
IPWSO Conference Feedback  
Anil Choubey 
India 
 
Summary 
 
Thank you for hosting such a wonderful, informative and engaging conference. 
The conference was well organized with solid content in presentations and great 
forum. The posters were outstanding. For me, the conference generated a lot of 
ideas about how to continue to expand my knowledge and skills.  People were 
very friendly; board members went out of their way to help and guide.  It was full 
of relevant great content, with new and old experts. I was able to connect and 
communicate with lot of doctors, professionals, keynote speakers and PWS 
families giving a look of the whole world. Speakers had rich knowledge and skills 
in PWS field. Keynote speakers were stellar. Venue and Havana city was superb. I 
truly enjoyed the conference, inspiring sessions and information. Thank you for 
holding this conference and making me feel so welcome. I was impressed with 
the commitment and efficiency of IPWSO board members. I am looking forward 
to next conference. 
 
The takeaways are knowledge acquired during conference, new friends made 
from various countries like USA, Canada, Ireland, UK, Australia, New Zealand, 
Mexico, Chile, Columbia, Al Salvador, Peru, Argentina, Brazil, Kenya, Georgia, 
Bulgaria, Brazil, Thailand, Malaysia, Japan, Greece, etc. and connection with many 
doctors, researchers and professionals who care and do a lot for our smiling 
angels. It was a wonderful experience, which always will be memorable and can’t 
be expressed in words. I am hopeful that the continuous efforts, multiple projects 
including Echo project will bring many positives with set milestones. Hope and 
help are and will be all around. I look forward to remain associated with IPWSO 
and be a contributor. 
 
 

1. Management 
 

a. Before conference 
Management planning, co-ordination and execution were superb. As I 
was to present for India Bidding for next IPWSO 2022 conference, 
there was some exchange of documents and process follow-ups.  The 
coordination by Linda Thornton, Marguerite Hughes and Agnes 
Hoctor kept me informed and always updated on next steps forward. 
The review and con-calls were organised with Tony Holland, James 
O’Brien and Linda. Not only the agenda but also expectations from the 
discussions were very clear at each and every stage of qualifying for 
the bidding. There were timely updates about registration, hotel, 
travel advisory, visa document requirements and other related 
processes. Agnes and travel agency had already updated about who’ll 
be there at the airport to receive, about my hotel location and hotel 
booking was already communicated to me. 
 



b. During Conference 
The hospitality and coordination during conference was extra 
ordinary. At the conference centre, before entering the registration 
room, I met Agnes Hoctor and James O’Brien. Marguerite Hughes was 
there herself at the registration desk to welcome all delegates and to 
ensure that all the relevant vouchers for lunch, opening ceremony and 
other evening activities were in the bag of each participant. Dr Tony 
Holland was around there to meet the entire professional and parent 
delegates. There were appropriate and many signage at different 
corners to guide the attendees to attend their relevant conference 
sessions. The breaks in between the conference sessions were well 
planned. The meals were systematic and it was ensured that everyone 
had their choice of meal. Transportation from the hotel to the 
conference centre was very well managed. Opening and gala dinner 
created an opportunity to enjoy the local recipe, local cultural dance 
and music, and networking with families and professionals. Weather 
and timing of conference coinciding with 500 years of Havana 
celebration was like icing on the cake. Information on projects 
underway and future projects like Echo project give a lot of hope. 
 
 

2. Conference Schedule 
  

a. Roundtable before opening  
The roundtable before the opening ceremony was a welcome 
surprising factor. It was on gonadal function, puberty, sexuality and 
fertility in people with PWS hosted by the Clinical and Scientific 
Advisory Board. It was a perfect platform to start the networking and 
gain the knowledge on a rare topic of discussion among PWS groups.  
 
b. Opening and closing 
Opening and Gala dinner ceremony depicted the local Cuban culture 
with the cultural programme. It was the best time to network and 
forget the concerns of PWS for some time. Cuban music with dance by 
conference attendees was the highlight to be remembered and make 
Cuba visit memorable for many attendees coming from all continents.  
 
c. Clinical and Scientific Programme 
Attending Clinical and scientific program having speakers and 
moderators like Drs Suzanne Casidy, Tony Holland, Daniel J Driscoll, 
Jim Resnick, Nathalie Kayajanian, Urs Eiholzer, Ann Scheimann, 
Maithe Tauber, Sussanne Blichfeldt, Linda Gourash, Harold J. P. van 
Bosse, Janice L Forster, Anita Hokken, Kate Woodcock and many more 
covering the complex but important areas of Genetics (including  
epigenetics, animal models), endocrinology, gastrointestinal and 
nutrition, general medical issues including orthopaedics and scoliosis, 
clinical trials for hyperphagia and behaviour, mental health and 
behaviour including cognition, and poster presentations were very 
informative and enlightening. I feel myself lucky and proud to meet 



the doctors and researchers whom I have been following for years. At 
times I felt that some of the eminent speakers should have got more 
presentation time, as towards the end of their presentations, they had 
to rush through some useful and vital information.  
 
