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Charles Sabine is a global spokesperson for 
people with Huntington’s Disease. He was 
an inspirational speaker at the National 
Huntington’s Disease Association Conference 
in Auckland on 4th – 5th May 2018, attended by 
150 people with the disease and their families. 
“His courage in talking about his own personal 
journey has just been amazing, people were 
really able to identify with him.” Bringing 
Huntington’s Disease out of the shadows is 
Sabine’s goal in a life that was changed forever 
after he tested positive for the disease in 2005.”

When Charles Sabine spoke on TVNZ’s Breakfast 
show  in early May he spoke about “my disease.” He 
was talking about Huntington’s and his bravery in 
owning the  disease and speaking out about it was an 
inspiration to New Zealander’s with Huntington’s, 
says Jo Dysart,  General Manager of the Auckland 
Huntington’s Disease Association.

FAMILY HISTORY
Huntington’s Disease, or HD, is a deadly 
degenerative disease that destroys a person’s nervous 
system. Sabine’s father and step-brother died from 
it, his brother is in the final stages of the disease 
and countless extended family members have tested 
positive for the HD gene.

His father was one of the first people to have the 
genetic test for Huntington’s in 1994 and tested 
positive. Children of a parent with HD have a 50/50 
chance of having it themselves. However, like many 
others, the existence of HD was hidden in Sabine’s 
family because of the shame and stigma around it.
“I had never heard of it, like most people at the time, 
and my brother and I were told that what had been 
making my father behave strangely was this genetic 
disease, and we had a 50/50 chance of getting it 
ourselves,” he says.

BRINGING
HUNTINGTON’S DISEASE 
OUT OF THE SHADOWS
BY REBECCA MCBETH

Research 
Article

After finally being told about the disease running 
in their family Sabine’s brother, who had four 
children, got tested immediately. He tested positive 
and became ill soon after that. 

Sabine was an NBC war correspondent at the time 
and chose not to get tested for another 11 years 
when he was in his mid-40s and facing questions 
around what to do with his career and whether to 
have children.

“I felt I would be empowered by having the test 
and I also tested positive,” he says. “I decided that 
instead of being shot at and blown up, which is what 
I had spent the last few years having done to me 
in Baghdad, that I was in a unique position to be a 
spokesperson for people with the disease because it 
became clear to me that there wasn’t one.

“No one was speaking for families with HD because 
families find it hard enough getting from one day to 
the next without taking time off to talk to people 
about the nature of the disease. I was in a position 
where I could do that, I had spent my whole life 
in the world of communications, so it seemed a 
completely obvious step to take.”

Sabine describes the scene 12 years ago as pretty 
desolate and desperate, with not only no cure 
or treatment for HD, but a disease that was still 
cloaked in just as much shame and stigma as it had 
been for generations.

“I had a real feeling it was far more prevalent 
than people knew, and investigations showed that 
was the case, so I set about trying to get a better 
understanding of the disease around the world,” he 
says.

“It speaks volumes about where the disease has 
been in all this time, but also where it is heading. 
That was the opening of a new chapter.” 
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HIDDEN NO MORE
It was in a London pub on a bar napkin that Sabine 
first wrote the slogan, HDdennomore ‘Hidden No 
More’.

“It occurred to me that there was a name that 
fitted exactly what it was I was trying to do which 
incorporated the HD of Huntington’s,” he explains.

Little did he know that Pope Francis would be 
saying those words to an audience of 2000 HD 
people with HD and family members in the Vatican 
seven years later.

As Sabine’s role became more international he 
discovered that HD was hugely prevalent in South 
America, especially Venezuela where in some areas 
one in ten people have Huntington’s.

A conversation with a colleague sparked the thought 
that getting recognition for HD by the Pope would 
be truly transformational for people with the HD 
in the predominantly Catholic countries of South 
America where they were living in unimaginable 
poverty and hardship.

So, Sabine set about trying to host a HDdennomore 
event at the Vatican. The initial idea was to have one 
Venezuelan patient meet the Pope and get a photo 
taken.

Sabine says it is a testament to the extraordinary 
nature of this Pope that the number of people 
allowed to attend steadily increased until on the 
18th May 2017 in Rome, Pope Francis met 150 HD 
patients from 28 countries and said the words, “the 
time has come for this to be hidden no more”. 

Sabine has witnessed many extraordinary events in 
his life, including the fall of the Berlin Wall and the 
end of Apartheid in South Africa, but says none of 
them compare to the feeling in the room on that 
day. “It was a truly magical moment,” he says.

