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Looking forward to the year ahead
Dairne Kirton – National Board President – CCS Disability Action
Kia ora koutou katoa
Ma tini ma mano ka rapa te whai.
By many, by thousands, the work will
be accomplished.
Many hands make light work. Unity is strength.
WELCOME TO THE Summer 2022 edition of
Reflections Ngā Whakaaroaroa. I hope you
all were able to have a good break over the
summer after what was another very intense,
stressful and busy year for many.
2021 saw CCS Disability Action navigate
another year of change due to COVID-19.
Thank you everyone for the creativity with
which outbreaks, changes in Alert Levels
have been managed so that the support we
offer continues.
I want to acknowledge our Chief Executive
Mel Smith who has been a tower of strength in
this demanding environment.
I also wanted to acknowledge the departure
of Pru McLaren from the CCS Disability
Action National Board and her role as Vice
President. Thank you Pru for your many years
of valuable service. The Vice President role
has been taken up by Sally Thomas. Thank
you Sally, for stepping into this position.
Pru’s Regional Representative role, which
covers Manawatu/Horowhenua, Wairarapa,
Whanganui and Tairāwhiti Hawkes Bay was
filled at our National AGM by Len Lidbetter.
We warmly welcome Len and look forward to
working with you.
I am mindful that this will be a year of
significant change, ongoing uncertainties and
significant sector developments – chiefly the
new Ministry for Disabled People. COVID-19
remains with us for the foreseeable future, with
new strains and associated risks emerging. I
would like to reassure you that staff continue to
regularly monitor the situation and are prepared
to address the challenges ahead.

Dairne Kirton.

Thank you to all our members, the national
board and local governance and our staff for
your continued support.
We look forward to the year ahead and facing
challenges, change and successes together.
Ngā mihi maioha.
Thank you with much appreciation.

Membership portal
If you are a member of CCS Disability
Action you can access information via
our Membership portal. You can access
it at www.ccsDisabilityAction.org.nz
and under Members enter the following
login information.
Email:
member@ccsDisabilityAction.org.nz
Password:
Green*Forest96
INCLUDING ALL PEOPLE
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Getting COVID ready
Melissa Smith – Chief Executive – CCS Disability Action
I’M SURE MANY of us were hoping that 2022
and a shift to the Traffic Light system would
bring some respite from the issue that has
dominated our lives for the past two years.
Unfortunately, news of community cases of
Omicron has put paid to that!
It is natural and normal to feel worried as we
step into this new stage of the pandemic. We
have been asked to shift from an elimination
mindset to ‘learning to live with’ COVID-19.
That is not an easy change for anyone,
particularly when you are medically vulnerable
or have a loved one who is.
So, as the rest of New Zealand was
preparing to open under the Traffic Light
system, we were carefully assessing how we
could keep our staff, visitors to our branches
and, most importantly, the people we support,
as safe as possible with COVID-19 circulating
in the community.
As everything around us in terms of everyday
life actually became freer, we as an organisation
were required to become even more stringent.
With the potential for large scale infections,
ensuring no one misses out on support, is of
course key. Under the red setting, we have
made the decision to split our direct-contact
staff into different bubbles so that there
will always be support workers available –
whether we have staff self-isolating due to an
exposure or if they are unwell themselves.
Indeed, in larger branches, those office-based
staff required to be in a branch, are also
operating in bubbles to help ensure we can
continue our roles.
The other major safety measure that has been
implemented under red in all branches is

Melissa Smith.

visiting by appointment only. This way we can
control who is in our branch for contact tracing
purposes and also ensure social distancing
and the amount of people in a branch at any
one time is restricted.
As individuals we can’t control whether we
will be exposed to COVID-19, but we can of
course take sensible precautions and prepare
to keep ourselves and our whānau as safe as
possible. We have also focussed on providing
information and resources – and will continue
to do so as the situation evolves. If you are
supported by us and have concerns about
your support or how you will manage if you or
a household member is affected by COVID-19
– please get in touch!
As an organisation, we saw the benefits of our
extensive COVID-19 planning pay off when
our branches all switched to ‘red’ seamlessly
across the country with little notice. I would
like to thank all our staff for your outstanding
work in making this happen.
Kia kaha. Keep in touch and keep safe. There
will be bumps in the road to come, but we are
here for you for the entire journey.

we saw the benefits of our extensive COVID-19 planning
pay-off when our branches all switched to ‘red’ seamlessly
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Listening to voices usually silenced
Jonathan Tautari – Pou Ārahi – CCS Disability Action
BY END OF last year, equity issues for Māori
around New Zealand’s Covid-19 response
became a significant issue. Māori academics
and health professionals alike provided
both quantitative and anecdotal evidence
to demonstrate the disparities between
vaccinations for Māori and non-Māori. Although
our Covid-19 response highlighted these
disparities, they unfortunately were not at all
new. Fundamentally, the cultural paradigm
upon which New Zealand’s health system is
based has always neglected to take account,
fully and wholly, of a Māori world view. The
impending establishment of the new Māori
Health Authority later this year recognises this.
Also, later this year a Ministry for Disabled
People will be established as part of the
government’s reforms to the disability system.
Amidst the huge workload to get the new
Māori Health Authority and the Ministry for
Disabled People established, it’s easy to
forget that in and of itself these agencies
are simply a vehicle to reach a particular
destination. Their establishment will not
suddenly reduce inequities overnight.
Authentic transformation will only happen
when the faint voices of those in forgotten
communities all over Aotearoa are provided
a platform to speak about their lived
realities. Amongst the chaos and churn to
get these two agencies up and running, we
must elevate the lives of those that have,
for the most part, been marginalized and
disadvantaged by the health and disability
system. Providing a space for the quiet
voices within our communities is the key to
meaningful transformation and change.
By the end of last year, it was an already
foregone conclusion that 2022 will be a
year of significant change for the health and
disability sector. However, we need to be
mindful that changes to the shape and “look”
of the disability system is far less important
than transforming the overall outcomes for
disabled people and their whānau.

