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2014 will be remembered as the year of the Galway Cycle and the positivity which was shared 
by all who participated in this incredible event.  I feel that the financial windfall which has resulted is one 
which was unimaginable a year ago, even to the more optimistic among us . Equally as valuable is the 
awareness spread during the event and the unity of purpose that was shared by all who participated in 
the weekend.  When combined with fundraising by staff in Lake Regional Medical and Tesco, the PWS 
5K, a grant from the Hospital Saturday Fund and many additional generous donations, 2014 has been 
the most successful year of fundraising ever by PWSAI. It is only right that we take a moment and 
reflect positively on this achievement, but there is a substantial responsibility that comes with having 
this resource at our disposal.

2014 has been a very busy year for PWSAI.  During it we held another informative conference, 
called ”International Perspectives on PWS: A Lifespan Approach", and a very successful family support 
weekend  Through these and other initiatives we developed a closer working relationship with those 
who are interested in PWS in this  country. We will continue with a lifespan approach in terms of our 
effort to support a wide spectrum of projects covering all age groups and needs. 

I would again encourage people to become members, as it is only with a fully engaged 
membership that we can push the boundaries of what is achievable in the future. Membership does not 
mean attending meetings and getting involved in “talk shops”. As with all committees, work gets done 
outside the meetings not in them. So please consider getting involved in whatever way you can. Every 
effort, no matter how small, can make a difference.

I have said before that it is remarkable how such a small number of people driven by a common 
goal can achieve so much. But due to the large volume of work I feel we will need support from other 
PWS members, outside the committee.  To that end I would encourage all PWS members to assist in 
whatever way they can. 

Finally I`d again like to thank the committee for their hard work and support during the last year. 
We should look forward to an equally productive 2015.

Regards,

Anthony Carr -  PWSAI Chairman

Chairman’s Review 2014



The PWSAI Vision
 A world where persons with 
Prader WIlli Syndrome (PWS), 
their families, and their carers 
are supported in all aspects of 
care, education, and well-
being.

The PWSAI Mission
To raise awareness and 
understanding of PWS and to 
improve the choice and quality 
of care, education and support 
for persons with PWS.

The Origins of PWSAI
PWS was first described in 
1956.  Just over a quarter of a 
century later the first child was 
diagnosed with PWS in 
Ireland.  The Prader-Willi 
Syndrome Association Ireland 
(PWSAI) was established in 
the late 1980s by a small 
number of parents whose 
children had been diagnosed 
with PWS.  In 2002 PWSAI 
became a company limited by 
guarantee.  In 2013 PWSAI 
amended its governing 
documents to enable it to start 
formally registering members.

PWSAI Today
PWSAI is structured as a company limited by guarantee 
and is run by a board of directors comprising parents of 
people who have PWS.  PWSAI has no paid staff.

The following served as PWSAI directors during 2014:

• Anthony Carr (Chair)

• Sean Kelly (Treasurer) 

• Ann O'Neill (Vice-Chair)

• Marguerite Hughes (Secretary)

• Tom Harty

• Lena Lawlor

• Donnchadh Clancy

• Maria Meyler (resigned in February 2014)

• Emma Walsh (joined in July 2014)

In addition to the directors, PWSAI was assisted by many 
other volunteers who provided administrative support, 
organised events, coordinated advocacy efforts, and 
fundraised.  Particular thanks is owed to Ann Grassick, 
Don Tallon, Pauline, Tony and Emma Kerley, Rory 
Tierney, Michelle and Brendan Ryan and Margie Walsh 
and Kieran O’Connell.



• We offered one-to-one support and advice by telephone, Facebook and email.  


• We disseminated relevant information by means of our website, newsletters, Facebook and 
Twitter


• We hosted a major international conference on PWS featuring experts from the US, the UK, 
Germany, Denmark, Australia.  The topics covered include residential care provision, health 
issues, physical therapy, genetics, and advances in PWS research.  We recorded each 
presentation and made them freely available on our website.


• With the help of 11 families and 3 international specialists on PWS, we produced and released 
4 training films on PWS relating to new diagnosis, dietary management, behaviour and mental 
health, and growth hormone treatment.


• We prepared a detailed submission for the Expert Panel on Medical Card Eligibility.


• Pauline, Tony and Emma Kerley, on behalf of PWSAI, organised an activity-packed Family 
Weekend in Limerick that was attended by over 100 people.


• PWSAI continued to meet with stakeholders to garner support for additional residential and 
respite services during 2014, and assisted with a new proposal for a dedicated PWS residential 
facility made by one provider in late 2014.  PWSAI is acutely conscious that no new significant 
service provision for respite or residential care has been added since 2003 and that several 
proposals to the HSE have been rejected due to a lack of funding to the health service during 
this period. PWSAI's work in this area will continue during 2015 and will be led by a dedicated 
Residential and Respite Subcommittee of PWSAI.

