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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
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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
Medical Alerts Booklet
Grief Support
Parent Mentor
24-Hour Emergency Hotline
School Support
Biennial Convention
Medical 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
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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
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
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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
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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

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.

Michael D. Higgins
Uachtarán na hÉireann
President of Ireland
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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.

The support of prominent experts from across the world is invaluable – very many thanks and 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.
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.

Tony Holland
President, IPWSO

Anthony Carr
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!
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IPWSO 2022 ORGANISING COMMITTEES
Jean Phillips-Martinsson IPWSO Honorary President
Anthony Holland
Anthony Carr
Amalia Balart

Gary Brennan

Daniel J. Driscoll
Lynn Garrick

Marguerite Hughes
Laura Keane

Nora McNairney

Emma Walsh-Tierney
Kate Woodcock

Co-President of IPWSO 2022, President, The International Prader-Willi Syndrome
Organisation (IPWSO) and Interdisciplinary Programme Lead

Co-President of IPWSO 2022, Chair of the Prader-Willi Syndrome Association, Ireland
Parents Programme Lead

National Development Manager, PWSAI
Clinical and Scientific Programme Lead
SUAS Programme Lead

IPWSO, Chief Executive Officer

Professional Providers and Caregivers Lead
IPWSO Project and Operations Manager
Children’s Programme Lead
Committee Member

PROFESSIONAL PROVIDERS AND
CAREGIVERS COMMITTEE MEMBERS
Lynn Garrick
Laura Keane

Patrice Carroll

Shelly Cordner
Larry Genstil

Chair

Co-Chair
IPWSO Project Manager

Neil Gumley

Norbert Hödebeck-Stuntebeck
Damien Jones
Jackie Mallow
Hubert Soyer

Mary K. Ziccardi
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OUR CONFERENCE VENUE

The Professional Providers and Caregivers Conference will be held in the FG042 and FG028 Theatres within the
University Concert Hall (UCH) and in the John Holland Theatre in the Main Building.

Kemmy Business
School
28

UCH
11

Main Building
13

Castletroy
Park Hotel
3
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IPWSO 2022 AT A GLANCE

A&C PARENT

INTERD

A&C PARENT

C&S

PPC

C&S

PPC

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
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
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
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
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
09:30-16:30 Stepping UP Adults Symposium – Kemmy Business School, UL
09:30-16:30 Children’s Programme – Castletroy Park Hotel
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
08:30-09:00 Parents Conference – Atrium, UCH
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
09:30-16:30 Stepping UP Adults Symposium – 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
Parents – Parents Conference | PPC – Professional Providers and Caregivers Conference
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Wednesday 6 July 2022 | 13:00 – 18:00 | Castletroy Park Hotel, Limerick

Mental Health Workshop for the IPWSO Mental Health
Network and 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 a 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
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.
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11th International Prader-Willi Syndrome Conference 2022
Professional Providers and Caregivers Conference

Day 1: Thursday 7 July 2022
FGO42, FBO28, UCH & John Holland Theatre, Main Building
08:30-09:00

Session 1
09:00-09:15

09:15-09:30
09:30-09:45
09:45-10:00
10:00-10:15
10:15-10:30
10:45-11:15
11:15-11:30
Session 2
11:30-11:45
11:45-12:15
12:15-12:30
12:30-13:45
Session 3
13:45-14:15
14:15-15:00

15:00-15:30
Session 3
15:30-17:30

Welcome and introduction to conference: FG042
Lynn Garrick, IPWSO Professional Providers and Caregivers Board (PPCB) Chair,
and Laura Keane, IPWSO PPCB Co-Chair,
Marguerite Hughes, IPWSO Chief Executive Officer; Anthony Carr, Chairperson PWSAI,
and Johannes Fuhrmann, Germany
Overview of PWS Services in Different Countries
Session chair: Norbert Hödebeck-Stuntebeck
In this session we will take a trip across the globe and learn about the availability, or otherwise, of services for people
living with PWS. We’ll gain insights about resources and approaches to care and behaviour management.
Columbia
María Elvira García Ronderos, Presidente, Asociación Columbiana Síndrome de Prader-Willi, Columbia
Following the video presentation Johana Rocha from Asociación Columbiana Síndrome de Prader-Willi will be
available for in-person Q&A.
Ireland
Gary Brennan, National Development Manager, PWSAI, Ireland
Malaysia
Lantz Yap, PWS Association, Malaysia
The Netherlands
Fred Nicolai, Chairman Prader-Willi Stichting, The Netherlands
Russia
Marina Verbivskaya, Parent, Founder and Head of PWS Association, Russia
South Africa
Karin Clarke, Chairperson PWS Support Group, South Africa
Break
Keynote Speech
Introduction by Laura Keane
Anne Rabbitte, T.D., Minister of State at the Department of Children, Equality, Disability, Integration and Youth and
Department of Health with special responsibility for Disabilities, Ireland
Wellbeing
Session chair: Mary K. Ziccardi
Video presentations: What does Wellbeing mean to people with PWS?
We asked people with PWS to share their fears, and their dreams for the future.
5 Points of Wellbeing: What this means to people with PWS
Norbert Hödebeck-Stuntebeck, PhD, PWS-InterNational, Germany
Everyday challenges of families of children living with Prader-Willi Syndrome in Hungary
Zsófia Gács, Semmelweis University, 2nd Department of Pediatrics, Budapest, Hungary
Lunch – Poster session
Workshop: Restrictive Practice
Session chair: Hubert Soyer
Prader-Willi Syndrome (PWS) and Restrictive Practice
Hubert Soyer, PhD., Psychologist, Germany
Breakout group 1 - FG042
Breakout Group 2 – FB028
Breakout Group 3 – John Holland Theatre
Team leaders: Patrice Carroll,
Team leaders: Lynn Garrick
Team leaders: Larry Genstil, Laura Keane
Norbert Hödebeck-Stuntebeck
Hubert Soyer
and Jackie Mallow
and Mary K. Ziccardi
Break
Workshop: Restrictive Practice (continued) - FG042
Session chair: Hubert Soyer
Developing a Restrictive Practice Model
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11th International Prader-Willi Syndrome Conference 2022
Professional Providers and Caregivers Conference

Day 2: Friday 8 July 2022
FG042 - UCH
Session 1
08:30-08:50

08:50-09:10
09:10-09:30
09:30-09:50
09:50-10:10
10:10-10:30
10:30-11:00
Session 2
11:00-11:15
11:15-12:15