Jonathan Tautari.

For Māori that have a lived experience of
disability, the establishment of the Ministry of
Disabled People and the new Māori Health
Authority hold the burdensome promise that
things will be different and better.
In 2021, CCS Disability Action travelled
throughout the country to facilitate
conversations with whānau hauā about
Enabling Good Lives (EGL). It soon become
obvious and clear that the principles
associated with EGL was not experienced
equally amongst the communities we visited.
If the Ministry for Disabled People is to make
real inroads into building a more equitable
disability system, we all need to fixate our
gaze beyond its establishment and consider
how we include others in our communities
that, for the most part, speak in voices too
soft for us to hear.

INCLUDING ALL PEOPLE
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Worth the wait?
Debbie Ward – National Disability Leadership Coordinator – CCS Disability Action
FOR MANY DISABLED people, myself
included, 2021 was a year of anticipation. And
I am not talking about the impact of COVID-19
and vaccination roll outs.
I am referring to the future of disability support
in Aotearoa.
To say this has been a long time coming,
would be a large understatement. Especially
as we are not over the line yet.
If you’re not familiar with the timeline, I best
not start at the beginning, because that goes
back decades, and I would run out of pages.
Let’s dive in, in June 2020 when the Health
and Disability System Review report was
released. While wide-ranging in its remit, the
suggestion that Disability Support should fall
under the control of District Health Boards
was widely criticised by disabled advocates
and our organisation. Notably no disabled
people were on the Expert Review Panel.
In April of 2021 I waited with bated breath
when Government confirmed the details
of the health system reforms. Would
Government listen to the calls for a changed
and transformed disability support system –
changes that have the potential to impact the
lives of the 1 in 4 disabled people in Aotearoa
for better or worse?
We heard about a new body, Health New
Zealand, that would take over the planning and
commissioning of services and the functions
of the existing 20 District Health Boards.
A Māori Health Authority was confirmed to
improve services and achieve equitable health
outcomes for Māori – a move I applauded.
I suspect there was a collective sigh of relief
when Hon Andrew Little announced that the
future of disability supports would be decided
by Cabinet in September of 2021. While we
have been waiting for change for far too long,
it felt like a signal that perhaps our calls for
a separate Ministry for Disabled People had
been heard.
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In October 2021 I, like many others, tuned
in via Zoom to listen to the live streamed
announcement from Ministers Little and
Sepuloni. They said Government had listened
to disabled people, they acknowledged change
was needed. A 1Ministry for Disabled People
will be established. It will be officially operating
from 1 July 2022. There was much optimism
by the panel of disabled leaders that were part
of the official announcement and others.
I watched the announcement with mixed
feelings. I felt relief that, finally, after decades
of activism by many disabled leaders, past
and present, we had a Government willing to
listen and respond to our calls for change.
But equally I felt scepticism. Why was I
not celebrating with my peers over this
announcement? This was because it left me
with unanswered questions:
1

This is a temporary name, until decided upon by the
disabled community.

• How can a new ministry be established
in eight months? Will this allow adequate
consultation time?
• Why was disabled leadership, involvement
and partnership chiefly referenced in relation
to governance and steering groups? Do they
think disabled people are not qualified to
lead the Ministry and its establishment?
• Why did we not have a clear indication of
how this will resolve the inequalities that
exist? If we continue to see the same way of
working, albeit under a different guise, this
would not be progress.
• How committed to: ‘Nothing about us
without us’ is Government really?
Sadly, in less than three months from the
announcement, my concerns appear well
founded.
I, and others, was very disappointed to learn
that the Establishment Director announced
in late December is a non-disabled person.
Surely this was a significant opportunity to
signal how valued the perspectives, skills and
experiences of disabled people will be within
this new environment?
The Establishment Ministry has several
different governing groups. These are:
• The ‘Machinery of Government Working
Group’.
• An ‘Establishment Group’ of nine people,
with two thirds being disabled people.
• A ‘Community Steering Group’ made up of
disabled people and whānau.
• The ‘Establishment Officials Steering Group’
made of Ministry of Health and Ministry of
Social Development officials.
While it is relatively early days, my online
research did not reveal who the disabled
people are on any of these groups that will
be representing my voice and that of the
1 in 4 disabled people in Aotearoa. For me,
that’s important.
Disabled people experience gross inequities
and inequalities when accessing the support
they require. For far too long disability

supports have been based on people’s
diagnosis, deficit, financial status and even
relationship status.
I will be delighted if my concerns prove
unfounded and I still have hope for a
positive outcome.
We are more than ready for a system that
ensures we have the supports we need to live
everyday lives in our communities. Will 2022
be the year that becomes a reality?

