
Fundraising – the 

Society needs you!  
Now we are getting in to the warmer months, it is 
a good time to start thinking about any 
fundraising you would like to do.  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. 

Stuck for ideas, here are a few to get you on your way -  

Cycle rides and running events are becoming a firm favourite and are simple to 
organise. 

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 take a photo wearing it!  

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

Jeans for Genes now share the proceeds of their fundraising day 
in September with nominated charities - look out for details of 
how to nominate the ED Society in the summer newsletter. 

Coffee mornings - get all your friends and family together, make 
some cakes for a bake sale too?  Or even suggest it at your place of work?  

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

What about a Games night? Bingo? Quiz night? Sponsored swimming? 

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

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

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 your friends know 
and the rest is done for you. 

If you would like one of our Fundraising Packs, please email info@edsociety.co.uk 

FUNDRAISING AND DONATIONS SECURE 
OUR FUTURE – please help us to help you 
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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 

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, assistance to obtain DLA/PIP 
etc., travel assistance to attend our events 
and voting rights. 

Please return your form as soon as possible to 
ensure you have full access to these benefits. 

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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Explaining Ectodermal 
Dysplasia to my child 

I have been asked many times “when is the best time 
to tell my child that they have ED?  Should I wait until 
my child is older?” 

I believe that it is 
better to talk to your 
child about ED as 
early as possible.  
However, every 
family is different, 
and every child is 
too.  Therefore, you 
are the best person 
to judge when the 
time is right, what 

level of ability your child has to understand and at 
what level you aim your conversation. 

I was once told of a little boy who asked his mum 
where he came from.  After she had gone to great 
lengths to explain about the “birds and the bees”, he 
pointed out that he merely wanted to know which 
town he was born in!  Explaining to a child about ED 
is very similar in that they will probably only want to 
know the basics of why they are different. 

As your child grows so will their need to cope with the 
outside world.  If ED is explained from a very early age 
in a positive straightforward manner, they will be 
more equipped to deal with problems ahead of them.  
It is important to encourage their strengths to help 
build a positive self-image.  Don’t be dishonest or 
evasive, answer their questions simply, openly and 
most importantly, honestly. 

Every person is different, and nobody is perfect, but 
each is very special to someone. 
 

 

A Guide to Ectodermal 
Dysplasia 

 

Over the years, since the ED Society began, we have 
compiled many information sheets and leaflets to 
provide help in understanding the Ectodermal 
Dysplasias.  

I am delighted that we have now brought all these 
documents together into a 48-page A5 Guide to 
Ectodermal Dysplasia.  

The Guide will be a wonderful resource for your 
family, friends, doctor, nurses, hospital consultants, 
school, etc.   

I would like to thank the ED Society’s Medical 
Advisory Board for their huge input into the creation 
of the Guide and for their endless patience.  

The Guide will be on sale shortly at the cost of £3.00 
per copy plus postage.  

 

The ED Society  

We currently produce the newsletter four times a year and from 2019 
are considering reducing this to twice a year.   

We will keep you up to date by email via MailChimp and will post news 
on the website and Facebook group page. 
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Fundraising – Our grateful 
thanks 

For the many donations that have been coming in 
over the past 3 months. The total so far is £5479. 

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 to the Gallagher family for donating 
£1000 and for your continued support. 

Mark and Vicky Macnair - Many thanks for 
fundraising and sending a further £202. 

Thank you once again to Bottomline Technologies for 
sending another £100 Donation. 

Thank you to Stuart Atkiss for £100 raised by Lower 
Gornal Church.  
A huge thanks to Clive Bentley who raised £1322 and 
Laura Page £1683 for both running in the London 
marathon and Lisa Harrington £448 for running in the 
Reading Half marathon on behalf of the ED Society.  

Please keep your donations coming in and if you 
don’t do it already please sign a Gift Aid 

declaration. 

 

The Office girls are getting 
stuck in too……… 

 

Later in the year, Danielle, Sue and Jaye will be taking 
part in the Devil Mud Glow Run, which is a 5km 
obstacle course.   

Any support and donations from our members will be 
much appreciated and will be sure to boost their 
enthusiasm and confidence for the event.   

We will keep everyone posted once we have the date 
and have set up a Virgin Giving page!!  Wish us Luck!  

