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Hi all. Welcome to the 2013 Christmas newsletter!    

We have great news on our huge fundraising event for 2014, the Galway Cycle. We 

have all the news and pictures on the family support weekend, which was held in 

Kilkenny in October last. We have news from IPWSO and our planned September 2014 

conference. And we have an update on the wonderful fundraising by Lake Region 

Medical staff. 

 

Kilkenny Weekend 

PWSAI  held its Annual Family Support Event in the Newpark Hotel Kilkenny this year.  

The event was a huge success and we would like to acknowledge the support of the 

sponsors and professional volunteers who made the event possible. The event was 

attended by 20 people with PWS (ranging in age from 1 to 40 years old) along with their 

families (100 people in total). Attendees were from all parts of Ireland. 

While there were a lot of people who helped out, most of the credit really must go to 

Margie Walsh who gave us all a great weekend. She worked so hard and pulled in all 

the favours she could! A big thank you also to her children, Billy and Mary Rose, her 

husband Kieran and her extended family for helping and supporting her for the weekend!  

We also have to extend a huge thanks to Pauline, Tony and Emma Kerley for their 

fantastic fundraising, which made the event possible.   

Flahavans were our main corporate sponsor this year and they were also extremely 

generous.  Not alone did they give us great goodie bags, but they also made a very 

generous financial donation which we would like to thank them for.  We really should all 

support Flahavans in the shops!!   

 We had an action-packed weekend, which included an informative presentation from a 

dietician, a swim and yoga camp, a reptile zoo visit, a magic show and the launch of the 

first PWS Annual Achievements Awards Ceremony, where all our young people were 



given a little gift to remember the weekend. We also made a presentation to the amazing 

Lena Lawlor, who set up our organisation 25 years ago. The Mad Hatter DJ from 

Dungarvan delivered the perfect amusing finale to a great day. The Newpark hotel 

proved to be an ideal venue for the event with its understanding management & staff and 

the additional benefit of a Mini Pet Farm, which proved a big hit on a beautiful sunny 

day. The aim of the Family Support event is to offer people with PWS and their families 

an enjoyable and supportive break facilitating families to learn from each other in a 

relaxed atmosphere  

The McCrea Family were very much missed at his year’s Family Event. We later 

discovered that on the same day Amy was busy qualifying for the Special Olympic 

Games in the Bowling event. The Games take place in Limerick 2014. Well done to Amy 

and her very proud Family. 

 So, who helped out in Kilkenny?  We are very grateful to the professionals who 
volunteered their time:  Mairead, the dietician; Jen, Pip, Olivia and Emer the swimming 
camp coaches; Jenny, the yoga instructor; and the Madd Hatter DJ.  In addition to our 
main corporate sponsor, Flahavan’s (the makers of Irelands Favourite porridge), we also 
received additional support and spot prizes from The Flynn Hotel Group, The Walt 
Disney Company, Pat Irwin Electrical Midleton , EPS Water Solutions, Market Green 
Shopping Centre Midleton, Sam McCauleys, Hallighans Pharmacy Dungarvan, Killeagh 
Pharmacy, Glenisk Yogurts and Tesco,  Walsh’s Pharmacy Youghal, Ladbrooks, 
Devereux Menswear Dungarvan, Signet Boutique Dungarvan , SuperValu and 
Freshways. We also benefitted from lots of personal donations and individual fund 
raising for which we are very grateful. 

Thanks to everyone for attending and making this a special memorable weekend 

for all.   

Martha charming even the snakes!       Our animal lovers visiting the pet farm.  

 



 

 Website and Facebook Update 

PWSAI now has more than 450 Facebook followers (up from 168 just two months ago!).  

If you are a Facebook user and haven't yet visited our page please do so for updates on 

PWS news from Ireland and around the world.  Or if you would like to help spread 

awareness about PWS and PWSAI please ask your friends to check out our page too. 

PWSAI continues to update its website on an ongoing basis also so if you haven't visited 

in a while you will find lots of additional material. 

Membership Update 

PWSAI now has 26 fully paid up members, 

from 21 different families in which there is a 

person with PWS.  Thank you to all those 

who joined! 

Of course, we would like more ... 

PWSAI membership remains available at the 

fantastically low price of only €15 per family 

from now until the end of 2014.  If you 

haven't yet joined but would like to do so, 

please sign up online at: www.pwsai.ie or 

phone Ann who will post you a hardcopy 

application form.  Tel: (087) 9354914  

 

Committee Update and PWSAI 

Conference scheduled for 17 September 

2014 

So, what has been going on since the last 

newsletter? 

