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International PWS Organisation (IPWSO) Conference Guidelines  

Part 1: Considering hosting a conference and making a bid 

 

Introduction 

Thank you for considering hosting a conference on behalf of IPWSO.  Since 1991, when IPWSO was 
founded, the International Conference has been held every three years – each year (to date) in a 
different countryi and always in conjunction with IPWSO’s General Assembly. The main conference 
language is English. 

The main aim of the conference is for parents, scientists and professional caregivers to share 
information and learn about the latest research and management techniques in PWS.  

The current format is as follows: 

• Scientific programme – at least two full days - Thursday and Friday (and Wednesday if extra 
time is needed) 

• Parent (or General) programme – two full days – Saturday and Sunday 

• Caregiver programme – two full days – usually Thursday and Friday 

• IPWSO General Assembly – IPWSO’s formal meeting of its member countries – usually at 
the end of the Parent/General Programme (Sunday, late afternoon) 

• Programme for people with PWS and siblings – usually Saturday and Sunday (this 
programme is highly desirable, but not entirely compulsory  

Traditionally there is also a dinner for Scientists and Caregivers and a Celebration or Gala dinner 
on Saturday night for those attending the General Conference and the PWS Programme 
(sometimes people with PWS have joined everyone else for the Gala dinner, other times they have 
had a separate dinner). 

In keeping with IPWSO's mission every effort should be made to ensure that the conference is 
accessible to people from as many parts of the world as possible.  This can be achieved by keeping 
costs low to encourage participation by people from around the world.  It can also be achieved by 
producing conference materials (e.g. video recordings of presentations) that can be freely 
disseminated during or after the event.  Serious consideration should also be given to providing 
simultaneous translation into one or more languages. 

If you wish to propose a different format to suit the needs of your venue and budget, you should 
discuss this with the IPWSO Board before going ahead with a bid. 
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Why host a conference? 

Hosting an IPWSO conference brings worldwide experts in every aspect of PWS to your country, 
providing your doctors, professional caregivers, families and others caring for children and adults 
with PWS with a valuable opportunity to get the latest information and advice.  

You may wish to use the conference as a means of gaining media interest and coverage, which 
could result in new diagnoses or more families making themselves known to you. 

It also strengthens your country’s networks with those of other countries. 

Conference theme 

Most conferences are based around a theme (eg “East meets West” in Taiwan, “From Research 
into Practice” in the UK).  

Planning and organising - individuals and committees 

IPWSO has overall responsibility for organising the conference and does so in partnership with the 
host country. You will need several people to work closely with IPWSO to help plan and organise 
the conference, and its various programmes. Make sure that you will be able to source these 
people. Based on the current format, you should have the following: 

IPWSO will organise the following in partnership with representatives from the host country 

• An overall planning committee – responsible for budget, venue, marketing, bookings and 
registration. 

• A Scientific Programme committee –include doctors and researchers, and the Chair of 
IPWSO CSAB (Clinical and Scientific Advisory Board) 

• A Caregiver Programme committee – include care givers (care providers), and the Chair of 
PPCB (Professional Provider and Caregiver Board) 

• Parent Programme committee – include parents or family members, and the Chair of 
IPWSO Famcare Committee 

• A PWS Programme committee (if you are having a PWS programme) – include people who 
work directly with people with PWS  

 

If you are successful in your bid, from the outset, who you would like to sit on each of these 
committees should be discussed with the IPWSO Board. 

 It is anticipated that lead responsibility for organising different parts of the meeting will be 
divided as follows: 

 

• IPWSO will oversee the organisation of the conference including marketing, the conference 
budget and registration of attendees and collecting the registration fees. IPWSO will 
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normally employ someone in the 18 months leading up to the conference to undertake this 
work.  

 

• Each of the above committees will be responsible for the individual conference 
programmes. 

 

• The local hosts will be responsible  for identifying and together with IPWSO contracting for 
hotels and the conference venue itself.  

 

• The local hosts will work with IPWSO to ensure the smooth running of the conference 
identifying volunteers to work on the registration and information desks at the time of the 
conference. 

 

• With support from IPWSO the local hosts will be responsible for organising the programme 
for people with PWS 

Venue   

You are advised to source potential venues before making a bid. The venue could be, for example, 
a purpose-built conference centre, hotel, or university or college building. It should have good 
transport links and be within easy reach of an international airport. It should be moderately priced 
to keep the conference as inexpensive as possible. 

