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IPWSO 2022 CONFERENCE SPONSORS 

 

Novo Nordisk For almost 100 years, Novo Nordisk has been 
translating the unmet medical needs of people living with a serious 
chronic disease into innovative medicines and delivery systems, 
such as insulin pens. Novo Nordisk’s treatments today are 
benefiting millions of people living with diabetes, obesity, and rare 
blood and endocrine diseases. Novo Nordisk prides itself on 
discovering and developing innovative biological medicines and 
making them accessible to patients throughout the world. 

 Platinum Sponsor: Clinical and Scientific Programme Day 1 

 

Radius Health is a global biopharmaceutical company focused on 
addressing unmet medical needs in the areas of bone health, 
neuroscience, and oncology. Our Neuroscience Group is centered 
around the clinical development of our investigational synthetic 
cannabidiol oral solution (RAD011), initially focused on the 
treatment of Prader-Willi syndrome. Our team works 
collaboratively and relentlessly to advance our therapies, all with 
the goal of improving the lives of patients, their families, and their 
caregivers. 

 Platinum Sponsor: Clinical and Scientific Programme Day 2 

 

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 

https://www.novonordisk.com/
https://radiuspharm.com/
https://friendsofipwso.org/
https://friendsofipwso.org/
https://www.fpwr.org/
https://resilience.ie/
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Saniona, based in Copenhagen, Denmark and Boston MA, USA, 
is a biopharmaceutical company focused on discovering, 
developing, and delivering innovative treatments for rare disease 
patients around the world. The company’s lead product candidate, 
Tesomet, is in mid-stage clinical trials for the rare diseases Prader-
Willi syndrome and hypothalamic obesity. Saniona also has a 
broad pipeline derived from its proprietary ion channel discovery 
platform. 

 
Gold Sponsor: Programmes for Professionals 

 

Soleno Therapeutics is developing DCCR, a once daily tablet, to 
treat individuals with PWS. DCCR’s unique mode of action targets 
multiple areas in the body and has the potential to reduce 
hyperphagia and associated food seeking, increase satiety, 
decrease insulin and leptin resistance, reduce body fat, and 
improve several behaviors characteristic of PWS. We have 
completed a Phase 3 study and are working with regulatory 
authorities on paths to approvals. 

 
Gold Sponsor: Programmes for Professionals 

 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 

 

OT4B (Oxytocin for Babies) is a French start-up initiated and 
supported by the French Prader-Willi community, following 
promising academic research results. Our aim is to develop 
Oxytocin as the first early treatment for PWS to address oral and 
social skills deficiencies during the neonatal period, with a potential 
long-term impact on the disease trajectory. Further developments 
are also planned for older PWS patients. Maithé Tauber, world-
renowned expert and coordinator of the national PWS reference 
center in Toulouse, is the driving force behind this innovative 
therapeutic approach. 

 

 

 

Silver Sponsor: Programmes for Professionals  

https://saniona.com/
https://soleno.life/
https://www.pwsausa.org/
http://www.ot4b.com/
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EPM is a pharmaceutical company dedicated to the development 
of innovative medicine based on cannabinoid acid derivatives, that 
do not exist in the plant. These unique synthetically produced 
molecules have a vast therapeutic potential to address unmet 
medical needs and improve patients’ health, mainly in the areas of 
metabolic disorders and inflammations. EPM’s first drug that will 
reach the clinical stage is intended for the treatment of hyperphagia 
and its comorbidities in people with Prader-Willi Syndrome.  

 
Silver Sponsor: Programmes for Professionals 

 

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 

 

ConSynance is a clinical-stage biopharmaceutical company 
focusing on rare diseases in the central nervous system, 
particularly those related to hypothalamic dysfunction. Our 
lead asset is CSTI-500, an experimental small molecule and 
potential first-in-class triple monoamine reuptake inhibitor (TRI) for 
treating hyperphagia in PWS. We recently received US FDA 
approval to study CSTI-500 in PWS patients, which will mark the 
first clinical study involving this population. We are initiating the 
clinical trial in Q3 of 2022 in the US. 

Bronze Sponsor: Coffee Break Day 1 - Clinical and Scientific Programme 

 

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 

https://epmip.com/
https://www.prader-willi.ch/
http://www.consynance.com/
http://www.pwscare.co.uk/home.html
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Gedeon Richter Plc. (www.gedeonrichter.com), headquartered in 
Budapest/Hungary, is a major pharmaceutical company in Central 
Eastern Europe, with an expanding direct presence in Western 
Europe, in China and in Latin America. The product portfolio of 
Richter covers many important therapeutic areas, including 
Women's Healthcare, Central Nervous System and Cardiovascular 
areas. Having the largest R&D unit in Central Eastern Europe, 
Richter's original research activity focuses on CNS disorders. 

