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Edimer (EDI200) Clinical trials 

update 

Audience with the Pope 

Rome 2016 

And 

The ED Society Christmas party 

2016 – It was great!! 

Please read the articles and help to 

support the ED Society and sponsor 

Clive and Laura. 

We are eternally grateful to them 

both for wanting to take on such a 

huge task and doing so for the 

Society. 
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 Mr. Mike Harrison - Paediatric Dentistry 
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 Prof. Celia Moss OBE  - Paediatric Dermatologist 
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 Paul Collacott    - Chairman 

 Alan Waller   - Treasurer 
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 Melanie Davis   
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 Simon Lees-Jones  
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 Sharon Cooper 

 Scott Gallacher 
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 Emma Phillips-Mealins - Administrator 
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 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 

You will be unable to gain access to the 
members’ section of our website until we are 
in receipt of your 2017 membership form. 

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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Clive 

It is with great disappointment that due 

to a technical error the marathon place 

for Clive and the ED Society has been 

rolled over to 2018. 

Clive’s virgin money giving page will 

remain live through to 2018 giving 

everyone plenty of time to donate and 

support him.  

And Laura 

We are grateful to have received an 

email from Laura Page, who was lucky 

to be selected from her local running 

club to take part in the London 

Marathon.  Laura will be running in the 

2017 marathon on behalf of the ED 

Society. 

“I will be hoping to raise as much as I can 
for the Ectodermal Dysplasia Society.  

The reason being that our family sadly 
lost my brother Dave to the condition in 
2001. 

 

 

 

 

 

 
 

The disorder did not just affect him in 
one way, but a group of closely related 
conditions affecting his development 
and function of his teeth, hair, skin, 
sweat glands; and many more besides. 

This will be my first (and most likely!) 
only marathon. 

My 17-week training plan commences 
on Boxing Day, where I will be running 4 
times a week and visiting the gym once 
a week. My runs will quickly increase 
from 4 miles up to 22 miles on some 
days!” 

Please help show your support 
to Clive, Laura and the ED 
Society by going to their virgin 
money giving pages and making 
a donation.  No matter how big 
or small, your generosity is 
much appreciated.  

Follow the links below; 

http://uk.virginmoneygiving.c

om/CliveBentley  

http://uk.virginmoneygiving.c

om/LauraPage85

     ED Christmas Party 2017 

               We are pleased to announce the ED Society Christmas Party will be held on 

                             Saturday, 2nd December 2017 12.00pm - 5.00pm 

 At the fully air-conditioned “Jury’s Inn Hotel" 

Children’s Entertainment including games, stories, music, craft table and a bubble machine, buffet and 

Father Christmas 

Tickets - Adult £13.50, children with ED and siblings free,  

other children £10.00. Family and friends welcome 

Financial assistance is available towards travel and accommodation on application.  The venue has 
ample parking and is close to the M5 motorway, about 1.5 miles from Cheltenham coach and rail 

stations and close to a range of hotels.  

    Virgin London Marathon 2017 

http://uk.virginmoneygiving.com/CliveBentley
http://uk.virginmoneygiving.com/CliveBentley
http://uk.virginmoneygiving.com/LauraPage85
http://uk.virginmoneygiving.com/LauraPage85
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ED Christmas Party 2016 
 

Our Christmas party on 3rd December was great fun and again a huge success, a massive thank you to all who came! 
 

It was lovely to see so many familiar faces, but also to meet many of the new members 
to the ED family. 
 

We had some amazing face painting again, thank you so much Hattie from Mad Hatter 
Face painting for coming back this year! 
 

A special thank you to Stuart Atkiss for helping and taking the photos for us. 
 

