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IPWSO 2022 CONFERENCE SPONSORS 

 

 

Friends of IPWSO improves the lives of the global PWS community 
by funding IPWSO’s family support, educational and scientific 
networking activities. Friends of IPWSO is a United States not-for-
profit, committed to raising funds to help those who have Prader-
Willi syndrome living throughout the world. Friends have 
generously provided funds to support travel fellowships for 
IPWSO’s 2022 Conference. If you would like to make a difference 
and help Friends of IPWSO raise much needed funds, donate here. 

 Travel Grant Sponsor 

 

The mission of the Foundation for Prader-Willi Research is to 
eliminate the challenges of PWS through the advancement of 
research and therapeutic development. FPWR supports innovative 
PWS research around the globe and across the entire drug 
development pathway, and has developed critical research 
resources, such as the Global PWS Registry. FPWR is honored to 
be a sponsor of the IPWSO conference; we thank the scientific 
community for their outstanding work on behalf of those with PWS. 

Welcome Reception & Coffee Break Sponsor Day 2 – Clinical and Scientific Programme 

 

Resilience supports over 300 service users and families in Ireland. 
It is fully Irish owned and operated and offers services under two 
divisions – Advanced Community Care and Social Care. In 
addition, Resilience offers services for people with Prader-Willi 
Syndrome and caters for their unique needs in a new state-of-the-
art specialist division, which has been designed in line with best 
practice guidelines, putting ‘Realising Potential’ at the heart of 
everything Resilience does. 

 Gold Sponsor 

 Formed in 1975, Prader-Willi Syndrome Association | USA (PWSA 
| USA) unites individuals, parents, professionals, and others to 
enhance the quality of life of those affected by Prader-Willi 
syndrome (PWS). PWSA | USA empowers the PWS community 
through shared experiences, research, education, advocacy and 
support. Our purpose is to provide hope and help to individuals with 
PWS and their families every step of the way. We focus on – Family 
Support, Advocacy & Awareness and Research. 

 
Some of the services we offer to families are: 

 • New Diagnosis Packet 
• Parent Mentor 
• Biennial Convention 
• Medical Alerts Booklet 
• 24-Hour Emergency Hotline 

• Medical Support 
• Grief Support 
• School Support 
• Family Support 

 Gold Sponsor 

 

https://friendsofipwso.org/
https://friendsofipwso.org/
https://www.fpwr.org/
https://resilience.ie/
https://www.pwsausa.org/
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The Prader-Willi Syndrome Association Switzerland was founded 
in 1991 by a group of active parents. Key goal is to improve the 
lives of people with PWS by: 

• Providing information and counselling for affected families 
• Organising events to promote contact amongst the PWS 

community 
• Publishing magazines/literature with up-to-date 

information on PWS 
• Bringing together experts, doctors, carers, therapists and affected persons 
• Establishing suitable housing and work opportunities for people with PWS 
• Promoting cooperation with other national and international PWS organisations. 

 Bronze Sponsor 

 

PWS Care Ltd was opened by David Palmer and Teresa Hills in 
2018, both having worked with adults with Prader Willi syndrome 
since 1998. David’s nephew had the syndrome and Teresa has 
managed a number of PWS specific homes bringing a wealth of 
experience to the company. PWS Care Ltd has one home catering 
for 7 persons with PWS and enquiries for services remains high. 
The company looks forward to possibly progressing services in the 
future. 

 Bronze Sponsor 

 

Landsforeningen for Prader-Willis Syndrom 

The organisation is for everyone with PWS, their families, and 
professionals with an interest in PWS. The organisation is run by 
family members of those living with PWS and was established in 
1986. 

Our main goals are: 
• To provide knowledge and guidance for people living with 

PWS and their families 
• To raise awareness about PWS in kindergartens, schools, 

group homes, and in the health care system 
• To spread knowledge to the government and authorities about 

PWS. 

We are an active organisation that arranges family weekends in several places in Norway, 
vacation trips to Spain for teenagers and grown-ups, webinars, and seminars. 

 Bronze Sponsor 

 

Prader-Willi Vlaanderen vsw was founded in 1987 and we have 
four important goals: 
• Supporting parents by organising information contact days, 

family days to facilitate informal contacts, and organising 
workshops (e.g., “Speaking with Support and Gestures”, 
Managing Behavioural Problems), as well as providing 
newsletters, newsflashes, and information leaflets 

• Making our voice heard amongst policy makers, healthcare 
institutions, and university centres and close contact with other 
PWS organisations 

• Making the syndrome more known 
• Supporting scientific and medical research. 

 Bronze Sponsor 

https://www.prader-willi.ch/
http://www.pwscare.co.uk/home.html
https://www.prader-willis.no/
http://praderwillivlaanderen.be/
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MESSAGE FROM PRESIDENT MICHAEL D. HIGGINS 

May I send my best wishes to the very many delegates 
from across the world who  are taking part in the 11th 
International Prader-Willi Syndrome Organisation 
Conference which this year is being hosted at the 
University of Limerick. I want to acknowledge all of the work 
of the conference organisers, as well as those presenting 
research papers at this important conference. 

 
By bringing clinicians, researchers, scientists, teachers 
and people with Prader Willi syndrome, their families and 
carers from around the world to the University    of Limerick 
to advance knowledge and understanding and collectively 
find solutions to the challenges facing those impacted by 
the disorder, you give hope to      all those diagnosed with this 
rare condition, as well as their families. 
 
Prader-Willi syndrome is a rare genetic condition, affecting 
perhaps 400,000 people worldwide, with more than 120 people diagnosed in Ireland. 
Many impacted by the disorder face considerable struggles attempting to access 
appropriate medical treatment, supports and education. Such challenges are 
exacerbated by the condition's rarity and the public's lack of awareness. 

 
By raising awareness of Prader-Willi syndrome, you advance efforts to create a world where 
people affected by the condition and their families may receive the services and supports 
they require in order to fulfil their potential, make their contribution, and become active, 
participative members of society. This is such important work, and I commend all those 
working to realise this shared objective. 
 
May I wish your conference to be a stimulating and enriching one, and I hope that   the 
insights shared over the coming five days will be put to good use to continue efforts at 
treatment and awareness-raising of Prader-Willi syndrome. 

 
Beir beannacht. 

  

UACHTARAN NA hEIREANN ~ PRESIDENT OF IRELAND 
 



5 

 

WELCOME TO LIMERICK! 
July 2022 

It is our great pleasure to welcome delegates, colleagues, and friends to the 11th International 
Prader-Willi Syndrome Organisation Conference in Limerick, Ireland. We have a diverse gathering 
of people from all over the globe, from the Antipodes to the Americas, from Scandinavia to South 
Africa - thank you all for your attendance and participation.   

Coming together in-person, once taken for granted, is now to be cherished and celebrated, and 
over the coming days we hope you find this experience enriching, informative and enjoyable. 

This is a truly unique and wonderful gathering and we’re very excited now to actually be here in 
Limerick. We’re on the very west coast of Ireland, on the edge of the Burren, a landscape that 
inspired the famous Irish poet, Seamus Heaney, to pen “An Aishling in the Burren.” “Aishling” in 
Irish means a vision or dream, and Heaney speaks of “A time [that] was to come when we yearned”. 
How apt.  How have we all yearned over the past number of years for the PWS global community 
to come together in person, and now we are finally here, together at last! We can take inspiration 
from the poet - our vision here on the Burren, is to find new ways to collaborate, new ways to 
advance our understanding of PWS, new ways to work for the benefit of all those living and affected 
by the syndrome.    

The theme for our conference, “We are all in this together” is a comfort. It is exciting. It speaks 
of synergy. What other event calls together clinicians, scientists, academics, researchers, parents, 
professional providers and caregivers, allied health professionals and educationalists and most 
importantly, people living with the syndrome? IPWSO 2022 provides an opportunity for us all to 
share a vision, reinvigorate our practice, renew our energies, and draw from the camaraderie, 
companionship, and wealth of knowledge that this rare opportunity permits. 

As parents, and people living with the syndrome, this gathering provides a powerful reminder to all 
the professionals that there is a community looking to them, supporting them, encouraging them 
to keep moving forward, to stay focused and never to give up and to use these few days to interact 
and stay open to new ideas.  

This is a time too for parents and families to reflect, a time to reach out for support and in return 
receive support by sharing your experiences – it’s a time to reconnect with old friends and meet 
new people. We hope this conference helps you, and your loved one with PWS, and that when 
you return to your countries, you can share the experience to help those families unable to be here 
with us. 

The support of prominent experts from across the world is invaluable - very many thanks to them. 
Thank you too, to everyone who is presenting over the week and also to all those who are 
displaying their research findings, which always provide stimulation and great discussion. Thank 
you also, to everyone who is moderating and facilitating the many sessions and to each of the 
Programme Committees who have worked very hard over the past three years to bring us to this 
point. 

Finally, thank you to our sponsors and exhibitors; your support greatly enhances the Conference 
and indeed, without it, this vital opportunity to renew and sustain our efforts to increase our 
understanding and provide the necessary treatments and supports for people living with syndrome, 
could not happen. 

We wish you all an enjoyable and memorable Conference. 

 
 

 

Anthony Holland      Anthony Carr 
President, IPWSO      Chair, PWSAI 
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ABOUT THE INTERNATIONAL PRADER-WILLI SYNDROME 
ORGANISATION (IPWSO) 

IPWSO exists to share information and support about Prader-Willi syndrome around the 
world. We are made up of 43 PWS associations and have contacts in over 100 countries. 
Our members and supporters help us to reach families and professionals in countries 
where there is little existing knowledge about PWS or support for people living with PWS, 
and to provide great quality information and advice. 
 
Since our last international conference in Cuba in 2019 much has changed in the world. 
We are delighted and relieved that we can meet again in person here in Ireland.  
 
In 2021 we marked our 30th anniversary. That was an opportunity to reflect as well as to 
look into the future. We know there is still a high demand for our services to address the 
inequalities faced by families around the world. 
 
We have been proud to offer free diagnosis for PWS continuously since 2003 to people 
living in countries where diagnosis is not available. We support local and regional 
conferences, most recently in India, Colombia, and the Asia-Pacific region. 
 
We support the growth of new PWS associations around the world. We have developed 
a powerful telementoring project through our ECHO® programme. As well as 
supporting PWS leaders, this project has supported healthcare workers and caregivers. 
We have worked with colleagues in Latin-America to support their development of a 
Spanish-language ECHO programme to meet the needs of families and professionals in 
South America. 
 
Our specialist Boards and working groups have continued to provide amazing support 
to families and professionals as well as to develop new guidance, policy, and research. 
Thank you in particular to our Clinical and Scientific Advisory Board, Professional 
Providers and Caregivers Board and Famcare Board. Special mention to Norbert 
Hödebeck-Stuntebeck for his huge contribution as Chair of PPCB and many thanks to 
Lynn Garrick for stepping into this role as Norbert leaves to pursue other projects. 
 
On Sunday at 5pm we will join with our members to hold our General Assembly and elect 
our new Board. This year we have six Trustees retiring. We give thanks to Amalia Balart, 
Marilyn Dumont-Driscoll (co-opted Trustee), Verena Gutmann, Maria Libura, James 
O’Brien (Vice-President) and Marcello Schutzer (Treasurer). With your tremendous help 
and support we have achieved so much. Thank you also to our nominees for the new 
Board, we are delighted to have once again received so many strong applications. 
 
Finally, please do consider supporting us with a donation, this can be done online 
at www.ipwso.org. Thank you for your support! 
  

http://www.ipwso.org/
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ORGANISING COMMITTEES 

CENTRAL PLANNING COMMITTEE MEMBERS 
 
Jean Phillips-Martinsson – IPWSO Founder and Honorary President 
 
Anthony Holland - Co-President of IPWSO 2022, President, the International Prader-
Willi Syndrome Organisation (IPWSO) and Interdisciplinary Programme Lead 
 
Anthony Carr - Co-President of IPWSO 2022, Chair of the Prader-Willi Syndrome 
Association, Ireland 
 
Amalia Balart - Parents Programme Lead 
 
Gary Brennan - National Development Manager, PWSAI 
 
Daniel J Driscoll - Clinical and Scientific Programme Lead 
 
Lynn Garrick - SUAS Programme Lead 
 
Marguerite Hughes - IPWSO, Chief Executive Officer 
 
Laura Keane - Professional Providers and Caregivers Lead 
 
Nora McNairney - IPWSO Project and Operations Manager 
 
Emma Walsh-Tierney - Children’s Programme Lead 
 
Kate Woodcock - Committee Member 
  
PARENTS COMMITTEE MEMBERS 
 
Amalia Balart – Chair 
 
Susanne Blichfeldt 
 
Jackie Gill 
 
Nora McNairney 
 
Yvonne Rochford 
 
Verena Wanker-Gutmann 
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OUR CONFERENCE VENUE 
The Interdisciplinary Conference will be held in the Jonathan Swift Theatre, Rooms C1O60 and 

C1O61 in the Main University Building.