d. Professional Providers and Caregivers Programme 
It was very informative to get the overview about special provisions 
and services for PWS in different countries. Apart from overview 
topics on early intervention, there were many interesting and relevant 
topics on PWS and aging, handling crisis situations and challenging 
behaviour, legal basics, prevention, handling and reflection on 
concrete support within a practice framework, family support, 
Teacher’s world, Neuropsychology, science and research, new 
developments, summary and perspectives, etc. Speakers from Cuba, 
USA, Australia, Switzerland, Argentina, Ireland, Japan, Germany, Israel, 
UK and other parts of the world truly represented the IPWSO reach on 
the world map. It was pleasant to listen and meet the speakers like 
Norbert Hodebeck-Stuntebeck, Tony Holand, Craige Moore, Laura 
Keane, Yoshiro Kato, Takayaki Kido, Consttanze Lammer, Larry 
Genstil, Damien Jones, Swetlana Labun, Michael Pethe, Christine Ford 
and many other distinguished speakers. All the sessions were house 
full. It was good to have live translation in Spanish. My Spanish friends 
were delighted to get the information and ask questions in Spanish. 
     
e. Parent Programme 
Parent programme like other programmes was very interactive. It was 
understandable in simple and general common words and meant for 
caregivers and patients to understand the covered topics and to clarify 
their concerns. Opening the session by Drs Tony Holland, Dan Driscoll 
and Jennifer Miller was very much appreciable and truly represented 
the mission and vision of IPWSO. ‘Overview of PWS’ by Dr Dan 
Driscoll, ‘The changing face of PWS – progress and the future’ by Dr 
Jennifer Miller, ‘Living with PWS/Parents and people with PWS by 
Amalia Balart and Verena Gutmann, and ‘Essential communication 
skills for families’ by Dr Linda Gourash, and ‘Orthopaedic issues’ by Dr 
Harold van Bosse were very informative and exciting with a lot of 
questions from parents and families. Topics covering ‘Early 
development and growth hormone’ by Dr Constanze Lammer, 
‘Adolescent and adulthood endocrinology’ by Charlotte Hoybye, 
‘Nutrition’ by Paulina bravo, Physical Activity by Daniela Rubin, 
Healthy Aging by Susanne Blichfeldt were informative sessions for 
parents and caregivers. Update on current research and clinical trials 
session by Dr Jennifer Miller gave a lot of hopes. Real life behaviour 
issues and real scenario chat session between Drs Tony Holland and 
Janice Forster was like a situation faced by many caregivers in day 
today lives. Sessions on ‘Developing psychological support strategies 
to help people with PWS deal with change’ by Kate Woodcock, ‘Early 
education and school years’ by Elizabeth Roof, ‘Sensory Integration’ by 
Janice Forster, ‘Emotional Development’ by Elizabeth Roof, ‘Social 



Interaction’ by Norbert Hodebeck-Stutebeck, ‘Friendship 
Relationships and Sexuality’ by Verena Gutmann were equally 
important and informative. 
     

3. Selection of Speakers 
 

The idea of having speakers from North America where most of the 
research and clinical trials are happening, Europe and Latin America 
gave a three dimensional perspective to the conference. All the 
speakers covered almost all aspects of the complex disorder. Having 
the conference with live Spanish translation was a nice initiative to 
motivate the attendees to communicate with speakers and gain 
knowledge in an understandable language.  

 
4. Local Review 
 

Havana is a beautiful popular tourist place. Despite many limitations, 
people of Havana were very warm, loving, caring and took good care 
of all of us in terms of hospitality. Every day I met a new and large 
delegation of Spanish speaking delegation from Cuba, Chile, Peru, 
Columbia, Brazil, Thailand, Malyasia, Japan and Ireland.  Arrival and 
departure arrangements were very well planned despite myself being 
not able to communicate in Spanish. Transfer to hotel and conference 
centre was always well informed in advance and was pleasant with a 
local guide. Travelling everyday with delegates from 5-6 countries and 
speaking different languages was a great fun.  A couple of evenings I 
had the opportunity to go out with some attendees and enjoy Havana 
500 celebrations with Cuban music and dance. The concert organized 
by IPWSO at America theatre was very touching and a treat to watch. 

 
 