We would also like to give a big thank you to Jessica Banks.  Jess made all the sweet 
cones herself and we hope the little ones all enjoyed them!  We thought it would be a 
lovely token for the kids to take away with them on the day!   Jess has asked for feedback 
on the sweet cones as she would like to continue making something for the parties, if 
you could email me that would be great – danielle@edsociety.co.uk 

 
 
 

 

 

 

 

 

 

 

 

 

ED Society Raffle 2016 
(Drawn at the Christmas Party) 

 

Thank you so much to everyone for helping to sell 
raffle tickets this year!   

The Society would like to give an extra thank you to 
some of our members for their help and effort 
selling large amounts of tickets for us! 

Sales from tickets help the Society to be able to hold 
this event. We raised £822, after prizes, printing and 
postage costs.  

  

 
 
 

And the winners were………… 
 

1st Prize of £100 Ticket Number 00734 Lily Bataju 

Thank you Lily for donating £25 from your win 
back to the Society! 

2nd Prize of £75  Ticket Number 02724 Mr. Gardiner 

3rd Prize of £50  Ticket Number 01112 Bill Maguire 

4th Prize of £25  Ticket Number 00127 Craig 
   McDonald 

mailto:danielle@edsociety.co.uk
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What would YOU like to 
see at a future ED party? 

In the ED office we are currently discussing ways of making 

our Christmas party even better and more fun, mainly for 

the older children. 

As time goes on and as the children get older, we 

understand our parties may not be catered to their 

preferences and idea of “fun”. 

We would like to see as many of our members and families 

as we can every year, and don’t want any of you to feel 

limited about coming because it’s not suitable for all your 

family.  We want to make the party better and for each of 

you to want to come. 

 

 

Have YOUR say! 
 

We would like to have your input and any ideas on how we 

can make this more enjoyable for EVERYONE to come!  

What would your teenagers like to do or see at our party?  

Thank you to the people who completed the short 

questionnaire at the party giving your suggestions. 

If anyone else has any input they would like to share with 

us, please email me danielle@edsociety.co.uk.

 

Staff Changes 
We were sad to say goodbye to Julie, who left the Society 

in October.  Julie had been with the us for 8 years and will 

be missed, but we all wish her the best in the future. 

It is with great pleasure that we introduce Emma, who has 

joined Diana, Sue and Danielle as a part time member of 

the ED Society team. 

Emma will be liaising with families by providing 

information and general administration.                        

Welcome Emma!  

 

 

MAB 
It is with sadness that we are to say goodbye to 

Fiona Browne, Dermatologist, who has been a 

member of the Medical Advisory Board for many 

years.   

On behalf of us all I would like to thank Fiona for all her 

hard work, support and encouragement which has been 

totally voluntary.  
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As you no doubt appreciate the ED Society is a 
relatively small charity; consequently we could 
always do with help from our members and 
supporters. 

This help could be financial by way of joining the 
society (if you haven't already done so), fundraising, 
donations, fixed monthly donations or bequests. 

But it could also be in terms of your time and 
expertise. Some skills that might be appreciated are: 

Website design - to help with a new website Sue is 
building 

Copywriting - to help update the old website pages 
for the new website 

 

 

 

 

 
PR/Journalism - Press Release about the ED Society, 
it's work and fundraising 

Grant applications- help sourcing and applying for 
grants for our work and medical research 

Counselling and support - Some members could 
benefit from your support. 

Form filling - completing DLA, Carers Allowance and 
Occupational Therapist (Air Con grants) forms can be 
daunting for some, perhaps you could help a local 
member with their forms. 

Trustee - Perhaps you could become a trustee 

If you could help the society with any of the above or 
in any other way it would be much appreciated. 

Regards, Scott Gallacher (Trustee)

 

 

 

 

Professor Angus Clarke and his colleagues in Cardiff, 

who were the UK group conducting the Edimer trial 

of treatment for X-linked hypohidrotic ectodermal 

dysplasia, will be contacting those who took part to 

see if they may be willing to talk about what it was 

like to be involved in this project. 

They are also keen to talk with others who have had 

a pregnancy over the past 2-3 years and had thought 

hard about taking part but in the end decided not to. 