IPWSO 2022 AT A GLANCE 

Wednesday 6 July to Sunday 10 July 2022  
 

Wednesday 6 July 

 08:30–12:30 Board Meetings: CSAB & PPCB - Castletroy Park Hotel (Committee Members only) 

 13:00–18:00 Mental Health Workshop - Castletroy Park Hotel  

(Mental Health Network Members and Invitees only) 

 14:00-20:00 Poster Setup | Registration Open – Atrium, UCH 

 19:00-21:00 Welcome Reception - The Stables Club, UL 

Thursday 7 July 

 08:00-08:30 Poster Setup | Registration Open – Atrium, UCH 

P
P

C
 

08:30-12:30 Professional Providers & Caregivers Conference – FGO42, UCH 

12:30-13:45 Lunch - Atrium, UCH 

13:45-17:30 Professional Providers & Caregivers Conference – FGO42/FBO28, UCH & John Holland 
Theatre, Main Building 

 Poster Viewing Professional Providers & Caregivers: during breaks – Atrium UCH 

C
&

S
 

08:30-12:00 Clinical and Scientific Conference – UCH 

12:00-13:00 Lunch - Atrium, UCH 

13:00-15:00 Clinical and Scientific Conference – UCH 

15:00-17:00 Poster Viewing Clinical and Scientific Conference - Atrium, UCH 

Friday 8 July 

P
P

C
 

08:30-12:30 Professional Providers & Caregivers Conference – FGO42, UCH 

12:30-13:30 Lunch – Atrium, UCH 

13:30-17:30 Professional Providers & Caregivers Conference – FGO42, UCH 

 Poster Viewing Professional Providers & Caregivers: during breaks – Atrium 

C
&

S
 

08:30-12:00 Clinical and Scientific Conference – UCH 

12:00-13:00 Lunch - Atrium, UCH 

13:00-16:00 Clinical and Scientific Conference – UCH 

16:00-18:00 Poster Viewing Clinical and Scientific Conference – Atrium, UCH 

 18:00-19:00 Reception for IPWSO Member Associations - Castletroy Park Hotel 

 19:00-00:00 Gala Dinner - Castletroy Park Hotel 

Saturday 9 July 

 

08:30-09:00 Registration Parents Conference - Atrium, UCH 

09:00-12:30 Parents Conference – UCH, FGO42 & FBO28 

12:30-13:45 Lunch – Atrium, UCH 

13:50-17:00 Parents Conference - UCH, FGO42 & FBO28 

A
&

C
  08:30-09:00 Registration Stepping UP Adults Symposium (SUAS) – Kemmy Business School, UL 

09:00-09:30 Registration Children’s Programme – Castletroy Park Hotel 

AM -16:30 Stepping UP Adults Symposium (SUAS) and Children’s Programme 

IN
T

E
 R

D
 

08:30-09:10 Registration Interdisciplinary Conference – Atrium, UCH 

09:15-13:00 Interdisciplinary Conference – Jonathan Swift, C1O60 & C1O61,  Main Building 

13:00-14:00 Lunch – Atrium, UCH 

14:00-16:45 Interdisciplinary Conference – Jonathan Swift, C1O60 & C1O61, Main Building 

 16:45-17:30 Drinks Reception sponsored by PWSAI for Interdisciplinary Conference Delegates 

 19:00-21:00 Social Event - The Stables Club, UL 

Sunday 10 July 

 

09:00-12:30 Parents Conference - UCH, FGO42 & FBO28 

12:30-13:45 Lunch - Atrium, UCH 

13:50-16:40 Parents Conference - UCH, FGO42 & FBO28 

  09:00-16:30 Stepping UP Adults Symposium (SUAS) – Kemmy Business School, UL 

09:30-16:30 Children’s Programme - Castletroy Park Hotel 

 17:00-18:00 IPWSO General Assembly – UCH 

Abbreviations: UL-University of Limerick | UCH – University Concert Hall 
A&C – Adults & Children’s Programmes | C&S – Clinical and Scientific Conference | Interd – Interdisciplinary Conference 
Parent – Parents Conference | PPC – Professional Providers and Caregivers Conference  



 
 
Wednesday 6 July 2022 | 13:00 – 18:00 | Castletroy Park Hotel, Limerick 

Mental Health Workshop for the IPWSO Mental Health Network  

led by Tony Holland, President of IPWSO  
(Mental Health Network Members and Invitees Only) 
 
The mental wellbeing of people with Prader-Willi syndrome (PWS) is a major concern for 
them, their families and other care providers, and the presence of mental-ill health 
and/or behaviour problems is often cited as the single most significant impediment to a 
more independent and fulfilling life for people with PWS. 
 
The rarity of PWS means that there are few psychiatrists, psychologists or other mental 
health professionals who support a large number of people with Prader-Willi syndrome. 
The absence of a network to connect mental health professionals who support people 
with PWS and the fact that most mental health professionals support only a small 
number of people with PWS have inhibited research efforts.   
 
In May 2021 IPWSO established a global network of parents, psychiatrists, psychologists, 
behaviour experts, and others to advise on the mental health needs of people with PWS.  
The network aims to connect mental health professionals who support people with PWS 
or have a research interest in PWS along with professional and family carers to reflect 
on existing knowledge and research, identify priorities for new research, and identify 
ways to undertake this research. Ultimately it is hoped that research undertaken as part 
of the IPWSO Mental Health Network will result in best practice guidelines that aim to 
optimise wellbeing and best enable the prevention, detection, and treatment of mental 
ill-health and problem behaviours for people with PWS. 
 
This Mental Health Workshop follows a series of virtual meetings in which key topics 
were discussed and a draft report compiled. The aims of this workshop are:   
 

• To further advise on any necessary modifications to the content and/or 
format of the report  

• To sign off on those parts of the report where there is agreement  
• To determine a dissemination strategy by print and other media, and the 

different audiences who should be the focus for dissemination  
• To consider the future including research and any on-going role for the 

IPWSO Mental Health Network  
 
The attendees will include members of the network, other IPWSO Trustees and members 
of the IPWSO Clinical and Scientific Advisory Board, the IPWSO Professional Providers 
and Caregivers Board, the IPWSO Famcare Board, basic scientists engaged in research 
in this area, experts from the pharmaceutical industry and others expressing an 
interest. We are grateful to Friends of IPWSO (USA) for their support for the Mental 
Health Network and Workshop. 
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Friday 8  July 2022 | 18:00 – 19:00 | Castletroy Park Hotel, Limerick 

Reception for IPWSO Member Associations  
IPWSO members associations are at the heart of everything we do, and we hope to 
welcome many of your representatives to this special Reception being held before the 
Gala Dinner. The Reception will give you the chance to meet other association leaders 
and discuss the successes and challenges you have faced since the last conference. To 
register please contact Agnes at office@ipwso.org.    

 

Friday 8 July 2022 | 19:00 – 00:00 |Castletroy Park Hotel, Limerick 

Gala Dinner  
Bring your dancing shoes! Music by Accoustra. Dress: Smart Casual. 
Address by Jean Phillips-Martinsson, IPWSO Founder and Honorary President. 

 

Saturday 9 July 2022 | 19:00 – 21:00 | The Stables Club, University of Limerick 

Traditional Irish Music Evening & Céilí  
You’ll need your dancing shoes and stamina! 
 

"Ich Auch, Me Too"  

During our conference we will be running a very special video across the screens during 
break times - do look out for it. This video has a soundtrack based on the original song 
"Ich Auch, Me Too" written by Giorgio Fornasier and Pam Eisen. It has recently been re-
imagined by a group of professional musicians from Cambridge, UK, Joanna Eden, 
singer/songwriter and pianist, accompanied by Dave Olney on bass guitar, Nick 
Barraclough on guitar and backing vocals from Lynne Olney. It is presented here in 
Limerick with a montage of photos of people with PWS from around the world. 
 

mailto:office@ipwso.org


 

PARENTS CONFERENCE PROGRAMME: Day 1 - Saturday 9 July 2022 
08.30-09.00   Registration ~ Atrium, UCH  

  
 

        
09.00-09.15   Welcome & Housekeeping: UCH - Marguerite Hughes and Richard Tallon                                                                                                                                                           

  
 

      

Session 1   Plenary: UCH - Research and Knowledge Update                                                                                                                  Session Chair - Susanne Blichfeldt 
09.15-10.00   Genetics in PWS: Where we have been and where we are going - Daniel J Driscoll 
10.00-10.45   Update on the latest PWS Research – Theresa Strong                                                                                                                                                                                                                                                       

         

10.45-11.15   Break: Atrium    
  

 
      

Session 2   UCH.          Session Chair - Yvonne Rochford   FGO42.               Session Chair – Amalia Balart   FBO28.   Session Chair – Verena Wanker-Gutmann 
11.15-12.30 

  

A good start: Supporting children and 
families in the early years 
Kasey Bedard, Jennifer Miller, Michael Tan     

Let me learn: Supporting the child with 
PWS in the school environment                                              
Amalia Balart, Larry Genstil, Kate Woodcock   

Growing up: Supporting teenagers & adults                                                      
Laura Keane, Norbert Hödebeck-Stuntebeck, 
Hubert Soyer, Verena Wanker-Gutmann   

         

12.30-13.45   Lunch:  Atrium  
  

 
      

Session 3   UCH.          Session Chair - Yvonne Rochford   FGO42.                Session Chair - Gavin Forkan   FBO28.                                Session Chair - Jackie Gill   
13.50-14.45 

  

Understanding food and behaviour: it's 
not what you were told                                                          
Linda Gourash and Janice Forster    

Orthopaedics: What should be monitored 
and typical treatments                               
Harold van Bosse   

Sleep patterns and disorders                                      
Olivia Veatch and Althea Shelton  

              
Session 4   UCH.          Session Chair - Yvonne Rochford   FGO42.              Session Chair - Amalia Balart   FBO28.                                Session Chair - Jackie Gill 

14.50-15.45 

  

Keeping children healthy: Nutrition and 
physical activity                                     
Constanze Lämmer and Daniela Rubin    

Keeping teenagers and young adults 
healthy: Nutrition and physical activity                         
Georgina Loughnan   

Health and medical issues in adults and 
adulthood                                                   
Susanne Blichfeldt  

  
 

        
15.45-16.15   Break  

  
 

        
Session 5   UCH.                                          Session Chair-Verena Wanker Gutmann   FBO28.                                                                             Session Chair - Jackie Gill 

16.15-17.00 

  

A multidisciplinary approach and good practice in integrating 
health and social care                                                          
Gary Brennan, Laura Keane, Edna Roche, and Don Tallon 

  Talking to your child about PWS   
BJ Goff and Elizabeth Roof  

 
  

 
     

17.00   Close Day 1 - Marguerite Hughes 
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PARENTS CONFERENCE PROGRAMME: Day 2- Sunday 10 July 2022 

09.00-09.15   Welcome & Housekeeping: UCH - Marguerite Hughes and Finn Nic Ruairí                                                                                                                                                       
  

 
      

Session 1   Plenary: UCH- Research and Knowledge Update                                                                                                                                   Session Chair - Jackie Gill 
09.15-10.00   Behaviour -Tony Holland 
10.00-10.45   Gastro-intestinal issues - Ann Scheimann                                                                                                                                                                                                                                             

         

10.45-11.15   Break: Atrium   
  

 
      

Session 2 
  

UCH.            Session Chair - Verena Wanker-
Gutmann   

FGO42.        Session Chair – Yvonne Rochford   FBO28.                         Session Chair - Amalia Balart 

11.15-12.30 

  

Oral health considerations in PWS 
Xin Hui Yeo 

  

Hygiene and body perception                               
Susanne Blichfeldt 

  

A dialogue discussing temper tantrums in PWS                                                                       
Janice Forster and Hubert Soyer 

 
         

12.30-13.45   Lunch: Atrium  
  

 
      

Session 3 
  

UCH.                Session Chair - Gary Brennan 
  

FG042.            Session Chair - Verena Wanker-
Gutmann   

FB028.                  Session Chair – Yvonne Rochford 

13.50-15.00 

  

Understanding autism features in PWS                                                      
Sarah-Marie Feighan 

  

Obesity Management: specific problems 
associated with severe overweight                                             
Jorgelina Stegmann                                              
Lymphedema – a widespread problem in 
PWS Ute Schaaf      

Growth hormone treatment                                        
Constanze Lämmer and Charlotte Höybye 

 
  

 
        

15.00-15.45   Extended Break and Meet the Speaker Session: FGO42                                                                                                                                                                               
  

 
        

Session 4   Reasons to Hope: Positive take-home messages                                                                                                         UCH. Session Chair - Susanne Blichfeldt 
15.45-16.30   Dorica Dan, Johannes Fuhrmann, Norbert Hödebeck-Stuntebeck, Tony Holland, Rónán Mac Ruairí and Marina Verbivskaya  

  
 

   
 

 

16.30-16.40   Close Day 2: Tony Holland 
17:00–18:00  IPWSO General Assembly 



SPEAKER ABSTRACTS 

Saturday 9 July 2022 

GENETICS IN PWS: WHERE WE HAVE BEEN AND WHERE WE ARE GOING 
Professor Daniel J Driscoll, Department of Pediatrics and Center for Epigenetics, 
University of Florida College of Medicine, Gainesville, FL, USA 
driscdj@peds.ufl.edu 

Prader-Willi syndrome (PWS) is a complex contiguous gene syndrome involving multiple 
imprinted loci within chromosomal region 15q11.2-q13.  Loss of the paternally expressed 
SNORD116 locus is a major contributor to the phenotype, but multiple other genes within 
the region that are only paternally expressed also contribute to the phenotype.   

