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CHAIRPERSON'’S

REPORT =t

Happy New Year to you all, 2020 has been
a very trying year, but with hard work
and resilience we made it. We managed to
survive and continue to provide our HD
families with the help and support they
all need, whilst keeping our essential staff
safe and well.

Our Annual General Meeting was held in July,
guest speaker was Dr Matthew Phillips clinical
research neurologist at Waikato Hospital who
gave a talk on the Keto diet and potential benefits
for HD.

In December we secured the release of the
movie premiers 'Dancing at the Vatican' and
‘Pounamu to the Pope', these were held at Rialto
Newmarket and the following week at Lopdell
House theatre in Titirangi. They were a huge
success and very well received by all who attended,
a huge thanks to those who organized these
events, and to everyone who made this possible.

I would like to thank everybody involved
with the Auckland Huntingtons Association,
the committee for their continued support, our
funders and mostly Jo, Cheenee and Jenna who
without them the association would not survive.

Congratulations to Cheenee completing
her certificate in Study and Career Preparation
(Mental Health), well done.

Congratulations also to Jo on becoming a
Designated Nurse Prescriber. Well done, Jo is
the first nurse in NZ working for HD to have
completed Registered nurse prescribing in
primary health and specialty teams.

JmM@u@g

Cq”gmtulations

to Jo and Cheenee.
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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 offering:
HOPE, SUPPORT,
COUNSELLING,

RESEARCH AND
TREATMENT OPTIONS
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CEO

REPORT

Kia Oraand thankyou to all our supporters
financial and non-financial for all your
generosity through this very challenging
year. With your support the Auckland
Huntington’s Disease Association has
continued its core duties and many more
duties by:

o Ensuring those who need it get
the right support services and medical
attention

« Enabling others to understand the
disease

o Furthering research to manage/treat
symptoms and cure Huntington’s
Disease

Your money has been well spent on ensuring
we negotiate a seamless care pathway with
appropriated treatment plans for all those affected
by Huntington’s Disease. Your support enables us
to continue to collaborate locally, and provided
on-going educational sessions, free of charge, to
anybody that needs them.

o Taikura Trust Needs Assessment team

« Over 65 year needs assessment team

« Huntingtons Disease of Christchurch and
Wellington

o Regional HD Service within mental health

« Independent Living Services Auckland
and Northland

« WINZ
o Northland, Waitemata, Auckland and
Counties Manukau DHBs

o Speech and Language Therapists

o Occupational Therapists

o All community homes, rest homes and
private hospitals where individuals
with HD reside

n L-Ah

Meet the staff: Jo, Cheenee and Jenna

By working in collaboration with others we are
able to:

» Reduce hospital admissions by 54%

« Reduce length of stay in Hospital facilities by
4.3 nights to 2.5 nights

o Reduce suicide rates in the HD population

« These all empower our population we
currently serve and builds a more positive
tuture for our Youth

We offer a free service to all ages. Our youngest
is 12 years of age and our eldest is a grandparent
at 98 years of age. Huntingtons Disease does not
discriminated against age, ethnicity or culture.

Due to Covid 19 we have added a few duties, such
as having two separate teams in two separate
bubbles, online shopping, social connection via
zoom for family members, Covid 19 support to
name just a few.

For the Auckland Huntingtons disease association
as essential workers the pandemic meant that we
adapted to a new reality and adopted new methods
to provided safe connection with our vulnerable
population. We had amazing support from larger
Not-for-Profit organisations with food parcels
and housing. We worked seamless with the DHBs
and Taikura Trust to ensure all our population
had adequate support and housing.

Jo @%owf
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In December we ended on a high with
an amazing fundraiser by securing the
release of the movie premiers Dancing at
the Vatican and Pounamu to the Pope,
these were held at Rialto Newmarket
and the following week at Lopdell House
theatre in Titirangi.

They were a huge success and very well received
by all who attended, a huge thanks to those who
organized these events, and to everyone who
made this possible. These funds went to spread
a little Christmas cheers to our families/whanau
that have had such a difficult challenging year.

Thank you to all for making this a successful
event!
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DANCING

AT THE

VATICAN

AND
Pounamu to the Pope

PROUDLY SPONSORED EY THE

AUCKLAND HUNTINGTON'S DISEASE

THIS FILM I8 AN EXTREMELY IMPORTANT
STEP IN THE RIGHT DIRECTION FOR
THOSE AFFECTED BY HUNTINGTON'S
DISEASE WORLDWIDE, BUT ESPECIALLY

IN LATIN AMERICA

WHAT IS DANCING AT THE VATICAN?

Dancing a: the Vatican is a decumentary that tels of 3 journey mads by
some incrocibly brave familes from Lotin Americe each bound by the
same GevasTalig disease. Huntinglon's. There wil sisa be o short lim
‘on the incredibl jourer made by the 12 New Zealanders fiat aiso hed
e privibe b e there on this day in histury for Hurtinglon's diseass.
A private nterview wilh Garios Sabng, Emmy swird winnex, glbal
campalgner and absakute gentieman wil aisa be shown The fim sees
ihoeo affocted by e desase amibarking on a ifa-changing missicn 1o
bring 11 Jorg stkgMalieesd diseise oul of e shedows.

