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Supporting A Normal Lifestyle

What a Year!

In this Issue….

We ended 2019 with a fantastic Christmas party and were excited to
begin planning for the 2021 May Dinner Dance to celebrate our 25th
anniversary.



What have we been up
to?



ED + Covid-19

Everything was fine until March when our worlds were tipped upside
down and we all had to adapt to a different way of living. Zoom became
the only way to have face-to-face meetings and conferences, tribunals
are by telephone only, paperwork had to be sent via email as offices
were closed—what would we do without technology?



6 key genes in ED



XLHED Research



What’s Next?



Our ED Community



How have your donations
helped?



Family Story - Covid-19



“Bullied Because of my
Genetic Condition”



ED on the Vogue Runway

I congratulate Sue, Danielle and Jaye who very quickly adapted to
working from home and stepped up to help you all with information and
support relating to ED and Covid.
I thank you all for the encouragement we have received during the last 7
months and more importantly for the tremendous financial support.
With our Reserves Policy our core costs were covered for this year, but
then we had a computer crisis. We received such an overwhelming
response from everyone that we have not only replaced the computers
but have three months of core costs as well - thank you all so so much.
In April we applied for a grant from the National Lottery Community
Fund which we were granted in September. This was another huge
relief as it has provided a further three months of core costs ensuring we
enter 2021 in a stronger position.
As we have no idea what will be happening over the next 6 months,
especially as Covid cases are again rising, we feel we have no alternative
but to cancel the ED 25th Anniversary Dinner Dance. This is a great
sadness to me personally, but on a brighter note we are planning to hold
our Christmas party on Saturday 20th November 2021—Save the date!
Stay Safe, Diana

Don’t forget to…..


complete and return the
Membership form for 2021
with the fee and a perhaps a
donation



sell and return the enclosed
Raffle tickets by the end of
November



design your
#DistanceAware badges
and lanyards.



sign
up
online
and
download the app’s for
www.easyfundraising.org
and Amazon Smile for all
your
online
shopping,
especially at Christmas, to
raise free donations for us.
We currently have 77
supporters
with
easy
fundraising and you have
helped to raise £656.04 so
far - maybe by Christmas we
could get to 100 supporters.

Visit www.edsociety.co.uk to find out how you can support, get involved and help to spread
awareness today!

A lot has happened this year….
Coronavirus and Ectodermal Dysplasia
Wow, what a year we have all had. Little did we
know what was going to be thrown our way at the
start of 2020.
Although we were confined to work from home for
many months, we are happy to say we are now
back in the office full time—and everything
crossed it will stay this way.

Now children are back at school after many
months away, there are lots of changes and new
rules in place going forward to help prevent the
spread of the coronavirus. Classrooms may feel a
little different to pre lock down.

Working from home has not stopped us, we have
all been working hard the last 7 months to keep
you updated as much as possible, by answering
your concerns and questions regarding Covid and
ED.
Have you been accessing all the information on
our website? We hope it has been beneficial to
you all. Can we please encourage you to keep
checking back as we are updating it as often as
possible.

Back
in
March,
Envision
Pharma
Group contacted us
and offered their
time and resources
FREE to help come
up with a great guide
on Coronavirus for
our ED community.
You might remember
Envision
Pharma
group when we released our children’s book,
Everybody’s Different, last year? We cannot thank
them enough for all their support.

For many of you, we know this is a worrying time
after having your children home and safe with you
for so long. We have put together an information
guide to help answer concerns you may have and
to assist you and your child with being back in
school. https://edsociety.co.uk/articles/return
-to-school-guidance-2020/
Your child may face struggles with regard to
overheating due to environmental temperatures
being compared to temperatures as a result of
Covid-19. We suggest our letter explaining this be
kept with your child's school care plan. It needs to
be discussed with the school and teachers. The
letter will help remind staff that all methods of
cooling should be carried out as normal, before
calling parents to send the child home assuming it
is Covid symptoms. https://edsociety.co.uk/
articles/temperature-and-covid-at-school/

