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Every Christmas we strive 
to share some joy to our 

families in the HD Community. 
Christmas can be a tough and 
stressful time for our people, 

so it is important for us to 
reassure them and continue 
to off er our service. There is 
nothing more rewarding than 
seeing the genuine smiles on 

their faces. 

CONTACT HD AUCKLAND:     TEL 027 4328 255, 0800 HDAUCK (0800 432 825)     EMAIL huntingtonsakld@xtra.co.nz
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CHAIRPERSON’S
REPORT 
It is with great pleasure that I welcome you 
to this year's annual general meeting and 
the annual general report for the Auckland 
Huntington's disease association. I am honoured 
to be able to present to you a summary of 
our organisations activities challenges and 
achievements over the past year.

As we look back on the past year we can 
be proud of the progress you have made 
in our mission to make a positive impact on 
those living with Huntington's disease in our 
community. Despite the challenges posed by 
COVID-19 pandemic and the aftermath of this 
our team have shown tremendous resilience and 
creative and adapting to the new norm.

During the past year we have continued to 
provide critical service to the community we 
serve we have focused on improving access to 
healthcare education and other basic services 
while we also advocate for the rights of living 
with Huntington’s Disease our efforts have 
helped to improve the quality of life of many 
individuals living with Huntington's disease.

I want to extend this year why my warmest 
congratulations to Jo on becoming Nurse 
Practitioner for Huntington's disease this is a 
significant accomplishment that demonstrates 
her dedication hard work and passion for our 
community.

In the short term of you becoming nurse 
practitioner Jo has  been able to make profound 
differences in their lives of those living with 
Huntington's disease. Jo’s  advanced knowledge 
and skills enables her to provide comprehensive 
and compassionate care which all our 
population benefit greatly from.

I would also like to acknowledge Jo’s 
commitment to the Auckland Huntington's 
disease population this is her  20th year  
working for the Auckland Huntington's disease 
association. What a year to celebrate this 
amazing Nurse Practitioner achievement for our 
population congratulations we are all very proud 
of you.

Young people impacted by 
Huntington’s disease are over 
twice as likely to experience 

traumatic events in their childhood, 
compared to those not in families 

with Huntington’s disease.

The Auckland HD Association is the 
primary organisation focused on 

supporting young people impacted 
by HD in the Auckland and 

Northland area. They aim to protect 
current and future generations

by off ering:

HOPE, SUPPORT, 
COUNSELLING, 

EDUCATION,
RESEARCH AND 

TREATMENT OPTIONSJanine Butt ers
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CEO 
REPORT

Jo  Dysart  

I am pleased honoured to present this 
my 20th annual report for the Auckland 
Huntington's disease association. As the 
CEO I am proud of the achievements we 
have made in the past year and the impact 
we have had on the community we serve. 
Our focus over the past year has been To 
provide support and advocacy services for 
those with Huntington's Disease. To provide 
information and support to family, carers, 
medical professionals and government 
support agencies.To act as a source of 
information for professionals involved 
with Huntington's Disease. To raise public 
awareness on Huntington's Disease. To 
support research into Huntington's Disease.

Our mission is 
“The HD Association Auckland endeavours to 
provide confidential, non-discriminatory free 
service to all family and their whanau across 

the generations whose lives and those family/
whanau that have been impacted by the disease. 

Huntington’s affects all race, culture”

The Auckland Huntington's disease 
association is committed to making positive 
impact in New Zealand in Auckland and 
Northland and we do this by addressing 
the issues that affect our community we 
work tirelessly to create awareness provide 
support and advocate for change through 
our efforts we in aim to improve the lives of 
those in need and create a more equitable 
society.

However we cannot do this alone as a 
not-for-profit organisation we rely heavily on 
the support of donors like you to fund our 
programmes and initiatives your support 
allows us to.

Expand our reach and impact: your 
donation enables us to reach more 
people and have a greater impact on our 
communities.

Provide critical services: with your support 
we can provide vital services to those who 
need them the most including food shelter 
care and education.

Advocating for change: by supporting us 
you can help us advocate for policy and 
programmes that address the root cause 
of the issues we are passionate about and 
what towards creating long term sustainable 
change.

Every donation, no matter the size makes 
a different. It is because our supporters 
like you that of we are and we are able to 
continue our work I made a meaningful 
impact.

By supporting  our organisation and our 
mission your donation will make a tangible 
difference in the lives of those we serve and 
help us create a better future for all those 
living with Huntington's disease. I need 
to mention that none of this would have 
been possible without the support of our 
dedicated team of staff and volunteers they 
worked tightly tirelessly to make a small 
association as success and demonstrate 
a strong commitment to our mission 
their dedication and hard work has been 
invaluable over this past year. I would like 
to thank our members for their ongoing 
support and I look forward to continuing 
our work together in the coming years think 
I have another 20 left in me yet we remain 
committed to our mission until making a 
positive impact in the world.