12:15-12:30
12:30-13:30
Session 3
13:30-13:50
13:50-15:00
15:00-15:30
Session 4
15:30-16:00
16:00-16:30
16:30-17:00
Session 5
17:00-17:30

Behaviour
Session chair: Hubert Soyer
Behaviour and Mental Health
Tony Holland, University of Cambridge, UK, and President of IPWSO
Intensive or Challenging Care
Norbert Hödebeck-Stuntebeck, IPWSO PPC Board Member, PWS-InterNational, Germany
Telehealth Program with Caregivers to Manage Behavioural Disorders
Dr Jorge La Serna, Asociación Colombiana Síndrome de Prader-Willi, Colombia
Proactive and Reactive Behavioural Risk Management in Residential Services Supporting Adults with
Prader-Willi Syndrome (PWS): A Functional Resonance Analysis Method (FRAM) Study
Kevin Hoy, Head of Quality and Risk, Resilience Healthcare, Ireland
Causes of Behaviour and How to Respond
Patrice Carroll, Director of PWS Services, and Brittni Kliment, Director of Program Marketing and Admissions,
Latham Centers, USA
Q&A
Break
Round Table: Independence
Session chairs: Norbert Hödebeck-Stuntebeck and Hubert Soyer
Presentation: People with PWS give their views on Independence
Round table discussion - moderated by Norbert Hödebeck-Stuntebeck and Hubert Soyer
Joan Gardner, USA Parent Representative to IPWSO
Lynn Garrick, Chair, IPWSO Professional Providers and Caregivers Board (PPCB), USA
Larry Genstil, IPWSO PPC Board Member, Israel
Marguerite Hughes, IPWSO Chief Executive Officer, Ireland
Constanze Lämmer, Senior Physician, Children’s Hospital, St. Bernward Hospital, Hildesheim, Germany
Jennifer Miller MD, Director of the UF Health PWS Program, USA
Lesley Robertson, IPWSO Famcare Board Member, Australia
Summary of discussion
Patrice Carroll, Director of PWS Services, Latham Centers, USA
Lunch
Social Media
Session chair: Lynn Garrick
Social Media: Friend and Foe
Lynn Garrick, Chair, IPWSO Professional Providers and Caregivers Board, Programme Director,
AME Community Services, USA
Social Media: Friend and Foe
Break
Living options for people with PWS
Session chair: Laura Keane
Preliminary findings from data on residential services for people with PWS
Brian Hughes, Professor of Psychology, National University of Ireland, Galway, and Member of IPWSO’s Advisory
Group on Research on Specialist Services for People with PWS, Ireland
Smart Homes
Patrice Carroll, Director of PWS Services, and Lee Chamberlain, Vice-President – Operations, Latham Centers, USA
Designing Optimum Models for Living – Open Floor Discussion led by Laura Keane
Plenary
Summary of Professional Providers and Caregivers Conference
Lynn Garrick, IPWSO Professional Providers and Caregivers Board Chair, and Laura Keane, IPWSO PPCB Co-Chair

Please note: The Conference Planning Committee reserve the right to amend the content and timings of the programme,
if deemed necessary.
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IPWSO 2022 PPC:
SPEAKERS AND MODERATORS

GARY BRENNAN
National Development Manager, PWSAI, Ireland
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.
ANTHONY CARR
Chairperson PWSA, Ireland
info@pwsai.ie
Anthony lives in Kildare with his wife Caroline and children James and Lauren. Lauren was
born in 2008 and diagnosed with PWS soon after. Over the last 25 years Anthony has
worked across semi-conductor, medical and device and sports industries for various
multinational companies. These roles have been in the areas of operations, project
management, research and development and manufacturing management. The
experience Anthony has gained in his professional career has given him the management
skills, and expertise, which are beneficial for the needs of PWSAI.
PATRICE CARROLL
Director of PWS Services, Latham Centres, USA
pcarroll@lathamcenters.org
Patrice Carroll is the director of PWS services for both children and adults at Latham
Centers in Massachusetts, USA. Patrice received her MSW from Simmons College,
Boston, MA 2008. Patrice is the co-chair of the PWSA | USA professional providers
advisory board and has been working with children and adults diagnosed with PWS since
2002. Patrice is a co-author of the book “Living Healthy with Prader-Willi Syndrome”. In
addition to her experience with developing person-centered vocational programming for
people with PWS, she has specialized in the management of skin and rectal picking using
intensive, non-contingent, sensory stimulation.
LEE CHAMBERLAIN
Vice-President, Operations, Latham Centers, USA
lchamberlain@lathamcenters.org
Background: CEO/COO/Vice President / Sr. Program Operations Manager with 20 years’
experience providing staff, program & operational leadership across public and private
organizations. Expertise including program, staff, operations and fiscal management
maximizing efficiency and improving service delivery, Outstanding knowledge of human
resource development, high performance team building, and strong financial management
and stakeholder relations. Data driven and results oriented, effective problem solving with
consistent success in maximizing operations and achieving organization’s goals.
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KARIN CLARKE
Chairperson PWS Support Group, South Africa
karin@discoverymail.co.za
Karin graduated with a bachelor’s degree in economics and psychology from the University
of Cape Town (UCT). She worked in marketing research, at Kantar TNS until her daughter
with PWS was 2 years old. When her daughter was diagnosed with PWS at the age of four
she joined the local SA PWS association. She started the Facebook page in 2015 and
became increasingly involved. In 2017 the association had a structural change and she
became the chairperson of a support group under the umbrella of Rare Diseases SA
(RDSA). She works with RDSA as a Rare Ambassador for PWS as there is poor support
for all Rare Diseases in South Africa and by working together a louder voice can achieved.
The three main areas of focus for the support group are support, education and advocacy.
Due to the very low levels of diagnosis of PWS elsewhere in Africa families from other
southern and central African countries are welcomed to join PWS Support Group of SA.
JOHANNES FUHRMANN
Personal testimonial of living with PWS, 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 in a high school with the same concept 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 and doing the killer versions of Sudoku. 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
and, of late, chief altar boy. I love to travel and will find the best flight and train connections
for you in a jiffy. I swim with a passion since infancy. Other sports activites include cycling,
walking and bowling, and to stay fit I have a rowing machine in my room.
ZSÓFIÁ GACS
Paediatric Endocrinologist, Semmelweis University, Hungary
gacs.zsofia@gyerekklinika.com
Zsófiá finished Semmelweis University in 2002 and has been working at 2nd Department of
Pediatrics since then. She started doing research on pediatric endocrinology topics during
university years. Meeting the first Prader Willi syndrome child soon during pediatrics
training made a lifelong impression on her. When later, as an endocrinologist she started to
see PWS families regularly, she realised that endocrinological care gave only a small
support. With a childhood obesity care group at her department, they are trying to find an
effective caring system for families and adolescents. Besides working, teaching and
researching pediatric endocrinology, Zsófiá is interested in parental health literacy.
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MARIA ELVIRA GARCÍA RONDEROS
Presidente, Asociación Columbiana Síndrome de Prader-Willi, Columbia
María Elvira was born in Bogotá, Colombia. She is an Industrial Engineer, has specialised
in finance and organizational development and is a Practitioner in Neurolinguistic
Programming. She worked for 33 years in different sectors of the economy. She wrote the
book "The Smile Thief", published in 2017, which is the testimony of a family with a special
child. She has been married for 41 years to Mauricio Sánchez with whom she has four
children; the youngest, Carlos Iván, is 29 years’ old and has Prader-Willi syndrome. From
2019 she has been President of the Colombian Prader-Willi Syndrome Association. Maria
has been part of the organizing committee of two international symposiums on SPW in
Colombia in 2019 and 2021. Following Maria’s video presentation, Johana Rocha from
Asociación Columbiana Síndrome de Prader-Willi will be available for in-person Q&A.
JOAN GARDNER
Parent, Philanthropist, fundraiser, and conference adviser, USA
jlgmn@icloud.com
Joan has served as an adviser and committee member of PWSA | USA and IPWSO.
Currently Joan is the Parent Representative from USA to IPWSO.