This could be because you found out that your baby 

was a girl, or was unaffected, or because it would 

have been really difficult to take part for practical 

reasons, or you were anxious about possible side-

effects of the treatment, or any other reason.   

As long as you thought hard about taking part and 

made a decision one way or the other, we would 

really appreciate it if you could find the time to be in 

touch with Angus and for you to take part. 

 

 

 

 

If you think you might be willing to discuss your 

thoughts about the trials, by phone or perhaps face 

to face, please contact Professor Clarke by email; 

clarkeaj@cardiff.ac.uk or by writing to; 

Prof. Angus Clarke 

Institute of Medical Genetics 

University Hospital of Wales 

Heath Park 

Cardiff 

CF14 4XN 

After getting in touch Angus will send you some 

more information about this small project and 

answer any questions you may have, before deciding 

whether you wish to join in. 

If you would like to discuss this with Diana please email 

diana@edsociety.co.uk or call 07774 465712 

 

 

 

UK Edimer Trials -your experience 

 

How could you help us? 

 

mailto:clarkeaj@cardiff.ac.uk
mailto:diana@edsociety.co.uk
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Stories of Hope 

Posted by Mary Fete (Executive Director of the NFED) 
December 2016 

 

What’s going on with the research for x-linked hypohidrotic 
ectodermal dysplasia (XLHED) and EDI200? 

 
Last January, I announced that Edimer Pharmaceutical’s Newborn 
XLHED Clinical Trial did not achieve the outcomes which we had 
hoped for.  In that trial, they dosed new-borns who were affected 
by x-linked hypohidrotic ectodermal dysplasia (XLHED) with a 
protein called ED1200 shortly after birth. 
There were some modest signs of improvement in the 
development and function of various body parts that XLHED 
affects.  However, Edimer didn’t see significant changes in sweat 
gland function, teeth and other early markers.  All of us in the 
ectodermal dysplasias community were disappointed. 

A Refresher on EDI200 
Ectodysplasin–A1 (EDA-A1) is a protein that occurs naturally in the 
body.  When a person is first growing and developing as a baby, 
EDA-A1 has a very important job.  It signals the normal growth of 
hair, teeth, skin and certain glands like sweat and mucous 
glands.  In people who are affected by XLHED, EDA-A1 is missing 
due to an alteration in the EDA gene.  Edimer Pharmaceuticals, Inc. 
developed EDI200 as a synthetic version of EDA-A1. 

Researchers found that injecting ED1200 into newborn dogs with 
XLHED restored the growth of their teeth, skin structures and 
mucous glands.  The hope was that by replacing the missing EDA-
A1 with EDI200 while a baby with XLHED is still growing and 
developing, that there would be a life-long improvement in their 
health.  Unfortunately, the results were not what we had hoped for. 

BUT… 
You may recall that Prof. Holm Schneider from Erlangen, 
Germany, one of the initial primary investigators in the clinical trial, 
planned to continue research on EDI200 this year.  He, along with 
other researchers, believed that dosing after birth is too late to 
impact the development of sweat glands and other key markers.  
They hypothesized that injecting in utero will lead to better results. 

I am excited to announce that Dr. Schneider has treated three 
babies with EDI200 by injecting it into the mother’s amniotic fluid, 
prior to birth.  The early results are very encouraging. 

Male twins were treated in utero at 26 weeks and again at 31 
weeks.  Due to a maternal infection, they were born a little early in 
week 33, without any problems.  Dr. Schneider reports an 
impressive number of tooth buds were noted after treatment.  It is 
too early to know how many teeth will develop, but the number of 
tooth buds is encouraging. 

The sweat glands have appeared to develop normally!  Dr. 
Schneider noted that it was a very hot summer in Germany and the 
twins did fine regulating their temperature. 

Another baby boy was treated in utero and we await his birth. He 
was dosed only once at 26 weeks. 