 

 

 

Upcoming Events 
September 2018 - Chloe Barnaby's father will be 
cycling over the Pyrenees mountains.  More 
information regarding the date and fundraising page 
set up will follow shortly. 

June 2018 - Stuart Atkiss charity bike ride. 

Megan Jones is currently doing a 10 week programme 
of couch to 5k (C25K, running). 

Good luck to everyone who will be fundraising for 
the Society this summer 

 

Do you have an upcoming event?  We would be 
delighted to advertise this in the newsletter, on the 
Society’s website and Facebook groups.  

 

Ethnicity Form 

 

 

Have you sent your form back? 

We would be grateful if you could send this back as 
soon as possible please, so we can bring our records 
up to date.  
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Fundraising Stories: 
“It has made me who I am today……..” 
 
My name is Niamh Woods, I am 18 years old and I 
have ED.  My ED has also caused me to have alopecia.  
When I was younger I struggled to come to terms with 
how I looked because I was different to everyone else 
around me, but as I grew up I became more confident 
in my own skin.  

I now love my ED as it has made me who I am today, 
a unique, confident, brave girl.  Ever since I was 
younger I have wanted to help out others like me so, 
in 2017 I started a blog - Miss Wiggy 
(www.niamhwoods.wordpress.com) - I started it to 
raise awareness and support for others with ED and 
hair loss and to openly talk about other things such as 
wig tips. (P.S I have become quite obsessed with 
wigs, I love them!) 

In December I decided to take a bigger step and raise 
some money for the ED Society and Alopecia UK. My 
school holds an awards evening to praise students, I 
knew that students, parents, teachers and governors 
would be attending this evening.  I reached out to the 
head of my 6th form and those in charge of the 
evening, I asked if I could perform with my friend 
Priya and do a speech in order to raise money. They 

allowed me to, so on the 19th December me and my 
friend Priya sang People help the People by Birdy in 
front of hundreds of people and I did a speech.  

Throughout the whole night I was able to raise over 
£250 to share amongst both charities. I am really 
pleased with the outcome, especially as it meant so 
much to me. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

(Niamh Woods – on right) 
 

Reading Half Marathon – 

Lisa Harrington

My daughter Kaitlyn was diagnosed with Ectodermal 
Dysplasia in 2016 when she was 2 years old.   

I decided I wanted to do something to help show my 
support to my daughter and the ED Society, so I 
signed up to the Reading Half Marathon in March, 
and luckily my friend May Hart wanted to join me too! 

Due to the snow we were gutted to be informed that 
the marathon had been cancelled, I was so 
disappointed after all of the hard work and training 
we had put in together, but this wasn’t going stop us. 

So, the following weekend we decided, let’s do our 
own half marathon around Basingstoke!!  

We completed it in 2 hours and 11 minutes!  I would 
like to say a massive thank you to everyone who has 
shown their support and sponsored us, the total 
amount raised is£448 and I am so pleased! 

 
l-r: Kaitlyn, May Hart and Lisa Harrington. 

All of us at the Society send a big thank you to Lisa and Niamh for all their efforts and for their 
continued support by raising this money - we are forever grateful!! 
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London Marathon  
My brother, David Reynolds, passed away in 2001 and 
I ran to raise money for the ED Society, ED being the 
c0ndition David suffered with.  I committed totally to 
the training, most of which was in rain and cold (even 
snow) and then ran in the hottest marathon on 
record. My efforts have raised £1683 through my 
Virgin Money Giving page and I am really proud of my 
achievement and my time – 6:22.07!   Laura Page  

 

 

 

 

 

 

 

 

Clive Bentley whose son has HED also ran in the 
London Marathon for the ED Society and raised 
£1322.  Clive was given only six months to live after 
having a brain tumour removed in 2001, but against 
all odds has been able to keep himself fit enough to 
run the London marathon. 

Clive said “I finished in 6:23:04 - it was pretty gruelling 
but I’m so glad I did it even if I did pass out shortly 
after the end” 

Amazingly Laura and Clive finished within 1 minute of 
each other! 

Huge congratulations and thanks to you both for 
taking part in the marathon and raising so much 

for the ED Society. 

 

 

 

 

 

 

 

 

 

ED Society Shop 

 

 
 

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

Wristbands £0.75 

each                                       
Key Fob £0.75 each    
 

Pens £0.75 each 
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Cooling Aids 
Whether we have a scorching summer or a typical 

British summer it will be hot for everyone who is 

affected by Ectodermal Dysplasia - we can help you 

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 
skin and cool down. 