To witness this event visit: 
http://hddennomore.com/event/

“That was a moment beyond my wildest dreams. I 
never thought for one moment that those words I 
had written on a bar mat would be spoken by the 
leader of 1.2 billion Catholics.”

SCIENTIFIC DISCOVERY
At the same time that the HDdennomore campaign 
was making real inroads in redressing the stigma 
around HD, there was, for the first time, also real 
progress in the laboratories.

Sabine says the breakthrough has only come about 
because of patient involvement in observational 
trials and he believes the increased patient 
interaction is due to the reduced stigma around the 
disease. “It’s all part of the same picture, coming 
out of the shadows socially and entering into an 
area of light scientifically.”

A MESSAGE OF HOPE 
Sabine’s message when speaking to the families of 
people with HD is not to give up on life. “When I 
was given my Huntington’s test result of positive by 
a neurologist in London he said: ‘there’s nothing 
you can do with this disease, just live your life as 
best as you can’,” says Sabine. 

A new ASO (antisense oligonucleotides) drug has 
been developed that physically alters the expression 
of the mutant protein that causes the disease and 
“it’s extremely likely that it could affect the disease 
progression”, Sabine says.

Sabine believes the day will come when people will 
be able to live their whole life without the disease 
affecting them and when the breakthrough happens 
is only a matter of time.

He says that laboratory results are often not 
replicated in the real world, so it is more important 
than ever that treatments are trialled and observed 
on real people. 

“The families that are hiding the disease away are 
making their health worse, rather than being open 
about it. I don’t care who knows.”

“There’s a danger that some countries might be left 
out of this progress, but New Zealand will not be 
one of them.” 

He suggests that Kiwis with HD get on to Enroll-HD, 
a worldwide observational study for Huntington’s 
disease families, as the people involved in the first 
clinical trials of the drug will be taken from that 
list. 

Enroll-HD involves people who are gene positive 
being tested once a year. A database of 18,000 
genomes of people with the disease is open and 
available to researchers worldwide to use.

Sabine says it is only via global collaboration on 
research that a real breakthrough has been made 
with the arrival of this ASO drug. “That could never 
have happened in the laboratory: the old-fashioned 
idea about how drugs came about is gone out the 
window. It has to involve patient participation, 
and this proves it.” “People like me are in a unique 
position in that we are the perfect guinea pigs for 
observational trials.” 

The disease has been observed in his brain and 
blood for more than ten years and even though he 
is not symptomatic, what is happening in his body 
is being carefully monitored, offering scientists 
unique ways of observing the pathway of disease.”

THE HUMAN SPIRIT 
Sabine has children at home in England and knows 
his time with them is limited, yet he spends half of 
his life travelling the world talking to families with 
HD, policy makers and pharmaceutical companies

He says he can only miss his son and daughter 
(neither of whom carries the HD gene) because of 
the extraordinary people he meets, who are the 
greatest example of humanity.

“I found when I was working with NBC that the 
human spirit is far more powerful than anyone 
realises until you see it at its most tested. Everywhere 
I go in the world I see that same extraordinary spirit 
and that’s empowering. It’s around the darkness 
that the human spirit shines brightest.”

As Cited in Headlines 2018 by Rebecca McBeth

4Huntington’s Disease Association  August 2018 Huntington’s Disease Association  August 2018 5

http://hddennomore.com/event


Kia ora and Hi from Auckland,
What a positive amazing past few months we have 
had for HD locally, nationally and internationally 
for the HD committees. Hope you are all keeping 
up to date don’t forget to see our Facebook and 
webpage.

It is with regret, I inform our readers that Dipika 
McKenzie no longer works for the Association. 
I know her caring nature will be missed by our 
Auckland client group. We wish her well for her 
future plans. We are hoping to have a new Support 
Worker in place by August, obviously it will take 
time for me to introduce them to everybody but we 
will get around to you all. We continue to have social 
outings such as movie trips and coffee mornings.

AUCKLAND
& NORTHLAND

What’s been happening....
REGIONAL REPORTS

- Jenna & Jo
P: 027 432 8255
E: huntingtonsakld@xtra.co.nz

AucklandNorthland

Once again we were present at the Centre for Brain 
Research – Brain Day, which was held during the 
month of July. We had a great time. A huge thank 
you to the CBR and Neurological Foundation on 
another great event. We had our own little Amarylis 
helping us with manning the stall this year.