Although this is exciting news, we are guardedly optimistic.  Dr. 
Schneider’s work was not a clinical trial but a “Trial to Cure,” which 
was a legal possibility under the German law to treat just a few 
babies. 

 

 
Edimer Closes Its Door 
Edimer CEO Neil Kirby recently announced that they had no more 
funding for this research and that the company would be 
dissolving.  We are incredibly grateful to Neil Kirby, Edimer’s CEO, 
and everyone who worked at Edimer for advancing XLHED 
research for the last seven years.  Working together, we made 
incredible strides in the medical understanding and research of 
XLHED.  Edimer also provided instrumental financial support to the 
NFED for key programs. 

Without funding from Edimer or sources, there can be no progress 
with this work.  As you well know, research takes time and we have 
a long way to go.  But we must persist! 

Our Next Steps 
Two things must happen next: 

 We 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. 

We are strongly committed to this research as it has significant 
implications for all of our families.  When we learned about Dr. 
Schneider’s progress, our Scientific Advisory Council and Board of 
Directors acted immediately and awarded a $25,000 research 
grant to Dr. Schneider to continue his work.  Of course, this is a 
drop in the bucket in terms of needed funding, but the hope is that 
if Dr. Schneider can continue for a year, we will find a larger funding 
source. 

It’s amazing what can happen in one year’s time.  We started the 
year disappointed and are ending the year with incredible hope and 
excitement.  We promised to continue advancing this research 
which we began in the 1980s and we are.  As always, we appreciate 
the support of our families, donors and researchers who work with 
us to find answers.  

Stay tuned!  

https://www.nfed.org/learn/research/x-linked-hypohidrotic-ectodermal-dysplasia/
https://www.nfed.org/learn/research/clinical-trials/
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When in Rome 
Last February I had the 
most random of emails. 
It was an email from the 
ED Society asking if we 
would like to go to 
Rome on behalf of the 
UK Society to meet the 
Pope with other ED 
families from across the 
world! Well that doesn’t 
happen very often, does 
it??? 

Needless to say, we jumped at the chance. To be 
honest I didn’t quite believe it would happen and I 
don’t think anyone else we told believed us either…. 
I mean meet the Pope? us? really? 

As the trip came closer we started receiving emails 
from the organiser of the trip in Italy, we were to all 
stay in a large hotel on the outskirts of Rome and 
there would be various social events happening. It all 
began to feel very real. 

A month before we were due to depart I had an even 
more random email, I really didn’t think the former 
could be beaten but I was wrong. We were asked to 
bring a gift to present to the Pope. Yes… I know…. 
what on earth does one give to the most holiest man 
on earth? After much discussion and support I finally 
worked out what I was going to take.  Rev Shelagh 
(our family vicar and friend) advised how His Holiness 
was very passionate about reaching out to those in 
need, particularly the refugees.  I wanted to think 
about giving something symbolic and relevant to us 
as a family, having a link to the results of war as well 
as placing a human face to it. 

I have an old case full of my grandfather’s old letters, 
books and papers from his time fighting in the 
second world war and one of the items that came to 
my mind was his soldier book. The tiny leather bound 
book has a page at the front where he wrote out the 
Lord’s prayer. The writing is beautiful and albeit faint 
it shows how important his faith was during this 
dangerous part of his life. I copied the page and 
printed it out, framing it with a photo of Grandad as 
a young man and one of William, I am an artist by 
trade so it was a pleasure to create a lovely piece of 
art work with my family heirlooms. 

I was having to travel alone with William (11) and 
Kitty (3) I am pretty good at travelling and I am 
always the lead when we go anywhere as a family. 

But I’d never travelled abroad with the children 
without my husband and we had never really split 
up as a family either. I was going to miss them all 
terribly and was so sad they couldn’t join us on such 
an important life event for us. 