To find out more
You can find more information
about the establishment of the New
Ministry for Disabled Persons at the
Ministry of Social Development here:
https://www.msd.govt.nz/
about-msd-and-our-work/
work-programmes/disabilitysystem-transformation/
ministry-for-disabled-peopleestablishment-unit/index.html
FAQ’s about the New Ministry for
Disabled Persons here:
https://www.msd.govt.nz/
about-msd-and-our-work/
work-programmes/disabilitysystem-transformation/
ministry-for-disabled-peopleestablishment-unit/establishmentof-the-new-ministry-for-disabledpeople-faqs.html
INCLUDING ALL PEOPLE
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Beau shifts into
top gear
A

ccording to his mum, Beau Campbell
has had a fascination with cars since
he first eyed them in a picture book as
a toddler. While he may not remember this
early obsession, now aged 19, the sounds,
the speed and the smell of grease still fill him
with excitement. Now, with the help of his
family, CCS Disability Action and the fantastic
tutors at Otago Polytech, Beau hopes to turn
his passion into a career.
His parents Andy and Lezanne have always
had a vision that Beau would live an ordinary
life where he could expect to be included and
fulfil his dreams, just like their other children
Spencer (16) and Maddy (21).
“Beau is confident, kind, caring and has a
strong sense of self-worth. He has always
8
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known what he has wanted out of life and
Andy and I have always advocated for him
to have that. But he doesn’t always fit in. I
don’t necessarily think society has always
been ready to accept him as he is,”
explains Lezanne.
Beau attended King’s High School where he
achieved NCEA Levels 1, 2 and 3 through
strong support from the school, certain
teachers, Lezanne and hard work on Beau’s
part. These efforts paid off and he was
awarded several academic and sports awards
during this time.
Above: Andy (second from left) and Lezanne (far
right) have always had a vision that Beau (left)
would live an ordinary life, like their other kids
Spencer (middle) and Maddy (second from right).

When he was in Year 13 Beau did the
Gateway Program, which gives senior students
access to workplace learning integrated
with school-based learning. His father Andy
approached Dennis Ham from Quality Vehicle
Servicing, which is the garage that services
his own business’s fleet of vehicles. Dennis
was more than happy to take Beau on, and he
began weekly work experience.
It wasn’t until Beau was ready to leave
to that the couple felt they needed
professional support.
The school had arranged a work placement
at Cargill Enterprises, but it was quickly
clear that it didn’t spark Beau’s interest nor
meet the family’s aspirations of an inclusive,
everyday life.
“High school was relatively easy to navigate.
We understood the routine – which is
important to Beau – and he had great
friendships. But what happens after school
is a no man’s land for people who have
additional needs. We felt like we hit a brick
wall when we tried to find options that would
genuinely fulfil him,” says Lezanne.
Paul Arnott, CCS Disability Action Vocational
& Transition Coordinator, was there to help
“lift the fog” during that critical juncture,
when established support completely drops
off. “The thing that we really appreciated
about Paul was that he was always focussed
completely on Beau and what he wanted and
needed. He came into our family like a friend,
with specific knowledge. He put options that
we could explore on the table, and he was
always prepared to be open and flexible.”
Andy, Lezanne and Beau then began
investigating the automotive engineering
path. The family attended an Open Day at
Otago Polytech to discuss what was involved
in their 18-month New Zealand Certificate
programme. After deciding this would be a
good fit for Beau, Paul organised a meeting
with the Polytech’s student support team, to
pave the way for a successful study.
“Beau, myself and Andy met with the student
support team, to find out what they could
offer Beau and discuss his learning style
and needs. It took a few meetings to get

Above: Beau’s earned his level 3 Automotive
Engineering certificate.
Top: Beau is incredibly dedicated to his work
experience placement with Quality Vehicle Servicing
and turns up even during holidays.

on the same page, but the polytechnic was
fantastic in terms of their attitude. They were
incredibly positive and welcoming and are
now looking at how they can further improve
their support for all disabled students. They
connected Beau with Tim Wallace who is
a tutor in Automotive Engineering. Tim has
subsequently become a mentor for Beau.
You won’t find a nicer, more thoughtful person
than Beau, so it has been awesome to be
able to play a role supporting him,” says Paul.
“I have always been interested in cars. I like
to think about cars and how they work. I like
to go to the Speedway and watching shows
like Top Gear and Gas Monkey,” says Beau.
“I have been accepted into the Automotive
Engineering course and now study four days
a week. I spend three days at polytech where
we work on different skills, like welding, and
learn about the purpose and function of
different parts of an engine. One day a week
we work on the electrics of a car.”
INCLUDING ALL PEOPLE
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Paul organised for Beau to continue work
experience with Dennis that would meet the
demands of his studies.
Beau’s dedication means he turned up every
Friday since his course began – even during
the holidays when it’s not required. “I am
enjoying it a lot. Dennis is kind to me,” he says.
He also builds on his skills as a regular pit
crew member for the Beachlands Speedway
event, where he helps getting cars ready for
race night.