Please make a note of our new physical address 14 
Erson Avenue, Royal Oak. We moved during the 
month of June to a very warm, cosy, new office 
space. We are now neighbours with Independent 
Living Service and other healthcare providers. We 
welcome anyone to pop in and visit us, however 
our office is not manned full time so please do call 
ahead to make sure myself or Jenna are in.

Well, as you can see from the last newsletter, 
Charles Sabine and HD Hide No More was such 
an inspirational moment for all involved with 
Huntington’s when we were at the Vatican in Rome. 
We had a dream we would bring Charles to be our 
Keynote Speaker at the next HD Conference will 
our dream came true. Thank you to Charles himself 
and a lot of behind the scenes dedication on making 
this happen. Prior to the conference, we were able to 
have a reunion with most of the individuals from 
NZ that made the trip to Rome with Charles. This 
again was a very unique and inspirational moment 
for us all.

We kept Charles very busy. He was on breakfast 
TV with Jack Tame, this was an amazing interview 
that can be found on our facebook page and web 
page, please check it out https://www.facebook.
com/huntingtonsakld/ or http://hdauckland.com/. 
Jack was inspired by Charles, with Charles being 
an ex-war correspondent and  journalist they had a 
lot in common. Jack then invited Charles to talk in 
more depth on his radio station, again this can be 
checked out on our facebook page. 

Charles also spent an afternoon at the Centre for 
brain research presenting to the researchers and 
medical staff from Auckland District Health Board. 
He also spent the afternoon with the Neurological 
Foundation being interviewed. Throughout the 
Conference, Charles was present and engaging 
with all who attended a very inspirational giving 
gentleman I was humbled by his generosity. 

Those that were unable to attend the conference will
be able to get a flavour from the article, the radio 
and TV presentation, on how inspirational Charles 
is, and how determined he is in breaking down 
the stigma, associated with Huntington’s Disease 
globally.
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Kia ora and Welcome to the 
Mighty Waikato!
First was the brilliant HD conference in Auckland 
that my colleague Karen Bird and I attended. It 
was a truly inspiring event.  

Soon after the conference, MS Waikato hosted 
an HD Family Day Out at Totara Springs in 
Matamata. We had a great turn out despite the 
weather and the activities on offer catered well for 
all ages and disabilities. The day started with top 
town games which provided some great laughs 
and an opportunity for everyone to participate 
and mingle. The rock wall provided an amazing 
challenge and enabled some to conquer their fear 
of heights. It also made for a great spectator’s 
event as those who were unable to participate 
enjoyed encouraging their family members. The 
instructors were really accommodating, especially 
at the Archery and the Flying Kiwi events, enabling 
and encouraging everyone to participate within 
safety guidelines. Daniel from HDYONZ also 
came down and enjoyed the day, participating and 
meeting our young people.  Feedback received was 
that everyone thoroughly enjoyed the activities, 
the day as a whole, and the opportunity to meet 
other HD families.  

- Tracey

Following with the theme of HD Awareness month, 
MS Waikato made efforts toward raising awareness 
in our local community. We held an information 
stall at Chartwell Shopping Centre and a display in 
the Dinsdale Library. 

Looking forward, we are still in the planning stages 
for our annual HD Education Evening which will 
be held in the spring when the weather warms up 
again. I have also been in contact with HDYONZ 
and a youth event may well be on the cards before 
the year’s end.

I hope everyone is keeping warm and healthy 
during this cold winter.

P: 07 8344745 or 027 385 5425
E: tracey@mswaikato.org.nz
Website: www.mswaikato.org.nz 

Hello from Hawkes Bay! 
I took over the Advisor position from Tanya 
Jeffcoat in July 2017, so I have almost completed 
a year in the role. By way of introduction, I am an 
RN with many years experience both in hospital 
environments and the community, in New 
Zealand and abroad. I have previously worked as 
an assessor at the local NASC, so that is standing 
me in good stead.

Tanya kindly introduced me to almost all the 
Hawkes Bay clients during my first weeks. Thanks 
too to Jeanette Wiggins, Wellington Advisor for 
a days orientation including a visit to Amaryllis 
House. I value the quarterly professional support 
meetings with Karen from Mid Central and Jeanette 
as it is great to know that Jeanette and Karen are 
only a phone call away should I need advice.

