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Vision

PVI`s Whakatauaki/Proverb:
Kia hora te marino, Kia whakapapa pounamu te moana, Kia tere te karohirohi, I mua I to haerenga,  

Kia tau te rangimarie.
May the calm be wide spread, May the sea glisten like greenstone,

May the shimmer of summer dance across your pathways, May you always find peace.
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Tena koutouKatoa
Welcome to this our 100th issue of ‘Vision’ and what an honour it is for me to have the opportunity 
to write down a few of my thoughts.

It is with great sadness that our friend and Executive Officer Paul Manning who sadly passed away 
in May, leaving behind his much loved wife Marie, and their beautiful children and grandchildren 
will not have the joy of reading it. I know that Paul was looking forward to this special edition and 
has left with us some suggestions for its completion.

Paul understood well the importance of a ‘Parent Voice’ and PVI has long been acknowledged for 
this, his work and love for family and whanau will live on in the memories and hearts of those who 
have been blessed by his presence. Those who are yet to come will benefit from the work that will 
continue in this name.

I thank each of you for your support and love during this time.

It is important for me to acknowledge the PVI National Board who have remained dedicated to 
this much loved organisation, there have been times of great sadness at the loss of Paul but we 
have worked as a team to ensure that the organisation moves forward as Paul had wanted.

I would like to pay tribute to Lyn Morgan who recently retired from the position she held as office 
manager for PVI for many years.  

We are extremely fortunate to have had the opportunity to employ board member Don Fairgray 
into the position of office manager for a fixed term to ensure that the day to day activities of the 
organisation continue.

We are presently working towards an appointment to the position of National Executive Officer 
and will update our membership as we are able too.

Our ‘Vision’ magazine has for many years been a way of communicating with our parent 
membership which has now grown to approximately 1600 and holds an historical account 
of the work that has been completed on behalf of parents and their children and families 
both nationally and internationally, it raises and identifies issues of importance in terms of 
the disability sector, shares social stories that parents have kindly donated and presents an 
opportunity to showcase some of the many photographs that have been taken over the years 
and are held in PVI archive.

I hope that you continue to enjoy reading ‘Vision’ and celebrate with us its success in reaching 
issue ‘100’

Thank you to board member David Heather who has overseen its completion.

Ma te atua koutou hei manaaki – God bless

I can do things you cannot, you can do things I cannot;  
together we can do great things.”

Mother Teresa

Riripeti Paine 
PVI chair
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Board member ‘Bio’ - Vision magazine 100
Tena Koutou Katoa
My name is Riripeti Paine.

I am 54 years old and live in Wairoa which is situated 
north of Napier/Hastings and south of Gisborne.

I am married with 4 adult children, 7 grandchildren and 1 
great grandchild.

Our youngest son, Ngarangi, is 18yrs old has low vision, 
(Retinopathy of prematurity, myopia and nystagmus) 
he also has cerebral palsy (spastic diplegia) and uses a 
wheelchair for mobility.

I have been a member of PVI for 10yrs holding one of the 
two tangata whenua seats for several of these. I feel very 
humbled to currently hold the position of board chair.

I have 20yrs of experience working within the health, 

disability and education sectors and currently work full 
time as a whanau ora health supervisor for Kahungunu 
Executive Maori health provider.

My commitment 
to PVI stems 
from my belief 
that as parents 
we hold the key 
to unlocking 
the dreams and 
aspirations that 
we have for our 
children.

Riripeti Paine

Don Fairgray
My name is Don Fairgray. I am married to the lovely 
Linda who runs an early childcare centre in Matamata. 
We have a daughter Laura who will be 16 in September. 
She has Optic Glioma caused by tumours on her Optic 
nerves and passage ways. She has low vision and is main 
streamed at Tauranga Girls,

I am a farmer and also do the odd day reliving in the 
childcare Linda runs.

I love following Laura’s riding, travelling and going to the 
bach.

I have been on the PVI board for 10 years. I have the title 
of Mr grumpy Treasurer. I am also on the BLENNZ BOT as 
deputy chair.

