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NEWSLETTER SUMMER 2010

Nicki Turley

Welcome to th
e Summer Editi

on of ou
r ‘new 

look’ ne
wsletter

. What a s
corcher

 of a d
ay 

we all h
ad at t

he Fam
ily Day!

I have t
o say a

 big tha
nk you 

to both
 my

committee co
lleagues

 and ou
r members for

 

making it 
all run 

so smoothly. I
 very m

uch

enjoyed
 meeting y

ou all a
nd havin

g a cha
t

with som
e of yo

u. I wou
ld partic

ularly lik
e to 

thank J
ohn for

 both h
is prese

ntations
, one 

of which
 was ac

companied b
y his so

n Martin,  

 
 

  and t
he othe

r helped
 along  

 
 

    by m
y son Ca

llum! Singing
  

 
 

    Han
ds, to m

e, was a
lso a  

 
 

    high
light. I a

m very m
uch  

 
 

   lookin
g forwa

rd to se
eing 

 
 

   you a
ll again 

next ye
ar!

 
 

 

Don’t forget to send your articles or any news 
that you would like to see in future issues to: 
secretary@wdssg.org.uk
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After the AGM, we moved on to Dr Maria Clark’s 
presentation about WDS. Speech and Language Therapist, 
Katie Price then discussed Assistive Technology 
Communication Support. 
John and his son, Martin, gave an inspiring presentation of 
their own experiences with WDS, before we put our 
questions to the guest panel (some of their answers you will 
see to the right).

After a break for lunch, Singing Hands came to entertain us 
all with their songs and signing, which got everyone joining 
in.

John and Vanessa then presented ‘Person Centred Planning’, 
with a little help from one of our junior members, Callum. 

The raffle was then drawn. Congratulations to all of you that 
won a prize (see page 4). 

It was lovely to see so many of you there and the weather was 
fantastic too!
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Hopefully you will have received a letter 
recently, asking you to indicate your 
preferences for plans for next years 
Family Day. We look forward to 
receiving them as it will help us give 
you the Family Day that YOU want. 
We have two options:-

 - Guest speakers, questions and 
answers, expert lead workshops etc.
This could be in a location outside of London like Birmingham 
or Coventry, to be more central. Although if we want 
speakers, they are more likely to attend if located in the 
London area.

 - Lead by the members, get to know each other, 
networking, questions answered by members 
based on our own experiences. 
We are also looking at holding a small number of 
informal regional meetings, hosted by a committee 
member. To kick off this process, Vanessa and John 
Butt will be holding a get together for the East in the 
autumn, most likely in Ipswich or Felixtowe. Nicki 
and Sally are also planning a Midlands meeting. Keep 
an eye on the forum for more details.
If you are interested in hosting your own meeting 
in your own area please contact the committee 
on committee@wdssg.org.uk or call Vanessa on 
01473 240761.  
We are particularly looking for someone in the 
west of the country to volunteer.
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  DON’T FORGET    