Beau has found his calling, studying
Automotive Engineering.

He describes his tutors as “very caring and
honest.” As well as providing any additional
support he might need to work through the
assessments, they’ve been sure to include
Beau in the same extracurricular activities as
his fellow students.
Most recently this involved attending the
‘Rally of Otago’, where polytech students
were invited to be involved in the pre-race
mechanical checks. A highlight was the
opportunity to meet world champion rally
driver Hayden Paddon. “I talked to him about
what it is like to race and what he needed to
do to get ready for a race. It was really fun,”
says Beau.
Another essential aspect of Beau’s success
has been completing the weekly work
experience that’s required of the course.

Behind-the-scenes Paul works with both
Dennis and Tim to ensure that, where
possible, the work experience is tied to what
he’s currently learning about on his course.
“This means that he is being supported at
every opportunity,” he explains. “I also have
regular contact with all parties to ensure Beau
continues to be supported at a level required
as his course grows and changes. I find it’s
good to have regular contact and open lines
of communication. Beau’s success is a great
example of how, when people work together,
we can achieve great things,” explains Paul.
“Beau has amazed us all with what he has
achieved so far. He is such a determined – if
a little stubborn! – young man,” says Andy.
Beau hopes one day to work as a mechanic
and to use this money to travel the world – he
particularly wants to visit his older sister who
is currently living in America. He’s also hoping
to build some deeper relationships, perhaps
based on his other loves of volleyball, rugby
and gaming.
Paul and Beau created a personal plan to
help shape their work together. On it, Beau
wrote this statement: “I believe in myself and
it’s important to me that others believe in what
I am capable of.”
For parents Andy and Lezanne, they believe
wholeheartedly in their son and hope others
will continue to support him on his journey.

Beau hopes one day to work as a mechanic
and to use this money to travel the world.
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Halena with her beloved
companion Billy.

Counting their
lucky stars
N

icki Berkett, CCS Disability Action Early
Intervention Playgroup Coordinator,
and mum to 28-year-old Halena,
says her daughter’s journey has been a very
challenging one, but has always felt positive.
“Every day is a good day. Our goal in life is to
fill Halena’s life up with experiences and fun.”
While Halena is truly living her best life, it’s
been an incredibly tough battle for Halena,
Nicki and her husband Jeff to find a diagnosis.
“Halena is unique in the sense that she is the
oldest person in the world with her condition.
That’s challenging as we don’t know what’s
ahead of us. We know of four other families
in the world who have experienced what we
have,” says Nicki.

That experience has involved an unusual
trajectory of relatively ‘normal’ childhood
development, marked by significant
backwards steps.
“We felt like something wasn’t right when
Halena was a toddler. After lots of hospital
visits, we discovered she was profoundly deaf.”
She was fitted with hearing aids at two and,
due to Halena’s determination and the work
of a team around her, by the time she was
at kindy she was at level pegging, in every
sense, with her peers. “We saw her deafness
as her superpower,” says Nicki. The family
learnt to sign and felt more than ready to help
their loveable, caring daughter find her place
in the world.
INCLUDING ALL PEOPLE
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But at six Halena had what appeared to be
the flu and lost her hearing completely, this
led to cochlear implant surgery. After two
years of intensive medical treatment and
therapy – which saw her miss months of
school – she had perfect speech and caught
up academically with her peers.
This pattern re-immerged again when she
was 11 and attending Intermediate, when she
lost the use of her voice and again worked
extremely hard to recover it. Unfortunately,
after a seemingly full recovery when she
was 13 Halena developed a new impairment.
She went from a popular sport and school
loving teen to a young woman beset with a
debilitating muscle movement condition.
“It was a very hard time. As a parent, you
couldn’t help but wonder, ‘Is it something I
did?’ Testing didn’t reveal anything and the
medication they tried had terrible side effects.
Essentially no one knew what was happening.
Eventually a professor from the New Zealand
Brain Research Institute diagnosed her with
Dystonia – which is like Parkinson’s – but

they had never seen it in children before. The
treatments were very painful. This condition
eventually progressed through her whole
body, to the point she was using a wheelchair
by 16 and eventually lost her speech and her
ability to eat,” explains Nicki.
Since that time, Halena – described by her
mum as “a fighter” – has opted to undergo
several brain surgeries aimed at reducing her
pain and improving her mobility.
As a result, after an incredibly rocky road, life
has now settled down.
Nicki describes herself, Jeff and Halena as
“the three musketeers.” They live in a purpose
built, fully accessible home in Nelson that
has a wing where Halena and her devoted
dog Billy, a Shitsu/Maltese cross live. Halena,
who uses a mixture of speech, sign, body
language and texting to communicate, lives a
busy and fulfilled life.
Working behind-the-scenes to support Halena
are three Support Workers who are employed
by CCS Disability Action. Each typically brings
a different focus to Halena’s week – Angela
usually takes her swimming; Julie tends to
focus on baking and cooking and Holly (her
sister and a qualified personal trainer) takes
Halena to the gym. According to Nicki, all
have the utmost respect for Halena and all
have a fantastic time with her. “Everyone loves
being around her. I always come home to a
house full of laughter,” says Nicki.