Socially, the Hawkes Bay group has enjoyed several 
social occasions, lunch at Café 5 in August 2017 to 
farewell Tanya and say thank you for her support. 
We gifted Tanya some gardening vouchers to help 
with the landscaping around her new house; a 
BBQ on a perfect day near Christmas was kindly 
hosted by Selena and John; a St Patricks’ day lunch 
at Serendipity café where we all wore a little touch 
of emerald and most recently a midwinter solstice 
lunch where everyone brought along something 
nice to share. Special thanks to Jan for providing the 
glazed ham. Marjorie kindly updated us between 
courses with feedback from the Huntington’s 
Conference in Auckland. I was not able to attend the 
conference due to a family health issue, so thanks for 
stepping up Marjorie.

I have been working in partnership with the 
‘Whatever it Takes” (WIT) service who are 
supporting one client who had previously been 
homeless and had sporadic admissions to residential 
care. He has been relatively settled receiving weekday 
oversight and assistance. The service delivery model 

HAWKES BAY

- Jocelyn Pack, RN
P: 06 836 5225 or 027 333 1572,
E: hawkesbayhda@gmail.com

of WIT is admirable and speaks volumes of what they 
do. Namely ‘the intention of a good heart, the art of 
listening very loudly, the ability to take expert action 
and the commitment to genuine accountability’. It 
has been a privilege to work alongside those in this 
organisation. It is easy to provide care for people who 
are compliant and affable, however the challenge is 
supporting those who do not walk that path. No 
other providers were prepared to house this client.

Challenges remaining to be tackled in the Bay are a 
lack of suitable residential beds and day programmes 
available in the Napier / Hastings region for younger 
clients. One person spent several months as an 
inpatient in the DHB as a consequence, although 
I am pleased to report that they are now settled in 
a local residential care service.  Fortunately, I have 
found a lively and engaging day programme run 
by Anglican Care that will accept younger people, 
‘Heretaunga Seniors’. Two clients are enjoying 
participating. 

At the start of 2018, Hawkes Bay DHB employed 
a second neurologist who I was invited to meet, 
Dr Alan Stanley. He is keen to assess and provide 
support to all clients with Huntington’s disease so 
this should be helpful for clients and families.

From June this year, the Tairawhiti DHB catchment 
is now included in the area which I cover and I will 
be making contact with medical practices and the 
DHB to relay this information. 

Any Huntington’s disease clients, families or people 
with queries are invited to call on my landline 
anytime for urgent queries. I live in rural Hawkes 
Bay and do not have cell phone cover so unless I am 
in town for the day texts will not be received.  Email 
is also a great way to contact me, as I check these 
daily. 

WAIKATO

Waikato

Hawkes Bay

What’s been happening....
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Kia ora, winter greetings everyone!
Snow on the mountain and ranges and low 
temperatures that have pushed aside our warm 
summer days say winter is well and truly here.  
My travel plans must now consider rain, roads, 
rivers and the cold before setting out to visit 
people. Travel to Taranaki has had some thrilling 
downpours already. 

The National conference in May was pleasing with 
news of research advances and a raised profile of 
HD in the world. This can only be good for the 
future of research into new treatments. I’ve been 
pleased to report back to those of you interested in 
news from the conference. It was good to catch up 
with some Taranaki stalwarts and others from far 
and wide whom I only see at conferences.

This year has seen a downturn in activities 
previously available to some people in Manawatu 
and Whanganui particularly. It has caused some 
despondency and rightly so because it is great to 

TARANAKI, WHANGANUI
& MANAWATU

- Karen
E: kevans.wellingtonhda@hotmail.com P: 027 496 6500

have things to look forward to and to enjoy. We are 
looking for replacements but it’s not easy. I’m able 
to share a chat over a coffee or tea occasionally but 
it’s not the same as having a regular outing in the 
week. If anybody can recommend a regular fun 
activity and/or gathering please let me know. 

Some services have been harder to attain in certain 
areas but it’s gratifying when persistence pays off 
and services reach people at a good level of care and 
keep up with their needs. I’m here to help and make 
a positive difference in day to day living, please let 
me know how I can help you. To those of you trying 
to keep up with jobs and the effort required for this, 
I’m happy to lend an ear and talk about it with you.

I can provide information, support, effort and un-
derstanding-please contact me. 

Warmest wishes,

Taranaki
Wellington

Hi everyone! 
Hopefully you are all surviving the depths of 
winter and the cold weather we are having. It 
has been a busy first half to 2018. It was great to 
attend the conference and listen to Charles Sabine 
and the other inspirational speakers along with 
the other attendees. I am sure that all those there 
felt the power of his personal story.

