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Tēnā koutou katoa,

It is hard to believe that it has now been over two months since the beginning of the 
Covid-19 era! I hope that you and your whānau have been able to ride out the journey 
thus far without too many difficulties or maybe ‘difficulties’ is not the right word…

As a Board we have heard many examples of familiy’s creativity and resilience during 
these challenging times. It just reinforces to me the strength we have as a parent-led 
organisation. I am sure many stories will be told of these last couple of months of how 
we have all survived and adapted to the ‘new normal’. 

PVINZ was pleased to be successful in receiving a COVID-19 MSD Community 
Awareness and Preparedness Grant. Rebekah has been accepting applications from 
PVI members which have been used to support online learning for our children and for 
other family-related expenses incurred by this event. Your Board has been keeping 
in contact electronically as obviously we had to cancel our proposed face-to-face 
meeting in May. It is hard to make plans but we are moving forward, nevertheless. You 
will be pleased to hear that planning for this year’s conference is underway! 

For me here in Dunedin it was, at times, frustrating. I had to advocate for Krystal to 
have the right supports in place so as to ensure her safety and wellbeing as I was 
not able to be part of her ‘bubble’ over Level 4 as I continued in my work and did not 
want to put her at risk. As per usual, parents can get very ‘creative’ with resources 
and I managed to negotiate a few changes to make sure she had the support she 
needed. Applying for the Covid-19 self-employment grant was also interesting with IRD 
and MSD sending mixed messages, but we got the right result in the end. Although 
Krystal’s income is not a lot from her job, it makes a huge difference to her ability to 
have more choices that she can have control over. 

I think these recent times have also brought about positives. Families out walking 
together, having time to just ‘take a breath’ from the busyness of life. Whatever this 
experience has been for you and your whanau, we are all the stronger for it!

Noho ora mai, 
Judith

Update from the Chair

https://pvi.org.nz/
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In the now infamous words of Dr Ashley Bloomfield: Kia ora koutou katoa, and 
welcome to today’s briefing, err, that is, the June edition of eVision. 

Firstly, congratulations all on getting through eight weeks of lockdown! I am writing 
this at a local Hamilton pub, Cook Street Social, where the tables have all been 
carefully distanced, a contact-tracing QR code meets you at the door, and online 
booking has become the norm. Strange as it all is, I am so very delighted to be able to 
get out of the house and have a quiet drink away from it all!

I have been so incredibly impressed by the resilience, creativity, and sheer dogged 
perseverance of our families during this time. Faced with some quite difficult, 
extenuating circumstances, people simply got on with it, made the best of it, and 
rearranged entire lives to keep everyone as safe as they could. 

Looking ahead, it is now winter and that means snow season. Casey from Blind Sport 
is wonderfully enthusiastic about finding ways to make sporting activities of all kids 
accessible for vision-impaired children. Her enthusiasm is infectious and I am now 
eyeing up the local ski fields and wondering if maybe we could do a winter sport after 
all. I haven’t been skiing in over 10 years but hey, after being locked down for two 
months, getting out and about sounds really very tempting! 

Hope you enjoy the eVision and, as always, do let me know of any ideas and stories 
for future use! 

Ngā mihi,
Rebekah

EO Update

My name is Stacey Dodd. I am the vice 
chairperson and I represent the Upper North 
Island region. I have been on the board since 
2014. I am originally from Whangarei, but 
currently live in Wellsford. I have a Bachelor of 
Social Science where I majored in psychology 
and sociology and a graduate diploma in primary 
teaching. I absolutely loved teaching but after 
a few years, had my first child, Thomas. I have 
been married to Joe for 15 years. We own the 
Wellsford Four Square, known as the “Shop at 
the Top” and I run a small business handmaking 
watercolour paint called Stakiwi Colours.
Thomas was born six weeks premature in 
December 2013, in Waikato Hospital via 
emergency cesarean. He weighed 2.01kg. He was 
born with ginger hair and lots of it, oh my!

Thomas was remarkably well for 10 days during 
his NICU stay but then developed frequent 
vomiting, lethargy, jitteriness and neo-natal 
seizures. He was found to have a grade 3 
intraventricular haemorrhage and thalamic 
infarcts. He required intubation and ventilation 
due to respiratory depression with sedative 
medications. Seizures were controlled following 
the introduction of levetiracetam and did not 
recur during his NICU stay. 