Distance Aware Initiative
Distance Aware is an NHS initiative that has been established to
enable individuals and organisations to politely prompt ongoing
distancing and respect of individual social space.
The ED Society are delighted to be involved with this initiative. We
want to ensure our ED community remain fully supported and feel
safe through the Covid pandemic, and throughout the changes you
have had to make to your lives. We have been working on our own
artwork for you to create your own Distance Aware badges and
lanyards, these are now available on our website along with more
information.
We loved seeing Ellie in her custom made Distance Aware cardigan
for returning back to nursery, doesn't it look great? We would love to
see yours too. Please share with us! - https://edsociety.co.uk/
home/coronavirus-updates/distanceaware-initiative/
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What’s Next……
Towards the end of the year there are a couple of social media awareness events
taking place, such as the hugely successful Giving Tuesday (1st December) and UK
Charity Week (7th—13th December).
Giving Tuesday are launching their #GiveBack2020 initiative. With charities struggling
and fundraising events cancelled, #GiveBack2020 is an easy, straightforward and fun
way to support us on Giving Tuesday.
These are a great opportunity for us and we always need as much help as possible
from our ED families. The bigger presence we make, the more we can help raise awareness and gain
support for Ectodermal Dysplasia. There are numerous things you can do to help during this time - simple
ideas too!


Be present on social media on those days, remembering to use the relevant hash tags and tagging the
Society—Make some noise!



Share your story



How has the ED Society helped you



Hold a fundraiser—this could just be online if you do not wish to hold an event

Our ED Christmas party will be taking place on Saturday 20th November 2021. As we had to pay a deposit
with the venue for the now cancelled ED 25th Anniversary Dinner Dance, we have decided to hold the
Christmas Party at this new venue too—The Hatherley Manor, Cheltenham. We will have more information
for you all in the new year.

Achievements……..


We have managed to secure a place for the London Marathon in April 2021 and are pleased to
announce Paddy O’Reilly will be running on behalf of the ED Society. I am sure you will join us in
wishing him luck and supporting him. If you wish to donate please go to https://uk.virginmoneygiving.com/PaddyOReilly



Our support fund has helped one ED family in the last 12 months with an air con unit, along with
funding some of our ED members to attend the Christmas Party in 2019.

ER004 XLHED Research Update
EspeRare are moving closer and closer to recommencing the ER004 treatment program.
“ER-004 for the prenatal treatment of XLHED represents a significant
milestone for patients and EspeRare alike in highlighting the severity of this
disease and the importance of offering a potential first therapeutic option
to this underserved patient population," said Caroline Kant, EspeRare's
Executive Director, and added, "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. We look forward to continuing to work closely with the XLHED
patient community towards these goals."
To learn how the new XLHED clinical Trial could affect future generations you can sign up using the link
below to watch the webinar explaining the latest updates on EspeRare's research & Dr. Holm Schneider’s
Trial to Cure, in which he treated three babies in-utero with ER-004 and how it affected them...
https://www.nfed.org/learn/library/webinar-learn-how-new-xlhed-clinical-trial-could-affect-futuregenerations-of-your-family/
If you are currently expecting, hoping to become pregnant or interested to keep up to date, please visit our
website - https://edsociety.co.uk/medical-research/xlhed-clinical-research-trials/
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Six Key Genes in the Ectodermal Dysplasias
EDA, EDAR, EDARADD, WNT10A, IKBKG (aka NEMO) and TP63
One question we are often asked is about the differences between the key genes involved in the different
types of Ectodermal Dysplasia (ED). There are many different types of ED and many different genes can be
involved. There is a small number of key genes that are most typically involved as well as many rare genes.
All these genes are present in everyone but changes in the code of that gene can cause problems if the code
change alters the genetic instruction. So, when a particular gene is said to be involved in one individual with
one specific type of ED, it means that a change in that gene is responsible for their form of ED. In families
where more than one family member has ED they almost always share the same change in the same gene.
Genes
A gene can be thought of as an instruction – as in a recipe - for how the body should assemble itself and how
it can function.