Following that, I  was fortunate to attend the Enroll 
conference in Quebec with the 500 worldwide 
delegates all involved in Enroll sites. The future for 
the Huntington’s community is so positive with 
so many committed people working to improve 
lives. We in Wellington, are very hopeful that we 
will become an Enroll site very soon so I am very 
hopeful that there will be strong support from 
families keen to be involved in this project. As soon 
as we are up and running, I will be in touch.

A highlight for the residents at Amaryllis House has 
been the recent Matariki celebrations culminating 
in a traditional Maori meal for residents and 
families. The staff put a lot of effort into decorating 
the house and everyone was keen to participate.

We now look forward to spring weather and getting 
out and about. We plan to have a movie night in 
August and a Karma Keg day later in the year to 
raise funds and get together. Notification of dates 
will be sent out soon.

As always, please contact me if you have any queries 
or need assistance

- Jeanette

E: jwiggins.wellingtonhda@hotmail.com

WELLINGTON

What’s been happening....
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- Dianne

Christchurch

Greetings 
everyone! 
Wow this year is going 
by so incredibly quickly that it will be Christmas 
before we know it!

Our HDSIY team have had an extremely busy first 
half of the year with events, such as the Big Day 
Out at Orana Park and Flip Out indoor Trampoline 
Arena; a lot of behind-the-scenes work to create 
resources and information packs; as well as the 
national conference where we were lucky enough to 
be able to present about the exciting things that we 
have running in Christchurch (if you would like to 
see our video presentation please email me and I 

will be able to send you a link to view it). Coming 
up on Saturday the 11th of August we have our 
next fun event which will be Monsters & Zombies 
minigolf and, as always, everyone is most welcome 
to attend.

Our Coffee Club, for those aged 15 years and older, 
continues to be a vital resource of support for our 
older youth and we are always on the lookout for new 
members. Our events and Coffee Club are open to 
all young people and young adults that are affected 
by HD.  If you, or someone you know, would be 
interested in joining this group of awesome young 
people for fun, friendship and support, please 
contact us, by emailing to: hdsiy2017@gmail.com

CHRISTCHURCH

Greetings from Christchurch, 
Well the cold frosty mornings are making getting 
up out of bed harder, but it won’t be long until the 
days will be getting longer and lighter.

A huge well done and congratulations to Jo Dysart 
and the Auckland HD association for the wonderful 
conference that they hosted recently.  Your guest 
speaker Charles Sabine was inspirational and a 
wonderful advocate for HD.

We were fortunate enough to take our whole HDSIY 
(H D South Island Youth) team up to conference 
this year.  The youth team really enjoyed the chance 
to meet other youth team workers, visit the Brain 
Bank and the opportunity to speak to the many 
researchers during the 2-day conference.  They also 
had the energy to enjoy the band and take over the 
dance floor at the dinner on the Friday night.

Our Youth Team had a stall at the Neurological 
Foundation’s Brain Day here in Christchurch on 
the 17th of March.  They set up a very colourful and 
informative display and were all on hand to talk 
about HD to the many visitors to the event.  A great 
asset to this team is Dr Samantha Murray who they 
could utilise explaining the more technical side of 
HD.  This was an excellent PR opportunity for HD 
as well as a chance to educate the public further.  
Well done HDSIY.

We held a Big Day Out at Orana Wildlife Park at the 
end of March with a wonderful turnout of families 
and carers.  This is always a great chance to catch up 
with families that we don’t see much of throughout 
the year and get to enjoy seeing families having fun 
together. 

For me the highlight was being able to support 
one of the Team Leaders from the HD Service here 
in Christchurch to attend this conference with 
us.  Janice really enjoyed hearing all the speakers, 
visiting the Brain Bank, finding out about the 
research that is going on and learning more about 
HD and the many facets it presents. We are so 
pleased that you got so much out of this Janice.
We held our AGM in May with the Youth Team as 
our guest speakers speaking about the conference 
and their highlights to those present.

Take care everyone and 
keep warm, spring is just 
around the corner.

Chairperson
HD Christchurch
E: dianne.collins1961@gmail.com
P: 027 283 8289

What’s been happening....
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NEW ZEALAND
NATIONAL HUNTINGTON’S 
DISEASE CONFERENCE

Here are a few photos we have but together for you!