LYNN GARRICK
Chair of the IPWSO Professional Providers and Caregivers Board, Programme
Director, AME Community Services, 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 program 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 and serves as the
medical and research coordinator for PWSA | USA.
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.
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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 PWS and Project Manager Adipositas (Obesity) for a large non-profit foundation
in the northwest of Germany, in Northrhein-Westfalia. Today he leads the PWSInterNational Institut. He received his PhD in 2012 at the University of Eichstätt from a study
about the competence of people with 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’s caregiver conferences 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 in PWS and the development and evaluation of training
programs. Another field of interest is obesity.
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.
KEVIN HOY
Head of Quality and Risk, Resilience Healthcare Ireland
khoy@resilience.ie
Kevin has been working in risk management for 18 years in acute hospitals, mental health,
maternity, community and intellectual disability services. Prior to this he was a registered
general nurse working in various departments in acute hospital settings, these include A&E
and Medical Admissions Units. The experience he gained working in the NHS UK,
Government Hospitals in the UAE and private healthcare organisations gave him a
comprehensive understanding of risk management, compliance, and quality of care. He
has an MBA from Leicester University, diploma in clinical risk and claims management,
diploma in strategic management and leadership, and NEBOSH International general
certificate in occupational health and safety. Currently Kevin is undertaking a research PhD
with National University of Ireland, Galway, in paediatric integrated risk management.
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BRIAN HUGHES
Professor of Psychology, National University of Ireland, Galway and
Member of IPWSO’s Advisory Group on Research on Specialist Services for People
with PWS, Ireland
brian.hughes@nuigalway.ie
Brian Hughes is Professor of Psychology at the National University of Ireland, Galway. He
specialises in stress psychophysiology, health psychology, and research methods. He has
conducted extensive research into the ways human cardiovascular responses habituate
during repeated or sustained stress exposure, helping to explain how some people are
resilient to the long-term effects of chronic stress. He has also conducted work with various
patient groups, examining their experiences of medical and social care. He is a parent of a
teenage son who has Prader-Willi syndrome.
MARGUERITE HUGHES
CEO, IPWSO, Ireland
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 PraderWilli Syndrome Association of Ireland.

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, with 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. She 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.