Genes consist of long runs (sequences) of the four different building blocks of DNA (Deoxyribose Nucleic
Acid) A, C, G and T. The genes come in matching pairs, with one gene of each pair coming from each parent.
The 20,000 or so different types of gene are all made of the DNA (those long strings of A, C, G and T) and are
carried in the 23 chromosomes present in the sperm and the 23 chromosomes present in the egg that went
to make each of us, with our 46 chromosomes. See the genetics section on our website
https://edsociety.co.uk/what-is-ed/genetics/
Chromosomes
An important fact about genes is that this story – that we each carry two complete sets of all the genes – is
only strictly true for girls and women. Twenty-two of the different types of chromosome are the same in
boys and girls; they are the autosomes, 1-22. The 23rd pair are the sex chromosomes, known as X and Y.
Females carry two X chromosomes (one from mother and one from father) while males have only one X
chromosome (from mother) with, in addition, a much smaller chromosome known as the Y chromosome
(from father). Females therefore carry two of each of the chromosomes 1-22 and two X chromosomes. Boys,
however, have only one X chromosome plus one Y chromosome.
The X chromosome is an average-sized chromosome that carries many different genes important in many
aspects of development and function, not only for sex and reproduction. The other sex chromosome, present
in a boy, is the Y chromosome. This is important for development of male characteristics but does not have
all of the other genes that are usually present on the X chromosome.
Dominant, Recessive and Sex-Linked
We must also remember that an alteration in a gene (a mutation) can be inherited or can occur, purely by
chance, as a new event. The effect of a gene change depends on the exact code change and the gene involved.
Sometimes, both copies of a gene need to be altered for there to be any effect: a single functioning copy of
many genes is sufficient to avoid a problem. These gene alterations are known as “recessive” because they
may seem to be hidden in those who carry a single alteration and are unaffected. Sometimes, gene “carriers”
like this may have very mild problems.
Other genetic alterations lead to a change in the development or function of the body even when one copy of
the gene is perfectly intact. With such a gene, a single altered copy is enough to cause an effect: such a gene
alteration is called “dominant” and will usually show itself (its effects may be apparent at birth for some
conditions or, for others, not until well into adult life).
This description of genetics misses out some of the complications - the fudges and blurring - but is broadly
correct. However, we must say more about the sex chromosomes, where this distinction between dominant
and recessive genetic changes is different. Because a boy has only one X chromosome, he will show any gene
alteration that arises in a gene on his one and only X chromosome. A girl or woman is much less likely to
show the effects of a gene alteration on the X, because she has a second copy of the same gene on her other X
chromosome. However, the story gets more complicated still.
Half a century ago, a genetics researcher Mary Lyon realised that only one of the two X chromosomes in a
female mammal (including female humans) functions fully in any one cell (cells each contain the complete
set of genes and chromosomes). Most of the genes on one of the two X chromosomes in a female are
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switched off – i.e. inactivated. So, as an example, a woman’s skin consists of patches where her mother’s X
chromosome is the one that functions, and other areas of skin where it is her father’s X chromosome that is
working, and the decision as to which X chromosome works in which cells in her body or on her skin is
random and is made in the embryo, long before birth. So a girl may still show signs of a sex-linked condition
(caused by changes in a gene on the X chromosome) if the X chromosome with the intact copy of the gene is
inactivated in a part of the body where the effects can be seen.