Subsequent cranial ultrasounds showed 
progressive bilateral ventriculomegaly and 
periventricular leukomalacia (PVL). Thomas 
remained in NICU for 50 days and was discharged 
on 28 January 2014, his original anticipated date 
of arrival being 21 January 2014.

As a result of his brain injury, he has secondary 
diagnoses of reflux, gastrostomy fed, epilepsy, 
spastic dyskinetic quadriplegic cerebral palsy 
level 5, previous Infantile spasms, dystonia, 
developmental delays, non-verbal, and CVI 
(cerebral vision impairment). 

Meet the 
Board: 
Stacey 
Dodd

>>

https://pvi.org.nz/
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Thomas is now six years old. He is a 
wheelchair user, and is able to attend his local 
school full time in a mainstream classroom with 
Very High Needs ORRS. He still has awesome 
ginger hair, loves being taken for walks, his 
grandparents, baking, music, swimming or 
anything water related, reading stories and 
has a fabulous sense of humour!

He was referred to BLENNZ at around six 
months old and from there, we found out 
about PVI. I became a member immediately 
and particularly recall the high level of 
personalised contact I received to be a 
huge comfort. I was wanting to connect with 
parents who were able to understand our 
situation and this need was met through PVI. 
I found a comfort in Facebook groups and 
writing a blog about our experience, which 
I sadly do not upkeep anymore but it is still 
online mindingthomas.com Other supports 
that I value are the wonderful caregivers and 
teacher aides, the Wellsford community and 
finding a hobby in watercolours has led me 
towards a large online art community of new 
and supportive friends. I love attending PVI 
conferences every year and look forward to 
these. They are jolly good fun! 

Something that we as a family enjoy, is 
spending time with extended family in 
Whangarei and taking Thomas for regular 
swims. Thomas loves being in the warm water 
and this is such a joy to share with him. 

Thomas having a hoot of a time going on a 
walk in his wheelchair.

Stacey and Joe with Thomas.

PVI Snippets
Our Facebook group has been a lovely place for 
sharing news and various updates with members, 
and even more so during lockdown. A quick snippet from 
lockdown updates and comments below:

Robyn: “We have enjoyed being at home mostly. Learning has been 
interesting, different, challenging but generally fun and I think we have 
achieved some great work and knowledge - mother and daughter! 
ZOOM lessons have been a great support and have definitely broken 
up the 1 voice, mums a pain moments!!” 

Don & Linda: “Hi, one proud Dad and Mum. Our 21yr old daughter 
finished her two year vet nursing course while flatting in Hamilton then 
moved home and said I don’t care what job I do I want to work I want 
to come off the disability benefit. She now has 2 days a week at Mitre 
10 and two days at Animates pet store would have been 3 but the extra 
day was when she worked for Mitre 10 and she wouldn’t let them down.

Comment of the lockdown though totally goes to 
Dionne for this social distancing suggestion: “So 
my daughter says just spin in a circle, cane out stretched 

and wave it around a bit and it should keep people 
at bay.” 

Join us on Facebook at facebook.com/pvinz 
and click GROUPS on the left sidebar to join us 

online.

https://pvi.org.nz/
https://www.facebook.com/pvinz/
https://www.facebook.com/pg/pvinz/groups/?ref=page_internal
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A Calming Karakia 
for Bedtime

Stacey Morrison shared the following karakia on Twitter. 
This karakia was designed by Scotty Morrison especially for 

tamariki who are feeling anxious at bedtime, and shared for all 
whānau to use.

Or, in English:
The sky is tranquil, 

the earth is still, 
everything is calm, 

our whānau sleeps peacefully, 
immersed in deep love and contentment, 

sleep well

Source: @formerlydaniels on Twitter

Apps for Devices: Reading Eggs

For many families during lockdown, technology and apps were used a lot more to support their 
kids’ learning. BallyLand and Reading Eggs have both been well received by PVI families. 
Michelle found Reading Eggs in particular quite handy:

“My little boy likes Reading Eggs as it comes with a maths 
programme called Mathseed... it has bright coloured, large graphics, 
and he can use the app on his iPad or on the computer and bring it 
right up to his nose to see... they have a free trial so you can see how 
it works before purchasing.”