The New Zealand National Huntington’s disease Conference, 
hosted by the Huntington’s Disease Association of Auckland 
(HDAA), was held on the 4th and 5th of May. Sir Richard 
Faull Patron to the  Auckland Huntington’s Association  and 
Jo Dysart Manager of the Auckland Huntington’s Association 
did an amazing job of bring together HD researchers, 
clinicians, carers, patients and their families from around 
the country. We had the privilege of having renowned 
Huntington’s disease advocate Charles Sabine attend our 
conference and give two very insightful and inspiring talks. 
We also had Professor Julie Stout from Monash University in 
Australia give us a great update on the latest in clinical trials 
for HD therapies.

Of course there was a bunch of amazing local talent updating 
us on the research they are conducting here in NZ. And updates 
on treatments and services  from our dedicated clinical services 
in NZ .This conference is also the chance for the wider HD 
community to hear from the associations around the country, 
both their successes and their challenges from the past year. 
HDYO NZ  and HD SIY also had a chance to update the HD 
community on their activities over the past few years, and let 
everyone know our goals for the near future.

All in all, a great conference full of cutting-edge science, 
clinical information laughter, tears, hope, getting together with 
the Kiwi HD community  and the wider global community.
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TOGETHER WE 
RAISED THE
VISIBILITY OF 
BOTH HD AND
JUVENILE HD

#lightitup4HD

Thanks to local and national volunteers our 
LightItUp4HD campaign is gained lots of 
attention. With the encouragement from 
volunteers across Canada (and even the globe!) 
we are expanded #LightItUp4HD. We lit up the 
world in purple and blue, for Juvenile Huntington 
disease (JHD) and Huntington disease (HD), 
throughout the month of May 2018!

Well done to Tracy Larsen and Hamilton City Council from the Mighty Waikato on getting the light 
up of the Anzac Parade Bridge in HD colours to support the global initiative ‘#Lightitup4HD’.

THANK YOU
TO OUR FINANCIAL SPONSORS, WELLINGTON 

AND CHRISTCHURCH HUNTINGTON’S ASSOCIATION’S 
TO MARY, ANT, CHRISTOPHER AND THE KOWHAI TRUST

AND THANK YOU TO 
OUR KAI ARATAKI 

WAIORA PORT, KELLY DAVY, 
LEE TATE, DUDLEY TATE 

TO OUR WONDERFUL BEHIND 
THE SCENES ADMIN STAFF JENNA -LEA, JEANINE BUTTERS, 

KARA OKESENE, MARY HIRON AND LYNN DYSON

TO THE TE ROOPU MANUTAKI 
FOR THE OUTSTANDING POWHIRI 

AND HAKA TO OPEN THE 2018 

AND 
TO OUR DAZZLING 
GORGEOUS SAMBA 
PASSION DANCERS
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WHY IS LIFESTYLE AND 
COGNITION IMPORTANT IN 
HUNTINGTON’S DISEASE?  
Poor sleep and little exercise can reduce thinking 
skills in most people.

People with Huntington’s disease often have poor 
sleep quality and may exercise less often than 
others.

This means people with Huntington’s disease may 
be able to improve their thinking skills by managing 
their sleep and exercise levels.   

WHAT WILL YOU NEED TO DO?   
§	Fill in a short online questionnaire to make  
 sure you are eligible to take part in the study.
§	Complete short tasks and questionnaires on a  
 smartphone app over eight days.
§	Wear a Fitbit sleep and activity monitor for  
 eight days.

WHERE WILL YOU NEED TO 
GO? 
Nowhere! The entire study can be completed in the 
comfort of your home! We will provide you with 
$40 for your time.

ETHICS APPROVAL: 
Monash University Research Ethics Committee 
(MUHREC) CF16/280-2016000126. 

WHO IS ELIGIBLE?   
§	Men and women, 18 - 65 years old.
§	People with, and without, a diagnosis of   
 Huntington’s disease.
§	No history of neurological injury (e.g.   
 traumatic brain injury, stroke).  

ABOUT BRENDAN:     
I am a registered provisional psychologist 
and a fourth-year Doctor of Neuropsychol-
ogy candidate at Monash University. 
I am interested in understanding how 
lifestyle factors, such as sleep and physical 
activity, can be managed to help boost 
thinking skills in people with Huntington’s 
disease. 

ORGANISATION: 
I work within the Monash Institute of 
Cognitive & Clinical Neuroscience. 
Within this institute, I am a part of the Stout 
lab, headed by Professor Julie Stout. 
Our lab specialises in measuring cognitive 
processes (e.g., thinking, memory, learning) 
in Huntington’s disease. 