Left and Top: Halena, Nicki and Jeff
pack in as many adventures together as
they can, seen here dolphin watching in
Kaikoura and surfing in Rarotonga.
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Halena’s neighbours have a key to the house
and often drop around home baking, and she
has a particularly close relationship with her
sprightly 80-year-old nana. The pair regularly
enjoy playing scrabble together and often go
out for long ladies’ lunches.
“She is surrounded by great people. It makes
my heart smile to think about it.” says Nicki.
Halena also has an affinity with young children
and volunteers at a local preschool once
a week and also accompanies her mum to
the weekly ‘Little Stars’ playgroup. “The kids
absolutely love her,” says Nicki. The Ministry of
Education certified group is targeted at young
children with additional support needs and
Nicki has been at the helm for nearly 20 years.
“It’s a warm, happy, supportive environment.
It is important for all parents to have
connections in those early years and

Halena volunteers at the Little Stars
playgroup with Nicki every week and
the kids absolutely love her.

particularly, I think, when you are parenting
a child with a disability. We have acquired a
fantastic range of educational equipment and
run a tailored programme for the little ones
including music, games and songs. We also
provide specialised advice for parents in terms
of getting the best out of the support and
services on offer. There is such a big need for
this, and our parents really appreciate it – we
all support each other when times are tough,”
she explains.
Nicki says she feels incredibly grateful that her
open, accepting and friendly daughter is able
to enjoy a full life of her choosing. “She’s an
awesome person and we are grateful for all
the good times we’ve had and for those that
will come in future.”

Essentially no one knew what was happening. Eventually a
professor from the New Zealand Brain Research Institute diagnosed
Halena with Dystonia – which is like Parkinson’s.
INCLUDING ALL PEOPLE
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The art of self-belief
STRATFORD-BASED JASMINE Tubby
is one-in-a-million, according to her CCS
Disability Action Coordinator Sandy Nuku.
“Jasmine is just an absolute gem. She is
incredibly kind-hearted and so awesome to
work alongside. It’s been amazing to watch
her build her skills and confidence.”
Jasmine has been supported by the South
& Central Taranaki branch for around eight
years, with the team originally becoming
involved with her during high school, a period
that Jasmine describes as “very difficult.”
“I am on the autism spectrum and I have all
sorts of struggles. I find interacting with other
people hard and I worry about the unknown a
lot. These are things that I experience every
day, but the support I have had from CCS
Disability Action has made these challenges a
lot easier to deal with,” she explains.
At 25 years of age, Jasmine is currently living
at home with her parents she is thinking about
going flatting, ideally in New Plymouth where
she is enrolled in weekly art classes. While
she can’t say with total confidence yet, one
day she hopes to own her own home.

Jasmine describes herself
as a creative person and
she enjoys a wide range of
mediums and styles.

“The classes are the highlight of my week. I
have a passion for art – particularly painting
and drawing. It’s been something I’ve really
enjoyed for a long time.”
Jasmine is humble about her skills, describing
herself as a creative person who is “learning
as I go,” but Sandy sees a genuine talent.
“She’s a brilliant artist. I keep telling Jasmine
she could sell her art. I will keep encouraging
her with that!”

She’s a brilliant artist. I
keep telling Jasmine she
could sell her art. I will keep
encouraging her with that!
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Most importantly, Sandy also feels Jasmine
is making great strides and is pushing herself
outside her comfort zone.
“Jasmine still finds everyday life challenging
– change is especially hard – but it has been
awesome to see her resilience building.
For example, her long-time Support Worker
recently moved on and we needed someone

new if we were to be able to continue to
support her in the same way. That was a big
deal for Jasmine. We talked about her options
and ways we might make the transition easier
and Jasmine suggested some strategies
what would help. It was awesome to see her
making her own decisions, in that way.”
The decision to welcome a new person into
her life has paid off. Aileen comes to see
Jasmine at home twice a week and the pair
have a lot in common, particularly a shared
love of art, which has helped cement
the relationship.
They work together on skills that Jasmine will
need to have so she can manage on her own.
They tackle things like cooking – lasagne
and spaghetti bolognaise are now firmly in
Jasmine’s repertoire – as well as essential
tasks like cleaning and washing. They are
also studying the road code, so that Jasmine
can work towards getting a driver’s licence.
Jasmine can see her skills growing and, more
importantly, is learning that she has many
qualities that will serve her well as she builds
her independence. “I am a very organised
person and good at learning new things.
I am enjoying being able to do new things
for myself.”
Sandy believes Jasmine has a very bright
future and is looking forward to seeing her
sense of agency build further, over time.
“Jasmine has a lot of talent and a lot to
offer. She just needs to believe in herself,
her abilities and we will be here, working
alongside her, to see her achieve that!”

Jasmine has quickly
mastered cooking and is now
confident in the kitchen.