Ideally, there should be on-site accommodation and breakfast but, if this is not possible, ensure 
there are hotels and restaurants within easy reach. Bear in mind that hotel rooms will need to 
accommodate parents with children, as well as couples and those attending on their own. If 
possible, ensure that nearby hotels will suit a range of budgets.ii 

You should also ensure that there is disabled access for those using wheelchairs, or who have 
other forms of disability. 

To host a Conference in its current format, your venue must have the following as a minimum 
throughout the entire conference: 

 

• Two large lecture theatres (each to hold a minimum of 120 people) 

• Foyer/large room for registration, display booths and information tables 

• One large room (or two smaller rooms) to accommodate up to 50 poster displays 

• Four large breakout rooms (each to hold a minimum of 50 people) 

• Two meeting rooms for people wishing to hold smaller meetings (Up to 20 people) 

• A lockable room for storage 
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• Facilities to host the programme for people with PWS and their siblings (depending on the 
type of programme you are planning) 

• Area/rooms for refreshments, lunch and evening meal (the latter very desirable, but not 
necessary)  

Using volunteers   

You will almost certainly need to use volunteers to help with various aspects of the conference, 
from manning information booths and registration to helping with the PWS programme. Consider 
where you will source these from and check your country’s legal requirements for using volunteers 
(eg in many countries, those working with children and vulnerable adults will need to have checks 
done to ensure they are appropriate people) 

Number of delegates   

It is not possible to predict the number of delegates you might expect. It can depend on: 

• the accessibility of your country and travel costs for people from other countries to attend 

• the number of families and professionals in your own country who are likely to attend 

However, you can reasonably expect at least 120 professionals (including caregivers) to attend, 
and at least 100 parents. Some conferences have had considerably more. The UK conference 
attracted approximately 100 professionals, 200 parents and 50 people with PWS. 

Delegate registration   

IPWSO has an online system for handling registration, payment and bookings from international 
delegates.  

Budget and fees   

It is important to be able to provide a conference that is not too expensive for people to attend. 
IPWSO is responsible for setting the budget and for paying agreed expenditure..  

Costs (expenses)  

IPWSO is responsible for these costs and will work in partnership with host organisations in 
developing a budget 

• Venues  

• Website for registration and payment 

• Planning meetings 

• Speaker reimbursements (usually only main speakers have some element of their 
attendance at conference  reimbursed) 

• Volunteer expenses 

• Insurance 
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Income 

IPWSO will be responsible for managing the registration of delegates and seeking international 
sponsorship. The local organisers should, in partnership with IPWSO, seek local or national 
sponsorship that may be used to support the conferences, the attendance of local delegates, or 
the gala and other social events. IPWSO will pay for its own board members costs to attend. Costs 
for accommodation are usually covered by the delegates themselves. 

It is important to discuss the likely conference costs and sponsorship needs with the IPWSO Board before making 

your bid.  

Bidding for the conference 

Bidding for the next conference takes place at the General Assembly at the current conference. 
Your presentation, ideally as a Powerpoint, should last no longer than 15 minutes and include: 

 

• Where you are proposing to hold the conference 

• Travel links 

• Local attractions 

• Any special programme items you plan to organise 

You should be prepared to answer questions from the audience, such as: 

• any plans for translations 

• your plans to make the conference accessible to as many people as possible 

• any available information on delegate costs 

• any plans to make recordings and share conference materials after the conference 

 

Intention to bid for the next conference, along with the major points of how you intend to host 
the conference, should be submitted to the IPWSO Board at least one month before the current 
conference, so there is a written record of your conference plans.  You should submit your 
Powerpoint presentation to the Board no later than one week before the start of the current 
conference. 

 

As member countries will vote based on the information in your presentation bid, it is important that in your bid you 
only commit to conference features that you are sure you can provide.   

 

In the event of more than one country bidding, a vote is held with paid-up member countries 
having one vote each. The bidder with the most votes is the winner. 
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i Countries which have held International Conferences are: 
1991 – The Netherlands 
1995 – Norway 
1998 – Italy 
2001 – USA 
2004 – New Zealand 
2007 – Romania 
2010 – Taiwan 
2013 – UK 
2016 – Canada 
 

ii If you have a contract with a hotel, in order to get decent reduced rates for attendees and free meeting rooms, you 

have to guarantee a certain number of attendees staying at that hotel and a certain amount of money spent on meals 

at the hotel. If you do not meet your “attrition rate” then you are liable to pay the rest yourself which can be a lot of 

money. This is one reason you might encourage people to stay at the conference site hotel – besides the convenience 

and camaraderie of all staying at the same site where the meetings are held. If your meetings are not at a hotel but at 

a place such as a conference center, you have more flexibility to advertise other hotels without risking a significant 

financial loss to the organization. 
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