Christmas wishes, 

Christmas greetings, 

Christmas joy and 

happy meetings,! 

Hoping Christmas 

dreams come true 

bringing happiness for 

you  

And then throughout 

the coming year, may 

your road be always 

bright and clear, 

May love be close in all 

you do and life is 

always good to you! 



As you know, since our last newsletter we have enjoyed a fantastic weekend in Kilkenny 

and successfully bid to become the Galway Cycle Charity for 2014!  But there has also 

been time for some other work... 

PWSAI, with cooperation from IPWSO and in anticipation of funding from the Galway 

Cycle, is currently planning a major international conference.  This will take place in 

Dublin on Wednesday, September 17th 2014.  At this conference we hope to provide 

separate programs dealing with issues that affect children with PWS and adults with 

PWS.  International PWS experts from the US, Denmark, Germany and Australia have 

already confirmed their interest in presenting.  We will provide you with more details on 

this conference in the next newsletter, but for now please put the date in your diary!  

 

Research Update 

Earlier this year PWSAI passed on information about a stem cell research project on 

PWS being conducted by Prof. Sanbing Shen in NUI, Galway.  Prof. Shen was delighted 

with the response from families that this generated and samples are still being taken 

from some of these people.  More recently we were delighted when Dr. Kate Woodcock 

of the Cerebra Centre in the University of Birmingham decided to conduct research on 

Emotion Control in PWS in Ireland.   If you can spare a couple of hours to participate 

(the study involves a phone interview  with a parent and a face-to-face computer game 

for the person with PWS) please consider volunteering.  More information about the 

study is listed below.  If you would like to volunteer or to find out more please contact 

Kate at k.a.woodcock@bham.ac.uk or by telephone at +44(0)121 4147212 

Studying emotion control in people with PWS 
 
Aim: We know that behaviours linked to heightened emotional arousal like temper 
outbursts are often shown by many people with PWS. These sorts of behaviours often 
cause problems for the person with PWS and their families. One of the important factors 
that we think might be linked to these kinds of behaviours is people’s ability to control 
their own emotions. In this project we want to Investigate the relationship between how 
people with PWS control their emotions and their behaviour. 
 
The research: The study involves two main parts. 1) We would like to talk to a parent or 
caregiver of participants with PWS about the person’s behaviour. These interviews and 
questionnaires will last less than one hour and will take place over the phone. 2) We 
would like to ask people with PWS to take part in a game on a laptop computer. This 
assessment will last less than one hour. We plan to arrange assessment sessions with 



the game in Ireland, at times and places that are convenient for the people that would 
like to take part. 
 
Who can take part: We are looking for people with PWS of any age along with a 
parent/caregiver/someone who knows the person well to take part. Because part of the 
assessment is using a laptop computer where pictures are shown and audio instructions 
are given, unfortunately we cannot invite people with visual or hearing impairments that 
are likely to interfere with this to take part. Part of the game involves decisions about 
different amounts of money, so participants must be able to understand 1)“the same as” 
and “less than” when these are illustrated with appropriate pictures; and 2) that “one 
hundred euros is more than “ten euros", which is more than “one euro”, which is more 
than “ten cents” again when these are illustrated with appropriate pictures. It is important 
that everyone who takes parts understands what is involved and gives us their consent 
to do so.  
 
Important: It is very important to note that we would like to invite anyone with PWS who 
meets the criteria above to take part. It does not matter whether the person show 
emotional behaviours or not. 
 

 

Would you cycle 400km for a charity you’ve never heard of? 

- Rory Tierney & Emma Walsh (Henry’s Mum & Dad) 

On Friday 28th March 2014, a group of ordinary people will take on an 
extraordinary event. They will mount their bikes in Maynooth at sunrise and cycle 
200 kilometres, arriving into Eyre Square, Galway 12 hours later. 

They’ll be joined by a massive support crew, all giving up their time in the 
name of charity. They’ll hear the clinking of change in buckets as they pass 
through towns, and remember the reason why they are taking part.  

They’ll be tired like never before, they’ll hit mental walls where their bodies can 
take no more, face whatever the weather throws at them but they’ll keep cycling. 
They’ll have sore legs, sore arms, they'll even have sore bums but they'll keep 
cycling. 

It’ll take every bit of energy to stay on the bike, to stay mentally focused and to 
physically endure this gruelling event but they’ll keep pedalling. They’ll keep 



pedalling because they know why they're cycling. They'll keep pedalling so that 
they can make a difference. They’ll keep pedalling to raise money and awareness 
for PWSAI. 