• Hand held fan. 

• 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.  

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

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

• Cooling vest - great when playing sport. 

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

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

• Frozen Hot Water Bottle - great for cooling the 
bed. 

 

If you use any other cooling aids we would love to 

hear from you, please call 01242 261332 or email 

info@edsociety.co.uk 

Keeping Cool in Exams 

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 

affected by Ectodermal Dysplasia to complete their 

exam papers to their maximum ability.  

We have a School Care Plan which explains the 

difficulties children affected by Ectodermal 

Dysplasia 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.  

The thought of an affected child having to sit for a 

considerable time in an exam room full of children 

on a warm day is very worrying. Provision should be 

put in place whereby the affected child can take 

their exam in a different room where a fan 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 

realise they are struggling due to the heat, the clock 

can be stopped, the child taken to a different room 

and the clock restarted. 

Looking to the future, if your child is heading off to 
university or higher education it is time to begin 
thinking of all the support they may need, such as 
extended library loan facility – so they can keep 
library materials for longer, applying for special exam 
arrangements e.g. extra time, rest breaks, etc. Please 
see our document entitled Are You Off to University 
or Higher Education? which is on the website. 

If you would like to discuss this further, please call 

01242 261332 or email info@edsociety.co.uk.
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Disabled Persons Railcards 
The Disabled Persons Railcard is for people with a 
disability. 

You will qualify if you: 

• receive Personal Independence 
Payments (PIP) 

• receive Disability Living Allowance (DLA) at 
either: 

o the higher or lower rate for the 
mobility component, or 

o the higher or middle rate for the care 
component 

• have a visual impairment 
• have a hearing impairment 
• have epilepsy 
• receive Attendance Allowance or Severe 

Disablement Allowance 
• receive War Pensioner's Mobility 

Supplement 
• receive War or Service Disablement 

Pension  for 80% or more disability 
• buy or lease a vehicle through the Motability 

scheme 

The Benefits 
Get 1/3 off adult rail fares for travel on the National 
Rail network in Great Britain. 

If you're travelling with another adult they will also 
get 1/3 off their rail fare, so you can save money for a 
friend or family member too!

 

There are no time restrictions on the Disabled 
Persons Railcard, so you can use it to get a discount 
on tickets at any time of the day.  

Get 1/3 off the following tickets: 
• Standard and first class anytime, off-peak 

and advance fares 

• London zones 1-6 off-peak day travelcards 

• Anytime day travelcards, when bought as 
part of your ticket to London from outside 
London Zones 1-9 

• Gatwick express, Stansted express, 
Heathrow express and Heathrow connect 
services 

• Oyster pay as you go single fares and daily 
caps (railcard holder only) 

And more…… 

How Much? 
• A 1-year railcard costs just £20 – that is £10 

each for you and a companion. 

• You can get a 3-year rail card for £54 – 
saving £6 over the cost of three 1-year rail 
cards 

For more information about the Disabled Persons 
Railcard, please see: 

• www.disabledpersons-railcard.co.uk 

• Tel: 0345 605 0525 
• Email - disability@raildeliverygroup.com 

 

 

 

 

GDPR – New Regulations 
Just a reminder that at the end of May 2018 the new 
General Data Protection Regulations (GDPR) came in 
to force. 

We have now produced our policies and they are 
available on the new website or by email request 
info@edsociety.co.uk.  We are changing our forms to 
include an ‘opt in’ box.  

 

 

 

 

 

 

 

 

Please check our website for more details under 
Privacy Policy, terms of use and our cookie policy.  

This will explain how we use and store your data.  

Under the new GDPR, the ED Society will destroy all 
information held at the request of any member or 
contact. 

 

mailto:disability@raildeliverygroup.com
mailto:info@edsociety.co.uk
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Teeth 
One of the main characteristics of Ectodermal 

Dysplasia, and the one on which a diagnosis is 

frequently made or proven, is the absence of some 

teeth (hypodontia) or malformation of teeth. Teeth 

that are present may be widely spaced, pointed, and 

in some cases the enamel is defective and 

discoloured. Many babies affected by Ectodermal 

Dysplasia do not have any teeth erupt until they are 

at least two years of age.  