There are 3 main genetic mechanisms (molecular classes) for PWS:  paternal deletion, 
maternal uniparental disomy (UPD) 15, and imprinting defect.  Within each molecular 
class there are subclasses.  Approximately 90% of the deletion class can be accounted for 
by type 1 and 2 deletions, but 10% are atypically sized deletions which can impact the 
phenotype. 

DNA methylation analysis can diagnose >99% of all cases of PWS, but it cannot determine 
the molecular class.  Therefore, it is a powerful screening tool for PWS, but once the 
diagnosis of PWS is established the molecular class needs to be determined for genotype-
phenotype correlation and genetic counselling purposes.  DNA methylation is also 
available for prenatal diagnosis and for newborn screening.  Mosaic imprinting defects 
and mosaic trisomy 15 with maternal UPD 15 are underdiagnosed conditions. 

The exact role and targets of the PWS imprinted genes is an area of active research.  Some 
genes elsewhere in the genome are emerging as targets of the PWS imprinted loci and 
will be discussed.  Gene therapy may have a role to play in the treatment of PWS in the 
future. 
  
UPDATE ON THE LATEST PWS RESEARCH 
Theresa Strong, PhD, Director of Research Programs, Foundation for Prader-Willi 
Research, USA 
theresa.strong@fpwr.org 

Prader-Willi syndrome (PWS) is a complex disorder associated with a number of 
challenging clinical and behavioural features. Although the genetic region responsible for 
PWS has been known for decades, it has proven difficult to discern exactly how loss of the 
PWS genes leads to the characteristics seen in individuals with PWS, and to develop 
therapies that effectively treat PWS.   

However, advances in genetics, neurobiology and physiology are being applied to 
improve our understanding of PWS. Coupled with a dedicated group of scientists and 
health care providers, these studies are providing new insights into the molecular basis 
of PWS and offer new opportunities to develop effective therapies. In this session, we will 
review recent scientific advances in the PWS field and discuss some of the new therapies 
that are in development. Highlights of the IPWSO Clinical & Scientific Conference will be 
featured, and medical and research needs of the PWS community will be considered.   
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A GOOD START: SUPPPORTING CHILDREN AND FAMILIES IN THE EARLY YEARS 
Jennifer Miller, MD University of Florida, USA, Kasey Bedard, BCBA University of 
Florida, USA, and Michael Tan, RD, CDA University of Florida, USA 
millejl@peds.ufl.edu; kbedard1@thechicagoschool.edu; michaelt@ufl.edu 

This talk consists of Dr Miller discussing early endocrinology/medical management for 
young patients with PWS, Michael Tan, RD, discussing early dietary management, picky 
eating, and why taste of  food matters in PWS in terms of appetite drive/weight control, 
and Dr Bedard discussing how to prevent challenging behaviour in young children 
with  PWS and how to ensure that children learn the adaptive skills that they need for 
success. 
  
LET ME LEARN: SUPPORTING THE CHILD WITH PWS IN THE SCHOOL ENVIRONMENT 
Amalia Balart, Larry Genstil and Kate Woodcock 
ambalart.pwschile@gmail.com; genstil@gmail.com; k.a.woodcock@bham.ac.uk 
Education for a child living with PWS is a challenging process in many ways. Parents 
usually feel confused when they need to choose the “right school” for their loved one to 
learn, meet new friends and become as socially adaptable as possible.  

As PWS is a complex genetic condition with dysfunction of various systems, there are a 
number of issues that need control and support, such as food security, behaviour 
management, emotional feelings and social interaction with peers, amongst others. The 
learning process is also an area of concern, as it requires a variety of methodologies to 
respond to different cognitive levels and learning styles. This presentation will give an 
overview of how to build a collaborative partnership with the school team and how to best 
become supportive parents.    
  
GROWING UP: SUPPORTING TEENAGERS AND ADULTS 
Laura Keane, Norbert Hödebeck-Stuntebeck, Hubert Soyer, Verena Wanker-
Gutmann   
lkeane@resilience.ie; nhs@pws-in.de; Verenagutmann29@gmail.com; 
soyer.hubert@gmail.com 
We are four educational experts, and we will discuss the process of “transition” from 
childhood to adulthood living with PWS. The areas we will discuss include: 
 
• the possibility of self-determination: this may be expressed in terms of human rights 
• the development of identity: puberty, with the focus on the physiological, and the 

development, or not, of sexual maturity; awareness training, partnership, friendship, 
the wish to have children 

• internet access and social media 
• the change of “centre of interest”: from home to care; how to accept other structures 

and rules within the group 
• from school to work: the challenge for the individual to manage daily life, social 

expectations at work, responsibility and independence.  
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UNDERSTANDING FOOD AND BEHAVIOUR: IT’S NOT WHAT YOU WERE TOLD 
Janice Forster MD, Developmental Neuropsychiatrist, Pittsburgh Partnership, 
Pittsburg PA, USA and Linda Gourash MD, Pittsburgh Partnership: Specialists for 
Prader-Willi Syndrome 

Control of weight, calories, and food are essential to the care of persons with PWS. These 
are distinct from psychological FOOD SECURITY which is necessary and extremely effective 
in managing food preoccupation and related behavior. In the presence of failed satiety 
mechanisms, heightened reward drive rather than “hunger” is the primary impetus for 
food preoccupation and related behaviors of food seeking and overeating.   

Satisfaction and contentment with regard to food (and other rewarding activities) are 
achieved by managing expectations. Psychological FOOD SECURITY provides: No Doubt 
when meals will occur and what will be served; No Hope (no chance) of getting anything 
different from what has been planned; and No Disappointment related to expectations. 
Managing expectations means knowing at all times what is available to eat (the menu and 
amount), when it will be served (the schedule), and that access is controlled (no chance 
of getting more).  

Thus, weight and behavior can be managed in concert. When food ceases to be the major 
organizer of thought and behavior in PWS, individuals have greater freedom to focus on 
other developmentally appropriate tasks, such as learning, socializing and engaging in 
creative process. Drs Gourash and Forster will discuss establishing FOOD SECURITY, why it 
works and the subtle pitfalls and mistakes which sabotage your child’s FOOD SECURITY and 
peace of mind. 
  
ORTHOPAEDICS: WHAT SHOULD BE MEASURED AND TYPICAL TREATMENTS 
Harold van Bosse, MD, IPWSO and PWSA|USA, USA 
HvanBosse@iCloud.com 

Children with Prader-Willi syndrome have a number of important orthopaedic issues. 
Milestones can take twice as long, and the children may need extra help achieving them, 
including bracing and physical therapy.  

Children with PWS may have decreased bone strength, making them susceptible to 
fractures. Other concerns for both the infant/toddler and in the older child are scoliosis, 
hip dysplasia and flatfootedness.  

In this presentation, we will discuss various options for helping children with PWS  gain 
muscle and bone strength. We will examine strategies for monitoring of spine and hip 
problems. Focusing on the spinal deformities, we will outline a treatment process, 
including bracing, spinal casting, expandable spinal implants and spinal fusion. The 
presentation will be in slide show format, and questions will be answered at the end of 
the session, time permitting. 
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SLEEP AND SLEEP DISORDERS IN PWS: CURRENT KNOWLEDGE AND RESEARCH 
Professor Althea Shelton, Vanderbilt University Medical Centre, USA and Olivia 
Veatch, PhD, Assistant Professor, University of Kansas Medical Center, USA 

oveatch@kumc.edu; althea.a.robinson@vumc.org 

Many people who have Prader-Willi Syndrome (PWS) also have problems sleeping. Often 
when someone does not have enough sleep, other symptoms of PWS are worse. Sleep is 
also vital for the development of healthy metabolisms and for brain growth.  
 
Furthermore, being awake at times when the brain and body are sending signals to go to 
sleep, or the other way around, relates to harmful health outcomes. Since sleep problems 
often relate to worse symptoms in PWS and sleep is important for healthy growth, it is 
expected that the quality of sleep during the early years of life has impacts that extend 
into adulthood. 
  
This makes research focused on better treatments for sleep problems in children, 
adolescents, and young adults with PWS a high priority. Regardless, effectively managing 
sleep problems improves health outcomes and quality of life for patients and their 
families/caregivers across the lifespan of the individual. Knowing the causes and effects 
of sleep problems in individuals with PWS should help to find better treatments. 
Symptoms of PWS may give rise to sleep problems, but the same genes may affect both 
PWS symptoms and sleep problems.  
 
This presentation will provide an overview of the current knowledge and research of sleep 
and sleep disorders in individuals with PWS. A focus will be on how genetics of PWS and 
sleep are connected. This important research area should help us discover better 
treatments for sleep problems in people with PWS. 
  
KEEPING CHILDREN HEALTHY: NUTRITION AND PHYSICAL ACTIVITY 
Daniela Rubin, PhD, California State University Fullerton, USA and Constanze 
Lämmer, Children’s Hospital St Bernward, Germany 
drubin@fullerton.edu; dr.c.laemmer@bernward-khs.de 

Physical activity and exercise are essential to all children but specially important for those 
with Prader-Willi Syndrome.  In children with PWS physical activity not only contributes to 
maintaining a healthy weight and healthy bones, but is also important for social 
interaction, sense of self, and overall quality of life. Additionally, physical activity leads to 
improvement in motor skills and overall physical fitness.  
 
This session will present evidence-based recommendations of activities for young and 
older children some specific considerations when planning physical activity or exercise 
routines for children with PWS. The recommendations are based on years of research 
done by different research groups in the topic of exercise in persons with PWS. Some 
specific considerations to be explained include body composition, muscle activation and 
sensory motor dysfunction. In this age group physical activity and exercise routines will 
be presented through games that help build physical skills such as balance, coordination, 
agility and muscular strength. The session will provide practical examples of how to build 
a physical activity routine and highlight some key exercises to include in the routine and 
how to make it fun.  

mailto:oveatch@kumc.edu
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KEEPING TEENAGERS AND YOUNG ADULTS HEALTHY: NUTRITION AND PHYSICAL 
ACTIVITY 
Georgina Loughnan, physiotherapist/healthy lifestyle clinician, Metabolism & 
Obesity Services, Royal Prince Alfred Hospital, Sydney, Australia8 
gcm.lough@gmail.com; georgina.loughnan@health.nsw.gov.au 

Adolescence is described as a transitional period of time in a person’s life when they are 
developing physically and psychologically, into an adult. Associated with the teenage 
years, it may begin earlier and end later. It is a time of emotional and physical disturbance. 
For teenagers with PWS, adolescence is extended and a period of great challenge. Many 
teenagers living with PWS hope for greater independence which may cause obesity and 
reduced fitness. Underweight is also common in adolescence. Dietary requirements 
increase with height and physical activity. Learning to energy bargain when the teenager 
with PWS begins to socialise outside the family home, helps them understand that no 
food is “bad” but some foods are more energy dense than others and don’t fit easily into 
a personalised diet. Offering choices within pre-set energy limits helps self-image and a 
sense of responsibility. Working closely with school and coordinators of all environments 
within which the adolescent spends time encourages food security and energy intake 
disclosure to help reduce anxiety and manage the teenager’s weight. 

The need for effective exercise extends well beyond weight management. Adolescence is 
the prime time in life to develop muscle, bone strength, and a regular exercise regimen. 
Long-term healthy weight is only achieved through a combination of exercise and 
restricted energy intake. A low weight without exercise can indicate reduced muscle and 
reduced bone density. Effective exercise combines aerobic and strengthening exercise 5-
6 days per week Fitting this into the lifestyle of a teenager can be challenging if not 
adopted as part of life from a young age. A nutritionally balanced daily meal plan coupled 
with regular effective exercise remain essential throughout the life of a person living with 
PWS. Establishing this in adolescence takes encouragement, support and creativity, but 
the results are worth it. 
  