Over the last year I have helped to cover Paul’s job while 
he was sick.

After his death I am working part time for PVI until we 
select a new Executive Officer doing the general day to 
day running of PVI and attending meetings with the MOE 
in Wellington.

Tim Marshall
Tim Marshall is married to Jenny and together they have 
3 kids. Their eldest is 18 and the other two , 14. One 
of the twins, Lewis has the eye condition, retinitis 
pigmentosa, which means he is unable to see in low 
light conditions.

Tim has been on the board for just over 2 years and 
this opportunity has deepened his knowledge and 
respect for those families doing the ordinary things 
with extraordinary courage and dedication

In his other role as a mental health social worker, 
he leads a team of community workers making a 
difference with the people of Christchurch.

Ray Willis Founder and first Chairman PVH NZ
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Paulette Francis
Hello. I am Paulette Francis the board representative for 
the Auckland Region.

I am married to Rodney and together we have 2 kids, 
Daniel and Telesia who are both teenagers now! We make 
our home in West Auckland where I teach primary aged 
children in a low decile, multicultural school.

When people ask me how old my children are, I lovingly 
describe Daniel as a toddler with 16 years experience; 
as Daniel arrived with many challenges…Cerebral Palsy, 

Cerebral Vision Impairment, Epilepsy, Intellectual 
Impairment etc, etc, etc!!!

When we discovered PVI we felt like we had finally found 
a home. We discovered other mums and dads who were 
walking a similar journey as we were. We were all speaking 
the same language. Here was a group of people who 
knew what you were talking about and just how you were 
feeling.

Dionne Gilligan 
Hi my name is Dionne Gilligan.

I have been involved with PVI since 2004 when I attended 
my first conference.

My position on the board is “Any Where in New Zealand”.

I live in Wanganui with Paul my husband, Ana my daughter 
and Nicholas my son.

 I am a Early Childhood Teacher at Wanganui Kindergarten 
Association and have been in the education sector for 22 

years.

My son Nicholas is now 11 and has cerebral visual 
impairment, epilepsy, intellectual impairment and very 
little language.  

PVI has been my key support through these 
years. Parents supporting parents, people who know what 
you are talking about and how you are feeling,  this is PVI 
and why I am still here.

Judith
Through the skills I have developed with the lived 
experience of my gorgeous daughter, Krystal and the 
passion for making a difference, I have been involved with 
the National Board of PVI over the last few years and a 
member of PVI for more years than I care to remember.  

For those that haven’t met me, here is a little bit about 
myself.    Having a Bachelor of Applied Management, 
majoring in Strategic Management, I have used these skills 
in assisting the Board with strategic planning, operational 
planning.  Although Board Policies and Procedures can 
be really boring it is important that they are regularly 
reviewed and new policies introduced as necessary and 
I have been on the Policy Committee carrying out this 
piece of work.  These tasks are a very important part of 
the life of our Board and keep us safe and focused on who 
we are and what we do.  Along with our work, we have lots 
of laughter to help us keep saine!

 I was part of the ‘Stories To Tell” project and took part in 
the weeks events in Wellington in June of last year.  No 

doubt you have read all about this in the Vision magazines 
and of course bought one of the Jazz CD’s. If you haven’t 
purchased one – it’s worth getting!   On a personal note, 
I live in Dunedin with my partner Jim.  Krystal now enjoys 
living independently in a flat with appropriate supports in 
place.  Krystal and I were privileged to be asked to present 
at the last SPEVI conference in Auckland about Krystal’s 
journey in inclusive communities.  Our other daughter, 
Mel, is working in Wellington as a paramedic for the 
Wellington Free Ambulance Service.

I work for Stroke Foundation, supporting clients, 
families/whanau, and wider communities around 
stroke education, information and support.  I enjoy my 
occasional  lecturing work at the Otago Polytechnic in 
Disability Issues.   My other passion is dog showing.  We 
have a beautiful Irish Setter, Annabelle and a handsome 
Golden Retriever, Wilson.
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PVI and Paul
The heart and vitality of any parents support network 
revolves about the exchange of experience, challenges, 
successes and failures with our disabled children. 