Likewise, Mel commented that Reading Eggs was worthwhile for her daughter Stellan. Stellan has 
a collection of eye conditions: latent nystagmus, bilateral dissociated vertical deviation, bilateral 
myopia, and right amblyopia. With low visual acuity, Stellan finds a larger font that she can read 
at a close distance to be ideal. Using a device means Stellan can manage clutter and complexity 
through good line spacing, contrast and a simple font, all of which allow her to focus on a visual 
task for longer. 

Mel noted that using Reading Eggs improved Stellan’s reading ability, which is super 
encouraging – and of course Stellan enjoys using it, which is pretty important too! 

Clear improvement in reading after just a few short weeks (left). Stellan on video chat with 
her mum’s phone (right). The school has since organised an iPad for her home learning.

https://pvi.org.nz/
https://twitter.com/formerlydaniels
https://readingeggs.co.nz/


12

EVISON JUNE 2020

PVINZ.ORG.NZ

13

Snow 
Season
Turns out, snow sports (skiing and snowboarding) are really quite popular for people who 
are blind or have low vision. All major New Zealand ski resorts have volunteers and adapted 
equipment available. 

Vision impaired skiers and snowboarders are supported by guides who ski/snowboard 
in front or behind them and verbally identify any upcoming hazards or turns they need to 
make. The guide will either shout these instructions or use a headset to communicate to the 
vision impaired skier/snowboarder. Both skiers and snowboarders are encouraged to wear a 
fluorescent vest with ‘vision impaired’ or ‘guide’ on the back so that others on the slope give 
them some extra space and don’t cut between the skier/snowboarder and their guide. 

Snow Sports NZ are the national advocate for adaptive snow sports. They work to remove 
participation barriers and encourage people to get involved. Support includes assisting on-
mountain adaptive programmes, promotion, adaptive training for instructors and volunteers, 
and hosting fun and competitive events. Snow Sports NZ also offers adapted snow sports 
memberships, which are handy for discounted lift passes and lessons.

Keen? Think your kid would 
be into snow sports? Want 
to know more?

Adaptive Snow Sports 
for the vision impaired. 

Source: Snow Sport 
NZ website

Contact Casey at BlindSport.
Email: casey@blindsport.kiwi 

Phone: (09) 930 1579 

Mobile: 022 430 8647 

Visit their website here or here

An Amazon 
Alexa for 
Tallulah
Blind Low Vision has a whole FREE Amazon library - and they can help provide an Alexa for 
BLV members. 

Nick and Jess Mackay received an Alexa from BLV two weeks into lockdown. Nick reckons 
it’s the best thing ever for their daughter Tallulah, aged six years. Tallulah was born with 
Leber’s congenital amaurosis (LCA). Initially Nick and Jess thought Tallulah only had very 
slight light perception but as she has grown it seems she can use some vision (depending 
on lighting around her) to navigate. Tallulah is in mainstream school and recently moved to 
Twizel with her family and started Twizel Area School. Her previous school in Dunedin had an 
Alexa system set up within the school. This meant that Tallulah learnt how to use and access 
Alexa with her RTV during the school day: 

“She uses it at school so knows how it works and when we went to a friend’s 
place, who has one, she just walked up to it and started talking to it. It kept 
her occupied for a good hour at least!” Seeing their daughter enjoying 
interacting with the technology prompted Nick and Jess to make enquiries 
about purchasing one. Turns out, BLENNZ and BLV can help fund it. 

Tallulah’s RTV filled out the relevant forms and sent it the application through to Blind Low 
Vision. Next thing you know it arrived at the doorstep. Nick said: “It’s just brilliant, especially, 
you know, two weeks into lockdown, just turning up like that. It kept her busy for the next 
week or so.”

As well as helping fund an Alexa, Blind Low Vision New Zealand offers a free Amazon Alexa 
Skill library to members. This library has over 34,000 audio books and magazines, including 
New Zealand and international authors. It’s super easy to use, you just ask Alexa to find a 
book or magazine, and then listen directly online. You can search by author, title, or just ask 
for a random book to start reading.

More on the Alexa Skill can be found on the Blind Low Vision website here. For 

more details and to see if this might be an option for your child, talk with their RTV.