For cosmetic, psychological and social purposes, as 

well as nutrition, teeth are desirable. Should the child 

have pointed upper front teeth, it is relatively easy for 

the Dentist to build these up with an adhesive tooth-

coloured material (dental composite) to make them 

appear squarer, around the age of 3 and ideally before 

they begin school. Even if there are still some gaps, 

having square front teeth as opposed to 

pointed/conical teeth will help prevent any bullying 

by their peers and will give the child a happy smile.  

Older individuals may be considered for implants or 

bridgework, but implants are not suitable for 

everyone and it is necessary to seek advice from an 

implant specialist.  

The Dentist’s chair may become a place where your 

child will spend a lot of time. It is important for the 

Dentist to get to know your child and vice versa 

before any treatment is commenced. Make sure your 

Dentist is prepared to spend time with your child to 

build up a rapport, to explain about the room and the 

tools, to show how the chair works, what he is going 

to do and most importantly, to have some fun. It is 

important to remember that whatever teeth erupt 

become precious; a tooth, no matter what shape or 

size, can be used by your Dentist to help with 

dentures, etc. Baby teeth, especially canine (eye) 

teeth, may last for several decades if there are no 

adult teeth behind them to dissolve the root and push 

them out. So, hang on to whatever grows and take 

extra care of them. Good dental hygiene is very 

important. If a non-specialist Dentist recommends 

tooth extraction, for whatever reason, seek a second 

opinion.  

Dentures at age 4 

Some dental hospitals have specialist teams to help 

patients affected by hypodontia, who can provide a 

coordinated treatment plan involving all the 

necessary experts. Ask your Dentist about being 

referred to one, if this facility is available in your area. 

If it is not available in your area some hospitals can, 

on occasion, treat Ectodermal Dysplasia patients 

from other regions. Ask to be referred to your nearest 

dental hospital for an assessment. The ED Society 

maintains a list of specialist clinics on their web site 

www.edsociety.co.uk  

Dentures 
Whether you wear full or partial dentures, taking 
them out at night for sleeping gives the gums and 
other denture-bearing tissues a chance to rest, 
recover and receive beneficial exposure to the 
antibacterial agents naturally present in saliva. In 
short, removing your dentures at night is the 
healthiest thing to do.  

Brush your dentures at least once a day with a soft 
toothbrush. Don’t use toothpaste: it is too abrasive.  
You could use Dentu-Creme which is a very 
low abrasive formula, so it cleans without scratching 
your dentures and leaves fewer places for unwanted 
bacteria to grow. 

Keep them in a box with a little 
water overnight.  You can buy 
colourful boxes to keep them 
in - go to Amazon and type in 
Orthodontic retainer box they 
only cost about £3.00. 

Remember to fill the sink when cleaning dentures in 
case you accidentally drop them.  

http://www.edsociety.co.uk/
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                        PRESS RELEASE 

                       26th April 2018 
EspeRare to relaunch a therapeutic programme for XLHED,  

a rare and life-threatening disease 
Geneva, Switzerland – April 26, 2018 – EspeRare and Edimer Pharmaceuticals Inc. announced today that they have 

entered into an agreement for EspeRare to receive the full rights to continue the development of ER-004, an 

innovative therapy for X-linked Hypohidrotic Ectodermal Dysplasia (XLHED), a rare genetic disorder. EspeRare will 

be relaunching a clinical trial in the first half of 2019 geared towards generating evidence for marketing approval. 

These efforts will benefit from the EMA’s PRIME (PRIority MEdicines) scheme, due to the rarity of the disease, the 

absence of alternative treatment options and the encouraging results obtained in babies treated prenatally by 

Prof. Holm Schneider. This leading German paediatrician and specialist in XLHED pioneered the first successful “in 

utero” therapeutic administrations to affected fetuses at the University of Erlangen- Nuremberg. As highlighted 

in the recent New English Journal of Medicine (NEJM) publication, the results indicate that antenatal 

administration of ER-004 has the potential to address some of the most severe and costly symptoms of XLHED (N 

Engl J Med 2018; 378: 1604-1610). The Ectodermal Dysplasia International Network Co-Chairwomen, Diana Perry 

and Ulrike Holzer, said: "We are delighted EspeRare is relaunching this programme following Professor Schneider's 

very exciting results. The Ectodermal Dysplasia community fully supports this programme and looks forward to 

working closely with EspeRare, Professor Schneider and our members around the world." 