HEALTH AND MEDICAL ISSUES IN ADULTS AND ADULTHOOD 
Susanne Blichfeldt, MD. The Danish Prader-Willi Association, IPWSO Clinical and 

Scientific Advisory Board (CSAB) 

s.blichfeldt@dadlnet.dk 

Health and medical issues in adults with PWS demand careful observations and 
evaluations. The presentation will focus on physical traits, problems, and diseases in PWS. 
These can be because of the syndrome itself or because of overweight. Hyperphagia, 
hormonal deficiencies abnormal temperature regulation, and atypical pain sensation 
caused by hypothalamic dysfunction in PWS are important traits to be aware of. 
Unawareness of these dysfunctions can by itself lead to diseases and difficult situations. 
Overweight can cause diabetes, heart, lung and joint problems. Recommendations about 
regular medical follow up will be given, and it is recommended that both caregivers and 
the health professionals in contact with the person with PWS are aware of the 
recommendations to read on the IPWSO web site: 
Important Medical Facts about PWS ǀ Medical Alerts Booklet 
Overview and Evaluation for Adolescents with PWS 
Overview and Evaluation for Adults with PWS 

mailto:gcm.lough@gmail.com
mailto:georgina.loughnan@health.nsw.gov.au
mailto:s.blichfeldt@dadlnet.dk
https://ipwso.org/information-for-medical-professionals/important-medical-facts/
https://ipwso.org/information-for-medical-professionals/medical-alerts-booklet/
https://ipwso.org/wp-content/uploads/2021/02/IPWSO-CSAB-Overview-and-Evaluation-for-Adolescents-with-PWS-February-2019.pdf
https://ipwso.org/wp-content/uploads/2020/10/IPWSO-CSAB-Overview-and-Evaluation-for-Adults-with-PWS-January-2018.pdf
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A MULTIDISCIPLINARY APPROACH AND GOOD PRACTICE IN INTEGRATING HEALTH 
AND SOCIAL CARE 
Gary Brennan, Laura Keane, Edna Roche and Don Tallon 
gary.brennan@pwsai.ie;  lkeane@resilience.ie;  rocheef@tcd.ie; dontallon@gmail.com 

A multidisciplinary approach to good practice in integrating health and social care for 
people with PWS involves drawing on the skills and experience of multiple disciplines to 
define and promote solutions based on a multi-focussed understanding of a complex 
condition.  

Positive outcomes from using a multidisciplinary, integrated, whole-person, team 
advocate approach are indicated by increased perceptions of physical functioning, 
physical well-being, control, self-efficacy and life satisfaction.  

In particular, the neonatologist and geneticist play a key role in early diagnosis and the 
clinical follow-up of the person with PWS must be guaranteed by a team including 
paediatric and adult endocrinologist, nurse specialists, psychiatrist, psychologist, 
dietician, sleep specialist, ears, nose and throat specialist, lung specialist, dentist, GP, 
orthopaedist, and ophthalmologist and, eventually, gastroenterologist. Other vital 
supports are provided by speech and language therapists, occupational therapists, social 
workers, social care workers, key workers, and other ancillary staff.  

Most importantly, supports are delivered by parents, families, and the individual with PWS 
themselves. A successful MDA evolves a person-centred approach to care into one that is 
relationship-centred and focussed on the patient experience. 
 
TALKING TO YOUR CHILD ABOUT PWS 
Barbara (BJ) Goff, Ed.D., USA, and Elizabeth Roof, MA, Research Associate, 
Department of Psychology, Vanderbilt University USA 
bjgoff13@gmail.com; elizabeth.roof@vanderbilt.edu 

As parents, you live with the complexity and challenges of Prader-Willi Syndrome every 
day. You talk to teachers, health care professionals, neighbours, law enforcement, mental 
health clinicians, even shopkeepers about PWS.  It’s always difficult, but you do it because 
you must for the sake of your child.  

But the most difficult conversations you’ll have about PWS are the ones you’ll have with 
your child.  When do they begin? Where to begin? What should these conversations 
entail?  Are you feeling comfortable and competent enough to have these conversations? 
Perhaps you’ve even been advised not to tell your child that they have PWS. Instead, you 
should deal with their individual struggles; academic, behavioural, social, and medical as 
they occur without labelling them as symptoms of PWS. 

The intent of this workshop is to explore these questions, share our experiences and 
come away with some strategies and resources to begin these essential conversations 
with your children. 
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SPEAKER ABSTACTS 
Sunday 10 July 2022 

BEHAVIOUR 
Tony Holland, President of IPWSO, University of Cambridge, UK 
tonyipwso@gmail.com 

PWS is associated with an increased risk for specific behaviours which are not unique 
to PWS but are characteristic of the syndrome. Research has progressed from 
characterising the behaviours to identifying the reasons for them to determining how 
they might be prevented and what are the most effective interventions. Unlike some 
other aspects of PWS there are rarely single solutions or medications that are by 
themselves the answer. The hyperphagia, the emotional outbursts, the skin picking, 
and the mood disturbances and the mental illness that have been described have their 
basis in the brain and in the functioning of the nervous system but how and when they 
develop and their severity will be influenced by individual factors. These include: the 
stage of development of the person with PWS, the nature and extent of their cognitive 
impairments, and by factors from earlier in life as well as the present-day living 
environment.  The starting point for intervention is to understand these varied and 
complex interactions, recognising the strengths of the individual and developing 
interventions based both on an understanding of PWS, in general, and on 
an understanding of the individual, in particular.  This talk will draw upon virtual 
discussions that have taken place as part of the IPWSO Mental Health Initiative and 
which were considered in a special workshop prior to this conference. Progress is 
being made. 
  
GASTRO-INTESTINAL ISSUES 
Ann O Scheimann, MD, MBA, John Hopkins Hospital, USA 
Ascheima@Jhmi.edu 

This presentation will provide a comprehensive overview of gastrointestinal issues in 
Prader-Willi Syndrome including current information regarding research and 
published clinical information. 
  
ORAL HEALTH CONSIDERATIONS IN PWS 
Xin Hui Yeo, BDS, MFDS RCPS(Glasgow), PgDip Sed, PgCert Dent Ed, MAcadMEd., 
Specialty Registrar in Special Care Dentistry, Royal London Hospital, UK 
x.yeo@nhs.net 

The oral clinical features common to PWS warrant attention and consideration as part 
of holistic care for this group of patients. Conditions such as dental decay, tooth wear, 
gum disease, malalignment of teeth, lesions of the mouth and dry mouth can often be 
prevented or addressed at an early stage to prevent onset and disease progression. 
Understanding of the underlying mechanism and contributing factors helps with oral 
health prevention and implementation of care. Oral health is closely related to general 
health and well-being as the famous saying goes, “Mouth is the window to the rest of 
the body”. Underlying conditions related to oral health such as hyperphagia, 
hypotonia, reflux and sleep apnea would also be discussed in the dental context. 
Lastly, the signs and symptoms of dental issues would be highlighted, together with 
some tips to look after the mouth of patients with PWS. 

mailto:tonyipwso@gmail.com
mailto:Ascheima@Jhmi.edu
mailto:x.yeo@nhs.net


22 

 

HYGIENE AND BODY PERCEPTION 
Susanne Blichfeldt, MD. The Danish Prader-Willi Association, IPWSO Clinical and 

Scientific Advisory Board (CSAB) 
s.blichfeldt@dadlnet.dk 
Body perception and understanding can be difficult in PWS and can have great impact 
on how to manage personal hygiene. Therefore, early teaching about general hygiene 
“rules” is to be recommended; what to do, when, and how, and for how long; washing 
hands before and after meals, after toilet visits;  when to have a shower and for how 
long - how much soap, water temperature; how to wash hair; when to change clothes 
and what clothes for which type of weather; to be dressed appropriately when you 
leave the bathroom, and go to toilet behind a closed door; how you interact with 
people you have not met before, and many other examples. For those with PWS it can 
be a great help to have rules for all that, when/if it does not come “by itself when you 
grow up”. The need for teaching these “rules” that are just natural for us, will vary a 
lot.  Without “rules” the person living with PWS may create their “own rules” which 
may be inappropriate and difficult to undo; guiding and teaching the children from an 
early age is to be recommended. There are many reasons why all this can be difficult 
for children and adults with PWS. The lack of appropriate signals to the body from the 
hypothalamus cause different sensations of temperature and pain, which will 
influence the body perception, as do many nervous signals in the body. Often with 
PWS, all this is not as in the general population, and this we must respect.  
  
A DIALOGUE DISCUSSING TEMPER TANTRUMS IN PWS 
Janice Forster, MD, Developmental Neuropsychiatrist, Pittsburgh Partnership, 
Pittsburgh PA, USA and Hubert Soyer, PhD 

Drs Soyer and Forster will discuss their experiences with the causes, manifestations, 
interventions, and prevention of temper tantrums occurring in adults with PWS.  First, 
the anatomy of a tantrum will be presented.  Then, several conceptual models 
regarding etiology will be described, including expectation/disappointment, 
impulsivity/impaired inhibition, and cognitive/emotional immaturity. Factors 
perpetuating the occurrence of tantrums will be discussed, including intrinsic 
autonomic dysfunction and extrinsic behavioral reinforcement.  Several prevention 
strategies will be described, consisting of interpersonal interaction (tone of voice, 
word choice, body language), psychological intervention (coping strategies, social 
stories, role play), and environmental manipulation (ambience, daily schedule, cueing 
to enhance cognitive flexibility).  Finally, the reasons why residential programs for 
adults with PWS have a beneficial impact on behavior will be discussed.   
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UNDERSTANDING AUTISM FEATURES IN PWS 
Sarah-Marie Feighan, Trinity College Dublin, Ireland. 

feighans@tcd.ie 

The purpose of this talk is to explore the link between autism and PWS. Autism 
Spectrum Disorder (ASD) is characterised by difficulties in communication and social 
interaction, as well as the presence of restricted and repetitive behaviours and sensory 
anomalies (APA, 2013). Previous research studies have shown that people with PWS 
can also present with behaviours that overlap with some of the features we see in 
autism. A diagnosis of ASD occurs in 12.3 – 25% of individuals with PWS and is more 
common in the mUPD genetic subtype. Researchers are interested in the links 
between autism and PWS, and recent research highlights how these conditions 
overlap at the genetic and biological level, right through to the behavioural level.  A 
key goal in research is to identify reliable ways to measure and track the emergence 
and progression of a condition. Biomarkers, or biological markers, are measurable 
features that help predict how a person may develop over time and how they may 
respond to interventions. In our research lab, we use measures that have previously 
been suggested as potential autism biomarkers including patterns of eye movements 
or brain activity, as well as questionnaires and interviews to measure autism features 
in PWS. This talk will outline recent research findings of similarities between ASD and 
PWS from genetic right through to behavioural level, as well as some of the research 
our group has done to look at autism features and biomarkers in PWS. Why is it 
important to look at biological markers of autism in PWS?  We hope the techniques 
will help us understand the similarities and differences we see between autism and 
PWS and inform which autism interventions, supports or treatments may be beneficial 
for PWS. 
  
OBESITY MANAGEMENT: SPECIFIC PROBLEMS ASSOCIATED WITH OVERWEIGHT 
Jorgelina Stegmann, MD., President of SPINE Foundation. Argentina 
jstegmann@spine.org.ar 

The SPINE Foundation has worked with Prader Willi Syndrome patients in Argentina 
since 2005. Based on a multidisciplinary approach, SPINE Foundation supports 
patients and their families throughout the diagnosis and psychophysical treatment 
with the aim of minimizing the disorder’s impact and promoting a better life quality 
at the family, school and society level. This presentation will focus on the effectiveness 
of a transdisciplinary approach on Obesity Management among patients with Prader 
Willi Syndrome. Based on the experience and outcomes of SPINE Foundation patients, 
who receive regular therapy using a transdisciplinary approach that involves various 
areas: clinical medicine, nutrition, occupational therapy, kinesiology, 
psychopedagogy, psychology, psychiatry and speech, and language therapy. This 
approach is personalized taking into consideration the needs and resources of the 
individual receiving treatment and his/her family.  The treatment is carried out 
according to a pre-established frequency (weekly, fortnightly, or monthly) and the 
therapeutic indications determined by the transdisciplinary team. The information is 
obtained by interview, the retrospective review of the clinical history, the clinical 
follow-up description of their mental health, and the report of family members and 
carers. SPINE Foundation also provides educational contents and programs 
addressed to family members, schools and care centres to reinforce the therapeutic 
goals and foster social networks to support patient’s treatments. 
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LYMPHEDEMA: A WIDESPREAD PROBLEM IN PWS 
Ute Schaaf, General Practitioner, Absberg, Germany 
More than half of adult persons with PWS suffer from lymphedema. Dr Schaaf explains 
the diagnosis and what good treatment looks like - depending on the stage. The 
problems that can arise and how to prevent them will also be addressed. 
  