The decision to welcome a new person into her life
has paid off. Aileen comes to see Jasmine at home
twice a week and the pair have a lot in common,
particularly a shared love of art.
INCLUDING ALL PEOPLE
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Shout Outs
Janine Hoete-Thornton – General Manager Central
A HUGE SHOUT out to Ronny Martin, our
Casual Administrator extraordinaire from the
North Taranaki branch. Ronny joined CCS
Disability Action in 2006 supporting both the
North and South and Central Taranaki branches.
In more recent times she has been the
Administration Manager supporting all
administrative functions primarily in North
Taranaki, but also in South and Central
Taranaki. This involved training and support
of the new staff. Ronny left us briefly in 2020
and we were delighted to welcome her back
to help us out in a casual role.
Ronny, we sincerely thank you and appreciate
your commitment and dedicated support of

Ronny Martin.

our mahi, the branch teams, governance
and the people that we support. Your vast
knowledge and experience have ensured the
continued smooth operation of business and
all our operations. You are an absolute star!

Colene Herbert – General Manager Midland
WE WOULD LIKE to acknowledge Jane
Martindale, Toy Library Coordinator. Jane has
shown incredible creativity and determination
in running the Hamilton-based Toy Library and
is a key reason it is a treasured resource for
the whānau who use it, despite the challenges
of COVID-19.
Driven by Enabling Good Lives principles, she
has created a more accessible, user-friendly
system for locating items and for loaning and
returning items using barcode scanners. This
included establishing a colour coded shelving
system and introducing an online catalogue
of over 1,000 items each with a photo,
description and information on the benefits
of each toy. Jane is focused on ensuring the
library’s resources make a positive difference
for children, youth and adults of all ages.
Ngā mihi, Jane, for your incredible efforts for
the community.
Jane Martindale.
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Bettina Syme – General Manager Northern
THE NORTHERN REGION would like to
acknowledge two dear friends and friends of
the organisation. Robyn Bonham, recently
retired, and Lois Tongs, Community Support
Coordinator were both acknowledged with
Life Membership for their longstanding
commitment to the Auckland branch and to
disabled children.
Having begun with the organisation well over
20 years ago, they have seen some huge
shifts in how we work but through it all they
have remained dogged in their determination
to see disabled children included and their
families well supported.
Lois recalls some of the fun they had,
supporting each other in their roles, in their
earlier days.
“We had some wonderful times running
sibling camps. The waiting list would start
immediately one camp finished! Robyn
would support me on the sibling camps it
was my role to run them. In turn, I helped
her with the camps that she used to run

From left to right, front: Vivian Naylor,
David Rees and Sharon Davies. Back:
Robyn Bonham and Lois Tongs.

for disabled children. These camps were
always the highlights of the year and hugely
popular all over Auckland. To watch the
children challenge themselves physically and
emotionally was very rewarding.”
Both Lois and Robyn are known for the
trusted relationships they built with children
and whānau they supported over the years
and the wealth of knowledge they hold.

Richard Buchanan – General Manager Southern
ON BEHALF OF the Southern region I would
like to acknowledge Michelle Clucas, Service
Coordinator in Nelson.
Michelle is described by everyone who meets
her as bright and bubbly and an absolute
pleasure to be around. She brings her own
lived experience of disability to interactions
with the people she supports and is highly
valued in her role – which she tackles with
positivity, creativity and care.
Michelle is passionate about advocating
for voices of individuals to be heard, and
empowering people to be the best that
they can be.

Michelle Clucas.

we’re thrilled that we can draw on her
skills and experiences in our work with the
Nelson community. Thank you, Michelle, for
all that you bring!

She initially came to CCS Disability Action
as a volunteer in our local governance, so
INCLUDING ALL PEOPLE
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What’s happening in our branches
Former CE named
Companion of the Queen’s
Service Order
FORMER CCS DISABILITY Action Chief
Executive David Matthews was surprised
but thrilled to be named a Companion of the
Queen’s Service Order for services to people
with disabilities. Mr Matthews was nominated
by the Office for Disability Issues, with further
support from others in the disability sector.
His investiture ceremony was held in early
December 2021 at Government House where
he was joined by his family.
“My investiture was a memorable event made
even more memorable by having Helen and
my family with me to enjoy and experience the
occasion. Receiving the honour reminded me
of the many wonderful people I have had the
honour to work for and alongside and also the
achievements made together as well as the

Local legend honoured
with Life Membership
BRIAN JEFFARES IS a well-known figure in
South and Central Taranaki.
The Stratford local is an elected member of
Taranaki Regional Council and the Taranaki
District Health Board and was Mayor of
Stratford from 1998 to 2007. He has also

David Matthews with Rt Hon Dame Cindy
Kiro at Government House.

many challenges ahead. Receiving the same
honour on the day, was the Honorable Ruth
Dyson, a previous Minister for Disability Issues,
someone who I have interacted with over
many years. Her investiture was made even
more memorable by the presence of the Prime
Minister, so all in all, it was just a great day
which will leave so many positive memories”.