 
Bronze Sponsor: Programmes for Professionals 

 

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 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 

 

  

http://www.gedeonrichter.com/
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-Will Syndrome Organisation Conference which this 
year is being hosted at the University of Limerick. I want to 
acknowledge all 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 PraderWilli 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. 

 

  

U A C H TA R Á N  N A  h É I R E A N N ~ P R E S I D E N T  O F  I R E L A N D 
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WELCOME TO LIMERICK! 

July 2022 
 
It is our great pleasure to welcome delegates, colleagues, and friends to the 11 th 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. 
 
This is our 11th International Conference, and it is a notable, not only as it is our first time coming to Ireland, 
but also it is the introduction of our Interdisciplinary Conference. The need for a holistic approach to the 
treatment and support of people living with Prader-Willi syndrome demands that everyone involved, across 
all the allied professions - physical and mental health, in education, policy and social care, has an 
opportunity to come together to share their thoughts and ideas and consider how we can rethink the system 
to better reflect and meet the needs of people living with the syndrome. This is a vital and also an exciting 
development that will forge relationships, locally, nationally and internationally.  
 
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. 
 
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. Enjoy!  
 
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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IPWSO 2022 ORGANISING COMMITTEE 

 
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 
 
Jane Cox – Interdisciplinary Programme Lead, 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 - Project and Operations Manager 
 
Emma Walsh-Tierney - Children’s Programme Lead 
 
Kate Woodcock - Committee Member 
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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  



 

11th International Prader-Willi Syndrome Conference 2022 
INTERDISCIPLINARY CONFERENCE PROGRAMME 
Saturday 9 July 2022, University of Limerick, Ireland       
  

 
 
 

An interdisciplinary approach to the treatment, education and support  
of children and adults with Prader-Willi syndrome 

An interactive, educational meeting supporting competency development and knowledge sharing  
as part of the wider 11th International Prader-Willi Syndrome Organisation Conference 

 
This programme is for teachers, clinical and educational psychologists, doctors, mental health professionals, nurses, social workers, early educators, 

paediatric dentists and other professionals and clinicians interested in the holistic treatment and support of people with Prader-Willi syndrome. 

 
 Jonathan Swift Theatre – Main Building                                                                                                        Session Chairs - Jane Cox and Tony Holland 

09:15-09:20 Welcome Address: Jane Cox, PWSAI 

09:20-09:45 Changing perspectives on the support of people with PWS 
Norbert Hödebeck-Stuntebeck, PhD, PWS-InterNational, Germany 

09:45-10:15 An overview of the clinical characteristics, health problems and genetics of PWS 
Jennifer Miller, Paediatric Endocrinologist, University of Florida, USA 

10:15-10:45 Why people with PWS over-eat: causes, consequences, and management 
Tony Goldstone, Consultant Endocrinologist, Imperial College, London, UK 

10:45-11:15 Making sense of mental health and challenging behaviours 
Janice Forster, Developmental Neuropsychiatrist, Pittsburgh Partnership, USA 

11:15-11:45 Refreshments 

 Parallel Presentation A – Johnathan Swift Theatre – Main Building 
Session Chair – Tony Holland 

Parallel Presentation B – C1O60 
Session Chair – Jane Cox 

11:45-12:15 Monitoring and treating diverse physical health needs with particular 
reference to hormone deficiencies 
Charlotte Höybye, Endocrinologist, Karolinska University Hospital and 
Karolinska Institute, Sweden 

The Rest of PWS: The Impact of Learning Difficulties on Behaviour 
Linda Gourash, Paediatrician, Pittsburgh Partnership, USA 
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Please note: The Conference Planning Committee reserve the right to amend the content and timings of the programme, if deemed necessary.  