The network and support experiences are quite a unique 
experience as parents families proceed on their journey 
with their children.

Parents are neither heroes nor cowards, but ordinary 
men and woman who try to face the reality of their 
child’s disability with determination and courage, we all 
remember well the shock we experienced upon learning 
of our child’s disability which most of us new nothing 
about.

Suddenly we were challenged big time. In an instant we 
were expected to absorb and make decisions.

To begin the journey- we begin to ask questions, to search 
for information about disabled kids. Confusion and 
frustration were common feelings as we were advised 
by the medical profession, educators, social workers, 
rehabilitation specialist, friends and others to treat the 
child like any other child. 

Much of the advice failed to address specifically the day 
to day realities of caring for our new arrivals, emotionally 
or physically. No one told us that we might experience a 
period of ‘grief’ as a result of not having the perfect child. 
No one told us that this might be a lingering experience 
for many or indeed, never go away.

We started on that rollercoaster of emotion that many of 
our closest friends and relatives could not understand. 
Some of us felt such emotions as fear, grief, sadness and 
not always alot of self esteem and confidence. 

While most of our parents do discover ways to cope, 
sometimes we have been afraid to be honest about our 
feelings, worried about what professionals might think. 
We each in our own way need time to acknowledge, 
accept and understand our child’s visual impairment. In 
some cases it may take years before a realistic definition 
of a child’s condition, treatment and future prospects, is 
understood especially when the child has complex needs 
and several disabilities. 

From this configuration emerged our parent support 
network. We found other parents and families and the 
sharing began. We suddenly had an instant engagement 
with another mother or father, who knew instantly on 
emotions, our predicament or our space. We found 
families who had solutions to problems we agonised 

over, we found families who could advocate who 
could climb the odd bureaucratic mountain, beat down 
the professional “security” door. 

Our parent group in New Zealand had its beginnings 
in 1983/84 when a small group of six parents met in 
Auckland for a weekend. We came away saying we were 
all talking the same language, had the same dreams and 
aspirations for our kids, and the things we wanted to 
change.

So Parents of Vision Impaired New Zealand was born! We 
had in those early days a small grant from the Royal New 
Zealand Foundation of the Blind to run a newsletter. This 
early support was converted into substantial support 
that enabled us to employ an executive officer, to form 
a committee that could travel and meet, and begin the 
essential tasks of networking with our parent families, and 
advocating for our “kids “.

About fifteen years ago, Paul Manning joined PVINZ as the 
Executive Officer. Paul was a parent of a vision impaired 
daughter and he had a passion for the job at hand that 
took our organisation to many achievements in his 
tenure.

Paul  often talked about the power of the parent network, 
about our frailties, about the synergies, about how we 
came from different pastures and backgrounds, and yet 
how easy it was to talk and relate. Indeed it was easier 
than talking to our mates or our relatives. I guess we did 
not stop talking about that over the years.

As Paul became the leader of PVINZ we continued 
talking….

Paul Manning
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We talked about the gatekeepers and who had the keys. 
We talked about the road blocks and where the detours 
were. Paul found the keys and the detours and opened 
many many doors for parents and families and our kids to 
be heard and listened to. 

As an organisation we have participated fully in the 
development  and growth of a new education model for 
New Zealand that is now regarded internationally as a 
world leader. Parents are represented in that forum, and 
as a result we have a very close collaborative relationship 
with the Ministry of Education. In other sectors we have 
important relationships with the Ministry of Health, 
and the Ministry of Social Development. Twenty years 
ago we were spectators, today we are partners. Twenty 
years ago it was an adversarial environment, today it is a 
collaborative environment.

Paul opened many of these doors, while at the same 
time maintaining a special networking relationship with 
parents and families. When individual advocacy was 
called for he was available to answer the call.