served on Taranaki Electricity Trust, the
Stratford Health Trust and the Taranaki Rescue
Helicopter Trust. Brian holds a Member of the
New Zealand Order of Merit, for services to
local-body affairs and the community.
During his terms as Mayor, Brian also acted
as Co-Patron of CCS Disability Action South
and Central Taranaki branch.
As CCS Disability Action Local Committee
Chair Neil Walker explains, Brian devoted
incredibly energy to the role of Co-Patron.
“Brian was very supportive of our work. He
has been a commanding and leading figure
in his district for many years and he used his
profile for the betterment of disabled people
and their families. We were thrilled to present
Brian with Branch Life Membership as an
acknowledgement of his efforts and a reflection
of our appreciation for his service,” he says.
From left to right: Brain Jeffares with
CCS Disability Action local committee member
Ralph Gibson and Chair Neil Walker.
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Auckland governance
meet MPs
THE AUCKLAND LOCAL Advisory Committee
(LAC) and Local Executive Committee (LEC)
met with two Members of Parliament to raise
key issues in 2021.
Representatives from governance
committees and staff met with Hon Priyanca
Radhakrishnan on one of two visits to the
organisation. Ms Radhakrishnan is the
Minister for the Community & Voluntary Sector,
Diversity, Inclusion & Ethnic Communities and
Youth. She is the Associate Minister for Social
Development & Employment. She is also
MP for Maungakiekie where the Royal Oak
branch is based.
The LAC also met with Green party MP, Jan
Logie. Ms Logie holds the Green’s disability
portfolio and requested a meeting with
CCS Disability Action, having attended LAC
meetings previously.
“It’s always a privilege to be able to engage
with Members of Parliament and we were
pleased to have the opportunity to have
robust conversations about issues that affect
disabled people,” explains Allyson Hamblett.
Topics included the minimum wage
exemption, immigration policy settings,
accessible housing and welfare policies.

Top: Bettina Syme (General Manager) with LAC
members Allyson Hamblett, Raj Swamy, Vicki
Terrell, Mark Grantham, MP Jan Logie, Shanan
Kohi, Jane Hotere (since passed away) and Janet
Swamy (on screen).
Above: Front from left: David Rees, (Co-Chair
LEC), Allyson Hamblett (Co-Chair LAC) and
Michael Dineen (Co-Chair LEC). Back from left:
Hon Priyanca Radhakrishnan, Daniel Maseege
(Youth & Adults Service Manager), Sharleen
Tongalea (Senior Coordinator) and Debbie
Schnieder (Executive Assistant).

Accessible enrol to vote form
THE ELECTORAL COMMISSION, in collaboration with Blind
Low Vision NZ, has created a large print and Easy Read enrol
to vote form. You can pick up a hard copy from a CCS Disability
Action branch (by appointment), Blind Low Vision or electoral
commission offices or order one directly
from the Electoral Commission.
Go to www.ccsDisabilityAction.org.nz
to find your nearest branch or go to
www.vote.nz and search for ‘Enrolment
information in accessible formats’.

INCLUDING ALL PEOPLE
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Accessible home in
Golden Bay Housing
Project, underway
GOLDEN BAY, IN the Tasman region of New
Zealand’s South Island, has a dire shortage of
affordable housing to rent or purchase.
So, Chris Bennet has set a target of building
100 plus new homes through his Golden Bay
Mohua Housing Project (GBMAHP).
The project will eventually offer both standard
and accessible homes with two different
designs. In Phase One of this project, eight of
the proposed nine houses are two-bedroom
homes built to Universal Design specifications
making them accessible for life.
Chris engaged Lifemark’s assessment
team during the design stage with their ‘Tui
Preliminary Accessible House’ achieving a
provisional 5-Star rating.
The properties will be built with structural
and spatial layouts that work to Lifemark’s
Universal Design standards. Once parking
and pathways are completed, then it is
expected that they will achieve a final rating
and certification.

The concept design from Goodison
Architecture for the accessible property in
the Golden Bay Mohua Housing Project.
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Babs Roberts-Borchers and Mark Roberts
are looking forward to moving into their new,
accessible home in Golden Bay.

Babs Roberts-Borchers and Mark Roberts will
be moving into the first accessible home, later
in 2021. Babs has mobility issues, and she
says they are “really, really grateful” for their
new home.

To read more go to
https://www.lifemark.co.nz or
visit the GBMAHP website https://
mygbhousing.info/index.php.

Susan takes centre stage
WELLINGTON-BASED CREATIVE Susan
Williams has had a love of drama from an
early age. They first began performing when
Susan was nine years old and now, at 29, they
are using their lived experiences to present a
fresh perspective to theatre audiences.
Susan lives independently and has been
supported by CCS Disability Action for the
past six years.
They recently completed a Diploma in
Stage and Screen Arts from Whitireia New
Zealand and a Certificate in Performing Arts
from UCOL and after medical challenges
scuppered other studies Susan dived into
the performing arts, developing their standup comedy skills, performing in plays and in
improvised shows.
In 2019, Susan directed Galactapedia, an
improvised show inspired by the original
Hitchhiker’s Guide to the Galaxy and made
to be fully accessible to a blind and visionimpaired audience.
Late last year, inclusive performance
company Touch Compass put out a call
for pieces for their Lumana’i programme
from disabled creators. Susan’s pitch
was successful and together with three
collaborators, Susan developed Illegally Blind,
a Pride-positive show that presents life with
multiple disabilities in a light-hearted and
whimsical way.
“We definitely took real life experiences and
hyped them up a little bit and made them
funny so we’re laughing at the ridiculousness
of ableism and inaccessibilty and all of that.
We have very much wanted to have disabled
audiences to feel comfortable and seen and
embraced, and abled people to feel a little
uncomfortable and potentially examine any
biases they may have!” explains Susan.