PWSAI's Work During 2014

PWSAI Conference 2014

Thank you to the Kerley 
Family for hosting a 

wonderful PWSAI Family 
Weekend in 2014!



While work on all these projects began during 2014, much work 
remains to be done on these projects during 2015 and beyond.

PWSAI is acutely aware of the need to provide additional 
supports to teenagers and adults and the pressing need for 
respite and residential services.

PWSAI remains committed to continuing its ongoing work of 
providing one-to-one support and to increasing awareness and 
understanding of PWS.

PWSAI is also committed to ensuring full compliance with the 
requirements of the Charities Regulatory Authority and to signing up 
to the Governance Code for the Community and Voluntary Sector. 

All of PWSAI's work relies on the willingness of suitably qualified 
volunteers to give of their time.

The vast majority of the money donated to PWSAI during 2014 was given on condition that it be used 
for specific purposes.  For example, all the money raised from the 2014 Galway Cycle has been 
restricted for use on the following 5 projects:

1. The provision of information packs to families and professionals working with children with 
PWS;

2. The production of training videos by international experts on PWS for the benefit of families 
and professionals;

3. The hosting of targeted conferences featuring international experts to educate families and 
professionals;

4. The establishment of a bursary scheme and/or training workshops to support people with 
PWS and/or their families;

5. The establishment of a research fund to stimulate PWS research in Ireland.

Plans for the Future   

2015 and beyond 



Fundraising
2014 was a hugely successful year for PWSAI in terms of fundraising. The main event was of 
course the Galway Cycle which raised almost €150,000 for PWSAI. We would like to thank cyclists, 
collectors, sponsors, organisers and all those who helped make this such a successful event.

Having been proposed by Brendan and Michelle Ryan PWSAI was selected as one of Lake Region 
Medical’s two chosen charities for 2013. Over the course of the year a wide array of innovative and 
very successful fundraising and awareness-raising events were held and PWSAI was delighted to be 
presented with a cheque for €19,000 early in 2014.
Thank you to Rory Tierney who helped organise fundraising events in 20 Tesco extra stores raising 
€16,500.
Thanks also to Emma Walsh, who, along with Rory Tierney and friends, organised the inaugural 
Prepare to Walk or Sprint (PWS) 5K in 2014 as a fundraiser for The Galway Cycle 2014.
We would also like to thank the Hospital Saturday Fund from whom we received €3000, Intel from 
whom we received €780 and everyone who donated money or helped with fundraising throughout 
the year.
Total income for 2014 was €193,317 compared to €21,119 in 2013

2014 Treasurer’s Report
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Thank you Lake Region Medical

Thank you PWS 5K



2014 Treasurer’s Report continued…

Expenditure
Expenditure in 2014 was €32,683 compared to €21,977 in 2013. The main items of expenditure were 
€12,645 for the conference held in September and €4,680 spent on training videos. The expenditure 
figure also includes €5,872 spent on the family day in Limerick. This was paid for thanks to the 
extraordinary fundraising efforts of Pauline and Tony Kerley who managed to raise over €6000 which 
meant the family day made a small profit.

A breakdown of the income and expenditure is given below.

Available Funds
As of January 1st 2015 PWSAI had funds of €217,019 in the bank. 

Other
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Family Day
18%
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Conference
Family Day
Training Videos
Galway Cycle
Admin
Accounts
Carmichael
Meeting Room
Other

€12645
€5872
€4680
€2183
€2015
€1577
€1472
€1144
€1095

       Total                  €32,683

Thank you Galway Cycle 2014



2014 Treasurer’s Report Expenditure

CONFERENCE

Hotel 2157

Filming & DVD’s 2496

IPWSO 8000

Conference Info packs 484

Reg. Desk 100

Fuel Grant 50

Reg Fees Received -1002

12645

FAMILY DAY

Hotel 3468

Kids play bus 1272

Gifts 882

Ipad camp 150

Gift Voucher 100

5872

TRAINING VIDEOS 4680

GALWAY CYCLE 2183

ADMIN 2015

ACCOUNTS 1577

CARMICHAEL

Rent 858

Other 614

1472

MEETING ROOM HIRE 1144

OTHER

Insurance 248

Bank Fees 135

IPWSO 100

Norton Anti Virus 100

Expenses 432

Stationery 80

1095

TOTAL 32683

Thank you Tesco

Thank you Team Mary Rose 
 for helping at fundraising 

events in 2014!
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