Disney app…. 

The Disney App and Wristbands 
Now we were all given fancy wristbands. These wristbands 
did a lot of things: they opened our room door, scanned it 
to get into the parks, you could charge everything to your 
room from all over the park and you use it to scan as you 
entered a ride. 

It all ties up to a Disney app which we all had on our phone. 
This app had our hotel booking, 
let us book fast passes in 
advance, showed us what times 
our fast passes and DAS return 
times were, and also sent 
pictures to our phone that they 
took on the rides. It was all a bit 
clever and although I heard 
people saying it was all a bit BIG 
BROTHER… I liked it… I don’t 
have anything to hide and I loved 
how the Disney app kept all your 
information in one place everything was at my fingertips. I 
could literally go into the park with nothing but the kids 
(although we needed to take in fans, water, spare T-shirts, 
Calpol and suncream.. life of an ED family!!) 

We found all the photo booths had been taken out of the 
end of the rides and instead photos would magically 
appear on your phone for you to look at. You could buy 
them directly from the app and charge them to your card. 

Fast passes and DAS 
By using Fast passes that we booked the day before and 
the DAS system we didn’t have to queue once. It took a bit 
of working out, but I could do this from our room as I lay in 
bed the night before. As you return to your ride at the right 
time, you simply scan your wristband on the Mickey sign 
and it pings and lights up blue letting you in. No-one knows 
if you are ‘disabled’ or if you have a ‘fast pass’ and this 
allows you to feel comfortable that you are being assisted 
and not getting special treatment. 

Everything is air conditioned!! Shops, inside rides, queues, 
toilets… you never find yourself too far away from a cool 
place. Although we found ourselves with sore throats and 
sniffles because of the dry air and a huge difference in 
temperatures. (ED people often have a lack of or over 
production of various bodily fluids so bunged up noses and 
sore throats are always a familiar face.. so this will probably 
irritate you if you have the condition.. take saline, etc.) We 
could live with that.. there is nothing more wonderful than 
stepping onto an air-conditioned bus after a long day at the 
parks. 
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Other ideas 
Spray fans are brilliant, they are 
like a cleaning spray bottle and 
instead of just a spray they have 
a battery-operated fan too. You 
see kids walking around with 
them round their necks spraying 
and fanning themselves as they 
go. There are plenty of places 
selling them and plenty of places 
to fill them too. We have used the ones we bought here 10 
years ago for years in the UK and on other holidays, a 
perfect ED product. 

For Sam’s complete blog please visit….. 
https://l.facebook.com/l.php?u=https%3A%2F%2Fangelsa
mmy.wordpress.com%2F2017%2F04%2F20%2Fa-florida-
surprise-without-the-sweat&h=ATNy-
gd4_yl72CsEYAGlr_hKDhMNU0IwChU81RO19t_hf8x1AGA
SvoRyuhasJb7XXOftlbkLdrrTCCvTnHwlaB3CACxtICCLr3253
l2mHKDKFJ8xOa_USFyPKy8MbTpRmhssmA&s=1 

 

 

 

 

 

Let’s Get Fundraising!! 

 Fundraising season is here—the warmer months are a great time to hold and take part in events.  

 Fundraising events and activities are principally about raising much needed funds for the Ectodermal Dysplasia 
Society, to raise public and professional awareness of Ectodermal Dysplasia and to aid and support the work the 
ED Society provides to individuals and families affected by ED. 

 Cycle rides are becoming a firm favourite and they're so simple to organise.  We 
can give you and your co-rider a free ED Society ‘No Sweat’ T-shirt.  

Here are a few more ideas to get you on your way— 

Schools often donate to local charities, why not ask at your children's school? 

Sponsored swimming and running events? 

If you are running in a marathon or participating/organising a big event, a t-shirt 
will help you to stand out and bring more awareness of ED.  If you would like any 
please get in touch—and don’t forget to have a photo wearing it!  

Another easy and simple one to organise is a coffee morning.  Get all of your 
friends and family together, maybe everyone can make some cakes for a sale too? 

How about sending the Society some stamps?  Postage is one of our biggest expenses!  

Do you need a clear out? Hold a garage or car boot sale? 

Any good ideas are welcome—so please let us know and we can add them to the suggestions.  

Some companies annually select a charity to benefit from their fundraising once a year, maybe ask your 
employer to put the ED Society forward?  If you need any leaflets to spread awareness please let us know. 

We are registered with Virgin Money Giving for our fundraising events.  Go to their website 
www.virginmoneygiving.com, which is extremely easy to use, and create your own page.  Let all of your friends 
know and the rest is done for you. 

Sponsor forms are available and we would be grateful if the forms could be filled in correctly using full names, 
house number/name or postcode so we are able to claim gift aid adding an extra 25% to their sponsor

Membership Benefits 
What do you get for becoming a Member? 