Different genes in different types of ectodermal dysplasia (ED)
So, leaving aside the sex chromosomes, we each inherit two complete sets of genes. The Human Genome
Organisation (HUGO) designates an official name and symbol (an abbreviation of the name) for each known
human gene.
Here, we are going to mention just six of these genes, which are often involved in some of the ED conditions.
Many more are mentioned in the Tables you can find elsewhere on the EDUK website.
Hypohidrotic Ectodermal Dysplasia (HED): EDA, EDAR, EDARADD and Part One of IKBKG (also known
as NEMO)
First, we will mention the most common type of ED, known as hypohidrotic ED (HED). In this condition,
reduced sweating is usually a major feature as well as effects on the teeth and hair, and sometimes also the
nails. A key step in development of these body structures requires a specific triggering signal to be sent and
received within the developing skin. This signal is a protein molecule (ectodysplasin-A) encoded by a gene
on the X chromosome (the EDA gene). The information encoded in the gene is used to make the protein
molecule, so an alteration in the EDA gene alters the ectodysplasin-A protein signal and may interfere with
its function. The signal is received by a signal receptor molecule embedded in the cell membrane of other
cells nearby. This ectodysplasin-A receptor protein molecule is encoded by a gene (EDAR) and, when
ectodysplasin-A binds to its receptor, it triggers the next steps in developing the affected structures (teeth,
hair, sweat glands etc.). This signaling step is critical for interactions between two embryonic cell layers
called the ectoderm and the mesoderm. In the early embryo, these cell layers form the basis for many of the
body's organs and tissues including the skin and the teeth.
Because the EDA gene is on the X, changes in this gene will have an effect more often and more severely in
boys than in girls. Females may show no signs at all or they may show some signs, but these will usually be
less marked and often only present in some areas of the body (e.g. changes to only some teeth, patchy
sweating and patchy changes to the hair on the scalp and the body).

The effects of changes in the EDAR gene are very similar to the effects of changes in EDA, because they are
involved in the same step in development, but they vary in how serious they are. Some changes are rather
mild and cause no problems, unless present on both copies of the gene, while others are more disruptive
and having such a change in only a single copy of the EDAR gene will lead to clear signs of HED. In other
words, the changes in EDAR are sometimes “recessive” and sometimes “dominant”. Changes in the EDAR
gene can affect men and women equally as this gene is situated on chromosome 2, not on the X
chromosome.
Another gene, whose protein product sits close to the ectodysplasin-A receptor (the EDAR gene’s protein
product), is the EDARADD gene. The EDARADD protein supports the action of the ectodysplasin-A receptor,
although changes in this gene are very uncommon as a cause of HED.
The fourth gene to be mentioned as important in HED, and also very rare, is the IKBKG or NEMO gene. Some
changes in this gene, also on the X chromosome, will cause a very rare but unusually severe type of HED in
boys, with incomplete manifestations in girls as in the usual EDA-type of XHED. The physical features of the
condition are much the same as in the other types of HED, but this form is often complicated by a dangerous
tendency to severe, sometimes life-threatening, infections. The EDA type of XHED can also lead to frequent
chest infections, but it is especially severe in the rare, IKBKG/NEMO subtype of HED. Management of this
condition must involve an experienced immunology specialist.