(We are a large family, I married my husband 23 years 
ago and we have four children: Libby (18) (not an ED 
carrier) and was busy working, Grace (16) (an ED 
carrier) but has just started at Leeds College of Art and 
it was too soon to take time off. Keith of course needed 
to stay at home to look after them while I took William 
(an ED carrier) and Kitty (who we suspect is also 
an carrier). 

So the day came, the gift packed, the clothes ironed 
and stowed in my case, we set off to the airport. 
Landing in Rome we trundled excitedly through the 
terminal and straight out through security with no 
problem (the joys of hand luggage). We jumped in 
our organised private transfer and enjoyed our rather 
hair raising journey to the hotel. 

The hotel, The Church Village, was a real 
contradiction in terms. The reception building was 
modern and bright, but the outside was typically 
Italian. Simple and reminding me of a youth hostel. I 
soon realised it was a hotel for pilgrims, a simple 
accommodation especially for those travelling to 
worship at papal mass. This brought home the 
enormity of the trip and I really think William picked 
up on it too. 

After a quick drop off of our bags, we set off to the 
bus stop. We were catching the bus into the centre to 
meet the other ED families at the Vatican museum. 
As we arrived at the meeting place we saw a family 
whose children obviously had the ED traits. We 
hadn’t been to any of the gatherings with the ED 
group and therefore hadn’t come across anyone like 
us. It was quite a heart stopping moment as we 
approached them, but within a few minutes we had 
been introduced to around 5 or 6 other families from 
around the world, all with ED and all excited to be on 
this trip of a life time. 

We entered the museum and had a long wait while 
the tickets and passes were sorted out. It seems the 
Italians don’t have the same approach to 
organisation as us Brits, and although the end aim is 
always reached, there tends to be some chaos and 
waiting around first. This turned out to be an ongoing 
theme of the week but it was endearing and kind of 
added to the atmosphere. 

As we were waiting in the busy reception area, 
William started to flag. It had been a long day 
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already, we had only flown in that morning and now 
the hour and half wait was starting to take its toll. I 
made an executive decision to take William and Kitty 
back to the Hotel and rest. After all we had a very big 
day tomorrow and we needed to ensure we had all 
our energy. Apparently, the families had a wonderful 
time at the museum and we are still gutted we 
missed the Sistine Chapel, but hey… we were going 
to see the Pope in the morning! 

We arrived back at the hotel, grabbed a bowl of pasta 
in the reception, I had a beer, and we bought ice 
creams to take back to the room. The kids showered 
and I managed to find an English cartoons channel 
for them to watch while I got everything ready for 
morning. 

As I realised I needed an iron to give everything a 
once over, I called reception to find this basic of all 
hotels didn’t have one.. agh!!!! I ended up snuggling 
up with the kids while the shower steamed out 
clothes for morning. 

We woke up early 
and excited, all 
dressed in our 
finery we made our 
way to the dining 
room for breakfast. 
What a shock we 

had to find the quiet hotel had turned into a buzzing 
mass of pilgrims, Vicars, nuns and hundreds of 
groups proudly supporting the national colours, 
huddled in groups everywhere we looked. 

The atmosphere was electric as we grabbed our 
breakfast, we spotted some of the other ED families 
all dressed ready for our special day. 

After breakfast, we gathered the gifts we had bought 
and met with the other families to wait for our coach. 
We took photos of each other and I was touched by 
the support everyone gave me as I struggled with the 
children and the pushchair. It was a hard moment, 
seeing all the families and I felt really lonely, missing 
the rest of our family. But the excitement took over 
and we settled on the coach on our way to the 
Vatican. As we arrived the crowds were huge - it was 
a daunting moment as we (a large group) tried to stay 
together. We had to go through a different entrance 
to the crowds, passing through airport style security 
and bumbling through to our area at the front of St 
Peters square. 

It was simply so very special and being in the 
company of His Holiness was emotional and 
wonderful. William and I were moved to tears and 

neither of us will ever forget it. No amount of words 
will explain the moment.  