• You will have access to the Support Fund 

• receive printed literature when requested 

• have voting rights at the AGM 

• help with completing DLA, PIP and Blue Badge forms and assistance with appeals and tribunals 
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X-Linked Hypohidrotic 
Ectodermal Dysplasia  

and EDI200 Trial to Cure 
In our last newsletter, we wrote about the twins 
who had been treated with EDI200 by injecting it 
into the mother’s amniotic fluid prior to birth.  We 
are excited to say that the twins sweat glands 
appeared to develop normally and there are an 
impressive number of tooth buds, although it is too 
early to know how many teeth will develop, but the 
number of tooth buds is encouraging.  

 Our Next Steps 

Two things must happen next: 

• As support organisations the ED community 
Leaders have been put under pressure to find 
funding to support the families who would like to 
take part in the trials, by funding their travel and 
accommodation expenses.  

 

• We also need to continue to follow the babies in 
the initial Newborn XLHED Clinical Trial as well as 
those treated in utero to understand the long-
term effects of this initial treatment. 

 

• We need to continue the Natural History Study. 
This study enrolled boys and girls with XLHED 
during infancy and they will be followed until they 
are five years old.  This important study will help 

us better understand the natural history of XLHED 
so we can improve care for the people it affects. 
Because it’s rare, we still have many unanswered 
questions about XLHED. Also, the study 
participants will serve as a control group for the 
therapeutic trial for EDI200.   

 

• The ED support organisations play a very big part 
in the trials – without us the Researchers would 
not have access to so many families. 

Once successful in XLHED boys the research will move 

to treating girls and from there onto treating the 

different syndromes of Ectodermal Dysplasia. 

If you would like to join the Natural History Study 

please contact diana@edsociety.co.uk – we need as 

many boys and girls as possible.  

Whilst the Researchers are seeking funding from 

large organisations and institutions, we need to assist 

with the smaller expenses such as travel and 

accommodation.  If you feel this project worthwhile 

please fundraise or send your donations to us

 

.  

30 Books in 13 days 

We received the following letter from Lucas, who is 8 years old, 

he read 30 books in 13days during his school readathon! 

 

 

 

 

 

Thank you so much Lucas for raising a 

fantastic £54 for the ED Society and for 

your fabulous drawings.  Enid Blyton was 

always my favourite author! 
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Fundraising – Our Grateful 

Thanks  

The many donations that have been coming in over 
the past 3 months amounted to over £3800.  Thank 
you to everyone who sent in donations with their 
membership form and to all those who pay regular 
donations by standing order. 

Our grateful thanks to:-  

Nina Burden whose daughter Rhiannon donated her 

hair to the Little Princess Trust and raised £291.25 for 

the ED Society 

Stuart Atkiss (Trustee) and Michelle Ford who did a 

fantastic job of organising the ED Society 

Masquerade Ball and raised the fantastic sum of 

£1700. Their local Church in Lower Gornal also raised 

and extra £100 for us – thank you. 

Lisa Harrington organised a coffee and sweet treat 

morning at her work place, Scottish Southern 

Electric and raised a brilliant £270. 

Cotswold Sport Gloucestershire kindly sent in a 

donation of £200. 

Graham and Nicola Kelly who once again donated 

£500. 

Lucas Tompkins for raising £54 for reading 13 books 

in 30 days – what an achievement and thank you. 

Please keep your donations coming in and if you 

don’t do it already please sign a Gift Aid 

declaration. This year we managed to claim £3706 

from your 2016 donations. 

 

You can donate for any reason at any time via 

www.virginmoneygiving.com
 

An easy way to raise money for the  
ED Society! 

Everyone uses the internet nowadays to do their shopping! 

Did you know that most of the websites you use to do your shopping are registered with easyfundraising?  If you 
go through their site first, the ED Society will earn commission. 

All you need to do is go to www.ectodermaldysplasia.org and click on the ‘shop online’ box on the righthand side 
of the page which will take you to easy search.org.uk – 2/3rds down the page is a box easyfundraising – click this 
box which will take you to the easyfundraising where you can then register.  After you have registered you can 
pin the easyfundraising tab making it easier to access each time you want to shop.  

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 

go to www.virginmoneygiving.com to make a 

donation to help Debbie’s event a huge 

success.  

 

 

http://www.ectodermaldysplasia.org/
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Exams and Overheating 

As spring and summer approach many parents begin 
to worry about their child overheating in school, 
college or university and not focusing or concentrating 
properly, especially when it comes to the exam period.  

Obviously, children are not allowed to have a fan in 
the exam room as this may be a distraction to other 
children, making it near impossible for children with 
ED to complete their exam papers to their maximum 
ability. 

We have a Health Care Plan which explains fully the 
difficulties children with ED have and how they are 
affected by overheating.  Producing a document such 
as this to the school will enable them to fully 
appreciate the difficulties with overheating and how 
it affects the child’s ability to focus and concentrate.   