As Paul’s network developed he became involved with 
parent support in the Pacific Islands and internationally. 
His experience and contribution in this forum we know 
was welcomed and appreciated. Indeed, Paul felt there 
was some unfinished business.

He reflected that like New Zealand parents, 
internationally we all seemed to talk the same language. 

I know Paul often reflected on a quotation from a NAPV 
President. Was it Kevin Oconnor?

Regardless of our son’s and daughter’s disabilities, our 
real job as parents is to harness all the confidence and 
courage we can for us and model that for our children. 
On this journey together we all need plenty of it. And in 
modelling it early on, we help our sons and daughters  
prepare for the day we won’t be with them except for 
that which we taught them. In doing so, we will find many 
wonderful people who will make all the difference in 
our world. We will encounter many difficult people and 
institutions and policies. When life becomes difficult, 
advocacy begins in a new way. The word advocate comes 
from the Latin “ advocatus “which literally means “: to call, 
or to answer the call to help another.” This is the parent’s 
task. This is the task that requires confidence and 
courage…. All that we can muster. Someone once said,

“ In this life, trouble is to be expected. 
Misery, though, is optional.”

As parents we need to be able to find those who can help 
in their best way and to establish our place of equality 
with them.

Paul Manning passed away in May 2014 after a long battle 
with cancer. He has established a strong and vibrant 
parent network, that will play a significant advocacy role 
for our parents and children.

Paul’s favourite proverb or whakatauaki is from :

The Whale Rider by Witi Ihimaera

Kia hora te marino 

Kia whakapapa pounamu te moana 

Kia tere te karohirohi 

I mua i tou huarahi

May the calm be widespread 

May the ocean glisten as greenstone 

May the shimmer of light 

Ever dance across your pathway 

Fred Sutherland , Gore, first committee PVH NZ.
Farmer, singer!
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EDITOR SPEAK
Welcome to Vision Number 100
I promised Paul Manning that we would write number 100 together. We got to 99.50 and I know he would like what we 
have cobbled together. We thank James Manning for selection of some of the archived material.

We are still looking for Issue Number one a slim 4 pager along time ago. Finders should return it to the Editorial Office as 
there is a reward.

On reflection I have edited 45 issues, then ran out of ink and puff and Paul edited 55 issues. Both Paul and I would like to 
thank and apologise for all the articles we stole, borrowed and printed without permission. The decision to publish the 
Irish School Certificate Exam paper created mayhem with the local Irish Community in Wellington and we apologised. 
We were one page short and the paper seemed to fill a gap. We might add that all those who completed the paper 
passed! (we did allow two weeks to read the questions!).

We must express our sincere thanks to the Blind Foundation to funding PVINZ Inc and of course the Vision Newsletter 
since Issue One. The ability to communicate with parents , family and the wider community has been critical to our 
organisation moving forward and growing. The support we have received over numbers of years from Don McKenzie 
in 1984 to Sandra Budd now has been valued and appreciated. We were allowed to fire the odd salvo and pursue our 
advocacy with support.

We now proceed to our second century!
Enjoy the journey
David Heather

We are launching a 
new book for parents.
It’s called The Vision Book – My Child, Our Journey.

It focuses on children and young people who are 
blind, deafblind or have low vision.

The book sets out the support and services parents 
can expect from the Ministries of Health and 
Education, Blind and Low Vision Education Network 
NZ (BLENNZ) and the Blind Foundation and other 
organisations. 

Stories from families and whānau also feature.

The Vision Book – My Child, Our Journey was 
written by the Ministry of Education with input 
from the Ministry of Health, BLENNZ and the Blind 
Foundation with input from other key groups such 
as PVI.

It will be launched at BLENNZ on 19 September.