WHERE WILL THEIR DESTINATION BE AND WITH
WHOM WILL THEIR THAVELS CULMINATE?

NEWMARKET RIALTO CINEMA

WHO, WHERE AND WHY?

Divicing at 1o Vaticon wos created by former war reporter Dy
wiward winner and globoe! campaignes Chiarioa Sabine, who a alao from
 Huntingean s disease amily, Togsther with ieading nouroacientist Dr
ignaci Mubor-Sanuen ard peneticst B Cludia Perendonca.,
founders of FactorH, o charty that helps those affected by
Hunfinglon's i Latin Armesica. end Dr Elena Catinnea. who was made
Life Senatar in ialy for har work resesrching the disease put togeter
an unforgetinble irip 1o the Vatican.

The Qroup TFIVER 10 FLal WA NSTory Was Imace al @ sudkence
wih tha Popa who bocame ta first giobal leader 1o aver publcly
recognise the disoase and speak the words 'Huntington's disease
locd. The dhepith of ihe st sround Hurbrglon's in Latin Armesics
wis exiresmiely severs il hat mament. A pivotal time of hops for
Hunfinglon's disease farniios all over the workd

WATCH DANCING AT THE VATICAN

The grove's icumey wia documented and has beon made it
documentary fim which wil be shown al both Newmarke! Riasio
Crema and Tilrang Lopdell House. Distinguished Frolessor
& Fichad Faul wil bo discussing the changing landasace of
Hiniinglon's resserch Bilowng the scrsening.

TITIRANGE LOPDELL HOUSE.

_3RD FROM 10TH
DECEMBER BPM DECEMBER

BFM DRINES A

5.30PM SIR AICHARD FAULL AN

BALES . .
T WILL INTRODUCE Film

BOOK Youk TIeRET Kow $20
FOR A STORY UF BRAVERY, DISCOVERY AND ENLIGHTENMENT
TICKET INCLUDES DRINKS AND NIBBLES

Th s trening et it st ey it Proch 1 [N Smakans} L Th reres 8 1o s bt amd Wt b i cartrsd v thm et
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WHERE YOUR

MONEY

Without your generous support this past
2018/19, the HD Association Auckland
would not have been able to meet their
core goals. Your support goes directly into
our core mission which is to maximise the
quality of life of Individuals living with
Huntington's Disease.

Some of the goals of the Association
include:

o Ensuring those who in need can access
the right support services and medical
attention

 Enabling others to understand the
disease

 Furthering research to manage and
cure Huntington’s Disease

A recent study show that working in
collaboration with others we are
able to:

» Reduce hospital admissions by 54%

« Reduce length of stay in hospital
facilities by 4.3 nights to 2.5 nights

o Reduce suicide rates in the
Huntington’s population

These all empower our population we currently
serve and builds a more positive future for our
Youth.

GOES

OVER

80"

OF FUNDS ARE PUT
TOWARDS EDUCATION
AND AWARENESS

Over 80% of funds are put towards education and
awareness to help increase understanding and
support for individuals with HD to create social
inclusion within their community.

A percentage is then used to cover administrative
costs and to continue our fundraising efforts.

WE ARE INVESTED TO
ENSURE THE ON-GOING
SUSTAINABILITY OF THE
ASSOCIATION FOR THE
FUTURE GENERATIONS
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TELEPHONE CONTACTS
$12,500

TEACHING SESSIONS

$10,000

CONTACTS IN PERSON
OR VIA ZOOM
DUE TO COVID19

$232,450

This continues to provide a needs-led-service rather than
a service-led-service resulting in a decrease in hospital
admissions, and a reduction in suicides.

FOR ONE
PHONE CALL

FOR ONE
HOME VISIT

$300

FOR ONE EDUCATIONAL
SESSION/WORKSHOP

Huntington’s Disease Association ANNUAL REPORT 2019-2010



A REVIEW OF THE
YEARS EVENTS

DUE TO COVID WE STARTED OFF THE YEAR BY ATTENDING AS MANY WORKSHOPS
AS POSSIBLE TO PREPARE FOR WHAT WAS TO COME. A BIG THANK YOU TO JENNA
FOR KEEPING THE FUNDING APPLICATION GOING AND SHOWING MUCH RESILIENCE
IN THIS FINANCIALLY CHALLENGING TIME, WELL DONE.

As well as our Movie premiere we managed to hold a successful AGM in July between the lock downs. Our
guest speaker was Dr Phillips FRACP a clinical and research neurologist at Waikato, Hamilton hospital.
He gave a talk on the promising options of "metabolic interventions" (such as fasting and Ketogenic diets).
We remained connected to our more rural HD population in Northland and Taranaki with home visits

1

and support groups.