GROWTH HORMONE TREATMENT 
Charlotte Höybye, MD, PhD, Department of Endocrinology, Karolinska 
University Hospital, Stockholm, Sweden and Constanze Lämmer, Children’s 
Hospital St Bernward, Germany 
charlotte.hoybye@regionstockholm.se;  dr.c.laemmer@bernward-khs.de  
Many symptoms in PWS are similar to symptoms caused by growth hormone 
deficiency. In this presentation symptoms and treatment of growth hormone 
deficiency, in adolescents and adults with PWS will be discussed. Short stature, 
muscular hypotonia, altered body composition with more body fat than lean body 
mass and low energy expenditure resembles features seen in non-PWS adults with 
GH deficiency.  

GH has significantly improved height and metabolism in children with PWS and 
studies have consistently shown that GH treatment in adults improves body 
composition, physical fitness, and psycho-social behaviour. GH treatment might 
increase the risk for type 2  diabetes, especially in those who are obese and have 
heredity for diabetes. Therefore, glucose and HbA1C should be monitored regularly 
during GH treatment.  

The incidence of obstructive apnoea is high in PWS, and GH treatment might 
theoretically impair this and monitoring of changes in breathing should be 
performed during GH treatment.  

Cognitive dysfunction is not a barrier to GH treatment in PWS but usually the 
injection procedure must be supervised. Severe side effects to GH treatment have 
not been reported. GH treatment is approved for children with PWS in many 
countries since a number of years, however, GH treatment of young adults in the 
transition phase as well as GH treatment of adults is only approved in a few 
countries. 

Conclusion: GH treatment does not change the intrinsic abnormalities of PWS. GH 
treatment is safe but glucose metabolism and changes in respiration must be 
evaluated continuously. Treatment is recommended to be continued as lonq as 
benefits outweigh the risks. 
  
REASONS TO HOPE: POSITIVE TAKE-HOME MESSAGES 
Dorica Dan, Johannes Fuhrmann, Rónán Mac Ruairí, Norbert Hödebeck-
Stuntebeck, Tony Holland, Marina Verbivskaya  j.fuhrmann25@t-online.de; 
ronanmacr@gmail.com; nhs@pws-in.de; tonyipwso@gmail.com; 
verbivskaya@gmail.com 

A round-up of our two-day Conference with insights from people living with the 
syndrome, parents, clinicians, professional caregivers, and advocates.  
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Dr Moris Angulo Dr Suzanne Cassidy Dr Marilyn Dumont-Driscoll 
Joan Gardner Timothy Hearn Kevin Quinn 

Dr Timothy Russell Michelle Torbert Denise Westenfield 

 
Thank you, IPWSO, for all the work that you do to make the world better for those who have Prader-

Willi syndrome, their families, their caregivers, and the professionals who dedicate their time to 

PWS. 

 

Friends of IPWSO is a not-for-profit organization that raises tax deductible money from U.S. citizens 
to support IPWSO’s work throughout the world. Funding is provided in response to submitted grant 

applications for specific projects that IPWSO prioritized. 

 
To make a gift to Friends of IPWSO (USA) or to IPWSO directly,  

please use the QR code, or go to friendsofipwso.org 

 

 

 

 
 

  

The Friends of IPWSO (USA) 

 

 

 

Scan to learn more 
about the registry 

We’re not just waiting and hoping for new treatments, 

and a cure, for      Prader-Willi syndrome. We’re actively 

doing something about it. The    Foundation for Prader-

Willi Research was established with one aim in mind:  

to eliminate the challenges of Prader-Willi syndrome 

through the advancement of research and therapeutic 

development. Learn more at www.fpwr.org 

The Global PWS Registry is a comprehensive 

database, established  to help us learn more about 

PWS and advance PWS clinical trials. By participating, 

families of those with PWS become part of the 

research team, helping uncover trends in causes and 

diagnosis as  well as new directions in therapies and 

treatment. 

 

Board of Directors 
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SPEAKER BIOGRAPHIES 

 AMALIA BALART, IPWSO Trustee and Chair of IPWSO 2022 Parents 
Planning Committee, Chile 
ambalart.pwschile@gmail.com 
Amalia is a mother to an adult woman with PWS.   Amalia is a Masters 
graduate in Special Education and has worked as a Bilingual 
Therapist to help children with special needs and learning disabilities.  
She worked for 26 years as Head of Juniors at The Newland School, a 
catholic bilingual school in Chile. Amalia is a Board member of the 
Chilean PWS National Association. 

She created the PWS network of families throughout the country, 
organised by zones, with coordinators reporting to the central Board. 
She is one of the authors of the book “Síndrome Prader-Willi, Guía de 
Apoyo y Recetas para Celebrar de Manera Saludable”. She founded 
Corporación Señales, a non profit organisation to provide schooling, 
training and labour opportunities for people with special needs. As 
representative of Latin America for IPWSO, she founded “Red de 
Especialistas Latinoamericanos Síndrome de Prader-Willi” and has 
been working closely with colleagues from all countries in the region 
to strengthen bonds between Latin associations and to support 
smaller groups to develop and grow through mentorship 
programmes. Currently, she is Board member and Academic 
Coordinator of Centro Crecer, a day care center that provides 
cognitive reinforcement and labour opportunities within protected 
context for disabled people. 

  

 

KASEY BEDARD, BCBA, University of Florida, USA 
kbedard1@thechicagoschool.edu;  

Dr Bedard is a Board-Certified Behaviour Analyst at the doctoral level 
specialising in providing ABA services to adults and children with 
complex behavioural needs. Additionally, Dr Bedard is continuously 
involved in research to develop interventions for the behaviours of 
concern for children with complex genetic and neurodevelopmental 
diagnoses, to develop skills training protocols to help children with 
diverse needs learn vital skills, and to develop meaningful 
interventions for parental stress. 
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SUSANNE BLICHFELDT, MD, The Danish Prader-Willi Association. 
IPWSO Clinical and Scientific Advisory Board (CSAB)   
s.blichfeldt@dadlnet.dk 

Pediatrician (pediatric neurology, general and developmental 
pediatrics) Susanne has many years’ experience of diagnoses, clinical 
treatment, education and advising families and professionals about 
PWS in Denmark and abroad. She has undertaken research about 
growth hormone treatment in PWS and has published widely. 
Susanne is co- founder of the PWS  Danish Association (1986), and 
leader of the Advisory Board in the Association.  She has been 
Involved with IPWSO since 1991 and has co-organised many parent 
programmes for IPWSO International Conferences.  She has been a 
member of the IPWSO Clinical and Scientific Advisory Board since 
2004 and is a member of the IPWSO FAMCARE group. She is a former 
member of the IPWSO Trustee Board and the Professional Providers 
and Caregivers Board. Susanne is married with children and 
grandchildren and has a son, 42 years-old, living with PWS. 

  

 

GARY BRENNAN, National Development Manager, PWSAI 
gary.brennan@pwsai.ie 

Gary Brennan is National Development Manager for the Prader-Willi 
Syndrome Association in Ireland. He joined PWSAI in May 2019. Gary 
has 12-years’ experience in the social care disability sector, 8 of which 
were in residential care supporting adults with PWS.  Gary holds an 
Honours degree in Social Care from the Technological University of 
Dublin and a Diploma in Training and Further Education from the 
National University of Ireland, Galway and a Certificate in Leadership 
and Management from the University of Limerick. Gary’s remit is to 
develop a strong foundation within PWSAI from which the future of 
PWS awareness, support and services provision can advance. 
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DORICA DAN, Chair, Romanian Prader Will Association, Romania  
office@apwromania.ro 

Dorica Dan is a mother of a 37-years old daughter with Prader Willi 
Syndrome. She is a psychologist and initiated RPWA (Romanian 
Prader Willi Association) in 2003, established RONARD (Romanian 
National Alliance for Rare Diseases) through a project funded by CEE 
Trust in 2007 and Romanian Rare Cancers Association in 2011. She 
has taken part in the opening of the first Centre for Information 
about Rare Genetic Diseases in Romania and initiated the National 
Plan for Rare Diseases in Romania. In June 2011 she has opened the 
Pilot Reference Center for Rare Diseases "NoRo" through a project 
implemented in partnership with Frambu Center for Rare Disorders 
Norway and funded by Norway Grants. 

Today she is the chair of the Romanian Prader Willi Association, 
Romania (RPWA); president of the Romanian National Alliance for 
Rare Diseases (RONARD); president of the Romanian Association for 
Rare Cancers and the coordinator of NoRo Center. She was a board 
member of IPWSO during 2007-2013 and she is still a board member 
of Eurordis since 2007 and an ePAG chair in ITHACA. She was also one 
of the EURORDIS EUROPLAN advisors and a EUCERD & CEGRD 
member (the EC Expert Group on Rare Diseases). She was a member 
of Social and Economic Council in Romania and is a member of the 
National Council for Rare Diseases. Dorica is an Ashoka Fellow since 
2018. 

  

 

PROFESSOR DANIEL J. DRISCOLL, MD, PhD, FAAP, FFACMG, 
University of Florida College of Medicine, USA 

driscdj@peds.ufl.edu 

Dr. Driscoll is a Professor of Pediatrics and Genetics, as well as the 
John T. and Winifred M. Hayward Professor of Genetics Research, at 
the University of Florida College of Medicine.  He has been 
conducting clinical and laboratory research on Prader-Willi syndrome 
since the late 1980’s. He has been a major contributor to the 
understanding of the genetics of Prader-Willi syndrome (PWS) and 
genomic imprinting in the PWS region, as well as to the elucidation 
of the natural history of PWS. His group first developed the technique 
(DNA methylation analysis) that is used around the world to diagnose 
PWS and also elucidated the Nutritional Phases of PWS that has 
gained wide acceptance by PWS experts. 

Professor Driscoll is widely published on PWS and a major 
spokesperson on PWS in the US and internationally.  He has had an 
active PWS clinic for the last 32 years and he was the principal 
investigator for the PWS component of an NIH funded 12-year 
national Rare Disease Center grant on the Natural History of PWS.  He 
served on the PWSA | USA Board of Directors for 21 years and is 
currently the Chair of the Clinical Advisory Board for PWSA | USA, as 
well as the Chair of the Clinical and Scientific Advisory Board for the 
International Prader-Willi Syndrome Organization (IPWSO). 

mailto:office@apwromania.ro
mailto:driscdj@peds.ufl.edu


30 

 

 

SARAH-MARIE FEIGHAN, PhD, Trinity College Dublin, Ireland 
feighans@tcd.ie 
Sarah-Marie is a PhD student with the Autism and 
Neurodevelopmental Research led by Professor Louise Gallagher at 
Trinity College Dublin.  Her research involves studying the 
neurocognitive underpinnings of autism Sarah-Marie completed her 
Masters in Neuroscience at Trinity College Dublin and her 
undergraduate degree in psychology at University College Dublin, 
Ireland. After graduating in 2014, Sarah worked as a research 
assistant with TCD and the Prader-Willi Syndrome Association of 
Ireland (PWSAI) on a study looking at the profile and service needs of 
people with PWS in Ireland. features and hyperphagia in PWS using 
eye-tracking technology.  

  

 

JANICE FORSTER, MD, Developmental Neuropsychiatrist, 
Pittsburg Partnership, Pittsburgh, PA, USA 

Janice L Forster is a Board Certified General and Child and Adolescent 
Psychiatrist in private practice in Pittsburgh PA, where she specializes 
in Developmental Neuropsychiatry, a subspecialty devoted to the 
evaluation and treatment of individuals with neurodevelopmental 
disorders.  For over 30 years, she has acquired special expertise in 
the management of children, adolescents, and adults with PWS 
across all levels of care.  

She is clinical consultant to the Prader-Willi Syndrome Association of 
USA (PWSA|USA) where she serves on the Clinical Advisory Board. 
She is also a consultant to the International Prader-Willi Syndrome 
Organization (IPWSO), a member of the IPWSO Clinical and Scientific 
Board, a founding member of IPWSO’s Professional Provider 
Caregiver Board, and a co-founder of the Pittsburgh Partnership 
(www.PittsburghPartnership.com), specializing in clinical 
assessment, program consultation, and psychoeducational 
interventions for parents, professionals and providers working with 
PWS.   

