MDA Tuaatara| Central Region
Newsletter – Winter 2022
Kia ora everyone,
Well, it’s fair to say Winter has arrived! Do you have you winter woollies and fluffy slippers out?
Members have offered the following tried and true solutions to stay warm during the winter months.
* Thick merino socks
* Fingerless gloves
* Heated throws

*Sheepskin, boot style slippers
* Hot drinks
* Footwarmers

*Layering clothing
*Wheat bags
*Bed socks

NB: If you use wheat bags, heated throws, or foot warmers it’s important to make sure you are able to gauge the
heat on your skin.
Do you have any tried and tested ideas that you would like to share?
In April, our AGM was held via zoom. It was great to see so many members zooming in or tendering apologies.
At the AGM, two of our long-standing committee members stood down and the committee welcomed a new
member on board. You can read more about your Executive Committee on page 3.
Earlier in the year, in response to the Omicron outbreak the Executive Committee offered a COVID support grant to
our members with a condition. We were delighted by response we received and thank all members that applied for
a grant.
We have been working hard to keep you up to date with COVID related information via email and our Facebook
page.
Our Facebook page is an important tool we use to get information to you quickly. You can follow us using the link
below, don’t forget to give us a like! MDA Central Region - Tuaatara | Facebook

*****************************************************************
Have you recently moved house, changed your
phone number, or email address?
Please let Pip know your new details:
You can contact Pip on
0800 886 626 or
members.central@mda.nz

While Omicron peaked, Talitha and Pip changed the way they engaged with members. They were busy calling,
texting, and zooming with members to stay connected.
To keep members connected we rolled out our virtual catch ups, continued our zoom quizzes and in June we began
our zoom educational series.
We also offered a highly successful Easter colouring in competition. You can see a selection of the gorgeous entries
on page 4.
Our zoom educational series has included:
•
•
•
•
•

Dr Tristram Ingham speaking on the establishment of the new ministry for disabled people.
Creating a new Ministry for disabled people - Ministry of Social Development (msd.govt.nz)
Ross Mackenzie offering insights into navigating ‘the system’.
Dr Judy Whitcombe speaking on the C.A.B (Citizens Advice Bureau).
https://www.cab.org.nz
John and Lyn Hawkins speaking on accessible travel.
Rachel Yates, Neurological Physiotherapist with Willis Street Physiotherapy speaking about the role of neuro
physiotherapy with an informative Q and A session.
Neurological Physiotherapy | Willis Street Physio (willisstreetphysiotherapy.co.nz)

Thank you to everyone that gave their time to speak
Later in June, we are lucky to have Alice Mander - Co President of the National Disabled Students' Association
speaking.
In July, Dr Richard Stein will discuss advocacy, Alison Riseborough will speak about the Disabled People’s
Organisations Coalition (DPO) and due to popular demand Judy Whitcombe will speak about the C.A.B.

As the winter months set in, stay safe, warm, and well.
*****************************************************************
Did you know, MDA Central Region no longer has yearly a membership fee?
Donations are always welcome via online banking or our give a little page.
Westpac Account: 03-1533-000617800
Reference: Donor’s name.
OR
Our give a little page:
Muscular Dystrophy Wellington Branch Givealittle

Donations over $5.00 are tax deductible.

MEET YOUR COMMITTEE (As elected at the AGM held 10/4/2021)
Congratulations everyone!
Left to right:
Dr Tristram Ingham
(Chairperson), John Hawkins
(Vice Chair),
Francesca Herdahl–Thorsing
(Secretary),

Left to right:
Dr Richard Stein (Treasurer),
Lyn Hawkins, Lydia Wilson

Left to right:
Alison Risebrough,
Joel Latimer (co-opted member),
Heidi Beuth- Lepper

At this years A.G.M, two of our long serving Executive Committee Members stepped down.
We would like to thank Bernadette Ingham and Judy
Whitcombe for the passion and commitment they have shown
during their terms on the MDA Central Executive Committee.
Our branch would not be in the strong and vibrant position it is
today without Berndette and Judy’s hard work and dedication.
In addition to serving on the Executive Committee, Bernadette
held the position of branch secretary and has put in countless
hours training and mentoring the MDA team that work with
you.
Both Judy and Bernadette are life members of MDA Central.