Figure 6: Tallulah using Alexat

https://pvi.org.nz/
http://snowsports.co.nz/get-involved/adaptive-snow-sports/
https://www.blindsport.kiwi/snow-sport
http://blindlowvision.org.nz/alexa-skill/
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Attitude TV – My Perfect 
Family – Respite 

A recent Attitude TV segment on Respite during lockdown featured PVI Board 
Member Nikki Stokes and her family. Below Nikki comments on what it was like to 
be a part of this series. 

What were you hoping people watching you would take away/learn/
understand about your family (and/or vision impairments)?
I feel like often families like mine are really invisible in the wider community. 
Because there are so many barriers to access it becomes too challenging to get 
out and be seen, which results in our needs being unseen and access needs not 
being considered. By inviting cameras into our home I hope to gain a little bit of 
visibility in the hope that maybe our needs get some recognition and consideration.

How did you find the whole filming process?
We got to film everything ourselves, which was an interesting challenge but gave 
me a moment to step back from the intensity of everyday stuff and reflect on my 
experience. It was actually really good to have a chance to talk about what was 
happening with us and unpack my thoughts during the interview section of the 
project. Attitude are great to work with and are very aware of the vulnerability 
families feel when opening their lives up to public viewing, they were happy to 
remove any content I wasn’t happy with sharing. Which enabled me to be quite 
free and open in our discussion. 

I really struggled with maintaining balance between showing the reality of what 
we live with, against trying to maintain our family dignity. I wanted to show the real 
us, but I really didn’t want to get bogged down in a pity party or show off my “dirty 
laundry” if you will. 

I also am really uncomfortable with the way that the challenges of care-work can 
be interpreted as disabled people being a burden. My children are not hard, they 
are not a burden. Being a carer is hard because the systems that ought to support 
us are inadequate and underfunded. 

What stuff didn’t make it on screen for 
the final cut that you’d wished they’d 
included? 
It was really hard to film myself while 
providing hands-on care, so it wasn’t 
possible to accurately represent just how 
physically demanding Madeline’s care needs 
are and the extent to which our environment 
is creating burden. 

I would love to be involved in an episode one 
day that focuses on the structural challenges 
for disabled families, like housing.

You can watch the full segment on either TVNZ here or Attitude TV here

Click the video above to watch 
Nikki’s episode.

https://pvi.org.nz/
http://tvnz.co.nz/shows/attitude/episodes/s2020-e4
http://attitudelive.com
https://attitudelive.com/watch/my-perfect-family-twins/
https://www.youtube.com/watch?v=z2Q5XFars0E
https://www.youtube.com/watch?v=z2Q5XFars0E
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Children’s Spectacle Subsidy 
If your child is aged 15 years or under and has a problem with their eyesight you may 
be able to get the children’s spectacle subsidy. 
 
It can help with the costs of eye tests, glasses, eye patches and/or repairs. It is 
available each year until your child turns 16. Over 23,000 subsidies were awarded in 
2016/17.

How do I get the subsidy?
To be eligible for the Children’s Spectacle Subsidy:
• You or your child must have a community services card, or
• Your child must have a high use health card.

The Ministry of Health’s website has more information about whether you are eligible. 
Click here

How can I claim the subsidy?
Enable New Zealand manages the children’s spectacle subsidy for the Ministry of 
Health. If your optometrist or ophthalmologist is registered with Enable New Zealand 
then they will have the forms you need to fill in to claim the subsidy and will submit 
the claim for you. Click here

Contact lens subsidy
If you have an eye condition that can’t be corrected by glasses, you may be able to 
get the contact lens subsidy. This is a payment to your optometrist towards the cost of 
contact lenses. The optometrist must have a contract with the Ministry of Health to be 
able to claim the contact lens subsidy.

Speak to your optometrist to see if you are eligible to claim the contact lens subsidy. 

YES! We are still going to have Conference this year! 

Cannot wait to see everyone in person (anyone else 

really over Zoom meetings?!) We are still hashing out 

the details but book in Friday 16 October – Sunday 18 
October as our 2020 Conference dates. 

We will be in AUCKLAND this year!
It has been some time since we had Conference in the 

City of Sails, and we are planning a weekend of respite, 

relaxation, and recreation! 

Conference 2020

https://pvi.org.nz/
http://health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/hearing-and-vision-services/childrens-spectacle-subsidy
http://disabilityfunding.co.nz/spectacle-subsidy 
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