Drs Forster and Gourash are featured in the DVD: Food Behavior and 
Beyond produced by IPWSO and PWSA-USA (2005). Dr Forster is also 
featured in a DVD: The Brain and Behavior in PWS produced and 
distributed by the Prader-Willi California Foundation (2010).  Dr 
Forster edited the CD book Best Practice Guidelines for Standard of 
Care for Residential Living in PWS (2010), the proceedings of the 
international caregiver’s conferences, produced by Hubert Soyer and 
Norbert Hoedebeck-Stuntebeck through IPWSO.  Dr Forster has 
expertise in pharmacogenomics related to the use of psychotropic 
medication in PWS, and she has written the chapters on the 
Psychiatric and Behavioral Phenotype of PWS and Pharmacotherapy 
in PWS and in the new edition of the PWS Management Book (2022). 
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JOHANNES FUHRMANN, Personal testimonial of living with PWS, 
Prader-Willi- Syndrome Organisation, Germany 
j.fuhrmann25@t-online.de 
Born 1996 in Mannheim, Germany, I went to an integrated 
Kindergarten; I then went to an Elementary school, as part of a small 
group, and later integrated into a regular classroom with an 
additional special educator. After one year I transferred to a 
transnational school for children and young people with disabilities 
of all  kinds, where I graduated with a special-school diploma. After 
one year at a vocational school for young people with disabilities, 
where they could        not cater to my special needs, I decided to move 
to a group home in South Germany. There I live with 9 others with 
PWS (different age) in a large house on the grounds of Regens 
Wagner, an idyllic resort with hills and lakes. My first two years there 
included a    vocational school, with exposure and education in a 
variety of professions, all the way from arts and crafts to mechanical 
assembly. My preference is the industrial laundromat.  I started 
playing cello from age 5 on, and since my parents are both opera 
singers I love to go to the theater, opera and concerts. I also love 
putting together complicated puzzles. I just started with knitting. 
Social life is very important to me. I have a godchild and love to see 
her. Church activities cannot be missed. Since my 8th birthday I have 
been an altar boy. I love to travel. I swim and other sports activites 
include cycling, walking and bowling, and to stay fit I have a rowing 
machine in my room. 

  

 

LARRY GENSTIL, Psychologist, Executive Director, Genstil 
Institute of Human Behaviour, Israel 
genstil@gmail.com 
Larry is Founder and Executive Director of the Genstil Institute 
Hostel, Mevasseret Zion, Israel. Founded in 1991 the hostel is a large 
group home serving two populations, one of which is made up of 
adults with PWS. In addition, he is a Psychologist at the 
Multidisciplinary Clinic for People with PWS, Sha’are Zedek Medical 
Centre, Jerusalem, Israel, where he has worked since 1996.  Larry 
partially retired in 2020 and works in the group home as a consultant. 

  

 

JACKIE GILL, IPWSO Parents Conference Planning Committee and 
Moderator 
jgill3388@gmail.com 
Jackie Gill has a 44-year-old daughter with PWS. She worked for many 
years at the Prader-Willi Syndrome Association UK, where she was 
part of a team offering support and information to parents and 
carers, as well as providing training for residential care staff and 
others. Jackie, then known as Jackie Waters, was the author of many 
articles which aimed to help parents manage and understand the 
syndrome. She retired from PWSA UK at the end of 2018, but 
continues in her role as an Advisor to IPWSO. She is also on the 
Famcare Board and is a member of the planning team for the Parent 
Programme of this International Conference. 
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BARBARA J. GOFF, (BJ) Ed.D, USA 
bjgoff13@gmail.com 

Dr Goff, (BJ) is a recently retired Professor of Special Education from 
Westfield State University in Massachusetts. She has been working 
with individuals with developmental disabilities for over 40 years in a 
variety of settings, with over 30 years devoted to individuals with 
Prader-Willi syndrome.  BJ serves as an education and crisis 
trainer/consultant for children and adults and their families 
throughout the US. Her focus is on behavior management and 
support in school, home, and residential settings. She is often called 
upon to work with schools and families to resolve issues with respect 
to placement and utilizing effective behavior strategies. As a former 
adult residential provider, BJ has expertise in residential program 
design, management, and evaluation. She is a frequent presenter at 
state, national, and international conferences. BJ is the author of 
Supporting Adults with Prader-Willi Syndrome in Residential Settings, 
co-author of The Student with Prader-Willi Syndrome: Information 
for Educators, and author of three chapters on educational issues, 
adolescence, and sexuality in the upcoming 4th edition of 
Management of Prader-Willi Syndrome.  She is a contributor to the 
international Best Practice Guidelines for Standard of Care in PWS in 
the areas of teacher training and parent/caretaker relationships.  BJ 
is currently developing a sexual health training manual specific to 
individuals with PWS. She serves as the Educational Adviser for the 
International Prader-Willi Syndrome Organisation (IPWSO). 

  

 

LINDA GOURASH, MD, Pittsburgh Partnership: Specialists for 
Prader-Willi Syndrome 
Dr Gourash is a Pediatrician and Developmental and Behavioral 
Pediatrician. Her involvement with PWS began 24 years ago as the 
Medical Director of the Prader-Willi and Behavioral Disorders 
Program of the Children’s Institute of Pittsburgh where she worked 
for more than 5 years almost exclusively with children and adults with 
Prader-Willi Syndrome who were referred from throughout the USA 
and Canada for inpatient crisis intervention. Her ongoing interests 
cover prevention and management of PWS crises of both medical 
and behavioral/psychiatric origin. In addition to her private practice, 
Dr. Gourash provides consultation and educational programs 
throughout the US and internationally through Pittsburgh 
Partnership, Specialists in PWS co-founded with Dr. Janice Forster. 
(www.pittsburghpartnership.com) The Pittsburgh Partnership has 
developed and taught the principles of psychological FOOD 
SECURITY now used by parents and PWS professionals throughout 
the world. 
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NORBERT HÖDEBECK-STUNTEBECK, PhD, PWS-InterNational, 

Germany  
nhs@pws-in.de  

Dr Norbert Hödebeck-Stuntebeck is a Psychologist, Psychotherapist, 
and a Supervisor, who resides in Bad Oeynhausen, Germany, where 
he served for 30 years as Project Manager Prader-Willi-Syndrome and 
Project Manager Adipositas (Obesity) for a large non-profit 
foundation in the northwest of Germany, in Northrhein-Westfalia. 
Today he leads the PWS-InterNational Institut. He received his PhD in 
2012 at the University of Eichstätt from a study about the competence 
of people with Prader-Willi-Syndrome (PWS) in change of emotional 
perspective (empathy).  Since 1996 he has been responsible for the 
development and differentiation of support for people with PWS of 
all ages and in different fields of living, working, school and training 
programs. He was for 11 years the chair of the Professional Providers 
and Caregivers Board (PPCB) of the IPWSO and is today a member of 
PPCB and was the (co)organizer of all caregiver conferences of 
IPWSO since the first in Romania in 2007.  Since 2015 he has been the 
CEO of the Prader-Willi-Syndrom Institute Germany (PWS-ID). His 
interest in research is focused on empathy (change of perspective) in 
PWS and the development and evaluation of training programs. 
Another field of interest is obesity.  

  

 

PROFESSOR TONY HOLLAND, University of Cambridge UK 
tonyipwso@gmail.com  
Tony Holland trained in Medicine at University College and University 
College Hospital, London, qualifying in 1973.  After some years in 
General Medicine, he trained in Psychiatry at the Maudsley Hospital 
and Institute of Psychiatry in London. From 1992 to 2002 he held a 
University Lecturer’s post in the Section of Developmental Psychiatry 
in the University of Cambridge, and in 2002 was awarded the Health 
Foundation Chair in Learning (Intellectual) Disability establishing the 
Cambridge Intellectual and Developmental Disabilities Research 
Group (www.CIDDRG.org.uk). His specific research interests include 
the eating, behavioural and mental health problems associated with 
having Prader Willi Syndrome (PWS); the relationship between 
Down’s syndrome and Alzheimer’s disease, and also clinical/legal 
issues relevant to the needs of people with intellectual disabilities.  

With colleagues he has published research extensively on these 
topics in academic and practice-based journals. He works closely with 
charitable organisations and has been psychiatric advisor to, and 
Patron of, the UK PWS Association and since 2016 he has been 
President of IPWSO. In 2010 he was elected a Fellow of the UK 
Academy of Medical Sciences. In 2015 he was awarded a CBE in the 
Queen’s Birthday Honours for services to psychiatry. Since October 
2015 he has held an Emeritus position at the University of Cambridge. 
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CHARLOTTE HÖYBYE, MD, PhD, Department of Endocrinology, 
Karolinska University Hospital, Stockholm, Sweden 
charlotte.hoybye@regionstockholm.se 
Graduated 1986 from Medical School. Certificate as specialist in 
Internal Medicine 1993 and in Endocrine Diseases 1996. Senior 
Consultant in Endocrinology from 2004 to 2017. Head of the Pituitary 
Section in the department. Since 2010 head of the Expert Group for 
Treatment of    Endocrine Diseases, The Drug and Therapeutic 
Committee, Stockholm County. Since 2014 member of the Scientific 
and Medical Advisory Board, The International Prader-Willi Syndrome 
Organisation, since 2015 member of the PWS-Clinical Trial 
Consortium and since 2019 Member of INfoRMEd-PWS (the 
International Network for Research, Management & Education on 
adults with PWS). Since 2020 president of the Swedish Endocrine 
society. Health Care Professional representative for Karolinska 
University Hospital in EU's program on Rare Endocrine diseases 
(EndoERN) and Member of National program group (NPO) for 
Endocrinology in the National Knowledge System for strategic 
management of Health Care in Sweden. PhD 2003 from Karolinska 
Institute on the thesis "Endocrine and metabolic aspects of adult 
Prader-Willi syndrome with special emphasis on the effect of growth 
hormone treatment". Associate professor in Endocrinology, 
Karolinska Institute 2007. 

  

 

MARGUERITE HUGHES, CEO, IPWSO 
mhughes@ipwso.org 

Marguerite is based in Ireland and has an 18-year-old son with 
PWS.  Marguerite served as IPWSO Secretary from 2013-2016, as 
IPWSO Vice President from 2016-2019, and is currently IPWSO's CEO. 
Marguerite has also served as Company Secretary of the Prader-Willi 
Syndrome Association of Ireland. 
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LAURA KEANE, Chief Executive, Resilience HealthCare, Ireland 
lkeane@resilience.ie 
Laura is the Chief Executive of Resilience HealthCare Ireland, a 
national private provider of community-based services for people 
with disabilities and Advanced Community Care Services caring for 
children and adults with complex care needs in their own homes and 
communities. Laura is a registered Occupational Therapist and has 
an MSc in Health Services Management from Trinity College, Dublin. 
Laura has over 30 years’ experience working in the health and social 
care sector, as a clinician and then progressing into Executive 
Management, working across the voluntary and private sectors. Her 
passion is in delivering supports which empower and enable people 
with disabilities to achieve their full potential and have every possible 
opportunity to live a good life.  

Laura has experience in developing a culture of Continuous Quality 
Improvement within large scale organisations such as embracing 
and implementing the HIQA standards for residential services in 
Ireland, achieving EQUASS (European Quality Assurance System for 
Social Services) in day services and achieving Level 5, European 
Standards in Business Excellence (EFQM).  

Laura is very interested in contributing to policy development at a 
national level and is a member of the Health Service Executive, 
Working Group leading the implementation of New Directions Policy 
and interim standards for adult day services. She is currently a 
voluntary Board Member of St. Gabriel’s school, a centre in Limerick 
which provides services for children with physical disabilities. She is 
currently Co-Chair of IPWSO's Professional Providers and Caregivers 
Board. Laura is equally passionate about developing specialist 
residential and community support services for people with PWS and 
recently led the development of a new service in the South East of 
Ireland, comprising of six apartments supporting people with PWS to 
live their best possible lives within the local community. 

  

 

CONSTANZE LÄMMER, Children’s Hospital St. Bernward, Germany  
dr.c.laemmer@bernward-khs.de  

Dr Constanze Lämmer graduated in Medicine from the Leipzig 
University and received her doctoral degree in 1992 with emphasis 
on endocrinology. After eight years in internal medicine, she started 
her qualification as a pediatrician and become Senior Physician at the 
St. Bernward Hospital Hildesheim in 2005. She is qualified in pediatric 
endocrinology, diabetology, nutrition, somnology and epileptology. 
She established the Hildesheim program for treating patients with 
PWS and sees frequently more than 350 patients with PWS. In 2015 
this Program was awarded the ACHSE Central prize for rare chronic 
disease treatment. So, she is experienced in treating patients with 
PWS with growth hormone but also with sexual hormones in puberty. 
Frequently she undertakes instructional workshops for families with 
PWS children in Germany and abroad. She is scientific advisor to the 
PWS association Germany and medical advisor for the IPWSO where 
she presented her work at several international conferences. 
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GEORGINA LOUGHNAN, Physiotherapist/Healthy Lifestyle 
Clinician, Metabolism & Obesity Services, Royal Prince Alfred 
Hospital, Sydney, Australia 
gcm.lough@gmail.com; georgina.loughnan@health.nsw.gov.au 

Georgina Loughnan is originally a physiotherapist but has worked as 
a healthy lifestyle therapist at Metabolism & Obesity Services, Royal 
Prince Alfred Hospital for the past 38 years. She established a clinic 
for adults with Prader-Willi syndrome in 1991, which was extended to 
take adolescents from 12 years of age. Her role involves working with 
people living with PWS, their families and caregivers to maintain a 
PWS appropriate lifestyle. She strives to ensure the person with PWS 
lives a physically and mentally healthy life with purpose, and 
enjoyment to achieve their goals and potential. She has contributed 
to local, national and international education of families, caregivers 
and professionals through presentations, conferences and meetings. 
She is a co-author of 3 books and several research papers on general 
obesity management and PWS.  