Incontinentia Pigmenti (IP): Part Two of IKBKG (or NEMO)
A different, more severe type of alteration in the IKBKG or NEMO gene just discussed causes a very different
condition usually affecting girls only. In males their development is usually so severely damaged that a
pregnancy with an affected male will miscarry quite early. An affected female embryo only survives to be
born because half of her cells express the intact copy of the gene, as she has two X chromosomes. That
allows her to survive, whereas an affected male embryo does not have even a single intact copy of the gene,
as he only has one X chromosome.
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This type of alteration in the gene leads, in the female, to the death of part of the outer epithelial layer (thin
tissue forming the surface skin) of the affected areas of skin. These patches of skin epithelium are replaced
first by angry blisters often present at birth or soon afterwards and then by pigmented tissue (coloured
patches of skin). Over time, these areas of healed blistering and pigmentation are then slowly replaced by
scar tissue that is pale, hairless and does not sweat; these scars can be seen as pale streaks in the skin of
adult women who were affected as infants. There can also be damage to certain other body structures where
this gene is important in early development, including the eyes and the teeth. It is of great importance that
newborns with IP have their eyes examined as soon as possible after birth before they leave hospital and
then have eye checks every month until 3-4 months, then 3 monthly until one year of age, every 6 months
until 3 years of age and annually thereafter.
TP63 gene: ED plus Limbs, Palate, Eyes
The protein produced by the TP63 gene is a transcription factor: it sits in the cell nucleus (the separate part
of the cell where the chromosomes are found) acting on other genes to control how they are expressed. It is
involved in the development of many different parts of the body, not only those involved as key features of
an ectodermal dysplasia (like hair, teeth, nails and sweat glands).
Other parts of the body that can be involved include the palate and the developing limb buds, so that
patients where this gene has a problem may have a cleft palate and syndactyly (fusion of the fingers or toes)
or ectrodactyly (split hand and/or split foot). Development of the breasts may also be disturbed, and the
lacrimal glands of the eye and more generally the tissues around the eyes. The exact pattern of problems
that can be caused varies with the particular change in the gene, so different changes in TP63 can lead to a
number of different “syndromes” including EEC syndrome, AEC syndrome, Rapp-Hodgkin syndrome, ADULT
syndrome and Limb-Mammary syndrome. These could all be regarded as, at root, different expressions of
the same condition - or else as distinctly different conditions but where different changes in the same gene
happen to be responsible for causing them all.
The WNT10A Gene
Finally, we come to WNT10A. The protein product of this gene is another signaling molecule that influences
the expression of other genes within the cell nucleus. It is involved in a different developmental pathway
from either EDA, EDAR, EDARADD and IKBKG / NEMO or from TP63. However, it also influences the EDA
gene pathway so that changes in WNT10A cause slightly different features of ED from XHED or EDAR. The
protein produced from the WNT10A gene plays a role in the development of many parts of the body.
However, the WNT10A protein is particularly important for the formation and shaping of both baby
(primary) teeth and adult (permanent) teeth, which tend to be more evenly affected than in XHED. The teeth
tend to be a bit small but evenly spaced and without being so misshapen as in XHED. Effects on the hair and
nails are often less marked than in EDA and there may be variable sweating problems. This is sometimes
recognised by researchers as a "mild variant HED".

Stay Connected…...
Remember to check your emails regularly for our updates to avoid missing out on important information
and any news we wish to share with you. We know these can easily fall into junk mail folders.

Please complete and return your contact details form if you have not already done so. If you have moved
home, changed your telephone numbers, email address etc., please remember to update us. Completing a
yearly membership form helps keep us up to date with your details.

Can you help to “ACT It Out”?
Researchers from the Centre for Appearance Research at UWE Bristol are looking
for people with ED, who are experiencing psychological / social difficulties related
to looking different, to test ACT It Out, which is a prototype mobile app.

ACT It Out is designed to help adults (18+), who have a different or unusual
appearance, live a fulfilling life by doing more of what matters to you and reducing
the impact of appearance concerns. The app is based on an evidence-based
approach called Acceptance and Commitment Therapy, or ACT. ACT It Out was developed by a collaboration
of UWE researchers, specialist psychologists and a group of people who have a different appearance.
For more information and the chance to register your interest, please visit go.uwe.ac.uk/ACTItOutInterest
and the Youtube link to promo video: https://www.youtube.com/watch?v=-1ZTPHsPr2s
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How have your donations helped us this year?
We are very fortunate to have members in our ED community who give their time each year and are
enthusiastic to fundraise for us. The ED Society depend on donations and fundraising for its existence, and
although we cannot fundraise the way we used to, there are several simple and fun ways in which you can
still help:


Coffee mornings & cake sales (inline with the rule of 6)



Virtual quizzes with friends and family



Declutter and donate! Virgin Money Giving has teamed up with Ziffit.com for you to turn unwanted
books, games and DVDs into donations without leaving your home!



Although you may not be able to take part in organised sporting events, why not fundraise for a run
of your own?



Have an ED Society donation box at your workplace



Buy/Sell ED merchandise (Wristbands, Pens, Key fobs, T-shirts, Hoodies)



Sell handmade items

Check out the fundraising pages on our website for more inspiration. You can download our
Fundraising Pack or email info@edsociety.co.uk for your copy.
Like many charities this year, The ED Society has faced struggles as a result of Covid-19, but we have been
in awe at the generosity and support we have continued to receive from our ED community.
The ED Society have received financial support from a wide range of resources over the last 12 months.

Our computer crisis was overwhelming and really shows that even in this pandemic, our ED community
continues to pull together to help us carry on.
THANK YOU!
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Our ED Community
ED on the Vogue Runway
WOW - we were so excited to see one of our Ectodermal Dysplasia members
featured on Vogue Runway last month.