 

Interdisciplinary Workshop 1 

 Parallel Workshop A – Jonathan Swift Parallel Workshop B – C1O60 Parallel Workshop C – C1O61 

12:15-13:00 A Good Start: supporting children and 
families in the early years  
Edna Roche, Paediatric Endocrinologist, Trinity 
College Dublin and Rory Tierney, Parent 

The Complexity of Need: supporting older 
teenagers and adults 
Susanne Blichfeldt, Paediatrician, The Danish 
Prader-Willi Association and the Centre for Rare 
Diseases, Denmark and Jackie Gill, Parent 

School Matters: supporting the pupil with PWS 
in the school environment 
Elizabeth Roof, Dept of Psychology, Vanderbilt 
University, Tennessee, USA and Emma Walsh-
Tierney, Parent 

13:00-14:00 Lunch 

Interdisciplinary Workshop 2 

 Parallel Workshop A – Jonathan Swift Parallel Workshop B – C1060 Parallel Workshop C – C1O61 

14:00-14:45 ‘The right diet and exercise to the right 
person at the right time’: what do we need to 
consider in PWS? 
Christina Meade, Senior Paediatric Dietician, 
TUH, and Ann O’Neill, Parent 

Maintaining good mental health and wellbeing, 
and detecting and treating mental illness, 
including differences between genetic 
subtypes of PWS 
Max Deest, Dept of Psychiatry, Hannover Medical 
School, Germany and William Noone, MHID 
Clinical Nurse Manager, HSE, Ireland 
 

Pedagogical Matters: Responding to learning 
strengths and needs in PWS 
Larry Genstil, Sha’are Zedek Medical Centre, 
Israel and Jane Cox, St Catherine’s Special School 
and Parent 

Interdisciplinary Workshop 3 

 Parallel Workshop A – Jonathan Swift Parallel Workshop B – C1O60 Parallel Workshop C – C1O61 

15:00-15:45 Food security and problem behaviours: 
balancing choice and control and what are 
the options if it all goes wrong? 
Tony Holland, Psychiatrist, University of 
Cambridge & Marguerite Hughes, CEO IPWSO, 
and Parent 

Orthopedics: what’s the difference in PWS and 
what should be monitored and when to 
intervene? 
Harold van Bosse, Orthopaedic Surgeon & 
Member of the Clinical and Scientific Advisory 
Board, IPWSO 

Supporting safe and successful participation in 
employment, further education, and lifelong 
learning. 
Simon Harris, Minister for Further and Higher 
Education, Ireland (video link), Lynn Garrick, 
Programme Director, AME Community Services, 
Minnesota, USA, and Donnchadh Clancy, 
Principal, Inchicore College of FE and Parent 

15:45-16:00 Refreshments 

16:00-16:40 The Way Ahead: rethinking the system to reflect the need – panel and Q&A 
Susanne Blichfeldt, Jane Cox, Tony Holland, Norbert Hödebeck-Stuntebeck, Marguerite Hughes and Mac MacLachlan 

16:40-16:45 Close and Thank You, Tony Holland 

16:45-17:30 Drinks Reception sponsored by PWSAI 

 

The structure of the workshops will include very brief presentations from the facilitators (usually a parent and a professional) to set the scene followed by discussion and debate. 
We encourage you to reflect on your own experiences in whichever country you live and work and be prepared to share your thoughts and ideas. This is an opportunity to both 
inform others and be informed.   



TOPIC OVERVIEWS 
 
CHANGING PERSPECTIVES ON THE SUPPORT OF PEOPLE WITH PWS 
Norbert Hödebeck-Stuntebeck, PhD, PWS-InterNational, Germany  
nhs@pws-in.de 

For many years the care and support of people with PWS was very much guided by the thought: 
"We know what is good for you", a sentiment borne from best intentions. What we witnessed, 
however, was a lot of resistance and conflict, triggered by rigid structures. The many “no's”, the 
prohibitions and guidelines, although well meant, came from us, but often did not correspond 
to what the person with PWS wanted. Learning from mistakes and initiating the paradigm shift 
has been an arduous process for us over the last 20 years. 
  
Today, the care and support of people with PWS is oriented towards: 
• the acceptance of individuality 
• the consistent integration in planning  
• the development of independence and the reduction of external control  
• the enabling of the experience of self-efficacy 
• the transparency and honesty on the basis of the highest knowledge about PWS 
• enabling and dealing with failures and disappointments 
• improving personal well-being and quality of life. 
 
In summary, the care and support of people with PWS moves away from the path of rigid 
externally controlled structure to a co-designed framework that presents many developmental 
stimuli for the person with PWS. 

 
AN OVERVIEW OF THE CLINICAL CHARACTERISTICS, HEALTH PROBLEMS AND 
GENETICS OF PWS 
Jennifer Miller, MD, Paediatric Endocrinologist, University of Florida, USA 
millejl@peds.ufl.edu 

Dr Miller will discuss some common clinical issues and health problems seen in individuals with 
PWS. This talk will cover issues seen in infants, children, and adults with PWS and will briefly 
discuss genetics. 