20

BRITTNI KLIMENT, M. Ed.
Director of Program Marketing and Admissions Latham Centers, Inc. USA
BKliment@lathamcenters.org
Brittni Kliment started at Latham Centers in 2012 as a classroom teacher. She became the
Director of Education, serving as an administrator while working with the students. Brittni
has worked with hundreds of students with PWS during her tenure at Latham Centers and
has created innovative plans for staff to best meet the needs of students, as well as the
students who are learning how to cope with the challenges of a PWS diagnosis. Brittni now
serves as the Director of Program Marketing and Admissions where she works with
incoming families and their loved ones as they transition to Latham Centers. Brittni has
also worked to develop a virtual community to help support not only families at Latham
Centers, but also the larger PWS 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 IPWSO where she presented her work at
several international conferences.
JORGE ESTANISLAO LA SERNA INFANTES
General Practitioner and Specialty in Medical Genetics, GenoCenter, Perú
jlaserna@genocenterperu.com
After finishing his degree and medical specialty in genetics in 2018, Jorge began to work in
the private medical industry, public hospitals and universities. He founded the GenoCenter
business in 2019 which outsources genetic tests. He has experience in diagnosis and
treatment congenital, genetic and hereditary diseases in children and adults. Since 2019,
he has participated in multidisciplinary groups for PWS healthcare including IPWSO
national and international conferences, collaborating with PWS Peruvian families.
JACKIE MALLOW
Executive Program Consultant, Root Connections Consultative Services LLC,
Oconomowoc, USA
jackie@abilitiesmidwest.com
Jackie has worked directly with children and adults, who have been dually diagnosed, since
1985. She has extensive training, experience, and education in the areas of
behaviour/crisis management, program/staff development, and residential supports. She
has worked exclusively with individuals with Prader-Willi syndrome since 1996, providing
educational training, behavioural support, guidance and consultation nationwide. With over
thirty years of field experience, she now enjoys her role through Root Connections
Consultative Services, LLC as the Executive Program Consultant. Jackie also has several
roles with PWSA | USA.
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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.
FRED NICOLAI
Chairman Prader-Willi Stichting, The Netherlands
Fred Nicolai is stepfather of Iris who is 29 years’ old and lives with PWS. Fred is father of
Mart (28), Jos (24) and Karst (21). In 2013, he and his wife, Mirjam, started the Prader-Willi
House in the countryside in the north of the Netherlands. It turned out to be the beginning of
an adventure that resembled a roller coaster ride. Today they have nearly 30 caregivers
and 27 PWS clients living and working in four locations. Since 2019 Fred has been the
chairperson of the Dutch Prader-Willi Foundation. His main motivation is: united
cooperation to achieve appropriate care for all people – young and old – with PWS.
ANNE RABBITTE, T.D.
Minister of State at the Department of Children, Equality, Disability, Integration and
Youth and Department of Health with special responsibility for Disabilities, Ireland
anne.rabbitte@oireachtas.ie
Hailing from Portumna, Co. Galway, Anne Rabbitte entered politics in 2014 when she was
elected to Galway County Council for Fianna Fáil. Two years later, in 2016, she was elected
to Dáil Éireann and was then appointed to the Fianna Fáil front bench as Spokesperson for
Children & Youth Affairs. Re-elected to the 33rd Dáil in 2020, Deputy Rabbitte was
subsequently appointed Minister of State with special responsibility for Disabilities by An
Taoiseach Micheál Martin on the 1st July 2020. Before entering the political arena, Anne
worked for a financial institution for 25 years and is a qualified financial adviser. For 3 years,
Anne also ran a community childcare facility. Married to the late Padraig Callan and mother
to three children Fiachra, Caoimhe and Aoibhinn.
LESLEY ROBERTSON
IPWSO Famcare Board Member, Australia
Lesley has been fortunate to be able to advocate for PWS, supported by her husband Don
and family. She has attended conferences and keeps up to date. She has been accepted
by doctors and caregivers as an equal with lived knowledge of the syndrome. It is a lifelong
commitment, with many difficulties and problems but as Lesley’s other two children say,
“what doesn’t break you makes you”. Lesley’s son David is a loved member of their
extended family and is accepted by them as an equal.
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SABIKA SHABAN
Parent, Qatar
Sabika Shaban is a parent of two beautiful neurodiverse children and the founder of the
Qatar Disability Resource (QADR), a platform that was built to address information scarcity
for the disability world in Qatar. She is also the Academic Journals and Publications
Specialist at Hamad Bin Khalifa University (HBKU) in Qatar Foundation. She received a
Master’s degree in Islam and Global Affairs from HBKU, in which she focuses her research
on disability studies in Qatar. She was selected as one of 25 overseas Pakistanis under the
age of 40 for Pakistan’s Ministry of Foreign Affairs Honours List 2021 for her leadership in
community service, as well as received two HBKU Student Life Awards for Community
Service (2021) and Leadership (2022). Sabika has published a number of op-eds and
creative pieces in the areas of education, environmentalism, faith, and the human
experience; authored a private family biography titled In Pursuit of Dreams; and regularly
participates in various initiatives that discuss and engage with sustainability and disability
discourses.
HUBERT SOYER, PhD.
Psychologist, Germany
soyer.hubert@gmail.com
Background: Ph.D., Psychology and Pedagogics, Catholic University of EichstättIngolstadt, 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 EichstättIngolstadt since 1999. General Manager of Regens Wagner Absberg since 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. Managing director in the newly established non-profit company PraderWilli-Syndrom Institut Deutschland.
MARINA VERBIVSKAYA
Parent, Founder and Head of PWS Association, 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.
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LANTZ YAP
PWS Association, Malaysia
lantzyap@gmail.com
Lantz Yap is a 2 term exco and life member of the PWS Association in Malaysia. He lives in
the capital city of Kuala Lumpur with his wife, Jeannie and two children. His son, Ken aged
26 was diagnosed with PWS at birth. Lantz represented Malaysia in bidding for the global
PWS conference held in Cuba in 2019. During the Covid-19 pandemic in 2020, he
conceptualized the inaugural two-day PWS National Webinar which impacted over 200
participants from 12 countries focussing on building a supportive allied health network,
funding and sponsorship. In the following year, Lantz took the role as Head of Marketing of
the 5th Asia-Pacific PWS Virtual Conference in 2021, jointly organized by four national
PWS Associations of Malaysia, Australia, New Zealand, and Thailand respectively. Since
the mid 90’s Lantz has operated a strategic marketing consultancy company that
collaborates with international universities in the areas of media, event management, youth
development and student services. As part of his social contribution, he continues to tap on
opportunities to engage with the tertiary education sector to promote wider studies and
research focusing on diversity and inclusion within the rare diseases space.
MARY K. ZICCARDI
Regional Director, REM Ohio, USA
Mary.ziccardi @sevitahealth.com
Mary K. has had the honour of working with people with PWS and their families, caregivers
and educational teams for over three decades. This has included development and
operation of residential programs and providing training and consulting to others who
endeavour to do the same. For nearly twenty years, Mary K. co-chaired PWSA | USA's
Provider's Day. Having had the privilege of being one of the first Co-chairs of IPWSO's
Professional Providers and Caregivers Board at its inception at the conference in Taiwan,
Mary K. has coordinated and participated in numerous workshops internationally. Mary K
has authored the chapter on Residential Care for Adults with Prader-Willi Syndrome in the
"Management of Prader-Willi Syndrome", 3rd edition and most recently completed updates
for the 4th edition.
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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.

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.
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The Friends
of IPWSO (USA)
Board of Directors

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

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.
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Scan to learn more
about the registry

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.
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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.
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IPWSO 2022 PPC:
SPEAKER OVERVIEWS & ABSTRACTS
Thursday 7 July 2022

SESSION 1: OVERVIEW OF PWS SERVICES IN DIFFERENT COUNTRIES

In this session we will take a trip across the globe and consider the availability, or otherwise, of services,
treatments and supports for people living with PWS. Presenters will discuss their visions for the next 10 years.

KEYNOTE SPEECH

We are delighted to welcome Anne Rabbitte T.D., Minister of State at the Department of Children, Equality,
Disability, Integration and Youth and Department of Health with special responsibility for Disabilities. The Minister
is accountable for developing and articulating Government policy on improving the lives of people with disabilities
through two Government Departments: Department of Children, Equality, Disability, Integration and Youth and the
Department of Health. The Minister will also be focusing on the Rights of Persons with Disabilities as well as their
equality of opportunity and access across all sectors of society, from education to employment and from transport
to housing.

SESSION 2: WELLBEING

People living with PWS share their fears and dreams for the future.

