
 

 

 

 

 

 

Prader-Willi Syndrome Association New 

Zealand Incorporated 

 

Annual Report 
 

For year ended 31 Dec 2022 
 

 

 

 

1. Management Report 

2. Treasurer’s Report 

3. Auditor’s Performance Report 
 

 

 

 

www.pws.org.nz | enquiries@pws.org.nz | 0800 4 797 4357 

http://www.pws.org.nz/
mailto:enquiries@pws.org.nz


Management Report 2022 

Completed by Charlotte Roos, CEO PWSA (NZ) 

 

 The Prader-Willi Syndrome Association New Zealand Mission is: 

“To enhance the lives of New Zealanders with Prader-Willi Syndrome and their families by providing 

advocacy, education and support.” 

We are grateful to the Ministry of Health for their financial support through our contract and we 

provide MOH with reporting once a year. 

I present this report on behalf of the Prader-Willi Syndrome NZ. 

OUR SERVICES:  

Support: 

Families with a family member with PWS were supported and connected through the receipt of our 

newsletters, information packs, support phone calls/emails, and face-to-face catchups. Living with a 

rare condition can be isolating for families, and raising children and supporting adults with PWS is 

extremely stressful due to the complexity of the condition and the behaviours that accompany it. 

We continue to work on establishing relationships with individuals, families and professionals this will 

mean the correct information is provided to families at the right time. Professionals who we make 

contact with and provide information to then become the PWS expert in their own organisation and 

thus awareness and skills around PWS is raised considerably. Providing the correct information to 

those supporting people with PWS means they are better able to manage their health and challenging   

behaviours associated with the condition, resulting in a better quality of life and more opportunities 

for inclusion in the community. 

 

There is continued support given via phone calls, email, Facebook, newsletters our website and 

trainings either held in person or via Zoom. We continue to provide up to date information on 

research and medical studies and advertise these on all our platforms. We continue to have our New 

parents pack, teacher packs and Breastfeeding booklets and have completed 3 new booklets 

available in hard copy and PDF, these are sent out on request. 

We have produced and shared 6 newsletters during the 2022 year and we have received 7 requests 

for support during the year. 

Our membership is spread across New Zealand, some families do not have others living with PWS in 

their town or area, this can mean the medical or teaching staff that families are relying on may have 

never meet someone with or understand Prader-Willi Syndrome. Being able to continue to provide 

up to date information packs and brochures to medical staff, families and communities is very 

valuable. We are the only organisation in New Zealand able to provide this informative and accurate 

information and we are proud that we can continue to provide these services. 

 

 



Events: 

Regional gatherings and workshops:  

- We were able to host our Young Families weekend that had previously been postponed in 
2021, this was held in Wellington in September over a weekend, we had 6 families attend, it 
was a very enjoyable weekend for all with very positive feedback during the weekend. Jo 
and I attended.  

- we ran two information sessions on Diet and nutrition and funding and support. 

The weather was great. We were able to run the planned outside activities - a trip to the zoo and 
a walk-through Wellington to the Cable car with a ride up to the Botanic gardens, these activities 
are just as informative as the planned education sessions as it gives the families a chance to talk 
to each other and share information on what they have in place and what they are finding 
difficult. 

We had a budget of $10,000.00 and our final costings for the weekend are as follows: We were 
able to run this under budget by $2459.95. 

$1915.00 Hotel 

$2964.00 Food 

$2183.20 Subsidies for travel 

$460.00 Conference room hire 

$40.00 Car parking 

$432.85 Activities 

Total $7995.05 before contributions  

Family contributions $455.00 Total Spent $7540.05 

 

Education: 

We had 48 requests for information and resources during the year that we completed. 

These were a mixture of: 
Teacher packs/ New parent packs/ Nutrition Books 
Transition packs  
Awareness packs  
Cookbook orders         
Breastfeeding booklets     
Pamphlets               
General Prader-Willi Medical resources  

5 trainings were completed with groups based in Nelson, Auckland, and Palmerston North. Our 
updated training options are working well, and the availability of the Zoom option is well received. To 
recap I have listed the options we have for our training: 

A full introduction to Prader-Willi syndrome  
REFRESHER and/or CRISIS SUPPORT WORKSHOP – Supporting People with PWS 
TAILORED PWS TRAINING (online only) 
SCHOOL TRAINING WORKSHOP- Supporting Pupils with PWS 



We are able to offer all of these trainings either online via zoom or on site. 

We were also able to offer our members the opportunity to buy PWS cookbooks that have been 
produced by the Latham Canters in America, this is a fantastic opportunity for our members to have 
and use. 
 
 

Advocacy: 

We encouraged everyone to share awareness in May of PWS by 'going orange', ordering ribbons, 

wristbands and T-shirts, or by sharing our social media awareness posts during the month. videos 

from the 3rd day of the last Asia Pacific Conference were also shared during the month. These videos 

all featured individuals and families from New Zealand sharing aspects of their lives. 