Susan Williams.

The show also explored Susan’s experience
coming to terms with needing increasing
levels of support as their medical needs
changed over time.
The show ran at Auckland’s Rītaha Festival
and Wellington’s BATS Theatre in late 2021
and put accessibility centre stage with inbuilt
audio description and captions, informal
seating with beanbags, blankets, armless
chairs and wheelchair spaces as well as other
sensory supports at every show.
Along with performing, Susan is a member
of Wellington City Council’s Access Advisory
Group and was a particularly vocal advocate
for the needs of disabled people during the
COVID-19 lockdowns.

together with three collaborators, Susan developed Illegally Blind, a
Pride-positive show that presents life with multiple disabilities in a
light-hearted and whimsical way.
INCLUDING ALL PEOPLE

21

Language Matters
LANGUAGE SHAPES THE way we see the
world and people in it. However disabled
people often experience negative language
being used about them, for example in media
stories, or directly to them – often in the form
of questions from strangers.
A disabled staff group from CCS Disability
Action aim to use their lived experience to
spark new conversations through a project
called ‘Language Matters’.
“The way that we talk about people can
influence how we view them,” explains project
member and Disability Awareness Coordinator
Oliver Goulden. “If, for example, you ask a
disabled person: ‘What’s wrong with you?’ that
implies that the person is somehow ‘broken’.
It might also be worth asking yourself why you
feel you have the right to know.”
‘Language Matters’ is a suite of simple
resources that can open deep conversations.
Available on the CCS Disability Action website,
they help guide people to explore language
that reflects conscious and unconscious
thinking around concepts such as bias,
ableism, privilege, tokenism and identity.
“‘Language Matters’ aims to generate
awareness about how important our choice
of language is and create greater connection
and understanding between disabled and
non-disabled people,” says Oliver.
Topics currently available are ‘What’s wrong
with you?’ and ‘Why say non-disabled?’.
Both have been the subject of panel
discussions on CCS Disability Action’s
Facebook page – with well known disability
advocates from across the country sharing
their thoughts with a live audience.
The resources (and videos) of the panel
discussions are available in a range of
formats including NZSL videos and Word
with Easy Read, Te Reo and Braille variations
in development.

www.ccsDisabilityAction.org.nz/
languagematters
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Disability Awareness
Coordinator
Oliver Goulden.

Save the date
The next topic in the series is
called ‘You’re so brave!’ and will be
launched via livestream at 10.30am,
4 March 2022. Like and follow the
CCS Disability Action Facebook
page, for event details:
 ww.Facebook.com/
w
ccsDisabilityAction

Access Advisors and CCS
Disability Action join forces
CCS DISABILITY ACTION and Access
Advisors, a pan-disability digital accessibility
consultancy, have entered a Memorandum
of Understanding – aimed at influencing
universal accessibility in New Zealand.
The two organisations each bring
complementary areas of skill to the
partnership. “CCS Disability Action brings
expertise in access in the built environment
through its team of Access Advisors and
Educators,” explains BJ Clark National
Manager Access and Infrastructure. “The
organisation also draws extensive industry
knowledge in this area through its subsidiaries
BarrierFree and Lifemark.”

BJ Clark.

Dr Chandra Harrison.

work with CCS Disability Action on improving
accessibility in Aotearoa,” says Dr Chandra
Harrison, Managing Director Access Advisors.

Access Advisors is an independent social
enterprise, that focuses on access across
the full suite of digital platforms. “With a push
towards more digital interactions all around
us, it is important to consider both the built
and digital worlds together. We are thrilled to

Thank you to the Lion
Foundation
THE NELSON MARLBOROUGH branch
is the proud owner of a new Toyota Corolla,
thanks to the generosity of the Lion
Foundation. The generous donation
towards the purchase will make a significant
difference to the branch, which serves
a large territory across the top of the
South Island.
Branch Service Manager Ma-rea Clayton
was delighted when she heard the news.
“Every dollar matters in terms of our
operations. Nelson Marlborough is a
huge area, with a mix of urban and rural
communities, so good transport to meet with
whānau is vital. We are so grateful to the
Lion Foundation – their support will make a
very real difference for disabled people
in our region,” she says.

“The Lion Foundation prides itself on making
a difference across all of New Zealand,”
explains Tom Smith, National Grants
Manager. “We are extremely pleased to
support many charities assisting people with
disabilities and with nearly quarter of New
Zealand’s population identifying as having a
disability or a long-standing medical condition
this is an area the Lion Foundation focuses on
to have maximum impact in the communities
we serve. We hope the $24,000 grant towards
a new vehicle for CCS Nelson Marlborough
will allow greater support to the community
and benefit those that need it most.”

INCLUDING ALL PEOPLE
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Get in touch
Whakapā mai
IF YOU’RE INTERESTED in more information or would like to get in touch we would love
to hear from you.
	0800 227 2255
Info@ccsDisabilityAction.org.nz
	Level 3 Orbit Systems House, 94 Dixon St, Wellington 6011
PO Box 6349, Wellington 6141
www.facebook.com/ccsDisabilityAction
www.twitter.com/ccsDisabilityA
	www.ccsDisabilityAction.org.nz