5 POINTS OF WELLBEING: WHAT THIS MEANS TO PEOPLE WITH PWS
Norbert Hödebeck-Stuntebeck, Psychologist, Germany
nhs@pws-in.de

Experiencing personal well-being and increasing the quality of life are always the highest criteria and the objective
in the care of people with disabilities. Of course, also in the care of people with PWS the question arises, how can
this be implemented concretely and an increase in quality in the individual elements be achieved? The attempt to
answer in this presentation is based on Martin Seligman's (2011) presentation of the 5 elements: experiencing
positive feelings, experiencing engagement, experiencing meaningfulness, achieving goals, experiencing selfefficacy. This paper will present what the individual elements mean transferred to the field of PWS and how the
elements can be improved in their quality by the caring environment in all age ranges.

EVERY DAY CHALLENGES FACED BY FAMILIES OF CHILDREN LIVING WITH
PWS IN HUNGARY

Zsofia Gacs MD1, Rebeka Parkanyi2, Agnes Sallai PhD1
1
2nd Department of Pediatrics, Semmelweis University, Budapest, Hungary
2
Faculty of Medicine, Semmelweis University Medical School, Budapest, Hungary
Email addresses: gacs.zsofia@gyerekklinika.com

Every year in Hungary, there are about 3 children born with PWS. Providing a complex medical care means a
heavy logistic burden on these families, while the often unconventional behaviour and constant need for control of
these children make their daily care rather difficult. Medical care from different specialities may support these
children’s needs partly, but everyday challenges of these families go beyond this care. In order to expand our
knowledge of the real-life support these families need, as well as their quality of life we aimed to investigate
everyday challenges they face. For this goal we combined three types of questionnaires: partly from previously
validated research (CHQ-PF50 - Child Health Questionnaire Parent Form-50; FRPQ - Food Related Problem
Questionnaire), partly our own disease specific questionnaire based on previous personal interviews. With the
help of Hungarian Prader Willi Syndrome Association we aim to contact around 30 families from all parts of
Hungary.
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SESSION 3: RESTRICTIVE PRACTICES

THE WAYS IN WHICH RESTRICTIVE PRACTICES RELATE TO THE
PROFESSIONAL CARE OF PEOPLE WITH PWS
Hubert Soyer, PhD., Psychologist, Germany
soyer.hubert@gmail.com

Restrictive practices have traditionally been the cornerstone of support for people with PWS. In recent decades,
there have been many improvements in medical treatment and social support that have resulted in people with
PWS living longer and healthier lives.

In this process, we are increasingly interested in improving the quality of life, self-determination and social
participation of people with disabilities. It is time to think about new ways of including people with PWS in the
community and to review the practices we use to ensure that they are still the best way to support people with PWS.
After a brief introduction to restrictive practices, participants will have the opportunity to give feedback in small
groups. They will share their experiences and ideas for change in supporting people with PWS to develop a
model that avoids unnecessary restrictive practices for people with PWS.
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IPWSO 2022 PPC:
SPEAKER OVERVIEWS & ABSTRACTS
Friday 8 July 2022
SESSION 1: BEHAVIOUR

BEHAVIOUR AND MENTAL HEALTH

Tony Holland, President of IPWSO, University of Cambridge, UK
Email address: 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.
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.

INTENSIVE OR CHALLENGING CARE

Norbert Hödebeck-Stuntebeck, Psychologist, Germany
Email address: nhs@pws-in.de

In the last 25 years, there has been an encouraging development in the area of residential services for people
with PWS in Germany. While at the end of the 1990s there were less than 20 residential places in Germany, today
there are more than 500 specialized residential places.
The offers are differentiated in terms of content and located throughout the country. However, if you take a closer
look, you will only find four residential offers for children and adolescents in a limited number of regions, and some
regions have not yet been supplied at all. It becomes especially problematic when the persons with PWS show
very challenging behaviors and common PWS housing offers feel overwhelmed. For this group of people there is
no offer at all in Germany, but also in many other countries.
In this lecture first ideas for such a very specialized offer will be presented. This must be followed by an
international discussion in order to develop suitable care concepts for this group of people.
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“CONTIGO EN CASA PRADER-WILLI LATINOAMÉRICA”:
TELEHEALTH PROGRAM WITH CAREGIVERS, TO MANAGE BEHAVIORAL
DISORDERS

Carolina Cárdenas Vargas, 2Jorge Estanislao La Serna Infantes
Asociación Colombiana Síndrome de Prader-Willi.
Grupo de investigación Habilitación Rehabilitación Integral de Fundación IDEAL para la rehabilitación integral
“Julio H. Calonje” -GIDEAL-. Cali, Colombia.
2
Asociación Peruana Síndrome de Prader-Willi.
Instituto Nacional de Ciencias Neurológicas (INCN). Lima, Perú
Email addresses: neuropsicologacarolinacardenas@gmail.com ; jlaserna@genocenterperu.com
1
1

INTRODUCTION: “Contigo en Casa Prader-Willi Latin America”. It is a program, developed by an interdisciplinary
group (Geneticists, Neuropsychologist, Occupational Therapist and Psychologist); with PWS caregivers, from
Colombia, Peru, Nicaragua and Honduras; and few opportunities for treatment. With the aim of providing
counseling and guidance, to care for behavioral problems, which worsened due to difficulties of caregivers in
managing them and related to the changes resulting from confinement and due to the COVID 19 pandemic.

METHODS: The program is developed by telehealth, using information and communication technologies (ICT),
holding sessions once a week, through interactive and non-interactive activities, individual and group follow-up,
networking and collaboration actions between countries and institutions. Each session has been carried out in real
time, synchronously and the entire interdisciplinary group, people with PWS and their caregivers have participated
simultaneously.
RESULTS: The program shows successful results for the management of behavioral disorders through the
training of caregivers and has contributed to improving the quality of life of people with PWS and their families. It is
proposed as an alternative non-pharmacological treatment for behavioral disorders in PWS.
CONCLUSIONS: The results show that for the approach of behavioral disorders in PWS, the participation of an
interdisciplinary group, support between families and collaborative work is fundamental, to propose together
objectives and activities for comprehensive care. This program is considered a successful model of telehealth
care, favoring the possibility of participation of caregivers and people with PWS, residents of different Latin
American countries, with limitations to have treatment.