Niamh, who is affected by Haywells Ectodermal Dysplasia, took part in a socially
distanced fashion show for the “Art School Spring 2021 Ready to Wear Show”.
Niamh is currently studying Linguistics and Philosophy at the University of
York. She is extremely passionate about the fashion industry and modelling,
additionally she loves to sing, act and is part of her University Trampolining Society.
Seeing Niamh’s hard work and determination is an inspiration to all our ED
community, and a reminder to never give up on your passion and to always follow
your dreams!

You can read the Vogue article here: https://www.vogue.com/fashion-shows/
spring-2021-ready-to-wear/art-school?

Bullied because of my Genetic Condition
Truly inspirational.
Hannah was recently approached to make a documentary
about having the rare genetic ED syndrome
Ankyloblepharon–ectodermal dysplasia-clefting
(AEC) known as Haywells .
I encourage you to watch the video using the following link…..
https://www.youtube.com/watch?v=2DQpgjdBsc&feature=youtu.be&fbclid=IwAR0FzozJpbU1mvOGDdt7z1182FJQA0PghHxUz1BpheLQYa_5YSt
3bvEFpDM
We are very proud of Hannah for doing this on behalf of everyone who has suffered from bullying.

“School does not take ED seriously”
Jaye from the ED Society has helped us to make a clearer school health plan for Noah. Noah started school
in September 2020 in reception. After having no difficulties with his behaviour
prior to school, we started receiving phone calls that Noah was not settling in
class, not joining in with group activities, not listening to the teacher and refusing
to complete appropriate tasks in the class room.
I had explained to the teacher about Noah's condition and had queried whether
he was hot or cold as this current behaviour had not been witnessed before by
other professionals or at home. I felt the school was not taking this seriously, and
still didn't understand anything about his condition. Jaye contacted the school
and a meeting was arranged between the Head (who is also the school SENCO)
and from there a more robust school health plan was made to cater for Noah's
needs.
Noah now has cooling equipment in school and his temperature is checked twice
daily. Teachers are more sensitive to his needs and now understand he may
become more tired than most children, and as a result that his behaviour may suffer. Teachers are now
more aware when Noah is becoming too tired/hot and are more able to cater for his health care needs,
without this becoming an issue in class, or him standing out from the other children, which was one of our
main concerns.
Jaye has also supported us with an application for DLA, which will enable us to be able to provide Noah
with whatever he requires at school and at home.
Lauren
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Our condolences….
It is with huge sadness that I have to inform you, Sean Lyons died in August aged 90.
Sean and his family have been long standing members of the ED Society, since 1998! I
have had many telephone conversations with Sean over the years; such a sweet, gentle,
caring man. We will miss you.

Our thoughts and prayers are with his daughters, Anne-Marie and Denise (Fitzgerald).