 
WHY PEOPLE WITH PWS OVER-EAT: CAUSES, CONSEQUENCES AND MANAGEMENT  
Tony Goldstone, Clinical Senior Lecturer and Consultant Endocrinologist, Department 
of Brain Science, Imperial College London, UK  
tony.goldstone@imperial.ac.uk 

The hyperphagia in PWS results in increased hunger, decreased fullness, and a pre-
occupation with food. This is thought to result from abnormal development of the 
hypothalamus, a part of the brain controlling appetite, but there are also changes in some 
hormones that regulate appetite and likely abnormalities in other brain circuits involved in 
eating behaviour. The mechanisms by which the missing gene(s) in PWS lead to these 
abnormalities is not entirely certain and there are several possible pathways, including 
abnormal expression of transcription factors and processing of brain peptides. It is also unclear 
why some people may have more severe hyperphagia than others. Management of 
hyperphagia requires an environment with rigorous control of the access to food with promotion 
of physical activity. There has been limited success from clinical trials to date though several 
are still ongoing. Meanwhile, the benefits of specialist residential homes for adults with PWS 
are often lifesaving by providing a stable, food environment with experienced staff and carers. 
However, their limited geographical availability both nationally and internationally, delays 
navigating funding pathways, and issues around capacity and patient/family reluctance to 
consider such residential options can produce barriers to their utilisation. 
 
 

mailto:norbert.hoedebeck-stuntebeck@wittekindshof.de
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MAKING SENSE OF MENTAL HEALTH AND CHALLENGING BEHAVIOURS  
Janice Forster, MD, Developmental Neuropsychiatrist, Pittsburgh Partnership, 
Pittsburg PA, USA 

Behavior patterns in PWS are quite distinctive to the syndrome, but they are also unique for 
each person. As a result, it may be difficult to sort out what is “just PWS” across development, 
stress-related mood and behavior, or the onset of a mental health problem. The possibility of 
psychiatric illness increases during the teen and young adult years. This stage of life is a time 
of increased stress for the person with PWS and for their parents and carers as well. As stress 
increases, coping strategies diminish, and “typical” behaviors exhibited by the person with PWS 
intensify. Usually, this behavior change is met by a reactive response from parents, teachers, 
aids, and other carers. This response can either help to manage the escalating behavior or add 
to the cycle of stress to make the behavior worse. When a person’s behavior becomes 
“atypical,” interfering with their ability to function and to meet expectations across settings, it 
becomes a “symptom” that requires evaluation by a psychiatrist or mental health clinician. 
Many times, it is helpful to reduce the source of stress and increase the predictability and 
consistency of reinforcement from the environment. Although most mood and behavior 
problems have a gradual onset, psychosis may occur suddenly among persons with PWS, 
precipitating emergency evaluation to rule out a medical cause. Psychiatric medications may 
be required to restore mental status, stabilize mood, or modify the person’s response to the 
environment. Persons with PWS are very sensitive to psychiatric medications, and they may 
experience adverse effects or drug interactions.  This presentation will describe the impact of 
stress on mood and behavior, the essential elements of the mental health evaluation, and the 
hierarchy of interventions for mood and behavior stabilization and restoration in persons with 
PWS.  

 
MONITORING AND TREATING DIVERSE PHYSICAL HEALTH NEEDS WITH 
PARTICULAR REFERENCE TO HORMONE DEFICIENCES 
Charlotte Höybye, Karolinska University Hospital and Karolinska Institute, Sweden 
charlotte.hoybye@regionstockholm.se 

PWS is a complex, multi-symptomatic disease. In addition, a combined effect of reduced 
physical activity, hypotonia, and hyperphagia, increases the risk of morbid obesity and 
concomitant comorbidities. Furthermore, the hypothalamic dysfunction in PWS is 
associated with several endocrine deficiencies, including growth hormone (GH) deficiency, 
hypogonadism, hypothyroidism, and central adrenal insufficiency. In this presentation 
monitoring and treatment of diverse health needs will be discussed. Obesity and diseases 
secondary to it, such as diabetes, high blood lipids, respiratory diseases (pulmonary 
embolism, respiratory failure, and obstructive sleep apnoea), cardiovascular diseases 
(myocardial infarction, right cardiac dysfunction, and arterial dysfunction), abnormalities of 
the gastrointestinal system (delayed stomach emptying, gall stones and hernia), chronic 
leg oedema and venous thromboembolism are frequent in PWS. GH deficiency results in 
impaired growth velocity, short stature, a decrease in lean body mass and an increase in 
body fat, as well as poor quality of life. Sex hormones are important for appearance of 
body gender, body composition, bone mineral density, fertility, and quality of life. 
Hypogonadism is very common in PWS, and a complete pubertal development is rare. 
The severity and clinical manifestations of hypogonadism are variable and dependent on 
age. An increase in weight, lethargy and low body temperature characterise 
hypothyroidism and hypothyroidism has been reported with a high frequency in children 
but not in adults. Adrenal insufficiency is characterised by fatigue, weight loss and 
insufficient response to stress, but            most studies indicate that this condition is very rare in 
PWS. Proper, intensive, and coordinated monitoring and management of different medical 
conditions are crucial to diminish negative health consequences and improve quality of 
life for  individuals with PWS. Diagnosis and replacement of hormone deficiencies are 
important along with prevention of obesity and treatment of comorbidities for optimal care 
in adults with PWS. 
 