  

 

RÓNÁN Mac RUAIRÍ, Parent, Ireland 
ronanmacr@gmail.com 

Born in Dublin and living in Co Louth, Rónán has been managing 
teams and designing products in the software industry for as long as 
he can remember; in the Sports Tech industry, working with football 
players, in the Agricultural Tech industry working with Cows and now 
in the HR Tech industry, working in Dublin. However, when at home 
he is usually the one being managed, by his wonderful wife Sarah 
and three amazing children, Finn, Beibhinn and Leo. Finn is the eldest 
and lives with PWS. She attends the National Learning Network in 
Dundalk. Beibhinn is in college and Leo is in 5th year and getting 
ready for the Leaving Cert next year. One of Rónán’s favourite 
pastimes is cooking. Sarah and Rónán have been vegetarian for over 
30 years and food and eating together has always been a big part of 
their family life. Despite the many complexities, both the obvious 
challenges and with clashing schedules, they have worked hard to 
keep family routines and holidays inclusive and fun. 

  

 

JENNIFER MILLER, MD, Paediatric Endocrinologist, University 
of Florida, USA 
millejl@peds.ufl.edu 

Dr Miller is a professor in the division of pediatric endocrinology at 
the University of Florida. She graduated with her MD in 1998, and her 
MS in Clinical Investigation from the University of Florida in 2005. She 
has done all of her training in pediatrics and pediatric endocrinology 
at the University of Florida. She specializes in the care and treatment 
of individuals with Prader-Willi syndrome and other genetic causes of 
early-onset excessive weight gain. Together with her team, she 
follows over 500 individuals with PWS clinically, with additional 
patients in the research setting. 
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FINN Nic RUAIRÍ, Welcome Committee, Ireland 

My name is Finn. I live in County Louth, which is about an hour from 
Dublin. I’m 21 and I have a younger sister and brother. I’m in my final 
year of the Access Programme in the National Learning Network. I 
enjoy reading, writing, swimming, and cycling on my stationary bike. 
I also love to bake and shop and listen to music and watch TV. I have 
two cats called Faye and Bonnie and a dog called Milo. 

  

 

EDNA ROCHE, Professor in Paediatrics, University of Dublin, 
Ireland 
rocheef@tcd.ie 

Edna Roche is Professor in Paediatrics at UCD, and a consultant 
paediatrician and paediatric endocrinologist at Childrens’ Health 
Ireland (CHI) at Tallaght University Hospital. She qualified in Medicine 
at Trinity College where she also obtained her Doctorate. She also 
holds a postgraduate qualification from the NUI, Membership and 
Fellowships from the Royal College of Physicians of Ireland, 
Edinburgh and the Royal College of Paediatrics and Child Health 
London. Professor Roche completed her clinical training in Ireland, 
the Middlesex Hospital and the Children’s Hospital Great Ormond 
Street London and in North America. She has published over 50 peer 
reviewed papers. Professor Roche established and leads the Irish 
Childhood Diabetes National Register. She leads a busy tertiary 
clinical service in paediatric endocrinology and diabetes. Professor 
Roche with Ann McCrann (Endocrine Nurse Specialist) established 
and leads the multidisciplinary specialty PWS Clinic at CHI, Tallaght 
caring for the majority of children and young people with PWS 
nationally. She Chairs the Nutrition Council of the Irish Heart 
Foundation and is a member of the Clinical Advisory Group of the 
Faculty of Paediatrics, Royal College of Physicians of Ireland through 
which she makes a significant contribution in shaping the future of 
Child Health in Ireland. She was appointed to the Irish Medical 
Council in 2020. Professor Roche is the professional delegate for 
Ireland for IPWSO. 

  

 

YVONNE ROCHFORD, Parent, PWSAI Trustee, Parents Conference 
Planning Committee Member and Conference Moderator, 
Ireland 
yvonne.rochford@pwsai.ie 

Yvonne is based in Sligo and has an honours degree in Management 
and Business Studies from The Queen’s University, Belfast. Yvonne 
has worked in operations on a national level for almost 10 years. Her 
most recent role has provided consultancy to both public and private 
sector businesses. Yvonne joined the board of PWSAI in 2020. She has 
two children and her daughter was born with PWS in 2019. 
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ELIZABETH ROOF, MA, Research Associate, Department of 
Psychology, Vanderbilt University, USA 
elizabeth.roof@vanderbilt.edu 

Elizabeth Roof, M.A. is a Research Associate at Vanderbilt University 
Department of Psychology and has been licensed as a Health Service 
Provider in TN since 1994. She currently directs several research 
programs with children and adults with Prader-Willi syndrome with 
Elisabeth Dykens. They have published many peer reviewed journal 
articles about many aspects of PWS across lifespan. For over 26 years, 
Elizabeth has followed longitudinally over 350 children, teens, and 
adults with PWS in research studies. Elizabeth has recruited many 
families across the country and Canada by providing individualized 
feedback information to families on issues such as behavioral and 
classroom intervention, effective parenting, IEP’s and educational 
strategies, psychiatric medication in PWS, and residential placement 
and professional consultation for professionals and groups. She has 
helped manage many clinical trials in PWS and consults with 
sponsors to select appropriate outcomes and logistics for clinical 
trials in PWS. She has presented at many state and national and 
International PWS conferences and for FPWR in US, Australia and 
Canada. 

  

 

DANIELA RUBIN, PhD, California State University Fullerton, USA 
drubin@fullerton.edu 

Dr Daniela A Rubin is a native of Argentina where she began her 
career as a physical education teacher. She moved to the United 
States to do her graduate studies and is currently a Professor in the 
Department of Kinesiology at California State University, Fullerton.  
Her interest in the topic of exercise endocrinology, inflammation and 
obesity led to several projects comparing hormonal, metabolic, and 
inflammatory responses to exercise in children, including youth with 
Prader-Willi Syndrome (PWS).  

As she learnt about the challenges faced by people with PWS, her 
studies sought to examine exercise aspects in this syndrome from a 
multidimensional perspective. Her studies characterized physical 
activity patterns using accelerometry, examined motor aspects in 
terms of motor proficiency, sensory-motor integration, 
cardiorespiratory responses to exercise, energy expenditure, body 
composition and phenotype. She developed and tested a 24 weeks 
physical activity intervention in 116 children with and without PWS 
(Active Play at Home©, FunDoRoo©). This game-based at-home 
routine showed improvements in motor proficiency, health-related 
quality of life, inflammatory and metabolic factors, and bone. Her last 
study involved an interdisciplinary approach evaluating gait and 
motor function in adults with PWS. She has served as a board 
member in the Prader-Willi California Foundation since 2013. 
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 UTE SCHAAF, General Practitioner, Asberg, Germany 
Dr Ute Schaaf has been a a general practitioner in Absberg, Germany 
since 2006. She cares for the facility for disabled people Regens 
Wagner Absberg, which is famous for treatment of people with PWS.   

Dr Schaaf cooperates with the Friedrich-Alexander-University of 
Erlangen, Bavaria and published a paper on rare diseases in general 
practice with insights on the example of PWS (ZfA 03 2018).  

  

 

ANN O SCHEIMANN, MD, MBA, John Hopkins School of Medicine, 
USA  Ascheima@Jhmi.edu 
Dr  Scheimann received her doctorate of medicine at the University 
of Cincinnati School of Medicine and completed her pediatric 
residency and pediatric gastroenterology and nutrition fellowship at 
Baylor College of Medicine/Texas Children's Hospital. She was full 
time faculty within the Division of Pediatric Gastroenterology and 
Nutrition at Baylor College of Medicine until 2000 when she moved to 
join the full-time faculty within the Department of Pediatrics/Division 
of Pediatric Gastroenterology at Johns Hopkins School of Medicine 
but remained adjunct faculty at Baylor College of Medicine directing the 
PWS Clinic at Texas Children's Hospital. Dr Scheimann completed a 
Masters in Health Sciences Management at Johns Hopkins School of 
Business in 2005. Dr Scheimann's focus of research interest has been 
in nutrition and obesity with special areas of interest in PWS and 
nonalcoholic fatty liver disease. She has authored or co-authored to 
date approximately 88 peer-reviewed publications in addition to 
book chapters, and meeting presentations. 

  

 

ALTHEA SHELTON, Vanderbilt University Medical Centre, USA  
althea.a.robinson@vumc.org 
Dr Althea Shelton is an Associate Professor of Neurology at 
Vanderbilt University Medical Center specializing in sleep medicine. 
She is involved in the diagnosis and treatment of pediatric sleep 
disorders and the teaching of neurology residents and fellows. She is 
board certified in neurology by the American Board of Psychiatry and 
Neurology (2008) and board certified in sleep medicine (2011).  She 
is involved in the diagnosis and treatment of pediatric sleep disorders 
and the teaching of neurology residents and fellows. She is also a 
member of the Vanderbilt Kennedy Center, which works to improve 
the lives of people with intellectual and developmental disabilities 
and their families through research, service, training, dissemination, 
and educational advocacy. She is the sleep neurologist in the 
Vanderbilt multi-disciplinary PWS clinic. The focus of her research is 
on sleep problems in children        with  neurodevelopmental disorders 
(NDD), with expertise in treating sleep problems in individuals with 
PWS. Many sleep disorders can lead to sleep fragmentation and thus, 
sleep deprivation. Sleep fragmentation contributes to a myriad of 
behavioural, neuropsychological, and cognitive problems. Children 
with NDD, already vulnerable to these problems, are even more at 
risk if they have a co-existing sleep disorder. 
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HUBERT SOYER, PhD., Psychologist, Germany 
soyer.hubert@gmail.com 

Background: Ph.D., Psychology and Pedagogics, Catholic University 
of Eichstätt-Ingolstadt, 2003. Dissertation: Studies on social and 
therapeutic pedagogy of Prader-Willi Syndrome. Diploma: 
Psychology, Catholic University of Eichstätt-Ingolstadt, 1999. 
Teaching profession for Primary and Secondary School and Special 
Education School, 1977. Associate lecturer at the Chair for Social 
Education at the Catholic University of Eichstätt- Ingolstadt since 
1999. General Manager of Regens Wagner Absberg - 1994. 

Regens Wagner Absberg is an institution for adult handicapped 
people offering facilities for living and working. For 20 years the 
institution has offered a special treatment for people with Prader-
Willi Syndrome. Since this time there is cooperation with the Zentrum 
für Neuropsychologie – Trier and the Catholic University of Eichstätt-
Ingolstadt for research on the subject of Prader-Willi Syndrome. 
IPWSO Board: Co-opted Board member, June 2011. Professional 
Providers & Caregivers’ Advisory Board: Board member. Organizer 
of the International PPCB Conferences 2018 in Munich, 2012 in 
Wildbad Kreuth, 2009 and 2008 in Herne, Germany together with Dr. 
Norbert Hödebeck-Stuntebeck and the Board members of PPCB. 

Hubert is Managing director in the newly established, non-profit 
company, Prader-Willi-Syndrom Institut Deutschland. 

  

 

JORGELINA STEGMANN, MD, President of SPINE Foundation. 

Argentina. 

jstegmann@spine.org.ar 

Jorgelina Stegmann is a clinician and graduated from the Faculty of 
Medicine of Buenos Aires University (2002), with specialization in 
Psycho-immuno-neuroendocrinology from Favaloro University 
(2004) with a major in Psycho-neuropharmacology. Since 2004, 
Jorgelina is president of Fundación SPINE, member of the Latin 
American PWS Committee, and member of the Rare Diseases 
Committee at the National Ministry of Health and Social 
Development.  

Before that, she worked in internal medicine services at public 
hospitals and private clinics. Jorgelina has over 18 years of experience 
in transdisciplinary healthcare approach of people with PWS and 
their caregivers. She has recently launched RDCom, a start-up aimed 
at the Rare Diseases’ community, that collects and systematizes 
validated clinical protocols and guidelines. Jorgelina has published 
and presented widely. 
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THERESA STRONG, PhD, Foundation for Prader-Willi Research, 
USA 
Theresa.strong@fpwr.org 

Theresa Strong, PhD, is a co-founder and Director of Research 
Programs at the Foundation for Prader-Willi Research (FPWR, 
www.fpwr.org), a non-profit organization that supports research to 
advance the understanding and treatment Prader-Willi syndrome 
(PWS). Theresa has a PhD in genetics and led a research lab focused 
on gene therapy for cancer as a Professor at the University of 
Alabama at Birmingham (UAB), prior to transitioning to a full-time 
position at FPWR. She remains a Volunteer Adjunct Professor at UAB. 
At FPWR, she directs the grant program, co-leads the PWS Clinical 
Trials Consortium (https://www.fpwr.org/pws-clinical-trial-
consortium) is principal investigator for the Global PWS Registry 
(https://www.pwsregistry.org/).  She is active in the broader patient 
advocacy community as well, serving on the steering committee of 
the Clinical Trials Transformation Initiative (CTTI, https://ctti-
clinicaltrials.org/ ), acting as a mentor in the Chan Zuckerberg 
Initiative “Rare as One” Project, and having served as a member of 
the US Food and Drug Administration (FDA) Patient Engagement 
Collaborative.  Theresa and her husband Jim have four children, 
including a young adult son with PWS. 