People can get copies from:

• Resource Teachers: Vision (RTV)
• BLENNZ on 09-266 7109 (Auckland)
• Blind Foundation on 0800-243 333.
• www.parents.education.govt.nz
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Parents	  of	  Vision	  Impaired	  (NZ)	  Incorporated	  
PO	  Box366Waikato	  Mail	  Centre	  

Hamilton	  3240	  	  

Ph	  0800	  312	  019	  or	  07	  839	  4205	  

Supported	  by	  RNZFB	  

!
RAGLAN	  KOPUA	  HOLIDAY	  PARK	  FAMILY	  C

AMP	  
!
Overall	  the	  families	  loved	  I	  got	  great	  feed

back	  saying	  how	  lovely	  the	  venue	  was	  an
d	  how	  the	  kids	  

enjoyed	  it,	  one	  even	  said	  it	  was	  the	  best	  
weekend	  ever!!	  	  

!
P.V.I	  catered	  for	  the	  camp	  and	  families	  we

re	  asked	  to	  bring	  along	  a	  salad	  for	  Saturd
ay	  night’s	  dinner	  

and	  they	  all	  did.	  	  	  
We	  had	  5	  families	  all	  together	  including	  m

y	  own	  family.	  We	  did	  have	  6	  families	  but	  
1	  family	  couldn’t	  

make	  it	  as	  they	  needed	  to	  move	  out	  of	  th
eir	  house	  by	  the	  end	  of	  March	  and	  she	  ha

dn’t	  found	  

anywhere	  to	  stay	  so	  had	  to	  move	  into	  he
r	  sisters	  that	  weekend.	  

!
There	  was	  soooo	  much	  food!!	  I	  fully	  over

	  compensated	  as	  it	  felt	  like	  every	  ^me	  we
	  sat	  down	  we	  were	  

ea^ng.	  !
Lunch	  on	  the	  last	  day	  we	  had	  a	  roast	  pork

	  and	  chicken	  drums^cks	  for	  the	  kids,	  I	  thi
nk	  next	  ^me	  I	  will	  

keep	  the	  lunch	  plain	  and	  simple	  as	  that	  to
ok	  longer	  than	  expected	  to	  cook,	  but	  the

	  holiday	  camp	  let	  

us	  stay	  on	  a	  bit	  longer	  and	  the	  extra	  ^me
	  helped.	  

!
The	  kids	  loved	  having	  our	  own	  beach	  righ

t	  there	  and	  the	  playground	  a	  2min	  walk	  a
way	  with	  a	  big	  

bouncy	  cushion	  and	  the	  swings	  and	  slide
.	  

!
I	  made	  up	  a	  roster	  and	  everyone	  was	  hap

py	  to	  help	  and	  we	  all	  worked	  in	  well	  with
	  each	  other	  to	  help	  

out	  with	  the	  meals	  and	  cleaning,	  even	  th
e	  kids	  got	  involved	  and	  were	  very	  happy	  

to	  help.	  

!
Gaewyn	  Harvey	  from	  the	  blind	  Founda^o

n	  stayed	  with	  us,	  Gaewyn	  brought	  all	  the
	  shopping	  out	  and	  

helped	  out	  in	  the	  kitchen	  preparing	  the	  m
eals	  and	  cooked	  lunch,	  She	  done	  a	  sessio

n	  with	  the	  parents	  

a_er	  dinner	  about	  our	  knowledge	  with	  ki
ds	  and	  children	  with	  disabili^es	  and	  we	  h

ad	  256	  years	  of	  

experience	  between	  us	  about	  children	  in
	  general	  and	  130	  years	  of	  experience	  with

	  children	  with	  

disabili^es	  between	  us	  and	  we	  talked	  abo
ut	  the	  siblings	  and	  sharing	  our	  ^me	  with	  

the	  other	  kids.	  	  It	  

was	  great.	  !
We	  did	  have	  some	  trouble	  with	  our	  cards

	  from	  the	  camp	  as	  they	  weren’t	  ac^vated
	  properly	  so	  this	  

meant	  the	  showers	  didn’t	  have	  hot	  water
	  but	  that	  was	  ok	  we	  opened	  up	  the	  2	  insi