 

mailto:charlotte.hoybye@regionstockholm.se
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THE REST OF PWS: THE IMPACT OF LEARNING DIFFICULTIES ON BEHAVIOUR 
Linda Gourash, Pittsburg Partnership, Pittsburg, PA, USA 

Although PWS is best known for hyperphagia, endocrine and regulatory problems localized in 
the hypothalamus, there are many clinical signs of more global brain differences that emerge 
throughout the childhood. This presentation explains a model of brain difference in PWS that 
consists of drive dysregulation, repetitive motor behavior, emotional reactivity, difficulties with 
learning and memory, and impaired judgment. This neuropsychiatric model underscores that 
although PWS personality traits are predetermined, their expression in each person may result 
in a different profile and is heavily influenced by the physical and social environment. By 
learning about syndromic patterns of learning and behavior in PWS, we can interpret behavior 
more accurately and provide more effective educational and home-based supports. 
 
 
PARALLEL WORKSHOPS  

Parallel workshops exploring diet, exercise, the complexity of need, food security, 
orthopaedics, education, and lifelong learning as well as mental health and wellbeing will be 
held over the course of the afternoon. The structure of the workshops will include very brief 
presentations from the facilitators, usually a parent and a professional, to set the scene 
followed by discussion and debate. We encourage you to reflect on your own experiences in 
whichever country you live and work and be prepared to share your thoughts and ideas. This 
is an opportunity to both inform others and be informed.  
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Radius Health is a global biopharmaceutical company focused on addressing 
unmet medical needs in the areas of bone health, neuroscience, and oncology. 
Our Neuroscience Group is centered around the clinical development of our 
investigational synthetic cannabidiol oral solution (RAD011), initially focused on 
the treatment of Prader-Willi syndrome. Our team works collaboratively and 
relentlessly to advance our therapies, all with the goal of improving the lives of 
patients, their families, and their caregivers. 

 

 

 

For almost 100 years, Novo Nordisk has been translating the unmet medical 
needs of people living with a serious chronic disease into innovative medicines 
and delivery systems, such as insulin pens. Novo Nordisk’s treatments today 
are benefiting millions of people living with diabetes, obesity, and rare blood 
and endocrine diseases. Novo Nordisk prides itself on discovering and 
developing innovative biological medicines and making them accessible to 
patients throughout the world.
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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 
 

http://www.fpwr.org/
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Saniona, based in Copenhagen, Denmark and Boston MA, USA, is a 
biopharmaceutical company focused on discovering, developing, and delivering 
innovative treatments for rare disease patients around the world. The company’s 
lead product candidate, Tesomet, is in mid-stage clinical trials for the rare 
diseases Prader-Willi syndrome and hypothalamic obesity. Saniona also has a 
broad pipeline derived from its proprietary ion channel discovery platform. 

 

 

 

 

http://www.resilience.ie
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Soleno Therapeutics is developing DCCR, a once daily tablet, to treat individuals 
with PWS. DCCR’s unique mode of action targets multiple areas in the body and has 
the potential to reduce hyperphagia and associated food seeking, increase satiety, 
decrease insulin and leptin resistance, reduce body fat, and improve several 
behaviors characteristic of PWS. We have completed a Phase 3 study and are 
working with regulatory authorities on paths to approvals. 
  

 

 

 

 

 

 

https://www.pwsausa.org/
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SPEAKER BIOGRAPHIES 

 

SUSANNE BLICHFELDT, MD, The Danish Prader-Willi Association. 
IPWSO Clinical and Scientific Advisory Board (CSAB), Denmark   
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 42-year-old 
son living with PWS. 