An exam room full of children on a warm day is very 
worrying.  Provision should be put in place whereby 
the child with ED can take their exam in a different 
room where a fan or air-conditioning can be used.  

During exam time, it is possible for the school to have 
an invigilator on standby; if the child has begun the 
exam along with all their peers and discover they are 
struggling due to the heat, the clock can be stopped, 
the child taken to a different room and the clock 
restarted.  This has happened for many children over 
the years.  

Looking to the future, if your child is heading off to 
university or higher education in September it is time 
to begin thinking of all the equipment they may need, 
such as air-conditioning, humidifier, fan, etc.  You 
may like to apply for a Disability Student Allowance 
(DSA) which will help towards the purchase of such 
equipment.  DSAs are grants to help meet the extra 
course costs students can face as a direct result of a 
disability, ongoing health condition, mental health 
condition or specific learning difficulty. 

If you would like to discuss this further, request a 
Health Care Plan or for more information about DSAs 
please contact diana@edsociety.co.uk or call 01242 
261332.

 

  Is Wearing a Wig Scary? 

Hi my name is Niamh and I’m 17 from West Yorkshire.  

I started wearing wigs when I was 16.  I was born with a 
skin disorder called Ectodermal Skin Dysplasia (Haywells 
syndrome) causing alopecia.  I have 2 wigs currently, I 
cannot explain how amazing these wigs make me feel, 
they have boosted my confidence dramatically, I am able 
to do things that I was too scared to do before.  I now 
have a weekend job, something I never thought I’d have 
the confidence of doing.  

I had been losing my hair since I was about 10; I went to 
school with massive, obvious bald patches that I tried 
covering with other pieces of my hair using clips.  I know 
this sounds strange but I didn’t want to wear a wig at this 
point because I was too scared of the dramatic change.  

Everybody knew and accepted me for me, everybody at school, who didn’t second glance at me anymore, would 
begin to look and ask questions again. I wasn’t prepared for comments.  

At 16 I decided that I was ready to look at wigs. When I tried on my first wig I was terrified of change, but as 
soon as I looked in the mirror I just felt so much braver, I felt beautiful. It was an emotional journey but the wigs 
have helped me become who I am. Before I had concerns with where I would sit in class, I always had to sit at 
the back and was scared if a teacher was going to move me to the front. When I went out, I always liked to have 
a jumper with a hood or hat, I didn’t like going on public transport, you can say this had a real impact on my life.  

I am now comfortable in my own skin, I am not shy to talk about my condition or wigs, I am able to talk about 
everything I have been through, it’s nothing anyone should be ashamed of, if anything it’s something to be 
proud of, as it makes you, you. 

I want to help people who are going through what I went through, especially those of my age who struggle to 
cope with the situation. I want to help them feel confident again.  

mailto:diana@edsociety.co.uk
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Masquerade Ball 
 

Hi, I'm Stuart Atkiss and this is a 
photograph of my wonderful 
fiancée Michelle Ford with our 
amazing 4-year-old son Taylor 
who has ED.  

As I am a Trustee and fundraising 
coordinator for the ED Society, I 
wanted to do something to raise 
as much money as possible for 
the Society. So, with thinking 
caps on we came up with the idea 
of a masquerade ball. 

It seemed the thinking part was 
the easiest, well to start with, but 
it all fell into place. 

We held the Ball at the Royal 
British Legion in Lower Gornal 
who gave us the room for free 

We had a great band GOTTA 
GROOVE who performed and 
gave their time for free. 

Both of us then got out there and 
asked for donations towards the 
raffle prizes and auction items. I 
have to say the majority of shops 
were very generous. We then got 
two sponsors for the night, Aston 
& Fincher, who I have worked for 
just under 15yrs, and our friends

  

 

Russ Cockburn and Joan 
Cockburn who have a company 
called Cucumber PR. With these 
sponsors, it meant the whole 
night was covered, so all the 
ticket and raffle money was going 
to ED Society. 

We made it into the local paper 
who helped to promote the night 
which was great too. They asked, 
“what are you looking to raise at 
the event?” I looked at Michelle 
and we said “well anything really 
as we haven’t thought of a target 
to hit”. They really wanted a 
target to put in the write up so we 
said “£1500”. When the reporter 
left we both said, “I hope we can 
get it now!” 

Well the night was a huge success 
- it all went really well and 
everyone seemed to enjoy 
themselves and we raised a total 
of £1700. 

So, from myself, Michelle and 
Taylor we want to say thank you 
to everyone who came, donated 
and helped the night be a 
success. 
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The 7th International ED Conference will be held in Mercia, Spain 12th -  13th April 2018. 

This is a conference specifically aimed at professionals. 

If you know any professionals who would be interested in attending could you please email 

diana@edsociety.co.uk 

International ED Conference 2018 
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