  

 

DON TALLON, Parent and Trustee, PWSAI, Ireland 
dontallon@gmail.com 

Don is dad to Richard, age 42. Richard was diagnosed with PWS in 
1982, when he was three years’ old. Excessive weight gain after 
numerous admissions to Crumlin Children’s Hospital led to the 
diagnosis. Since Richard was a young age, Don has been advocating 
on his behalf. First, he became involved in the parents’ committee of 
the special school which he attended. Then he researched other 
models of special education in Ireland and overseas which in turn led 
to him getting involved in efforts to establish PWS-specific services in 
various organisations in Ireland. Don describes the impact of PWS on 
family life as being seismic. The impact of PWS within the family home 
alters the dynamic for all who live within. But he emphasizes that if 
it’s tough for parents and siblings, we must always realise how much 
more difficult it is for the individual affected. Don and his family are 
extremely proud of Richard’s achievements, his bubbly personality 
and positive outlook on life. He is so determined to succeed in spite 
of his challenges. Don is eager to stress that all those who live with 
PWS require professional one-to-one care support from late 
teens/early twenties onwards to control hyperphagia and to assist 
and support them with daily activities. Constant support and 
reassurance are essential to reduce anxiety and deal with mental 
health issues.  
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For the future, Don hopes that all those who live with PWS will have 
access to regular planned PWS-specific respite care and residential 
or semi-independent care options. Don is married to Diane, and also 
has two adult daughters. Don’s hobbies include walking, gardening 
and PWS service development. He is one of three founder members 
of PWSAI and he is currently a member of the Board of Trustees. 

  

 

RICHARD TALLON, Welcome Committee, Ireland  
Richard has lived in PWS-specific residential care in the UK and Ireland 
since 1997.  
He currently takes human growth hormone injections and 
medication to prevent bone loss and osteoporosis. Indeed, he was 
the first person with PWS in Ireland or England to receive growth 
hormone therapy. Richard has now started a wellness programme of 
exercise delivered by a physiotherapist in order to compensate for 
his scoliosis and to keep his muscles moving as he gets older. 

  

 

MICHAEL TAN, RD, CDA University of Florida, USA 
michaelt@ufl.edu 

Michael is a Registered Dietitian (RD), Certified Diabetes Educator in 
the Division of Pediatric Endocrinology at the University of Florida – 
College of Medicine. He has a passion for educating, diabetes, and 
nutrition and also has experience as a Clinical RD in acute care. In his 
current role he specializes in type 1 and type 2 diabetes, Prader-Willi 
Syndrome, and pediatric obesity. He graduated with a B.S. (summa 
cum laude) in Nutrition and Dietetics from the University of North 
Florida (UNF) in May 2015. 

  

 

HAROLD van BOSSE, MD, IPWSO, PWSA|USA, USA 
HvanBosse@iCloud.com 
Harold J.P. van Bosse, M.D. has been practicing pediatric orthopaedic 
surgery exclusively since completing his orthopaedic residency at the 
University of Illinois in Chicago in 1994, and his fellowship at 
Toronto’s Hospital for Sick Children in 1995. His interest in Prader-
Willi syndrome developed from treating a 2-year-old child with PWS 
and severe scoliosis. Through that patient, Dr. van Bosse was 
introduced to the community of specialists caring for children with 
PWS, joining them to round out the comprehensive care of these 
challenging and rewarding patients. Treatment includes addressing 
delays in milestones, flexible flat feet, hip dysplasia, and spine 
deformities. Much of his efforts have been treating the very young 
child with PWS and spine deformities. For these children, treatment 
devoted to the least invasive modalities that will preserve spinal 
growth and chest development. These include bracing, spinal casting 
and expandable implants, to avoid a spinal fusion during childhood. 
Dr. van Bosse is a member of the Clinical and Scientific Advisory 
Board of IPWSO,             the  Clinical Advisory Board of PWSA-USA, and has 
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enjoyed giving talks on the orthopaedics of PWS  at PWSA-USA, FPWR, 
PWANY and PWCF meetings over the years. 

  

 

OLIVIA VEATCH, PhD, Assistant Professor, University of Kansas 

Medical Center, USA 

oveatch@kumc.edu 

Dr Olivia J. Veatch is an assistant professor in the department of 
Psychiatry and Behavioral Sciences at the University of Kansas 
Medical Center. She earned her M.S. in Molecular Biosciences and 
Bioengineering from the University of Hawai’I in Honolulu, HI in 2006 
and her PhD. In Human Genetics from Vanderbilt University in 
Nashville, TN in 2013. She also has professional training in 
translational bioinformatics and received a Certificate in Biomedical 
Informatics at the University of Pennsylvania in 2018. Dr Veatch’s 
research focuses on combining evidence from the laboratory with 
the power of computers to find ways that genetics can help inform 
healthcare for people with neurodevelopmental syndromes and 
conditions. She has particular interests in understanding the genetics 
connecting Prader-Willi syndrome and sleep/circadian disruptions 
with the ultimate goal to inform treatment for sleep problems in 
these individuals. 

  

 

MARINA VERBIVSKAYA, Parent, Founder and Head of PWS 
Russia.  
verbivskaya@gmail.com 

Marina is the founder and head of PWS Russia. There are around 300 
people known to the association, but Marina believes the syndrome 
is under-diagnosed and there are very many more people; she is 
working to increase awareness amongst families and professionals. 
Marina hopes to organise conferences and better support systems 
and is attending IPWSO 2022 to network and learn more. 

  

 

VERENA WANKER-GUTMANN, PWS Austria, IPWSO Board 
Member and Member of the Parents Conference Planning 
Committee 
verenagutmann29@gmail.com 

I am from Austria where I developed the Austrian PWS Association 
and was chairperson for 10 years. I am mother to a 32-year-old 
daughter with PWS. I have been a Board member of IPWSO since 
2016.  I was an Educator and head of the department and responsible 
for educational management of 100 adolescents. I was asked to focus 
on puberty issues, and I organised several talks and workshops. 
Subsequently I conducted lectures and workshops in organisations 
and colleges for caregiver education with a focus on “Handicapped 
sexuality”. One of my main interests now is PWS and sexual issues, 
gathering more experience and working with PWS caregivers and 
people living with PWS. 

mailto:oveatch@kumc.edu
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KATE WOODCOCK, Reader in Applied Clinical Psychology, 
University of Birmingham, UK 
k.a.woodcock@bham.ac.uk 

Dr Kate Woodcock is a Reader in Applied Clinical Psychology at the 
University of Birmingham, where she leads a research group.  Before 
moving to the University of Birmingham in 2017 as a Senior Lecturer, 
Kate held a Lectureship in Atypical Development at Queen’s 
University Belfast from 2014. Between 2009 and 2014, Kate worked as 
a postdoctoral researcher, including 3 years at the Cerebra Centre for 
Neurodevelopmental Disorders at the University of Birmingham, and 
2 years at the Cultural and Social Neuroscience Laboratory at the 
School of Psychology, Peking University, China. 

The Kate Woodcock Research Group focuses on developing scientific 
knowledge that is directly relevant for supporting young people who 
are in need, for example because of neurodevelopmental disorder, 
neurodiversity, transient or ongoing adversity, socioeconomic or 
family background. Our scientific enquiry aims to understand how 
psychological factors contribute to challenges that young people 
face, which are recognised as key priorities by young people, their 
caregivers and educators. Much of our work then builds on the 
inferences of this enquiry to develop evidence-based support 
strategies aiming to reduce the challenges that young people 
experience. In such intervention development work a core ethos of 
our group is collaboration with stakeholders. We work in partnership 
with young people, their caregivers and their educators to develop 
support strategies collaboratively, which are designed from the 
beginning to best meet their needs. The intervention strategies we 
develop draw on a wide range of interdisciplinary expertise, including 
novel blends of digital technology and arts-informed approaches. 
The focus on young people with neurodevelopmental disorders in 
important lines of our research is in line with Kate's long-term 
research interest in genetic neurodevelopmental disorders, such as 
Prader-Willi syndrome. In line with this interest, Kate is also a trustee 
and member of the board of the International Prader-Willi Syndrome 
Organisation. 
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XIN HUI YEO, BDS, MFDS, RCPS (Glasgow), PgDip Sed, PgCert Dent 
Ed, MAcadMEd.  
x.yeo@nhs.net  

Since graduating with commendation from the University of Glasgow 
in 2015, Xin has worked across different settings of dentistry 
including General Dental Practice, Oral and Maxillofacial Surgery, 
Special Care and Paediatric dentistry. She is now working as a full-
time specialty registrar in Special Care Dentistry at the Royal London 
Hospital. Xin enjoys working with different teams in coordinating 
care for patients in hospital setting and is a strong advocate of 
inclusivity and equitable care. She takes pride in removing barriers to 
care and in providing quality dental care to anxious and special care 
patients. She has a special interest in restorative dentistry and is 
currently undergoing postgraduate training in dental implantology 
at the University of Bristol. She has presented at numerous local, 
national and international conferences and has enjoyed the 
opportunities to network and grow. Outside work, she enjoys 
reading, nature walks and bouldering. 
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IPWSO TRAVEL AND STRATEGIC GRANT SCHOLARSHIPS 2022 

With generous support from Friends of IPWSO (USA) IPWSO was delighted to offer travel 

scholarships and strategic grant funding to the following individuals to enable their attendance 

at IPWSO 2022. 

 

Georgian Apostol 

(Romania)  

Parent 

I want to share ideas and 

learn about best 

practices. 

 
 

Leticia Guida  

(Brazil)  

Professional 

I am a researcher at 

Fernandes Figueira-

Fiocruz and I work 

closely with the Brazilian 

PWS Association. 

 

Karin Clarke  

(South Africa)  

Parent 

I am chairperson for the 

PWS Support Group in 

South Africa. 

 

Lauren Jenner  

(UK)  

Student 

I am a PhD student 

researching autism in 

PWS at the University of 

Surrey. 

 

Gabriela Erazo 

(Ecuador)  

Parent 

There is little knowledge 

about PWS in Ecuador. 

We need international 

support. 

 
 

Veronica Lepe  

(Russia)  

Deputy Head of PWS 

Russia 

I am helping to raise 

awareness of PWS in my 

country. 

 

Jorge Estanislao La 

Serna Infantes 

(Peru)  

Professional 

I am a Clinical Geneticist 

working to create a 

multidisciplinary team in 

Peru. 

 

 

Esther Mwangi Maina 

(Kenya)  

Professional 

I am a Medical and 

Molecular Geneticist and 

want to raise awareness 

of PWS in Kenya. 
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Zsófia Gács  

(Hungary)  

Professional 

I am a paediatric 

endocrinologist and I 

regularly see patients 

with PWS at 

Semmelweis University 

Hospital in Hungary. 

 

Walaa Mohamed  

(Egypt) 

Parent  

I am a mother to a 13-

year-old boy with PWS 

and we want to establish 

a PWS organization in 

Egypt. 

 

Rebeka Parkanyi 

(Hungary)  

Student 

I am a medical student at 

Semelweis University, 

undertaking research into 

the challenges faced by 

families of people living 

with PWS. 

 

Marina Verbivskaya 

(Russia)  

Parent 

I am founder and head of 

PWS in Russia where the 

syndrome is under-

diagnosed. 

 

Tara Tayib  

(Iraq)  

Professional 

I work as a paediatric 

endocrinologist and I 

want to improve my 

understanding of PWS. 
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THE IPWSO SONG: FLY HIGH 

  

We come here together 
to meet with each other, 
to share our life stories, 
to tell of our glories; 
sometimes it’s not easy 
to always be different, 
but you are my friend here 
and you understand me... 
 
Across the world’s oceans, 
across the world’s skies 
we join hands together 
and love makes us fly high! 
 
We’re brothers, we’re sisters, 
we’re part of the family 
that binds us together 
from coastland to city; 

Like droplets of rainfall 
we flow like a river, 
combining our wisdom 
like powerful sea... 
 
Across the world’s oceans, 
across the world’s skies 
we join hands together 
and love makes us fly high! 
 
So let us stand tall now, 
let’s stand tall with pride. 
Let’s celebrate life now, 
both your life and mine; 
we stand on the same side 
‘though we live apart 
just knowing you’re there friend, 
stays deep in my heart... 
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