5Huntington’s Disease Association   ANNUAL REPORT 2021-2022 5Huntington’s Disease Association   ANNUAL REPORT 2021-2022

HUNTINGTON'S 
DISEASE CONFERENCE
BRINGING IDEAS TOGETHER
We had a great turn out at our National 
Huntington’s Disease Association conference 
that we hosted in June 2022 at the beautiful 
CORDIS Hotel. Huge thanks to our major 
sponsors and supporters as we were able 
to welcome in many distinguished guest 
speakers from all around New Zealand as 
well as other parts of the world to this grand 
venue. Not only that but with the recent 
advances of technology use, we were also 
able live stream this conference so people 
could watch from other countries! We had 
viewers all the way from Australia, UK, 
Germany, France, and Italy to name a few. It 
was a very successful 2-day event, with lots 
of knowledge and love was shared amongst 
many researchers, clinicians, and family/
whanau of the HD community. 
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LIONS MEETING
We were kindly invited to present our service at the LIONS meeting. It was a fantastic night, with 
fantastic people. They were very welcoming and open to what we offer to our community. We 
thank them for their support.

REVIEW OF THE YEARS 
EVENTS

"Our approach is to respect, the people and 
have a willingness to listen and learn about 
their unique history, culture, and traditions" 
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CARERS DAY

COLLABORATION 
AND SUPPORT

Another great turn out for our carer’s day! 
Unfortunately, due to Covid in the past few 
years, we were not able to host as many. 
However, we were able to host one this year 
and it was a great success. It was very nice 
to see everyone attending especially after 
the stresses of COVID. We were also able to 
have new members join us through zoom 
which was a great opportunity for our carers 
to see and meet new people within the HD 
community. 

We continue to visit and support our rural 
Maori community in Auckland, Northland 
and Taranaki with our patron Sir Richard 
Faull building strong relationships with the 
people. 

Our approach is to respect, the people and 
have a willingness to listen and learn about 
their unique history, culture, and traditions. 
By developing the trust and meaningful 
connections we continue to establish a 
foundation for effective collaboration and 
support. 

We continue to visit and support our rural 
Maori community in Auckland, Northland 
and Taranaki with our patron Sir Richard 
Faull building strong relationships with the 
people. 

Our approach is to respect, the people and 
have a willingness to listen and learn about 
their unique history, culture, and traditions. 
By developing the trust and meaningful 
connections we continue to establish a 
foundation for effective collaboration and 
support.
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A full report of the Association’s financial audit from the 2021/22 year
can be found on the government’s Charities website.
Please visit: charities.govt.nz to download the audit report.

STATEMENT OF
FINANCIAL PERFORMANCE 
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A full report of the Association’s financial audit from the 2021/22 year
can be found on the government’s Charities website.
Please visit: charities.govt.nz to download the audit report.
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HUNTINGTON’S 
DISEASE HEROES 
We are excited to announce that a new 
book "Huntington's Disease Heroes" has just 
been published. As we know, Huntington’s 
disease has been steeped in secrecy and 
fear for generations, leaving people in the 
community without a voice. This book 
changes that. Huntington’s Disease Heroes 
features twenty-six people from nine 
countries who bravely share their personal 
stories about living in the shadows of this 
disease. By doing so they are saying: Here I 
am. I will not be kept silent.

"These moving stories of real people aff ected 
by Huntington’s give a human face and voice to 
this dreadful illness, making the unimaginable 

imaginable and felt by the heart."
— Lisa Genova, New York Times 

bestselling author of Inside the O’Briens

Huntington’s Disease Heroes includes 
stories from a scientist who switched from 
cancer research to studying Huntington’s 
after finding out her mother had tested 
positive for the disease, a young man whose 
biggest fear was testing gene negative and 
not inheriting the disease, and a woman 
who grew up in survival mode, unable to 
express her grief. Our very own Malvindar 
Singh-Bains and Emma Burnip wrote 
chapters to contribute to this book.

We learn about the ways the author's lives 
are better off because of the hardships they 
have faced. By sharing these intimate parts 
of their lives, they are taking away the fear 
and stigma of living with HD in their families. 
They are giving a voice to this unheard rare 
disease community and empowering others 
to speak up.

We hope by sharing our stories we can raise 
awareness of HD, help people understand 
the HD community, and feel less alone 
during trying times. The book also includes 
a book club 'chapter chat' section at the end 

with prompt questions to help the reader 
connect to each story and reflect on how 
this may relate to their own experience.

50% of the proceeds from book sales will 
be donated to the Huntington’s Disease 
Youth Organization (HDYO). We have sold 
over 500 copies of the book so far, if you 
are thinking of someone who would benefit 
from reading this book, get your copy now! 
Available on Amazon worldwide.
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OVERVIEW

Financial report for Auckland Huntington’s 
Disease association.

This financial report presents an overview of 
the financial performance obsolete Auckland 
Huntington's disease association for the 
financial year end in 2022 this report has 
been prepared in accordance with general 
acceptance accounting principles and is 
intended to provide stakeholders with an 
understanding of the Auckland Huntington's 
disease association's financial position.

The financial performance of the Auckland 
Huntington's disease association for the 
financial year end in 2022 was positive. The 
Auckland Huntington's disease association 
was able to generate sufficient revenue 
to cover its expenses and the assets and 
liabilities were well managed under Auckland 
Huntington's disease association was able to 
maintain financial position.

We would like to take a moment and express 
our deepest gratitude for your unwavering 
support. Whether you have donated your 
time resources or expertise your contribution 
has been invaluable and made a real 
difference.

Your support has enabled us to pursue our 
mission and bring about positive change 
in Auckland and the Northland region. We 
recognise that without you none of this 
would be possible your commitment to our 
cause inspires  us every day to work harder 
dream bigger and strive for excellence.

From Jo and the Team

Thank You



T H E  N E W  Z E A L A N D  N A T I O N A L

TO ALL OUR HUNTINGTON’S HERO’S

THANK YOU 