   TO NOTIFY US   

        I
F YOU 

      CHANGE 

 YOUR CONTACT  

       D
ETAILS

How many children contract WDS a year?
WDS is not ‘contracted’ or acquired after birth, but is a problem with
control of movement of the mouth and throat that is present at birth,
and is thought to be due to an abnormality in early brain development.
It is relatively common but largely unrecognised. One cerebral palsy
study identified WDS in 0.9% of participants, suggesting a prevalence
of 2 –3 per 100 000 live births. This is probably an underestimate, as
late diagnosis is common (often older than 5 years) and many children
are not diagnosed but managed entirely on a symptom basis.
What advantage(s) do you think there is/are to calling this
condition Worster-Drought Syndrome rather than “low tone
cerebral palsy”
Worster-Drought syndrome (WDS) or congenital suprabulbar paresis,
is a permanent movement disorder of the bulbar muscles (lips,
tongue, mouth, palate and throat) causing persistent difficulties with
swallowing, feeding, speech, and saliva control.  It is often associated
with mild co-ordination problems and additional impairments in
behaviour, cognition and epilepsy. Specific diagnosis is helpful for the
child and family, as it brings understanding of the permanent nature of
the child’s oromotor difficulties, an opportunity to anticipate additional
impairments and also to consider the genetic implications. ‘Low tone
cerebral palsy’ is very non-specific, and does not indicate that the main
problem with movement is with control of the mouth and throat
muscles. 
Is there any form of link between microcephaly and WDS or
are they a more random coincidence?
WDS is thought to be due to abnormality in early brain development
(in the perisylvian area) that occurs in the 12 to 16 week period of
pregnancy. In around 15%, this abnormality is visible on a brain scan
as bilateral perisylvian polymicrogyria. It is therefore not surprising
if there is a link with poor brain growth, manifest as smaller head
circumference (microcephaly). In our first study, we found that around
18% (7 out of 39 children) had microcephaly.
What are the risks of WDS being passed on through 
pregnancy?
There appear to be several causes of WDS, such as problems with
blood supply to the perisylvian area or genetic vulnerability, all of
which act in early pregnancy In around 15%, several family members
are affected suggesting a genetic cause and this is true for cases with
or without scan abnormalities. The recurrence rate after one affected
child is about 1 in 10. However this will be a mixture of high risk and
low risk families, and at the moment, there is no specific test to
determine if a particular child has a genetic form of WDS. In general,
the risk for siblings of a child with WDS, of having affected children
themselves, is lower than the above risk and for many will be no
increased risk.
Our son is 17years old and as yet hasn’t showed any signs of
Epilepsy. What are the chances of it developing at any stage in
the future?
Epilepsy is more common than in the general population (occurs in
around a third of children with WDS who have normal brain scans,
and more frequently in those with imaging changes on brain scan).
In our experience, the average age at first seizure was around 3 years
of age and most of those who develop epilepsy, do so in early
childhood.
My son has a weakness down his right side of his body, so why
is his left foot two sizes smaller than his right foot?
This is opposite to what we would expect to find. In general, the side
of the body that is weaker (particularly if there are neurological signs
on examination), tends to be also smaller.
   Do WDS children have a high pain threshold?
           Anecdotally, parents frequently report that their 
   children with WDS have a high pain threshold,   

   and we have heard of instances where broken
   bones were not recognised for days etc. However, 
   there is no systematic information on this, and there 
   is no clear mechanism, as the children appear to 
   have normal sensation when tested.
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We have received some wonderful feedback about the 
Family Day aswell as some constructive criticism too! Your 
opinion matters to us, it helps to give you, our members, 
the support group that you want. These are just a selection 
of the comments received. Don’t hesitate to contact us with 
your thoughts and ideas of what you would like to see 
happening within the group.

  

 
 

 
  

 
 

 
  

 
 

 
 

  

 



From the Chair
Thank you to everyone who attended the
Family day at Coram Fields in London on 
26th June 2010. The weather was 
fantastic and I hope everyone enjoyed the 
day. Many thanks to the speakers and Singing Hands 
for making the day informative as well as entertaining. I look 
forward to reading everyones feedback so we can make next   
 years just as good for you all.                  Mark Mayer 
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THANK YOU TO 

SALLY WOODS

FOR 

   DONATIONS 

    FROM WDS 

  COLLECTION      

BOXES

 

On Saturday 15th May 2010 
Anthony Pully walked 40km across 
the South Downs (with a couple of 
friends and lots of other people) in 
aid of the Worster- Drought 
Syndrome Support Group. 

A BIG “THANK YOU” TO 
WHO HAVE 

DONATED £370

Anthony has a young cousin who has WDS, and 
after speaking to his mum about it, she suggested 
that WDSSG would be a good one to raise money 
for! The walk was 40km (about 25 miles) in the 
South Downs, starting and ending at Goodwood 
racecourse. “We finished in 8 hours and 20 
minutes which we were all very pleased with!” 
says Anthony.

In total he has raised £630 and we would all like to 
congratulate him and his friends for all their 
support.

If you want to see some more pictures of 
Anthony on his walk you can get them from his 
facebook group
www.facebook.com/group.php?gid=11
3866918637368&ref=ts

justgiving.com/AntJustWalk2020

After forming a new committee last year, it was apparent that we needed to get started on raising 
more funds to continue supporting our members. With the help of the Just Giving website and 
  Gift Aid, we are starting to see donations coming in. We always welcome any 
  fundraising ideas and if you think you can make a regular donation please contact 
  our treasurer, John Butt, on his e-mail treasurer@wdssg.org.uk 

   Remember, if you use Gift Aid, the group can claim £2.50 back from the tax 
   man, for every £10 donated.

  We managed

 to raise 

£150.00

in the Raffle

 so thank you