de	  showers	  which	  

had	  hotwater.	  !
Overall	  the	  weekend	  went	  well	  the	  famili

es	  went	  home	  happy	  and	  asked	  when	  the
	  next	  1	  is	  and	  that	  

the	  accommoda^on	  was	  really	  nice	  and	  b
e`er	  than	  they	  thought	  it	  would	  be.	  The	  

families	  made	  

connec^ons	  between	  each	  other	  and	  had
	  fun	  also.	  	  The	  catering	  was	  quite	  ^ering	  t

hough	  but	  it	  all	  

worked	  out	  in	  the	  end.	  !!
Jus^ne	  Edwards	  	  
Parent	  Support	  Worker	  -‐	  Waikato
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But I haven't been to Holland?
I had never heard of the well known essay 'Welcome to 
Holland' until it was mentioned to me via a former work 
colleague upon finding out how my boy was doing. It was 
suggested for me to read and I honestly didn't bother 
with it. I ended up coming across the essay through a 
PVI book, 'stories to tell.' I read it and I could relate to it 
for sure. I wondered about that last sentence and how 
we come to a certain point along this journey where we 
realise that we have to make a decision as to whether or 
not we want to stop mourning the loss of the dreams we 
had or hold onto it. I think that this is all very well to say 
but it's not that easy is it?

It never really leaves you. The feeling of loss. The eternal 
grief. The worry you feel when you fear to nod off to sleep 
at night. Will my boy have a seizure while I sleep? Will I 
hear him on the monitor? Will he walk? Talk? No one can 
answer this, not even an MRI or a neurologist. Just wait 
and see they say. Those words cut deep. Deep where 
the pain of loss and grief reside. Those words are so easy 
for them to say. They have to say it because what else 
can they really say? This is probably why I can't let go. 
Because I'm waiting to see? Wait and see what exactly? 
What my son can or can't do? I think there comes a point 
where you do accept that you have no idea what the 
future is anymore but it doesn't ever mean it's okay. It just 
means, for now, I'll get through today, and the next day, 
heck or maybe the next hour. Never week by week.

Yes you go through ups and downs but more often so 
when you are a special needs parent. You become numb 
with grief having been through the stages of grief over and 
over. You may spend more time at certain stages of grief 
and that I believe depends on you as an individual. We 
all cope in our own ways. If someone asked me how I've 

coped, I would just say, I got on with it. We do this simply 
because we have to. We have no other choice. We have 
to keep pushing on for the sake of our son. We need to be 
strong for him. I have to be strong for him. He depends on 
me. I have to keep it together while I can. I can cry later. 
Sometimes, with all the medical visits, hospital stays, new 
treatments or diagnoses you become like a deer in the 
headlights. Stunned with disbelief or something like that. 
Some days, you're wired enough to be on the ready with a 
trillion questions and energy to research every side effect 
of a new drug. You give up trying to remember names of 
nurses, simply because there is so many that you end up 
meeting. It's overwhelming. I could go on and on.

So, yes, as the essay says, you end up someone 
unexpected. You did not plan to be there. You have 
nowhere to turn, maybe to find the exit, a way out. Maybe 
press 'rewind'. No. You have no choice. You stay where 
you're put and you get on with it the best way you know 
how which is pretty much  anyway you like. It is a lonely 
place, especially in the beginning when you really need 
the guidance. Somehow, you find your way about. You do 
meet some lovely people who help you along your way. 
You become an ace with the language of special needs. 
Eventually you find a way to forget what the future was 
supposed to look like once upon a time and you focus 
on the 'cans'. What can I do to help my son? Where can 
I seek help or guidance? How can I get through a difficult 
day? What can I do to help others? How can I meet 
others? What can my son do that I can celebrate? What 
can I do to make a difference?  

Can you do the can can?

Stacey Dodd.  
My blog is www.mindingthomas.wordpress.com
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 Meet Lily.

Lily is our fourth child, and full of smiles and laughs and 
energy – just like many other babies and toddlers (at 
the time of writing, