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Message from the Chair – Alison Fitzpatrick 
Winter greetings to you all! This is the time of 
year that I like to get up before dawn and do 
some Tai Chi and stargazing. Doing so is not 
only great for my pain levels but my soul as 
well. This newsletter issue includes information 
about Tai Chi, along with other interesting tips 
and material about living with Dystonia. We 
hope to see some of you at our support group 
meeting in August. In the meantime ~ go well.  
DYSTONIAN Support Gathering: 29/08/2020 
Dear Dystonians; you would be aware that the 
COVID-19 government restrictions required us 
to postpone our 2020 seminar – which we had 
planned for Wellington on 16 May. We hope to 
reschedule this seminar for May or June next 
year (2021). We are excited to invite you to a 
support gathering to be held in Auckland. This 
will be a great opportunity to re-connect with 
old dystonia friends and make new ones.  
There is no set programme for the day; At 
10.30 there will be a welcome and catch-up 
over a cuppa.  NZDPN Chair Alison Fitzpatrick 
is going to share some Tai Chi exercises with 
us, so we will have some work to do as well as 
socializing! There will be plenty of time to mix 
‘n’ mingle at lunch and into the afternoon.  
A brief time has been set aside for the AGM; 
please accept this message as the 30-day 
minimum notice we are legally obliged to 
provide for the AGM.  
Venue:  The Surrey Hotel, Grey Lynn 
Date:  Saturday 29th August  
Time: 10:30 am - followed by a complimentary 
lunch for current 2020 financial members    
All are welcome to attend, including those 
outside Auckland. If you, or your partner, are 
not a financial member you are still welcome to 
stay and join us for lunch, and the cost would 
be $25 per person. We ask that you RSVP as 

soon as possible, to give the Surrey Hotel a 
clear idea of catering numbers. 
Please reply to info@dystonia.org.nz, or PO 
Box 34 259 Birkenhead, Auckland 0746. 
We look forward to hearing from you 
Sincerely NZDPN Committee 

 
From left to right: David Barton, Alison Fitzpatrick, Jayne 
Lewington Lovell, Des Sargon and Dave Mitchell 
Governance of the NZDPN 
The Executive Committee is elected each year 
at the Annual General Meeting. Earlier this year 
the Committee for 2019/2020 reduced by one 
with Roger Terry stepping down due to ill 
health. At present we are; Alison Fitzpatrick, 
David Barton, Dave Mitchell, Desiree Sargon 
and Jayne Lewington Lovell.  

At the Committee meeting in 
June, we were sad to hear 
that The Surrey cat (aka GM) 
died of old age in lockdown. 
She originally joined the team 
as a stray, and remained an 
integral part of the workforce 
for 22 of our human years. 
Some of you may remember 
GM at previous seminars; as 
she found her way onto many 
laps, and gratefully accepted 
tidbits from morning and 
afternoon tea. Thanks GM – 
you gave us a lot of pleasure!  



Socially Connected Symposium 
(By Gabrielle Carruthers & Jayne Lewington Lovell) 

 
The purpose of the February 27th symposium 
was to share the preliminary findings of an 
online survey carried out last year. Dr Wendy 
Wrapson and her research team at AUT were 
exploring the impact that having a complex 
medical condition has on social relationships. It 
was also a good opportunity to hear 
perspectives from others living with chronic 
illness, and presentations from three support 
groups (including the NZDPN).  
According to Dr Wrapson and Lisa Gossage, 
early results indicate that those with long-term 
illness are particularly vulnerable to loneliness 
and social isolation. This is because they are; 
• More dependent on others to seek out 

social interactions 
• Unable to engage in the full range of 

activities as friends do 
• Lacking in confidence to develop or retain 

relationships 
They also told us that some feel disconnected 
from their family and friends. In turn this leads 
to people finding themselves on the outside of 
their social networks. Coping strategies that 
respondents reported using to reduce their 
loneliness were;  
• Occupying themselves with things they 

enjoyed doing like; gardening, reading, 
watching Netflix and cuddling the cat 

• Not assuming that difficulties are isolated to 
them 

• Trying to accept the way things are 
• Reaching out to others 
Another strategy was to join a support group. 
The top ranked reason for belonging to a group 
was to stay informed about the latest news, 
developments and treatments. Out of the list of 
things people wanted from their support group, 
by far the most important was for face-to-face 
meet ups. Comments included how helpful it is 
to be around people who understand what you 
are going through; and to know that that you’re 
not alone.  
Amongst the speakers on the day from left to 
right were; Michelle Helleur and Ann Wills, 
Scleroderma Support & Education NZ Trust; 

Drs Wendy and Jill Wrapson AUT; Jayne 
Lewington Lovell, NZDN and Kelly McQuinlan 
Ehlers-Danlos Syndromes NZ. 

 
We really enjoyed our day at the symposium. It 
was interesting to meet up with different folk 
and learn about their health conditions. We 
were also able to spread the message about 
dystonia and our group. 
The Health Benefits Of Tai Chi  
A large body of research has shown that Tai 
Chi improves mood, balance, coordination, 
cardiovascular and respiratory functions, 
fatigue, motor skills, and is helpful in reducing 
stress. As Tai Chi is part martial art, part 
exercise, and part meditation; it is no surprise 
that there is a marked improvement in Quality 
of Life when practised on a regular basis. 
Medical studies looking at the use of modified 
Tai Chi exercise for people with movement 
disorders are also encouraging. Results show 
improved motor functions, which researchers 
suggest is due to the multiple segment actions 
of Tai Chi. And that these actions can stimulate 
the brain’s ability to initiate body movement. 
This is hopeful news for those with disorders 
such as Dystonia. It would be good to see a 
time where therapy options include a Tai Chi 
programme to complement existing treatments.  
At the Dystonian gathering in August, Alison 
Fitzpatrick will be sharing some of her Tai Chi 
experiences with us. She holds a black belt in 
this ancient Chinese art form and gains 
enormous physical and mental benefits from 
daily practice. After ten years of studying, 
Alison is now working towards a 2nd degree 
black belt with the goal of eventually teaching 
Tai Chi. Resources that Alison provided for 
further information include;  
v Tai Chi New Zealand 
taichinewzealand.co.nz/benefits_of_tai_chi.htm 
v Christine Gemmell New Zealand study 
mro.massey.ac.nz/handle/10179/7788 
v International Integrated Medical Research 
ncbi.nlm.nih.gov/pmc/articles/PMC3827630/ 
v International Integrated Medical Review 
ncbi.nlm.nih.gov/pmc/articles/PMC3085832/ 



Dr Bradnam Online Survey Results 
Bradnam et al,. (2019) Physical Activity, 
Sedentary Behavior, and Barriers to Exercise in 
People Living With Dystonia.  
https://doi.org/10.3389/fneur.2019.01121 
Survey Results;  
• Dystonia has significantly decreased the 

amount of physical activity per week 
• Fatigue, motor symptoms and pain were 

the most common barriers that prevented 
engaging in physical activity and exercise.  

• Yoga, Pilates and general stretching were 
the only types of exercise that did not make 
them worse or even better (but fewer 
responses)   

• Heavy gardening, cycling and playing sport 
significantly made symptoms worse 

Summary of findings; 
• 75% reported that dystonia forced them to 

reduce physical activity 
• Fatigue, motor symptoms and pain and 

balance are the prominent symptom 
barriers 

• Higher intensity exercise, running, cycling, 
weight lifting seemed to worsen dystonia 

• Lower intensity exercise, walking, yoga, 
Pilates, and general stretching improved 
symptoms or produced no change, but 
importantly did not aggravate dystonia 

Barriers to Physical Activity; 
• Lack of opportunity to exercise with others 
• Few exercise professionals who 

understand dystonia and can prescribe 
appropriate exercises  

• Cost of participating in exercise programs 
Conclusion: Future studies should incorporate 
robust objective methods of PA and SB 
measurement and explore the causal 
mechanisms underpinning exercise-induced 
aggravation of symptoms to further enhance 
life participation of people with dystonia. 
If Dr. Seuss wrote a poem about Covid-19 
this would be it (Anonymous 2020) 
The buildings were big 
And people would smile 
Travel they would 
Mile by mile 
 
But sick they become 
And numbers, it grew 
Businesses worried 
Communities too 
 

Things stop for a bit 
The world slowed its roll 
The virus had certainly taken its toll 
 
But what they then saw 
From slowing things down 
They now had less reason to frown 
 
Families now gathered.  
'What games shall we play?' 
'Pass me the blue crayon' 
'Give mummy the grey.' 
 
'Daddy is home guys!  
He'll read us a book.' 
Then all of us together,  
we might just cook 
 
The lungs of the planet  
caught a small break 
Less travel meant less pollution to make 
 
People did realise that it will be okay 
They don't need so much to get thru’ the day 
 
Maybe this virus that caused so much stress 
Showed the world that more can mean less. 
Book Review – Shona Daube 
(By Jayne Lewington Lovell) 
`Pee into this jar for me please: A humorous 
look at a hospital vacation` Daube, Shona: 
2019. Pink Cottage Publishing: Carterton, N.Z.  
This is Shona’s 3rd book and is dedicated `to 
anyone who is entering the often confusing and 
scary world of hospital`. From arrival to 
discharge, some handy hints include how to; 

• be hospital ready 
• make your stay as comfortable as 

possible 
• know what the gadgets & machines do 
• tell who’s who on the ward 

 
The well-meaning 
message of ‘Pee into 
this jar’ is imparted via 
the funny bone; ably 
aided and abetted by 
Atkinson’s comic strip 
illustrations. Thanks to 
Shona and Janet I will 
now be well-equipped 
to handle my next 
hospital experience.  

 



In Memoriam – Ross Farquhar   
The Network 
wishes to express 
condolences at 
the passing of 
Ross Farquhar 
on 10th March, 
2020. Ross took 
over as Chairman 
at a difficult time 

in 2008 and helped steer us to smoother 
waters. He did a great job organising several 
seminars – particularly in Palmerston North and 
Hamilton. Ross had high principles and a great 
sense of humour. He did not let his dystonia 
define him, and was aware of the value of 
networking with others and in providing 
support. His leadership and hard work for the 
NZDPN is remembered and most appreciated.  
Find a Specialist 
Julie Rope of the Duncan Foundation has been 
added to the NZDPN ‘Find a specialist’ list, as 
Neurological physiotherapist and Advisory 
support. Contact details for Julie are;  
• julie@duncanfoundation.org 
• 19 Edwin St, Mt Eden, Auckland 1024 
• (09) 623 8433 
New Bank Account for NZDPN 
The Network is pleased to announce that we 
have opened a new bank account with 
Westpac, Takapuna. We were prompted to 
make this change because more of our payees, 
sadly, are no longer able to bank cheques we 
issue, and also the need for two signatories on 
each cheque meant extra spending on the 
increasingly unreliable postal service, with 
considerable delays as well. We chose 
Westpac for this new account because they 
charge no fees to non-profits for on-line 
banking, whereas our previous bank, ANZ, 
were not prepared to waive fees for our charity. 
The account is based at Westpac, Takapuna 
and the full name of the account is NZ Dystonia 
Patient Network. The account number is: 03 
0275 0041784 000. 
We would suggest that if you have made 
payments to us (registrations, donations, 
membership subs) by internet banking in the 
past, that you update us as a payee in your 
own internet banking system with the new 
details.  Note that at this stage Westpac are 
one of the banks still accepting cheques for 
deposit. We are happy to accept cheques from 

our members until this service is withdrawn at 
some future time. 
Donations and membership 
The NZDPN is a Health Promotion Association 
registered with the New Zealand Charities 
Commission (Registration: CC10565).  As well 
as encouraging research into dystonia and 
promoting awareness of our condition, our 
mission is to provide information and support to 
all those affected by dystonia. We are a ‘grass-
roots’ organisation.  Most of our leaders have 
dystonia themselves, and we are entirely reliant 
on donations, membership contributions and 
other charitable grants. 
The Network invoices members once each 
year, in February, for the Annual Subscription.  
Membership is $30 and applies to the calendar 
year in which the payment is made.   
Receipts are issued for amounts of $100 and 
over, and otherwise on request.   Any 
donations are tax-deductible because of the 
Network's status as a registered charity.   The 
Treasurer will issue donors with an official 
receipt which can be submitted to the IRD at 
the end of the Financial Year. 
Internet Banking details are: 
NZ DYSTONIA NETWORK 
Westpac, Takapuna  
03 0275 0041784 000 
Please complete the ‘Code’, ‘Reference’ and/or 
‘Particulars’ fields to let us know your name, 
and whether a deposit is a donation or 
membership.   
If you prefer to send a cheque our address is:  
The Treasurer, NZDPN, PO Box 34 259, 
Birkenhead, Auckland 0746 
 
Mission Statement:  Our 3-fold mission is: 
To support dystonia patients with 
information, advice and networking 
opportunities 
To increase awareness about dystonia - both 
among the medical community and the 
public 
to encourage and facilitate research, with the 
aim of seeking better treatments, prevention, 
a cure 
       
Disclaimer:  Nothing in this newsletter is 
intended to serve as medical advice on 
dystonia. The NZDPN recommends that you 
consult your own doctor(s) and other health 
professional(s) regarding your diagnosis and 
treatment. 
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