When mass started, we were sat right at the front of 
the audience so we were really in the thick of it. But 
I had to have a little laugh at us all, as the sun creeped 
around to shine on 
us, I turned to see 
all the ED families 
frantically feeding 
the children water 
and stripping off 
their layers. Oh, 
the joy of not been 
alone! For once in 
our life we were one of many…. what a wonderful 
feeling. 

We came away from St Peters square emotional and 
hungry. Thankfully we were ferried back to the bus 
and driven out of the city to a farm style restaurant, 
where we enjoyed a wonderfully rustic meal in the 
shade of a barn. 

The children ran 
around the meadow 
together and the 
parents were able to 
chat and share how 
they were coping 
with the children 
with the condition. 

I learned loads! We have been coping alone since we 
got our diagnosis and it was great to hear from 
families with much more 
experience. We were 
coming away with lots of 
knowledge and support. 

The day after we spent the 
day exploring Rome, the 
kids and I grabbed a tour bus 
pass and we hopped on and 
off the bus at the various 
sites. 

What an adventure!!! Not only did we go see the 
Pope, but we met so many other families from across 
the globe, all like us. How wonderful it was for 
William to meet other children like him and to 
become the majority rather than the minority for a 
change. 
 
Sam O’Brien 
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Fundraising –  
 

 

 

 

 

 

 

 

For the many donations that have been coming in 

over the past 3 months amounted to over £6600.00.  

Wow! 

 
Thank you to everyone who sent in donations with 
their membership form and to all those who pay 
regular donations by standing order.  
 
Many thanks once again to Mark and Vicky Macnair 
for their continuing support raising another £520.00. 

Thank you Margaret Gordon, mother of Fergus, for 
banking £200 from the proceeds of the collection 
boxes in Scotland which Fergus had scattered all 
around the area he lived.  

Many thanks again to Gillian Squires for her 
continuing support and raising another £500 from a 
coffee morning, Christmas fayres and selling gifts 
with the help of Hinnetts bakery. 

Thank you to Richard Pettigrew’s company, 
Bottomline technologies, for yet again donating 
another £100. 

Thanks also to Dave Willats’ company, Situs 
Management, for holding a charity bake-off and 
raising £790.27. 

A huge thank you to 
Freya Smith for 
nominating the ED 
Society to the 
Fairview Community 
Primary School who 
raised £849.35 from 
the retiring collection 
at their Christmas productions. 

 

 

 

 

We need help with 

designing new child 

friendly leaflets for ED 

We would like to produce leaflets for our children and 

youth, ages 8-11 and 11-16 to explain a little about 

Ectodermal Dysplasia which they can then pass to 

their friends, school, clubs, etc.    

We will be able to produce the content, but need help 

in designing both leaflets.  

If you are able to help please contact Diana Perry 

01242 261332 or email diana@edsociety.co.uk 

 

 

Youth Secret 

Facebook 

We are thinking of creating a secret Facebook group 

for our children aged 8-11 and youth aged 11-16.  

Joining the group would be by invitation only and 

would not be traceable by any searches.  Would your 

child be interested in joining a Facebook page and 

linking up with other children who have Ectodermal 

Dysplasia?  

Please talk to your children and if they are interested 

contact Diana Perry 01242 261332 or email 

diana@edsociety.co.uk.  If we have enough interest  

we will set the groups up. 

 

 

 

 

 

 

mailto:diana@edsociety.co.uk
mailto:diana@edsociety.co.uk
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 Help Changing Faces campaign for face equality by completing 

their detailed survey, which asks about all aspects of living with 

a condition, mark or scar that affects appearance. 

 

 Visit changingfaces.org.uk/dituk or call 0345 450 0275 for more 

information. 

 Closing date Tue 28 February 2017 

 Registered Office: The Squire Centre,   33-37 University Street, 

London. WC1E 6JN   

 Registered Charity No. 1011222.       

 Charity Registered in Scotland SC039725 
 

 

 

 

New website 

coming this spring 

 

We are hoping to launch our new 

website this Spring. 