      On Saturday morning they’ll get up with limbs aching and tired bodies and 
spend the day shaking buckets on the streets of Galway raising money for a 
charity they've only just heard of. 

And then on Sunday morning they’ll rise at first light, hop on the bike and do it 
all again. And they’ll do it all with a smile on their face; because these people are 
extraordinary people. 

What keeps these people on the bike is support. There’s nothing quite like the 
sound of a cheering crowd to keep you pedalling, to remind you why you're doing 
it, to keep you going. 

You don’t need a bike to take part in the Galway Cycle. What the cyclists need 
is support, your support. Every cheering shout, every smiling face, every extra 
clinking bucket, every cent counts and it’s all in aid of The PWSAI Training, 
Research and Education Initiative. 

So come and join us. There are many ways of helping out. You could follow the 
cycle for the weekend waving them off in Maynooth on Friday morning, cheering 
them into Kinnegad, Moate, Ballinasloe and Loughrea along the way and then 
experience one of the most beautiful moments in life when 300 tired smiling 
cyclists arrive in Galway all in aid of PWSAI.  

Or do it all in reverse on the Sunday, the long road back to Maynooth! 

It really is hard to imagine what almost 500 people in matching hoodies 
shaking buckets on a busy Saturday in Galway looks like, so why not come and 
see for yourself!  
Even if you can only make it to one of the stops on the route, shake a bucket and 
have a cheer and a chat, I know it would mean so much to those tired legs on the 
bikes. 

Alternatively, why not run a local fundraiser wherever you are in aid of the 
Galway Cycle 2014; a sale of work, a 10k run, a table quiz, This really is a once in a 
lifetime opportunity for our little PWSAI family and every cent counts, so let's 
make 2014 a great year for PWSAI fundraising and more importantly PWS 
awareness.  

Think of the people on the bikes, pedalling for a syndrome they’ve probably 
never heard of, but who want to help because they're just good guys. 



 Even a no uniform day at school, it all counts! For more information contact Rory 
or Emma or check out www.galwaycycle.ie  

Merry Christmas from Henry and we hope to see you all in what promises to be a 
great 2014 for PWSAI. 

We'll be the ones on the bikes!!! 

Galway Cycle Weekend 2014  

 

Date Event Stops 

 

 

Friday 28th March 

The cycle leaves Maynooth 

Students Union at approx 

6am. 

 

Arrive Eyre Square, Galway 

approx 5.30/6pm 

1. Kinnegad 

2. Moate 

3. Ballinasloe 

4. Loughrea 

Estimated times of stops 

will be announced closer to 

the cycle weekend 

 
 

Saturday 29th March 

Fundraising in Galway City,  
9am to 6pm. 
 
Showcase your talent? 
Juggling, singing, guitar 
playing, face painting, fancy 
dress….. 

Speeches & Total Amount 
Raised (so far) announced 
in Monroe’s, Galway  
(Evening event) 
Book a childminder- this is 
an adults' only event that is 
a moment not to be missed! 
 

 
 

Sunday 30th March 

The cycles departs Galway 
at approx 6am 
 
Arrives Maynooth Town  
approx 5.30/6pm 

1. Loughrea 
2. Ballinasloe 
3. Moate 
4. Kinnegad 
 

Estimated times of stops 
will be announced closer to 
the cycle weekend 

http://www.galwaycycle.ie/


Galway Hotel 

If you're available to come to Galway to support the Galway Cycle and need 

accommodation we recommend Jury's Inn Galway.  It is a big hotel, very conveniently 

located and has lots of reasonably-priced rooms. You can book online or by phone at 

091 566444. 

 

Lake Region fundraising!! 

Just a quick update on Lake Region Medical fundraising.  As you will know, PWSAI was 

delighted to be nominated as one of their charities for 2013.  We have just been told that 

following a recent a cake sale, which raised €920, the total raised so far now stands at a 

massive €21,573! And there is one final fundraising event 'The Spirit of Christmas' taking 

place on Friday 20th December. 

One other fabulous piece of news is that the Fleischhacker Family, who own Lake 

Region Medical, have donated €16,000 to the charity fund to acknowledge the 

generosity and fundraising efforts of the Lake Region Medical New Ross employees. 

That means that PWSAI and The Neo Natal Unit in Waterford have €38,000 to share in 

January. 

This is all thanks to Michelle and Brendan Ryan and their fantastic family, Their daughter 

Aoife has PWS and they already are such active members of our Association. Thank you 

so much guys!! 

 

 I hope you have a lovely Christmas and every good wish for 2014 I hope all the plans 

and ideas you have explode into life in 2014!!! 

Ann O Neill. 