PROACTIVE AND REACTIVE BEHAVIOURAL RISK MANAGEMENT IN
RESIDENTIAL SERVICES SUPPORTING ADULTS WITH PRADER-WILLI
SYNDROME: A FUNCTIONAL RESONANCE ANALYSIS METHOD (FRAM)
STUDY

Kevin M Hoy1, Katie Morrissey2, Brian Mc Donald3, Lynsey Moorehouse4 & Laura Keane5
1
Head of Quality and Risk, Resilience, Ireland.
2
Head of Therapies, Resilience, Ireland.
3
Behaviour Support Specialist, Resilience Ireland.
4
Service Manager Lemongrove, Resilience, Ireland.
5
Chief Executive Officer, Resilience, Ireland
Email addresses: khoy@resilience.ie ; katie.morrissey@resilience.ie ; brian.mcdonald@resilience.ie ;
lynsey.moorehouse@resilience.ie ; lkeane@resilience.ie

INTRODUCTION: For the first time in published literature a detailed analysis of a mixed method study into the
behavioral risk management functions in residential services has been undertaken. The Grounded Theory
approach was adopted, and functional analysis was undertaken using FRAM (Hollnagel 2012). This approach
adopts the philosophy of analyzing interventions at the frontline as compared to anticipated interventions. A priority
of proactively supporting individuals with PWS in the management of their behavior, is the application of a risk
assessment and mitigation approach that is in keeping with a human rights-based ethos (Bannerman et al, 1990).
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METHODS: The study was conducted using the Grounded Theory approach in two parts. Firstly, the study of
reactive behavior was analyzed through coding of incident description. A total of 19 incident descriptions were used
reaching saturation point. The second part involved two group sessions with staff, where data was coded into
functions. Analysis of the data from the coding was transferred to the FRAM tool and evaluation of each function
took place with assessment of dependance, variability and resonance.
RESULTS: The results clearly demonstrated each function related to the reactive and proactive risk management
in conjunction with the interdependencies and resonance potential. For reactive risk management, a total of 16
functions were identified along with the couplings between functions. Resonance was found in 5 of the functions
relating to escalation and de-escalation of behaviors. The results demonstrated a circular nature whereby behavior
escalated, and attempts made to de-escalate, sometimes with successfully return to baseline and sometimes reescalation. Identification of triggers was found to be hidden within incident data and not initially visible. Proactive
risk management identified 56 functions with resonance found in 37 functions.

CONCLUSION: Mapping the functions of risks have enabled a comprehensive review of each function pertaining
to the overall systems. Through assessing resonance and variability, changes can be made to the functions to
improve the overall process. The study demonstrated the importance of proactive risk management as a key tool to
manage behavior, which has strategically influenced us to adapt our incident form. Identification and management
of triggers will directly influence escalation and de-escalation of behaviors. Further studies on each of the 56
proactive functions is ongoing with staff input.

CAUSES OF BEHAVIOUR AND HOW TO RESPOND

Patrice Carroll, Director of PWS Services, Brittni Kliment, Director of Program Marketing and Admissions,
Latham Centers, USA
Email address: pcarroll@lathamcenters.org ; bkliment@lathamcenters.org

Many of the behaviors that we see in the person with PWS can have a negative impact on the persons overall
quality of life, as well as the lives of those around them. In this session Brittni Kliment M.ED and Patrice Carroll
LICSW will dissect the more commonly seen behaviors and discuss the root causes and possible solutions to
decreasing the severity and frequency of them. Why does this behavior occur and what can we do to stop it before
it has a negative effect on their life?

SESSION 2: ROUND TABLE: INDEPENDENCE

People living with PWS from around the world share their view on independence, followed by a Round Table
discussion on independence.

SESSION 3: SOCIAL MEDIA

SOCIAL MEDIA, FRIEND AND FOE

Lynn Garrick, Chair, IPWSO Professional Providers and Caregivers Board
Email address: lynn@amecommunity.com

Social media has become an important part of daily life. Through social media individuals can stay connected to
their community, friends, and family. There is also an increased risk for abuse and exploitation. Education for
those with PWS and their caregivers can help to minimize the risk and allow for safe and enjoyable participation in
social media.
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SESSION 4: LIVING OPTIONS FOR PEOPLE WITH PWS

PRELIMINARY FINDINGS FROM DATA ON RESIDENTIAL SERVICES FOR
PEOPLE WITH PWS
Brian M. Hughes1 & the IPWSO Research on Specialist Services Steering Group
1
School of Psychology, National University of Ireland, Galway, Ireland
Email address: brian.hughes@nuigalway.ie

INTRODUCTION: There is significant anecdotal evidence that PWS-specific residential services bring benefit for
many people with PWS. However, there are very few peer-reviewed evaluations of these services.
METHODS: In response to a call from IPWSO, eleven service providers from five countries shared detailed
information on services provided to a total of 95 persons with PWS. The information was pooled to form a single
dataset, allowing for exploratory analyses of factors associated with outcomes for persons with PWS over time.

RESULTS: Preliminary analyses confirm that persons with PWS benefit substantially from residential care. On
average, service users lose significant weight after joining a service, losing more weight the longer they are
resident and experiencing significant improvements within one year. Persons with PWS also show improvements
in challenging behaviours; these improvements increase the longer they are resident in a service. Staff
specialisation, food security, and service specialisation are each associated with improvements in BMI; service
specialisation is the strongest statistical predictor. Total number of residents is a strong statistical predictor of
improvement in challenging behaviour; larger services observe greater improvements over time.

CONCLUSIONS: This initiative by IPWSO to pool information from services in different countries has produced a
critical dataset on the impact of residential care. Further analyses will examine quality-of-life indicators, self-care
abilities, and service parameters that contribute to well-being.

SMART HOMES

Patrice Carroll, Director of PWS Services and Lee Chamberlain, Vice President – Operations, Latham
Centres, USA
Email address: pcarroll@lathamcenters.org ; lchamberlain@lathamcenters.org

As research, treatments and overall general knowledge of PWS progresses so does the need for alternatives to the
traditional group residence model. In this session Lee Chamberlain LCSW and Patrice Carroll LICSW will present
an overview of what the modern and PWS informed home can look like. Increasing independence while
maintaining safety allows the person with PWS to take a closer step to pursuing a quality of life of their design. Join
us in discussing the possibilities and creation of the next generation of residential options for the person with PWS.

DESIGNING THE OPTIMUM MODELS FOR LIVING
PPC Board Members

Open floor discussion on optimum design for people with PWS and the ideal home of the future. As a group we'll
explore which living options are desirable in different localities, ideal parameters in group homes for people with
PWS, facilities to include, and aspirations for the PWS home of the future.