At the end of the may, we were excited to announce the availability of some new awareness 

resources. These pamphlets are easy to read and contain useful and need-to-know information for 

different groups - 'Whānau, Friends & Community', 'Healthcare Providers' and 'Peers & Housemates'. 

These resources are ideal for providing information to anyone that has a connection with someone 

with Prader-Willi. To view and order copies, you can use the order form on our publications and 

resources page on our website. 

Submissions completed during the year were: 

March 2022 – Covid-19 Antivirals Consultation 

PHARMAC announced a brief consultation period on the eligibility criteria for 2 oral antiviral 

medications due to arrive in New Zealand between the end of April and June: The submission 

covered information on: 

Respiratory Problems and Infants with PWS 

Atypical Symptoms of Illness 

And Recommendations 

March 2022 – Education Action – Highest Needs Review 

The Highest Needs Review was taking place as part of a commitment outlined in Priority 4 in the 

Learning Support Action Plan 2019-2025: flexible supports for neurodiverse children and young 

people. The review team developed a report for the Minister with recommendations for Cabinet in 

October 2022. 

 
 
All of the information and the final submissions completed by Jo Davies on behalf on the New 
Zealand Prader-Willi Association are available to access on our website under the news tab. 
 
We continue to be involved with Rare Disorders New Zealand and participate and indorse campaigns 
and share information on their behalf.  

 



TEAM: 

Jo Davies – Operations Manager:  Jo is the first point of contact for all enquiries, she continuously 

keeps up to date information on the website, updates our Facebook, produces our newsletters, keeps 

our database up to date and provides support to families, and maintains relationships with external 

groups. She is the primary organiser for most of our events and if is not attending in person, is in the 

background helping, she is a vital part of our association and her knowledge and continuous 

commitment and hard work is greatly appreciated.  

Cindy – Training Manager: Cindy has continued to provide valuable training and information to our 

residential care providers, Schools, and families, she provides support and advise through emails and 

phone calls to our families and will visit in person when needed. Cindy attends every event she can 

and has built strong relationships with a lot of our adults and their providers, her knowledge and 

connections around the country are vast and her continued support and work with the association is 

very valuable. 

 

I would like to take this opportunity to thank both of you for the continuous hard work and 

commitment you continue to give the association and the support you have given to me. 

 

I would also like to personally thank our board members for their contribution to the association that 

they provide voluntary.  

Our Board members are: 

Kahu Simmonds (Chair) Rachel McLellan (treasurer) Helen Sankey (secretary) , Grant Rogers, Hayley 

Arnott, Julie-Anne Quinney   

 

As I am stepping down from my role, I would also like to take this moment to say thank you to the 

board for giving me the opportunity to be involved with the association in this capacity. I have learnt 

so much and made connections with many families that I now call friends. 

Jo and Cindy, you are amazing, the support you have given me both in the work capacity and 

personally has been unwavering and I am not sure words can express appropriately my appreciation 

to you both. Thank you so very much.  

 

Thank you. 

Charlotte Roos, Chief Executive Officer 

CEO@pws.org.nz 
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Treasurer’s Report for Year Ending 31 December 2022 

 

Opening Bank Balance - 1 January 2022 - $58,750.36 

Please refer to: - 

Statement of Cash Flows for the Year Ended 31 December 2022 

Prepared by Baker Tilly Staples Rodway (Pg 10 of Performance Report) 

 

Cash flow received from operating activities - 

Donations, Grants and Other     60,045 

MOH Funding: 

Donations from parents/caregivers – contribution towards camp costs 

Givealittle donations 

Lotteries Commission  

 

Receipts from Providing Goods or Services     1,335 

Training Income 

Sale of T-Shirts, Wristbands & Cookbooks. 
 

 

Cash was applied to: 
 

Payments to Suppliers       (18,073) 

Audit fee 

Printing pamphlets 

Flight/accommodation subsidies for families to attend regional gatherings. 

Subscriptions (Xero, Website) 

Training Expenses (Travel accommodation etc) 

Other incl. Post, Online Conferencing, Phone/Internet, Bank Fees 

 

Payments to Contractors     (40,108) 

CEO, Operations Manager, Caregiver Support 

 

Net GST (paid)/received                      (1,305) 

 

Net Increase in Cash            1,894 

 

Opening Cash         58,750 

Closing Cash         60,644  

 

Closing Bank Balance – 31 December 2022 - $60,643.58 

 

ASB Term Deposit Balance as of 31 December 2022 - $31,752.05 incl. annual interest of $683 

6-month term matures 21 June 2023   Interest rate 4.45% 

 

Future Planning: $10,000 in budget for possible adult camp in Auckland towards the end of year and 

depending on timing we may be able to apply for a Lotteries grant towards this.  
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