The year 2020 has been a very different year…….
…….there was no escaping the news, the stories, the worry and the unknown.
As a family with 4 boys, 3 of whom have Hypohidrotic Ectodermal Dysplasia, we have our own challenges
to overcome as well as a hectic schedule of work, school, after school clubs and doctors’ appointments. In
March of this year, given the circumstances and quickly changing guidance and the fact our children would
be classified as vulnerable, we took the decision to withdraw them from school earlier than directed by the
government and I started my life as working from home full time.
And so, our shielding journey began……
We took this opportunity with both hands and made as many positives as we could, making home schooling
as fun a possible, taking the opportunity to teach the boys things they wouldn’t necessarily be doing in
school and definitely in a way they wouldn’t do so in a classroom. The new style classroom brought cooking
classes, and lots of arts and crafts. There was also some of dads ‘life’ lessons, which included a practical
lesson of how to change a plug. This change in circumstances was new to everyone, but the children were
so resilient and took it in their stride and thrived in this environment, not
to mention Ben who really enjoyed having some extra sidekicks around
during the day.
Now with shielding, we can’t say it was all fun, games and smiles. After
time, the inability to actually go anywhere and enjoy some time out was a
challenge and, of course, had its up and downs, as I am sure most families
did, but we still take the positives of being able to have this extended time
as a family, together.
The scary reality of Covid 19 occasionally hit us. Having the 3 affected
children, the thought of them getting coronavirus was extremely scary
considering their health was not as optimal as it could be, especially our
youngest Ben, who, if he had the slightest bug, would be admitted to
hospital. Over his life he has been admitted to hospital almost every other
week.
In came lockdown, and this allowed his health to be built up and we managed an amazing 12 weeks with no
illnesses, which for us was a blessing to see him thriving and seeing another side to life that doesn’t consist
of doctors and needles. The fact that everyone was well and appointments had stopped, there was a weight
lifted. Everyone was healthy and there were no stresses of who needs time out of school for this
appointment, or no need for 4 hour round trips to specialist hospitals.
Moving on further into the year, we approached the summer period. The usually stressful time of having to
get the kids ready and into school on hot days, when all they wanted to do was stay somewhere cool. Well
this summer was different, there was no stress or worry of them over heating, no need to get in and out of
cars on a school run. Looking back, how many people can say they went to school in just boxer shorts! Then
come the ‘summer holidays’, spending their entire days in and out of paddling pools and eating their weight
in ice lollies, for a child it was a great life.
Roll on September…..
Summer has now been and gone, we are 7 months into this lockdown period and starting to come out the
other side, albeit still with the worry of coronavirus being present. It was a nervous time with our eldest
starting secondary school, so not only going back to school, but to a school he has never been to before, with
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people he has never met and, of course, he missed out on the
simplest of things such as the transfer day. The first meeting with
teachers being held over video call was a worrying thought. Would
we convey the right information, would they pick things up?
Well, the new school have been brilliant and made the process and
transition a lot easier and effortless. Of course there are hiccups, it
is all new to them, but the most important thing is they are willing
to listen and learn.
Since having all children back at school, some previous issues have
returned, with illness and fatigue, as it has been quite the change
from our daily routine during lockdown and returning back to ‘normality’ .
The world has changed, and this is the new normal…….it’s how we adapt.
Zoe McDonald

A Guide to Ectodermal Dysplasia
Many of you are already aware, but for those who are not, The ED Society have our own ”A Guide to
Ectodermal Dysplasia” booklet.
We designed and created this booklet as an aid to families and individuals who have come to us for
support, to equip them with knowledge of ED and the day to day management of symptoms.

The booklet is also beneficial to hand over to medical professionals as well as school staff. Ectodermal
Dysplasia is a rare condition, with many not knowing what it is, or how to help those affected by it.
This is a helpful ‘go to’ guide for all your questions. It would be helpful to have one with you, or additional
copies to hand to the professionals/school to educate them, to ensure they fully understand the condition,
enabling them to offer the correct care and attention you need.
The Guide is on special offer for £4.49 incl. P&P

Everybody’s Different
Do you have a young child with ED? We are very
fortunate to have been approached last year by
Envision pharma, who helped us create our child
friendly book “Everybody’s Different”. This is a
great book to read with your child, not only
helping them to understand ED but also helping
other children to understand that “every one is
different”. We know many ED parents face issues
with bullying with their child in school, and this
would be a great resource to share with the teachers and in the classroom.
We are excited to announce that our “Everybody’s Different “ book is now
available on Amazon. You will be able to purchase the book in English and German, and we are currently
working on making it available in other languages. (Remember to sign up to Amazon smile when making
your purchase, this way you can raise an additional FREE donation for us!)
You can still purchase the book directly from us for £5.10 incl. P&P.
To buy either of these books, visit our ED shop https://edsociety.co.uk/get-involved/fundraising/
shop/ or email your orders to info@edsociety.co.uk

The Ectodermal Dysplasia Society, Unit 1 Maida Vale Business Centre, Maida Vale Road, Cheltenham,
Glos. GL53 7ER England
Tel: +44 (0) 1242 261332 Mobile: +44 (0) 7774 465712
www.edsociety.co.uk
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