SESSION 5: PLENARY

Summary of IPWSO 2022 Professional Providers and Caregivers Conference.
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IPWSO 2022 PPC:
POSTER ABSTRACTS

#PPC1
Energy Requirements for Weight Loss in Adults –
Time to Reexamine
Ingrid Hutchinson1
Department of Clinical Service, Resilience, Ennis, Co Clare, Ireland
Email Address: Ingrid.hutchinson@resilience.ie

1

Introduction
Energy requirements for adults with Prader-Willi Syndrome (PWS) have evolved from 8.4 to 14.6kcal/cm height1 to
10.0 to 14.0 kcal/cm height2. With intakes over 14.0kcal/cm height suggested to be in excess of the majority of
adults with PWS requirements3. Weight reduction requirements for energy are suggested to lie at 6-8 kcal/cm
height3. These are recommendations based on a small number of people with PWS from pre-1992. These
recommendations result in hypocaloric intakes of as little as 800 kcal/day to achieve weight loss. Hypocaloric
intakes make achieving a diet sufficient in macronutrients and micronutrients difficult and can compound the
restrictive experience of food for the person with PWS. Clinical experience has showed that gradual and
continuous weight loss can be obtained in individuals with PWS at intakes over 6-8 kcal/cm height3.

Methods
Dietary intake of adult male with PWS was analyzed using nutritional analysis software NutriticsTM. Dietary intakes
were weighed by staff and detailed instructions recorded. Weight was monitored four weekly.
Results
Kcal/day
Kcal/cm height per day
Kg/week weight loss
1930kcal
12.3 kcal/ cm height
In weight maintenance
1820kcal
11.6kcal/cm height
0.47kg/week
1780kcal
11.4kcal/cm height
0.83kg/week
1510kcal
9.6kcal/cm height
2.15kg/week
Table 1: Energy intake per day, kcal/cm height and weight loss (kg) per week

Conclusion
Current energy requirement recommendations are based on a small sample size of adults with PWS and on
reported intakes for group homes. While the gold standard for measuring energy expenditure “Double Labelled
Water” is expensive advances in nutritional analysis programs and monitoring of weight and body composition
changes have excelled since the original research. The collection of detailed dietary intakes, weight and body
composition in a large and more diverse group of adults with PWS may help in developing energy requirement
recommendations for weight that are more accurate for this population and allow for sustained weight loss with
sufficient intakes of other macro and micronutrients.

1. Holm, V.A. and Pipes, P.L., 1976. Food and children with Prader-Willi syndrome. American Journal of Diseases
of Children, 130(10), pp.1063-1067.
2. Hoffman, C.J., Aultman, D. and Pipes, P., 1992. A nutrition survey of and recommendations for individuals with
Prader-Willi syndrome who live in group homes. Journal of the American Dietetic Association, 92(7), pp.823831.
3. PWSA UK. 2022. Useful Information for Dietitians managing PWS patients- PWSA UK. (Online) Available at:
https://pwsa.co.uk/dietary-management . (Accessed 1st of February 2022).

35

#PPC2
The Importance of Dental Review and Oral Health Education in the
Multidisciplinary Management of Children with Prader-Willi
Syndrome (PWS)
Robyn Crowley1, Anne C O’Connell2,3
1
Department of Paediatric Dentistry, Cork University Dental School and Hospital, Ireland
2
Department of Paediatric Dentistry, Dublin Dental University Hospital, Ireland
3
Department of Paediatric Dentistry, CHI at Tallaght, Dublin, Ireland
Email addresses: crowler2@tcd.ie ; anne.oconnell@dental.tcd.ie

Introduction
Oral health care for children with PWS is an essential component of their multidisciplinary management due to their
unique susceptibility to oral disease, including dental caries and tooth wear.
Case series
Multidisciplinary management of 50 patients with PWS in CHI at Tallaght includes an optional annual dental review.
24 patients had a dental review in the 6 months up to May 2021. 17 patients were caries free and had no previous
caries experience. 7 had caries on examination or previously. 5 patients had treatment using minimally invasive
techniques and one had treatment with local anaesthesia. One patient had comprehensive care under general
anaesthesia.
Common oral health problems included caries, gingivitis, tooth wear, reduced salivary flow, grinding and other
parafunctional habits. Alternative oral hygiene techniques had been taught and implemented from a young age
including supine brushing, distraction techniques, 3-sided toothbrushes and finger protection. Diet control is
reinforced. Parents are encouraged to seek local dental support annually.

Discussion
Early intervention and regular review resulted in a low treatment need with most treatment successfully completed
in the dental surgery setting.

Conclusion
These children are at risk of dental caries because of their distinct saliva, dietary issues, and maintenance of home
care. The early inclusion of dental care, prevention and education, in their management is essential and
encourages good oral health long-term.
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#PPC3
Art therapy as a therapeutic tool for people with PWS
Tovi Florsheim1
Private submission, Israel
Email address: tovigen@gmail.com
1

Introduction
I am Tovi Florsheim, from Israel. I have a BA in Special Education and an MA in Art Therapy. I have been working in
the Prader-Willi group home for 15 years in different roles – a care giver, management positions, art teacher, and
for the past 2 years as an art therapist. Through all my degrees, I studied and researched PWS issues and
presented one about integrating students with PWS in regular education at the IPWSO conference in Toronto in
2016. In my training period as an art therapist, I treated people with PWS, alongside other special needs
populations: retardation, autism, CP, FXS, OCD, ADD, ADHD and more. Today in addition to my work in the PW
group home, I work as an art therapist in a special education school.
When people are emotionally overloaded, naturally they will not be in an optimal state of mind and behavior. They
are emotionally unavailable for learning and implementing new skills, functions, patterns, and knowledge.
People with special needs often have difficulties expressing and talking about feelings, so they end up acting out
those feelings.

As known, people with PWS have many behavioral issues such as compulsiveness, argumentativeness, rage
outbursts, emotional management difficulties, control issues, and anxiety. I can only imagine the amount of
emotional load they carry due to the emotional outcomes of the syndrome. The need for emotional therapy that will
help them to unload, face and acknowledge those feelings is necessary.
Due to limited auditory perception of people with PWS, conventional therapy has a limited value. On the other
hand, people with PWS have good visual perception and we can utilize that strength for emotional therapy through
art. Using art as a therapeutic tool allows the individual with PWS to be able to connect to the self, to express
himself/herself, fulfill the basic need to be seen and leave a paw print, improving self-image, self-satisfaction, and
success – things that through classical verbal therapy will be less achievable.