  

 

DONNCHADH CLANCY, Principal Inchicore College of Further 
Education, Dublin, Ireland 
donnchadh.clancy@inchicore.cdetb.ie 

Donnchadh Clancy has been working in the education sector in Ireland for 
over 30 years. He is Principal of Inchicore College of Further Education, a 
constituent college of the City of Dublin Education and Training Board 
(CDETB), Ireland’s largest provider of state-funded Further Education and 
Training and Lifelong Learning services to adults. Donnchadh is Chairperson 
of the Quality Assurance Development Group for City of Dublin ETB, which 
develops policy and procedures for the quality assurance of teaching, 
learning and assessment of all City of Dublin ETB services and the 
Professional Learning and Development of its staff. Originally a teacher of 
Economics, Business and ESOL to teenagers and adults, he holds a Masters 
Degree in Education and Training Management from Dublin City University, 
a Bachelors Degree in Economics and Politics and a Higher Diploma in 
Education from University College Dublin.  Donnchadh’s 21-year-old 
daughter, Clara, has Prader Willi Syndrome. He is a Member of the 
Residential and Respite Sub Committee and the Education Sub Committee 
of Prader Willi Syndrome Association Ireland. 

  

 

JANE COX, PWSAI Trustee and IPWSO Planning Committee 
Member – Interdisciplinary Programme, Ireland  
Jane.cox@pwsai.ie  

Jane is married to Ted and they have four children; their youngest, Laura, 
aged 22, has a diagnosis of PWS (UPD) and is in supported living. Originally 
a teacher of Ancient Greek and Latin, Jane developed an interest in Special 
Education following Laura’s birth. Her Special Education teaching experience 
is primarily in Severe Profound Multiple Disability, and she has taught pupils 
with a variety of rare syndromes. Jane lectures part time on Special Education 
for the B.Ed Montessori in SMSI and is an annual guest lecturer on PWS on 
Dublin City University’s Higher Diploma in Special and Inclusive Education. 
Jane is a member of the National Working Group on PWS. Jane joined the 
PWSAI Board in 2020 and is a Member of the Planning Committee for IPWSO 
2022 - Interdisciplinary Programme. 

  

mailto:s.blichfeldt@dadlnet.dk
mailto:donnchadh.clancy@inchicore.cdetb.ie
mailto:Jane.cox@pwsai.ie
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MAXIMILLIAN DEEST, Psychiatrist, Hannover Medical School, 
Germany 
deest.maximilian@mh-hannover.de 

Maximillian Deest studied medicine at the Hannover Medical School. Since 
2017 he has worked as a resident at the Department of Psychiatry, Social 
Psychiatry and Psychotherapy at Hannover Medical School where he is a 
member of the Outpatient Department for Mental Health in Rare Genetic 
Disorders. He is author of the guide “Mental Health in Prader-Willi syndrome” 
which was published in cooperation with the Prader-Willi Syndrome 
Association Germany. He has been a member of the DFG-funded clinical 
scientist program PRSCTIS at Hannover Medical School since 2019. His 
research focuses on mental health in neurodevelopmental disorders with a 
special interest in psychosis. He has a strong interest in the genetic and 
epigenetic mechanisms underlying mental disorders. 

  

 

JANICE FOSTER, MD, Developmental Neuropsychiatrist, 
Pittsburgh 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 
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). 

  

 

LYNN GARRICK, Programme Director, AME Community Services, 
Minnesota, USA 
lynn@amecommunity.com 

Lynn is the mother of 5 children. The youngest was diagnosed with PWS as 
an infant. She is a registered nurse and works as a Programme Director for 
AME Community Services which is a residential provider for those living with 
PWS. In addition to her professional involvement with AME Community 
Services Inc., she has been a board member of the Minnesota Prader-Willi 
Syndrome Association for the past 15 years, serves as the medical research 
and coordinator for PWSA | USA and is on the board of trustees for IPWSO. 

  

mailto:deest.maximilian@mh-hannover.de
http://www.pittsburghpartnership.com/
mailto:lynn@amecommunity.com
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 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 Clinical for people with 
PWS, Sha’are Zedek Medical Centre, Jerusalem, Israel, where he has 
worked since 1996. Larry partially retired in 2020 and now works as a 
consultant for the group home. 

  

 

JACKIE GILL, IPWSO Parents Conference Planning Committee and 
Moderator, UK 
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. 