Ngā mihi,from all of us at MDA Central

Easter Colouring in competition 2022

We had an overwhelming
response to our recent
Easter colouring in
competition!

Thank you to everyone
who entered!
Congratulations to
everyone that won a
prize 😊

Meet our members

Janine and Martin Gembitsky – Lower Hutt
A big hello to you all, from Janine and Martin Gembitsky.
I (Janine) was diagnosed with myotonic dystrophy when I was 9 years old,
but it did not progress much until I was in my mid-20s. Martin and I were
married in 2007 and Martin is 25 years older than me, (he is now 71 and I
am now 46 years old). In 2011 when I was 36, I became very ill with
pneumonia, and I was two weeks in ICU at Hutt Hospital. After my
discharge, Martin left his job in Department of Conservation in 2012 to
become my full-time caregiver. He is fit for his age and teaches karate
classes.
In recent years my myotonic dystrophy has been getting worse and in
August 2020, I fell and broke my lower leg and was in hospital and a rest home for three months, where I
caught pneumonia again. I was transferred back into hospital and once the pneumonia was gone Martin
argued for me to be not discharged to a rest home, but back home where he could look after me and that
happened two weeks before Christmas 2020. In order for him to cope, we were allocated assistance
through Life Unlimited for caregivers to help me and to enable him to have time-out.
Since returning home I have not been strong enough to walk and have been virtually confined to bed. ACC
provided for home physio visits and my caregivers assist me to do sit to stand transfers using a Sara Stedy
transfer aid provided from Enable NZ. I was told at the Hospital that I may not be able to stand or walk
again.
However, over the last year I have slowly gained some strength back and am gaining confidence, so that I
can now stand up sometimes with minimal help, so that's a very positive thing. I cannot wear a mask and
because of the COVID situation I am confined to home.
I am very grateful to have received the COVID boosters, flu jab, a visit from my local GP and blood clinic
during this period.
A big thank you to Pip McLean from MDA local branch who has encouraged and kept in contact with
us over this time.
Best wishes from Janine and Martin

Davina McCracken – Taranaki
Hi, my name is Davina and I live in Taranaki.
I have LGMDR3 and have wonderful family and support workers to
help me in my everyday life.
My hobbies include crosswords, word puzzles, card games and
watching quiz games. I like to read, especially historical novels and
mysteries/thrillers, not so keen on the present-day genre.
I’ve embraced the technology of zooming in the last couple of years. I
think it’s a great tool to use as I get to meet new people and attend
events that I would normally be unable to attend personally.

Helen Webster – Wellington
My name is Helen.
I am 34 years old and was diagnosed with DM1 April 2016 at age 26.
It first started in my hand grip, not being able to relax my fingers from a jar
or tap. Then in 2012 I had heart issues, it was beating too fast up to
258bpm when I was dancing, it happened three times before I had an
ablation in May 2013.
Among many disabilities my biggest obstacle is my mobility. I am a very
slow walker, my balance is always compromised and my knees destabilise
(collapse) without warning.
My dream for the future is starting a family with my amazing partner so I did IVF in 2018 and have four
healthy eggs that have been genetically tested for the DM1 gene which
these eggs do not have.
I am thankful for the support from my family, partner, friends and MDANZ. I enjoy the hydrotherapy
sessions, high teas, quizzes and other events they organise. I have also joined the global Facebook page
with people who have DM1, they have answers to my many questions and we support each other and I
have made a few friend.