Some of the people with PWS have trouble understanding abstract concepts and therefore, they will struggle to
understand their feelings and explain them. Through the experience and the presence of an actual product, there is
a concrete and visual manifestation of those emotions that allows a therapeutic conversation about them, among
other therapeutic processes.
Matching the type of therapy to a person with PWS will prove more effective and have higher success rate. From
my experience working as an art therapist with them, using this tool increases their confidence, sense of existence,
improves self-image, satisfaction, feeling of success, self-expression, choice, and sense of control. These feelings
are a great foundation for behavioral improvement and better quality of life.
I would like to share this powerful tool of art therapy with PWS and raise awareness with the caregiver community
and encourage the use of it.
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#PPC4
PWS and aging – experience from a group home for people with
PWS since 1992
Marie Granberg and colleagues
Ljusnevägens Group Home for People with PWS, Stockholm, Sweden
Email address: Marie.granberg@attendo.se

Introduction
Ljusnevägen - a group home for adults with PWS in Stockholm opened 1992, initiated by a team of parents.

In 2005, the home moved to a new location specially designed for people with PWS. Each resident has a fully
equipped apartment with a patio outside facing green surroundings.

Many of the staff have over 20 years’ experience and have thereby acquired a solid knowledge of PWS. The group
home is also a resource center for the National Board of Health and Welfare in Sweden.
Several employees are active in The PWS association in Sweden and participate and lecture at both seminars and
world conferences.
The group home has 5 residents. 3 of the residents have lived in the group home since it started 1992. The ages
of our residents today are: 22, 40, 57, 56 and 55.
Methods
The cornerstones of Ljusnevägen's methodology are structure, security, diet, exercise, leisure, conversation and
participation and not least a close collaboration with relatives.
Results
Our residences that are 50 plus in age are all in good health.

Conclusions
We firmly believe that our way to balance activities, an adapted diet, networking, social relations and the
importance of having fun together is contributing to the good health we see in our residents.
We would like to share our experiences with other professionals.
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#PPC5
Design and Development of a Supported Independent Living
Home and Support Model for People with Prader-Willi Syndrome
Trent Carberry1, Fiona Davis1, & Simon Wardale1
1
Specialist Services, Multicap, Eight Mile Plains, Queensland, Australia.
Email addresses: trent.carberry@multicap.org.au ; fiona.davis@multicap.org.au ;
simon.wardale@multicap.org.au

Introduction
Prader Willi Syndrome (PWS) is a genetic disorder with uniquely challenging factors for creating safe living spaces.
Multicap is an Australian support organisation that is creating an innovative home design using evidence-based
practice. This process involved engaging with the Queensland University of Technology (QUT) School of Design.
QUT conducted literature reviews and used this information as a basis for a series of design concepts. These
design concepts were taken to an architect and initial housing plans were drawn up. Plans developed then formed
the basis of a consultation process with QUT and Prader Willi Syndrome Australia. This consultation suggested
further design refinements. Simultaneously, the Multicap Group has been exploring contemporary models of
support for persons living with PWS, that includes, but not limited to “No Hope, No Doubt, No Disappointment”. The
home has been designed to allow each resident to have their own living space with views of the natural
environment. These rooms can be converted for security and will have independent environmental controls
(necessary due to the impact of PWS on temperature regulation).
Conclusions
The house will be manufactured to meet all applicable Australian design standards and will represent a world class
supported home for five people with PWS and their associated supports. This will be accompanied by a service
support model informed by contemporary best practice models.
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#PPC6
Securing Appropriate Financial Support under the National
Disability Insurance Scheme for Two People with Prader-Willi
Syndrome
Trent Carberry1, Fiona Davis1, Simon Wardale1, and Susi Bostock2
Specialist Services, Multicap, Eight Mile Plains, Queensland, Australia.
2
Liorn Support and Care, Gold Coast, Queensland, Australia
Email addresses: trent.carberry@multicap.org.au ; fiona.davis@multicap.org.au ;
simon.wardale@multicap.org.au ; susi@liorn.com.au
1

Introduction
In Australia, funding for people with disabilities is provided through the National Disability Insurance Scheme
(NDIS). This arrangement allows people with disabilities to apply for access, based on need. Funding is contingent
upon recognition of complexity of the individual’s disability related needs. In this instance, two individuals (Male, 18,
and Female, 15) had their funding reduced. Their families contacted an organisation to appeal this decision and
secure appropriate funding. Male, 18, lives with his family and displays significant behaviours such as food
hoarding, skin/rectal picking, and aggressive outbursts. Female, 15, lives with her family, and engages in
rectal/vaginal picking, narrative fabrications, aggressive outbursts, and scoliosis. These behaviours have
represented an ongoing challenge for the families, and the reduction in funding was an unreasonable burden.
Conclusions
A Positive Behaviour Support specialist interviewed Male 18, Female 15, and their families. An assessment of their
behaviours was conducted. A detailed description of Prader Willi Syndrome was written up to demonstrate that the
challenging behaviours displayed by Male 18 and Female 15 were typical of the syndrome and would require
ongoing support. The documents were submitted during the appeal process and some additional funding was
released but there is an ongoing appeal process for Male 18. This process demonstrates the critical nature of
ensuring funding agencies understand the complexity of Prader Willi Syndrome.
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#PPC7
Meaningful Employment for People with PWS
Larry Genstil
Genstil Institute of Human Behaviour, Israel
Email addresses: genstil@gmail.com

Historically, people with PWS worked primarily in sheltered workshops, where there was always the possibility of
close supervision regarding food and behavioral issues. Of late, there have been various programs in some
countries in which people with PWS have been involved in vocational training, placement in regular work settings,
and have also attended college.

In Israel, we have been implementing these programs for the past 4 years, approximately, with some degree of
success. Most of the workers have been on the higher range of cognitive functioning and older (late 30s to 40s). It
seems that people in this age range have developed more behavioral control and if there is a degree of
supervision, they also are able to limit their food seeking behaviors.

My goal in pursuing this area is to develop a Best Practices guide for meaningful employment for people with PWS.
This poster is the first step in this process
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IPWSO 2022 TRAVEL AND STRATEGIC
GRANT SCHOLARSHIPS

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.
Professional. 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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NOTES
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A view of the Burren, Co Clare,
courtesy of Fáilte Ireland