  

 

TONY GOLDSTONE, Clinical Senior Lecturer and Consultant 
Endocrinologist, Department of Brain Science, Imperial College 
London, UK    
tony.goldstone@imperial.ac.uk 

Tony Goldstone is PI and Head of the PsychoNeuroEndocrinology Research 
Group, in the Division of Psychiatry, Department of Brain Sciences, at 
Imperial College London, based at the Hammersmith Hospital, London, in the 
UK. He attended medical school at Cambridge and Oxford Universities and 
works clinically as an adult Consultant Endocrinologist at Imperial College 
Healthcare NHS Trust, London. He is a Fellow of The Obesity Society. He 
has researched and published on neuroendocrine and metabolic 
abnormalities in Prader-Willi syndrome (PWS) and early-onset severe 
obesity, particularly investigating the causes of hyperphagia and obesity, 
through clinical, post-mortem, animal model, genetic, interventional, fat and 
brain imaging studies. He runs a specialist adult clinic for genetic obesity 
including PWS, and has been involved in several clinical trials for the 
treatment of hyperphagia in PWS (DESTINY, ZEPHYR, SCOUT-015, 
Liraglutide). He was Scientific Co-Chair of the 1st International Hyperphagia 
Conference in 2009, and has been a member of the Scientific Committee for 
the 2nd PWS Expert meeting, Toulouse, France in 2006; 6th PWS 
International Conference, Romania in 2007; 2nd International Hyperphagia 
Conference, USA in 2012; 8th PWS International Conference, UK in 2013; 
PWS Expert Meeting, France in 2014; and has been a member of the 
Scientific Advisory Board, Foundation for PWS Research (FPWR) since 
2014, and a clinical advisor to the UK PWS Association since 2007. 

  

mailto:genstil@gmail.com
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LINDA GOURASH, MD, Pittsburgh Partnership: Specialists for 
Prader-Willi Syndrome, USA 

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 Behavioural 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 behavioural/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 by 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.  

  

 

SIMON HARRIS, Minister for Further and Higher Education, 
Research, Innovation and Science, House of the Oireachtas, Ireland 
simon.harris@oireachtas.ie 

Simon Harris was born in County Wicklow, Ireland, in 1986. He first became 
involved in local politics as a fifteen-year-old when he set up the North 
Wicklow Triple A Alliance to help the families of children with autism spectrum 
disorders and attention deficit disorders. He lobbied politicians to get better 
facilities to allow children with such disabilities to be integrated into 
mainstream education. He was appointed to his current role on 27 June 
leading a new department in the government. Simon Harris is the eldest of 
three children; he has a younger sister and a younger brother. His brother, 
Adam, is the CEO of the national autism charity foundation AsIAm, who was 
himself diagnosed with autism at a young age. Harris has credited his brother 
for inspiring him to get involved in autism advocacy early on in his political 
career. 

  

 

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 2021 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 IPWSO’s Professional Providers 
and Caregivers Board (PPCB) and is today a member of PPCB and was the 
(co)organizer of all IPWSO caregiver conferences since the first in Romania 
in 2007. Since 2015 he has been the CEO of the PWS 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 area of interest is obesity.  

  

http://www.pittsburghpartnership.com/
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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. 

  

 

CHARLOTTE HÖYBYE, MD, PhD, Department of Endocrinology, 
Karolinska University Hospital, Stockholm, Sweden 
charlotte.hoybye@regionstockholm.se 

Background: 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. 
 
 
 

 

mailto:tonyipwso@gmail.com
http://www.ciddrg.org.uk/
mailto:charlotte.hoybye@regionstockholm.se
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MALCOLM MacLACHLAN, Professor of Psychology and Social 
Inclusion, Maynooth University, Ireland 
mac.maclachlan@mu.ie 

Mac is Professor of Psychology and Social Inclusion, and Co-director of the 
ALL (Assisting Living & Learning) Institute at Maynooth University, Ireland. 
He is also the Clinical Lead for the National Clinical Programme for People 
with Disabilities in the HSE (Irish Health Service). Previous appointments 
include holding a Personal Chair in Global Health at Trinity College Dublin 
and being Head of the Department of Psychology at the University of Malawi. 
Mac has also held visiting professorships at the universities of Stellenbosch, 
Olomouc and Harvard. He has worked as clinical psychologist, academic, 
organisational consultant and policy adviser in Europe, Asia, Africa and South 
America, with government, civil society, industry and United Nations 
agencies. Mac is currently Research & Innovation Lead for WHO’s Global 
Collaboration on Assistive Technology (GATE) programme. From 2014-2019 
he was Knowledge Management Lead for the United Nations’ Partnership for 
the Rights of Persons with Disabilities (UNPRPD). He is a Fellow of the 
Psychological Society of Ireland, the British Psychological Society, and the 
Rehabilitation & Engineering Society of North America, and a Member of the 
Royal Irish Academy. He is the recipient of a number of awards, including the 
American Psychological Association’s International Humanitarian Award 
(2014), the Royal Irish Academy’s Gold Medal for Social Science (2017) and 
the British Psychological Society's Award for Promoting Equality of 
Opportunity (2018). Having retired from 20 years as a part-time farmer he is 
paying back his carbon debt - between air miles and livestock emissions - 
with broad-leaf trees planted on perfectly good grazing pasture; much to his 
neighbours’ dismay. For relaxation he sails and swims & watches the grass 
grow.  