“This is such an exciting time for the EspeRare team which warmly thanks all of its supporters who contributed greatly 

to giving a second life to this therapy, bringing back hope to the XLHED patient community” said Caroline Kant, 

Founder and CEO of EspeRare. She added that “This innovative treatment approach has the potential to 

fundamentally change the lives of these patients and may also pave the way for other prenatal treatments to correct 

genetic diseases before birth.” 

About XLHED 
XLHED is a rare disorder resulting from genetic mutations in the gene EDA. Patients affected by XLHED are at risk 
for life-threatening hyperthermia based on their inability to regulate body temperature, and for clinically-
significant pneumonias resulting from their abnormality in respiratory secretions. Cardinal signs and symptoms in 
XLHED include strongly diminished or absent sweat, reduced and abnormal airway secretions, few and often 
misshapen teeth, and absent or sparse hair. 

XLHED patients who survive infancy are predisposed to atopy, presenting with eczema and asthma, chronic 
sinusitis, recurrent nose bleeds, and dry eye complications. Almost uniformly, they require dental interventions 
including early prostheses and implants. Their susceptibility to hyperthermia impacts normal participation in 
outdoor activities, sports and school attendance. Medical, quality of life and self-esteem issues are life-long in this 
disorder. As is generally true with X-linked inheritance, males are fully affected while females are variably affected. 

About the therapy 
ER-004 is a recombinant Ectodysplasin-A1 protein (EDA1) initially engineered in Lausanne, Switzerland, and 
further developed by Edimer Pharmaceuticals, Inc. This synthetic equivalent to EDA1 acts as a substitute for the 
dysfunctional protein in XLHED patients to potentially induce normal development of key ectodermal structures 
such as sweat glands, teeth and hair.  

is the first and only treatment specifically targeting XLHED. Administered at the right time during foetal 
development, it has the potential to become a “single course” treatment, effectively switching off symptoms of 
the disease throughout patients’ lives. 
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About EspeRare 
EspeRare is a not-for-profit foundation established in Switzerland in 2013, aiming at filling the translational gap in 
paediatric rare diseases by uncovering the potential of existing therapeutic interventions to tackle unmet life-
threatening medical needs affecting children. 

EspeRare is pioneering a collaborative model centered on patient empowerment that accelerates and de-risks the 
development of treatments for these underserved patients. Its product development partnership model brings 
together public, private, academic and philanthropic sectors to develop unexplored or shelved treatments for 
debilitating rare diseases. EspeRare’s venture philanthropic model makes therapeutic opportunities in these small 
commercial markets sufficiently attractive economically for commercial partners while beneficial and accessible 
for patients and the healthcare system at large. 

For further information on EspeRare, please visit www.esperare.org  
For further information on XLHED, please visit https://bit.ly/2KbMqGa 
For further information on ER-004, please visit http://esperare.org/en/er-004-x-linked-hypohidrotic- ectodermal-
dysplasia 
Contact for press related questions, please contact Caroline KANT kant.caroline@esperare.org 

 

Ectodermal Dysplasia 
No sweat: a hot topic?  

Ectodermal Dysplasia has many syndromes, some 

are well understood with good treatment pathways, 

whereas other areas have been studied little and so 

continued support for research is needed to 

development treatments or advice for patients. 

Temperature regulation is one area where the ED 

Society has been leading the way, supporting 

researchers to help individuals and families who are 

affected by ED and those who care for patients 

affected by ED. 

At the University of Portsmouth, researchers from 

the Extreme Environments Laboratory have been 

putting ED Society members through their paces in 

their heat chamber. They have seen 18 patients 

ranging in age from 5 to 45 years old. They aim to 

establish if members are able to control their deep 

body temperature when exercising in a warm room 

(30oC, a warm day in Britain). This may all sound a bit 

barbaric, but as mentioned in the article ‘Can my child 

play sport’ issue 77 (Autumn 2017) of EDlines, physical 

activity is beneficial for all and children naturally want 

to be active, so where possible and following the 

advice in that article we should encourage physical 

activity or sport. Anyway, back to the research, in 

order for the research team at Portsmouth to assess 

temperature regulation they need to increase deep 

body temperature to see how the body loses heat. 