HOW TO CONTACT 
BRENDAN:    
Email: brendan.mclaren@monash.edu 
Phone: (03) 9905 3958 
Address: Room 408, Level 4, 18 Innovation 
Walk Monash University, Clayton VIC 3800

REMOTE ASSESSMENT
OF LIFESTYLE AND
COGNITION IN
HUNTINGTON’S DISEASE
BRENDAN MCLAREN

DOCTOR OF PSYCHOLOGY IN CLINICAL 

NEUROPSYCHOLOGY CANDIDATE 

MONASH UNIVERSITY

Research 
Article

HOW AM I INVESTIGATING LIFE-
STYLE AND COGNITION?  
I am looking at how the thinking skills of people 
with Huntington’s Disease are affected by how 
much exercise they do and how well they sleep.  

WHAT WILL WE LEARN FROM 
THIS RESEARCH?  
Understanding how sleep and physical exercise 
impact thinking in people with Huntington’s 
Disease will help us learn how lifestyle (e.g. sleep 
and exercise) can be managed to boost thinking 
performance.    

WHO IS ELIGIBLE?   
§	Men and women, 18 - 65 years old.
§	People with, and without, a diagnosis of   
 Huntington’s disease.
§	No history of neurological injury (e.g.   
 traumatic brain injury, stroke).  
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AUCKLAND & NORTHLAND
HD Association (Auckland) Inc
14 Erson Ave, Royal Oak Auckland 1061
PO Box 16 181, Sandringham, Auckland 1351
Tel (09) 815 9703
Fax (09) 815 9704
0800 HDAUCK – (0800 432 825)
Website: www.hdauckland.org.nz

Administrator
Email: huntingtonsakld@xtra.co.nz 

Jo Dysart – Association Manager
Mob: 027 432 8255
Email: huntingtonsakld@xtra.co.nz 

WAIKATO
MS Waikato
PO Box 146, Waikato Mail Centre, Hamilton 3240
Tel: (07) 834 4745
Mob: 027 385 5425

Tracey Larsen - HD Client Services Co-ordinator
Email: tracey@mswaikato.org.nz
Website: www.mswaikato.org.nz

ROTORUA
Diana Hay - Field Worker
Rotorua & District MS Society Inc.
PO Box 645
ROTORUA 3040
Tel: (07) 346 1840
Email: ms.society.inc@mail.com

GISBORNE
Cheryl Morley - Huntington’s Advisor
P.O. Box 1020, Gisborne 4040
Tel: (06) 868 8878
Mob: 027 686 9432
Email: gisbornehuntingtons@gmail.com

HAWKES BAY
Jocelyn Pack, RN - Huntingtons Disease Advisor
PO Box 30420, Lower Hutt 5040
Tel (06) 836 5225
Mob: 027 333 1572
Email: hawkesbayhda@gmail.com

BAY OF PLENTY / TAURANGA / TE PUKE /
WHAKATANE / OPOTIKI
Cheryl Standring MANZASW
Fieldworker BOP Multiple Sclerosis
PO Box 15 309, Tauranga
55a Edgecombe Road, Tauranga 3144
Tel: (07) 571 6898
Mob: 027 221 9977
Email: cheryl@bopms.co.nz
Website: www.bopms.co.nz

TARANAKI / WHANGANUI / MANAWATU
Karen Evans
PO Box 30420, Lower Hutt, 5040
Tel: (06) 213 0307
Mob: 027 496 6500
Email: kevans.wellingtonhda@hotmail.com

CONTACT

WELLINGTON
HD Association (Wellington) Inc
PO Box 30420, Lower Hutt 5040

Colin Wiggins - Chairperson
Tel: (04) 234 7493
Mob: 021 909 173

Jeanette Wiggins - Huntington’s Advisor
Tel: (04) 569 3252
Mob: 021 344 445
Email: jwiggins.wellingtonhda@hotmail.com

NELSON
Nelson M.S Society
PO Box 2158, Stoke, Nelson 7041
Tel: (03) 544 6386
Email: nelsonmsfw@ts.co.nz

BLENHEIM
Marlborough Sclerosis and
Parkinson’s Society Inc
25 Alfred Street, Blenheim
Tel: (03) 578 4058
Mob: 027 255 1299
Email: mmss@xtra.co.nz

DUNEDIN
ISIS Centre
Private Bag 1940, Dunedin

Zena Pigden
Tel: (03) 476 6044 ext 5485
Email: ZenaP2@healthotago.co.nz

WEST COAST
MS & Parkinson’s West Coast Inc
PO Box 76, Greymouth 7840
Tel: (03) 768 7007
Email: westcoastms@paradise.net.nz