  

 

CHRISTINA MEADE, Senior Paediatric Dietician, Tallaght University 
Hospital, Dublin, Ireland 
Christina.meade@tuh.ie 

Christina is a senior paediatric dietitian. She has worked in both adult and 
paediatric dietetic services in both the community and in acute hospital 
settings. She currently works in CHI Tallaght and has worked there for the 
last 12 years. She is a member of the Prader Willi Syndrome multidisciplinary 
team in CHI Tallaght. Recent publications include an assessment of Quality 
of Life and Caregiver Burden in PWS and an Evaluation of Growth and 
Dietary Intake in Children with PWS. 

  

 

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 specialises in the care and treatment of individuals with PWS 
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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28 
 

 

WILLIAM NOONE, Mental Health Services for Adults with 
Intellectual Disabilities, HSE, Ireland 
william.noone@hse.ie 

William has worked in the mental health services for adults with an intellectual 
disability for over 25 years in both Dublin and Wicklow, working within teams 
that include psychology, psychiatry, and community nursing. William has 
significant experience in helping adults and their   families access appropriate 
mental health supports both at home and in residential settings. He has 
worked in collaboration with many voluntary agencies and the HSE in 
providing training to staff and service users in person centred care. One of 
his main roles is supporting adults with mental health difficulties in the 
community, working in conjunction with families and residential services and 
the mental health services to provide extra supports where needed to ensure 
timely and effective treatment at home. He has particular interest in the 
transition of young adults from child to adult services ensuring they get timely 
and suitable supports to manage this change successfully. 

  

 

ANN O’NEILL, Parent and PWSAI Family Liaison, Ireland  
Annosmile1@hotmail.com 

I have a son Oisin, aged 18, who lives with PWS. My entire qualification is 
learnt through my life with Oisin and Prader-Willi Syndrome - trying and 
failing, trying and succeeding - and on and on we go, and we are still learning, 
both of us, and our family. 
 

  

 

PROFESSOR EDNA ROCHE, University of Dublin, Ireland 
rocheef@tcd.ie 

Edna Roche is Professor in Paediatrics at the University of Dublin, Trinity 
College Dublin and a consultant paediatrician and paediatric 
endocrinologist at Children’s Health Ireland (CHI) at Tallaght University 
Hospital. She qualified in Medicine at Trinity College where she also 
obtained her Doctorate. She 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 by the Minister for Health in 2020. Professor Roche 
is the professional delegate for Ireland for the International Prader-Willi 
Syndrome Organisation. 
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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 the 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. 

  

 

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 PWS 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 enjoyed giving talks on the orthopaedics of PWS       at PWSA | 

USA, FPWR, PWANY and PWCF meetings over the years. 
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RORY TIERNEY, Parent and PWSAI Trustee, Ireland 
info@pwsai.ie 

Rory has been involved with PWSAI since 2013 soon after his son Henry was 
born. Henry was diagnosed with PWS in 2012. Rory was involved in the 
organisation of the 2014 Galway cycle fundraiser before joining the Board in 
2015. Rory has organised many fundraising activities for PWSAI He has a BA 
degree from the National University of Ireland, Maynooth, and has worked in 
many areas of retail management. Rory lives in Galway with his wife Emma 
and sons Henry and Billy. 

  

 

EMMA TIERNEY-WALSH, Parent and PWSAI Secretary, Ireland 
info@pwsai.ie 

Emma lives in Galway with her husband Rory and sons Henry and Billy. She 
has a degree in Genetics and Bioinformatics from the National University of 
Ireland, Maynooth. Emma has worked in administration and management 
and joined the board of PWSAI in 2013. Emma is the current secretary of the 
association and is the point of contact for many families. Emma’s first child 
Henry was born in 2012 and diagnosed with PWS shortly after birth. 
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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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