We have been a little busy over the 

last year working hard on a new 

look and functionality of our newly 

designed website and we can’t wait 

to launch it! 

Our goals were to provide visitors 

with easier access to information, 

easier ways to collaborate and 

enable us to showcase our 

upcoming events and articles. Once 

it is live, take a look around and let 

us know what you think by 

contacting us on 

info@edsociety.co.uk 

The way the website is being used 

has changed a lot since we first 

started.  With the majority of the 

traffic going to the members’ 

section articles, this now means the 

ED Society will be able to post more 

up-to-date articles and 

information, and more importantly, 

that it is being used by so many 

more people.  

All this extra activity is surrounding 

the core purpose of the website in 

providing information, which we 

have kept as clear as we can in the 

main navigation. We even have a 

search feature for the site meaning 

that the huge number of 

information pages can be found 

easier and quicker. 

In the new site we have tried to take 

all your previous comments and 

suggestions into account. 

Another great improvement of our 

new website is that it will be ‘mobile 

responsive’, so if you use your 

mobile phone or tablet to access 

the website you will now have all 

the information to hand.  

You will also be able to make 

donations and your membership 

payments online too! 

There is still a lot more work to do 

but we do hope you’ll like it. Please 

let us know your thoughts and give 

feedback if you see anything you 

think is “broken” or “out of place”. 

We will be informing everyone via 

email of the launch date. 

Sue Beard 
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The temperature research studies are 

ongoing and more volunteers are still 

needed.  

Those who have taken part reported 

that it was a very helpful and positive 

experience.  

“I hope others will take part in this 

study – it’s wonderful to know how 

lack of temperature control affects 

me”

 

“The people doing the study were 

really lovely which helped” 

“It’s great to understand why my son 

gets hot for no apparent reason and 

how best to cool him down”.  

For the success of this study we need 

more families to take part. 

The ED Society will help towards the 

expenses for families to travel and 

stay overnight in Portsmouth.

 

 

 

 

 

 

 

 

Please email diana@edsociety.co.uk or 

call 01242 261332 if you would like to take 

part in the study. 

 

 

 

 

 

 

In September last year we sent 

out the above questionnaire.   

With the run up to Christmas I feel 

the questionnaire found its way to 

the bottom of your list of ‘things 

to do’! 

The questionnaire is for all parents 

and relates to the first two years of 

their life, whether that is 30 years 

ago or 3 years ago.  

Some questionnaires have 

already been returned, but I would 

really appreciate it if you could 

now complete the questionnaire 

and send back to me as soon as 

possible please.   

The study is to highlight topics 

that the ED Society may wish to 

address with further research or 

where it may be helpful for the 

Society to produce greater 

support including written 

information for families and/or 

professionals based on the needs 

highlighted in your responses.   

Your answers will also show how 

much has changed over the years 

and how much is still the same! 

The questionnaire can be 

completed either offline or online. 

However, if you are unable to 

download or complete this online  

 

 

please let me know and we will put 

a copy in the post to you.   

 

Without your support we  

will be unable to complete 

the study 

The Ectodermal Dysplasia Society, Unit 1 Maida Vale Business Centre, Cheltenham, Gloucestershire. GL53 7ER England 

Tel: +44 (0) 1242 261332   Mobile: +44 (0) 7774 465712 

www.ectodermaldysplasia.org 

Email: info@edsociety.co.uk 

Disclaimer:  Any views or opinions are made by the author in good faith. No liability whatsoever is accepted by the author or the Ectodermal Dysplasia Society.  

Recipients should make their own additional enquiries of medical and other relevant authorities before acting on these views.  The use of a product name 

does not constitute a recommendation or endorsement by the author or the Society. 

 

Temperature Research 

Please support this project 

 

Parent Questionnaire for children affected with 

Ectodermal Dysplasia 

mailto:diana@edsociety.co.uk
mailto:info@edsociety.co.uk