They do this in quite a controlled way to ensure that 

patients don’t become so hot that they become ill but 

are hot enough to see if a person can sweat, where 

they sweat from and what areas of the body could be 

cooled to help reduce deep body temperature if 

necessary. 

During the laboratory testing the staff (Heather, 

Geoff and Danny) take measurements of deep body 

temperature, usually from a sensor which is 

positioned in the ear canal throughout the testing 

(and wrapped in cotton wool to make it more 

accurate), skin temperature, skin blood flow using a 

low powered laser, so there is no need for needles. 

They also measure sweating using a capsule that 

sticks to the skin and they take thermal images too. 

These measurements help to ensure that patients 

stay within safe limits whilst they are exercising in the 

heat. These same measurement techniques are also 

really useful to try out different methods of cooling.  

From the research so far, the team have found a 

number of patients who can sweat enough to 

regulate their deep body temperature. So, the adage 

that if you have ED means that you can’t sweat is not 

correct, like many of the conditions associated with 

ED the severity of the condition may be variable. 

However, those who have been tested that don’t 

sweat or have very limited sweating still have very 

good blood supply to the skin, this means that 

wetting as much of the skin surface as possible will 

help to remove excess heat. Surface cooling of the 

hands and feet seems to be particularly effective. In 

fact, several families arrived with questions about 

odd behaviours they thought their children had, such 

http://www.esperare.org/
http://esperare.org/en/er-004-x-linked-hypohidrotic-
mailto:kant.caroline@esperare.org
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as wanting to visit the toilet a lot, but not going to the 

toilet other than to wash their hands for a long time. 

In light of what the research team are suggesting, it 

may be that science is catching up with what patients 

have been doing all along. Frequent or extended 

‘hand washing’ in cold water will help to reduce deep 

body temperature. Interestingly, the research team 

have used the same idea with elite track cyclists who 

were competing at the Athens and Beijing Olympics, 

cooling them down in between races.  

The research team have also been able to confirm 

that as children approach and go through puberty 

their sweating may be more obvious. This may be 

related to maturation, but also increases in body 

weight and size which results in an increased 

sweating rate. If your child is young and you see no 

evidence of sweating yet, this doesn’t mean they 

won’t be able to sweat when they get older. The small 

size and body mass of a child will mean they can lose 

heat effectively without sweating or with very 

minimal sweating, but as they grow and become 

heavier they may rely more on sweat production to 

lose heat.  

So far, the research is merely catching up with what 

some patients already do. The advice the researchers 

are able to give stems from their work with other 

populations and what families affected by ED have 

tried. Therefore, it is time to reduce the trial and error 

for families looking for suitable cooling strategies. It 

is important that patients affected by ED find cooling 

strategies that suit their lifestyle so they will be used 

when needed; the research team recommend a 

number of different methods of cooling to try such as 

staying in the shade, immersion of the hands and/or 

feet in cold water, wetting shoes and socks to cool the 

feet, wetting clothes and the skin with water then 

fanning the body, drink cold or slush drinks. Not all 

these cooling strategies will be suitable for all 

patients in all settings, but they are quick, easy and 

cheap to administer, and one or two may be suitable 

or adaptable to your situation.  

This is by no means the end of the research, the team 

at Portsmouth are happy to see patients and try to 

arrange visits during school holidays where needed. If 

you would like to chat to the research team about the 

work they have undertaken so far or would like to 

book a visit, please contact Heather Massey (02392 

843545, heather.massey@port.ac.uk). 

 

Our New Website  

May 2018 

 

 

At the end of May we will be switching over to our 
new website.   

Please take a look – we have rewritten a lot of the 
information and added a lot more.  

We still have more to rewrite and upload so keep 
checking. 

Helping you with DLA and 
PIP 

 
In recent months, more and more of the ED 
Society’s time is taken by helping our 
members with benefit applications and 
appeals. 

We are always more than happy to help and 
support you with your claims, but forms and 
letters take a considerable amount of our time 
to complete. 

We would like to politely ask that if your claim 
is successful, you could make a donation or 
hold a small fundraising event to help support 
the Society. 

The money raised helps us to cover some of 
the costs, but often these run into hundreds 
of pounds if we are required to travel to 
tribunals, etc.  

We have a 100% success rate on DLA 
applications and tribunals for the families we 
have helped. 