Heidi Beuth Lepper – Executive Committee Member – Gisborne
I’m Heidi from Gisborne.
I have two wonderful children. I’m so proud of Georgia 23 who is a
Neurodevelopmental Therapist (VNT) at Gisborne Hospital and Jack 20 who is
in his last year of Health Science and Education Degree at Victoria.
Way back after University at Waikato I moved to Whakatane where I worked
for Fonterra as Micro Lab Technician. I have also dairy farmed in the Rai Valley
and Bay of Plenty regions.
I moved home to Gisborne 18 years ago to be with family. In Gisborne I’ve had
various Logistic jobs, Production Planning and Livestock coordination but then due to decline vision and
health I had to medically Retire at 42 six years ago.
Upon moving back to Gisborne, I met and married, my amazingly supportive Husband Dave. Dave works
for Assure Quality on Forest Restoration Project. We all have fantastic support from my amazing Mum who
as well as everything else is my taxi.
I have a rare Maternally Inherited Mitochondrial Myopathy and Neuropathy with Optic Atrophy.

Pip McLean – MDA Central | Community Coordinator
Lower Hutt
Hi everyone Im Pip, I live in Lower Hutt with my husband Ross,
our son Matthew, his partner Shania, our 2 dalmatians, Albie
and Summer and our cat Alice!
In addition to being a community coordinator, I am also a
member with a condition.
I was diagonised with Polymyositis (one of the imflamatory
myopathies), just over 10 years ago.
At the time of my diagonsis I was very lucky to have an amazing team wrap round me and under their
guidance I am currently in remission.
Early in my diagonsis a myositis friend said (in her broad yorkshire accent) ‘there is a new normal now’
These words resonated with me and I have embraced my ‘new normal’.
When I am not working for MDA Central I work as an independent marriage celebrant – needless to say I
LOVE weddings!
In my spare time I love gardening, walking our dogs, binge watching shows on Netflix and channelling my
inner artist. The latter not at all sucessfully.

Barbara Hart – Stratford
Kia ora,
My name is Barbara Hart, but my friends call me Barbz, Barb or Barbs, never
Babs or Barbie, I was diagnosed with HSP about 20 years ago and spent time in
a wheelchair.
His name was Dan Carter. I don’t use Dan anymore as I went to rehab at QE
hospital in Rotorua and discovered the gym. I was a long process but now I am
walking everywhere, I try to walk at least half an hour a day and go to the gym
twice a week. I am getting older now, and my symptoms are returning but
hopefully Dan will remain in retirement. Since my husband died in 2020, I live
alone with two cats.
I keep very busy, I volunteer at Citizens Advice Bureau and our local cinema so I get to watch movies for
free. I read a lot and write a bit. My special treat is having nails done by my friend Chrissy.

Did you know?
➢ Our Region has an 0800 number you can ring at no cost 0800 88 66 26 - we are here to help.
➢ We can zoom with you if you prefer to connect virtually.
➢ If you have mobility or other accessibility challenges and are unable to leave your home to get to a
collection site, you can arrange to have a RAT kit delivered to you.
Free call 0800 222 478 and choose option 3.
COVID-19 support and information for disabled people in New Zealand | Unite against COVID-19
(covid19.govt.nz)

➢ New face mask exemption ‘communication cards’ are now available.
You can apply by clicking the link below or by calling 0800 28 29 26 and selecting option 2,
or by texting 8988.
https://www.health.govt.nz/covid-19-novel-coronavirus/covid-19-health-advice-public/covid-19use- face-masks-community/covid-19-advice-people-who-are-unable-wear-face-mask

➢ If you would like information on COVID 19 vaccinations or testing advice you can call
The Disability Healthline on 0800 28 29 26 and choose option 2.
➢ MDANZ provides wallet-sized alert cards to members with a neuromuscular condition to help in
emergency situations. (Some charges may apply)
Alert Cards (mda.org.nz)
➢ The Halberg Foundation aims to enhance the lives of physically disabled New Zealanders by enabling
them to participate in sport and recreation
Halberg Foundation - Halberg Disability Sport Foundation

➢ MDA Central has a Facebook page – how about giving us a like!
MDA Central Region - Tuaatara | Facebook

For more information on any of these topics call or email us on
0800 88 66 26
or
members.central@mda.nz

Puzzles
(Answers on the next page)
Sudoku:

Find three hidden words:
Can you find:
*Garden *Farm

Word find:

*Bloom

Answers