CHRISTCHURCH
Diane Collins, Chairperson
8 Fusilier Street
Hoon Hay, Christchurch 8025
Tel: (03) 960 5913
Email: ddc2@clear.net.nz

Maggie Jury - Clinical Coordinator of Service
 for people living with Huntington’s Disease
Tel: (03) 366 3215
Mob: 021 399 741
Email: maggie@rehabpeople.co.nz

INVERCARGILL
MS Society
151 Gala Street, Queens Park, 
Invercargill 9810
Tel: (03) 218 3975

Viv Gillan
Email: viv.gillan@mssouthland.org.nz

Get in touch
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ENROLL-HD STUDY 

The Enroll-HD study is the largest clinical study in 
Huntington’s Disease ever. What’s it all about, and 
why is Enroll-HD so important in the fight against 
HD? Join HDBuzz’s own Jeff Carroll as he joins the 
Enroll-HD study to learn more.

WHAT IS OBSERVATIONAL 
RESEARCH?
In some ways, HD is very simple - if you inherit a 
mutant HD gene from either your mother or father, 
you will eventually develop symptoms of the disease, 
which can include movement changes as well as 
thinking and mood problems.

The UBC Centre for Huntington Disease is here, in 
the stunning Djavad Mowafaghian Centre for Brain 
Health 

However, as every HD family knows, HD progresses 
very differently in each patient. This leaves researchers 
with important questions about the disease - why 
does it strike earlier in some people than others? 
What parts of the brain are involved in producing 
HD symptoms? Why is it that some HD patients 
have very severe movement problems, but quite clear 
thinking, while others seem to move normally but 
have explosive anger or irritability?

To answer these questions, researchers need to 
study, or observe HD patients. For every scientific 
experiment, researchers also need a control, or a 
comparison group. In the case of HD the best possible 
controls are people who did not inherit the HD 
mutation but live the same environment as people 
who did. For that reason, the ultimate control group 
for an HD study are the unaffected relatives of HD 
patients - their siblings, spouses and children who 
didn’t inherit the HD mutation.

Crucially, Enroll-HD is open to everyone from an HD 
family, even if they have not had genetic testing. Your 
genetic status will never be revealed to you or the staff 
at your site.

WHAT IS ENROLL-HD?
To develop better treatments for HD, we need to 
understand it better using observational studies 
of HD families. Enter Enroll-HD - a worldwide 
observational study for Huntington’s disease families. 
Enroll-HD is sponsored by the CHDI foundation, a 
non-profit organization focused solely on speeding 
the development of new effective treatments for HD.

Enroll-HD began with the merger of a large 
European HD observational study (Registry) run 
by the European Huntington’s Disease Network 
with another run by the Huntington Study Group 
(COHORT). You can read more about the history of 
Enroll-HD in an early HDBuzz story here. Since its 
launch, Enroll-HD has grown enormously, and now 
includes more than 16,000 participants in North and 
South America, Europe and Australasia. 

Studying the progression of HD in these volunteers 
allows researchers to understand the disease process 
in ever more fine detail. Dozens of research studies 
have already been published based on the data 
provided by the participants of Enroll-HD, examining 
everything from what effect blood pressure has on 
HD symptoms, to whether HIV-infection might alter 
the rate of progression of HD. 

In a recent example, recently researchers from IBM 
and the CHDI Foundation conducted a sophisticated 
mathematical analysis of how specific HD symptoms 
change over time. IBM was able to bring its huge 
experience in artificial intelligence (remember Watson 
on Jeopardy?) to bear on HD. The involvement of 
these fantastic researchers shows that, if you build a 
really good data set, top-notch researchers will want 
to work with you to understand it.

Enroll-HD is sometimes referred to as a platform. 
What that means is that Enroll-HD is designed to 
work in such a way that other scientists can use the 
platform to answer their own questions. Because 
Enroll-HD has already gathered together a great 
group of HD family members, other researchers 
interested in HD progression don’t have to spend 
time finding people and bringing them into the clinic 
- they’re already there! These HD family members can 
then be invited to take part in these other research 
opportunities.

PLEASE CONTACT
Laura Paermentier study co-ordinator working with 
Neurologist Professor Tim Anderson
NZ Brain Research Institute
Phone: 03-378 6662  Email: laura.paermentier@nzbri.org

Lisa Fraser Study Coordinator working with 
Neurologist Dr Richard Roxburgh
Neurology Department 
Phone: 09-307 4949 ext 25747  Email: lisafraser@adhb.govt.nz
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