Negh a
oy
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BUT MOST
OF ALL
WE STOOD
TOGETHER,
CONNECTED
AND HAD THE
RESILIENCE
TO STAND
UNITED
AGAINST
CoVID!
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Unite
against
COVID-19

New Zealand Government
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STATEMENT OF
FINANCIAL PERFORMANCE

Statement of Financial Performance
For the Year Ended 31st March 2020

2020 2019
$ $

Surplus from Trading 244,487 281,107
SUNDRY INCOME
Interest Received 9 41
Total Income 244,496 281,148
Less Expenses
Accident Compensation Levy 263 325
Accountancy Fees & Audit Fees 3,340 3,230
Publications 3,338 3,304
Bank Charges il b 5%
Client/Patient Expenses 2,835 4,503
IT Expenses 1,056 5.040
Conference Expenses 1,947 47,202
General expenses 358 3,433
Insurance 4,701 3,704
Interest 7 8
Event Costs 9,518 4,777
Fundraising Costs 678 174
Motor Vehicle Expenses 5521 5,889
Vehicle Lease Expense 14,361 12,295
Penalty & Infringement 101 -
Printing, Stamps & Stationery 1,626 2,447
Rents 9,270 9,685
Repairs & Maintenance 6 285
Other Employer Expenses 5,556 6,177
Dues & Subscriptions 100 44
Telephone, Tolls & Internet 5472 5,429
Travel 14,988 8,082
Wages & Salaries 126,301 114,194
Total Expenses 211,458 240,282
Net Surplus Before Depreciation 33,038 40,866
Less Depreciation
Depreciation as per Schedule 65 158
NET SURPLUS/(DEFICIT) $32,973 $40,708

A tull report of the Association’s financial audit from the 2019/20 year
can be found on the government’s Charities website.
Please visit: charities.govt.nz to download the audit report.
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Statement of Movements in Accumulated Funds
For the Year Ended 31st March 2020

Note 2020 2019
b $
ACCUMULATED FUNDS AT START OF YEAR 44,545 3,837
REVENUE
Net Surplus for the Year 32,973 40,708
Total Recognised Revenues and Expenses for the Year 32,973 40,708
ACCUMULATED FUNDS AT END OF YEAR $77,518 $44,545
Statement of Financial Position
As at 31st March 2020
Note 2020 2019
3 $
CURRENT ASSETS
ASB Bank - 00 Cheque Account 11.720 11,452
ASB Bank - 51 Savings account 85,104 50,645
Total Current Assets 96,824 62,097
NON-CURRENT ASSETS
Fixed Assets as per Schedule - 65
TOTAL ASSETS 96,824 62,162
CURRENT LIARILITIES
GST Due for payment 8,291 7,336
Accounts Payable 3,579 3,499
Credit Card Creditor 2,022 1,971
Provision for Holiday Pay 5,414 4,811
Total Current Liabilities 19,306 17,617
TOTAL LIABILITIES 19,306 17,617
NET ASSETS $77,518 $44,545
Represented by;
ACCUMULATED FUNDS
Retained Earnings 166,608 36,872
TOTAL ACCUMULATED FUNDS $166,608 $36,872

For and on behalf of the Committee:

Tty 7’%/
Chairman - Janine Butters Committee - Matt Hobbs
Date:  54/11/2020 Date:  50/11/2020
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SAID ABOUT US IN 2018/2020 THANK YOU
The Non-Paid essential workers, the caregivers the family whanau We would like to thank all our financial and non-financial supporters

members in Auckland and Northland who provide 24 hour care

who have donated over the past year. We are truly thankful.
to their loved ones had this to say about 2020...

Without your support we would not be able to continue.

HEALTH BOARD

A Community Partnership Best Care for Everyone

DISTRICT "W Waitemata
[COUNTIES MANUKAU P2 st o

NORTHLAND DISTRICT HEALTH BOARD

Te Poari Hauora A Rohe O Te Tai Tokeran

NorthAble

MATAPUNA HAUORA

CENTRE FOR % THE TRUSTS
BRAIN RESEARCH Communit

THE UNIVERSITY OF AUCKLAND FOUNDATION

Stove

Te Whare Wananga o Tamaki Makaurau

Independent =
: ..taikuratrust
L I V I N G valuing difference and
supporting inclusion

My name is Sarah,

CHARITABLE TRUST
Frordly Serving: the Comumunity

2l JUI» Brain Research _
o'.q NEW ZEALAND M Neurological ’ Eo%?BATION

I have early stages of HD and had just
stopped work as my symptom’s had
progressed to the point that I needed more
time to look after myself and then the
pandemic hit and my husband lost his job,
This financial hit was huge. Thank you Jo
for the food parcels and Cheenee for the
support with WINZ.

> = Rangahau Roro Aotearoa Foundation Te Kaitiaki Pitea o
L\ g Tamaki a Tai Tokerau
A pathway to hope

@ THE LION
#5 FOUNDATION

Grants Scheme

Four Windsgi®.,

FOUNDATI ON Limited

~Ken

, , ) COLLECTIVELY WE MAKE A DIFFERENCE
%ﬂ@ﬁ@f" we %L%E[j AND ENHANCE QUALITY OF LIVES
FOR THOSE AFFECTED WITH HD
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