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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 2015:

• Anthony Carr (Chair)

• Sean Kelly (Treasurer) 

• Marguerite Hughes (Secretary)

• Ann O’Neill

• Emma Walsh

• Lena Lawlor

• Tom Harty (resigned on 10/07/2015)

• Donnchadh Clancy (resigned on 10/07/2015)

• Ann Grassick (joined on 4/3/2015 and resigned on 
30/4/2015)

• Caitriona Dunne (joined on 10/7/2015)

• Rory Tierney (joined on 10/7/2015)

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 Don Tallon, Paul 
Wright, Pauline, Tony and Emma Kerley, Sabrina 
Coughlan, Teresa Kelly, Michael Moloney and Trisha 
Cantwell.

PWSAI Family Weekend 2015



• 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.  By the end of 2015 PWSAI had over 350 followers on Twitter and 1,050 followers on 
Facebook.

• In September Ann O'Neill hosted a workshop for parents of children aged 0-12 in Co. Laois.  The 
event was attended by twelve families and received very positive feedback from participants.

• With the help of international specialists on PWS, PWSAI produced and released two new films 
on PWS relating to behaviour management and therapeutic interventions for young children.

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

• Through its international contacts, PWSAI arranged for 4 staff members from RehabCare to visit 
residential centres for adults with PWS in Denmark.  PWSAI also contributed towards the cost of 
this trip.

• In conjunction with Prof. Louise Gallagher and Prof. Edna Roche from Trinity College Dublin and 
the Adelaide and Meath Hospital, Dublin, PWSAI began work on designing a detailed survey of 
the needs of people with PWS and their families.  This survey will be issued to families and the 
results analysed during 2016.

• 4 PWSAI members met with the Minister for Health, Dr. Leo Varadkar, to discuss the needs of 
people with PWS and, in particular, the need for additional residential and respite services.

• PWSAI continued to do the work necessary to meet its legal requirements including reporting to 
the Companies Registration Office and the Charities Regulatory Authority. 

PWSAI's Work During 2015

PWSAI Workshop



During 2016 PWSAI will continue to work on the ongoing projects that received funding from the 
Galway Cycle as well as other projects that have been identified as necessary by PWSAI's 
committee and members.
PWSAI will complete a baseline survey of families in which there is a person with PWS and use this 
data to advocate for improved services.

PWSAI will continue to work on creating additional resources for families and professionals working 
with people with PWS.
PWSAI will continue to provide opportunities for people with PWS and their families to meet and 
learn from one another.

PWSAI remains acutely aware of the need to provide additional supports to teenagers and adults and 
the pressing need for respite and residential services.  PWSAI's residential and respite subcommittee 
will continue to work in this area.

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

Plans for the Future   

2016 and beyond 

Team Lexie at the PWS 5k 2015

PWSAI Family Weekend 2015



2015 was another good year for PWSAI.  The Hospital Saturday Fund generously donated €2,400 to PWSAI 
in support of its family weekend. Intel continued its generous sponsorship of PWSAI and donated €874.  In 
addition, many PWSAI members organised or participated in events to raise money for PWSAI.  Particular 
thanks to Sabrina Coughlan, Teresa Kelly, Trisha  Cantwell and Michael Moloney for their fantastic fundraising.  
Many other members made personal donations to PWSAI.

The second PWS 5km, organised by Emma Walsh and Rory Tierney, was also a huge success with €3718 
raised.
In addition to fundraising, great efforts were also made to spread awareness of PWS during 2015.  
One wonderful example of awareness-raising was organised by a group of students from St. Mary's 
Secondary School in New Ross, Co. Wexford who organised themselves under the banner of Prader-Willi, 
Serious Not Silly.   This group very effectively used both social and traditional media to spread the word about 
PWS.

PWSAI is very grateful to all the individuals and organisations who donated money, participated in or 
organised fundraisers, or raised awareness of PWS during 2015.

Fundraising & Awareness Spreading

Thank You Sabrina & Friends

Thank you Team 
Average Joes

Thank You Prader Willi, 
Serious Not Silly!



2015 Treasurer’s Report

Income
Income in 2015 was €16369 compared to €195553  in 2014. The main items of income were the 

PWS 5K which raised €3718 and fundraising efforts by members that raised €6814.  A breakdown of 
the income is given below.

Fundraising

DonationsMembership Fees

Hospital Saturday Fund

PWS 5K

Conference

Conference
PWS 5K
Hospital Saturday Fund
Membership Fees
Donations
Fundraising

CONFERENCE REGISTRATION FEES 165

5K 3718

HOSPITAL SATURDAY FUND 2400

MEMBERSHIP FEES 561

DEPOSIT INT 2143

DONATIONS 568

FUNDRAISING 6814

TOTAL 16369

Thank You PWS 5k

Thank You Trisha 
& Friends



2015 Treasurer’s Report Expenditure

REHAB CARE GRANT 3000

WORKSHOP 1728

FAMILY DAY 6016

FAMILY DAY 2014 332

TRAINING VIDEOS 4591

ADMIN 1712

AUDIT FEES 1578

CARMICHAEL Rent 858

MEETING ROOM HIRE 959

OTHER

Insurance 249

Computer 46

Subscriptions 125

Bank Charges 134

Printing & Stationary 227

Telecommunications 220

TOTAL 21775

Carmichael
Other

Training Videos

Family Day

Workshop

Rehab Care Grant

Rehab Care Grant
Workshop
Family Day
Training Videos
Other
Carmichael

Expenditure 
Expenditure in 2015 was €21775 compared to €32,683  in 2014. The main items of expenditure 

were €4,591 spent on training videos and €6016 spent on the family day. A breakdown of the 
income and expenditure is given below.

Available Funds
At the year end PWSAI had funds of €214,254 in the bank.

PWSAI Family Weekend 2015
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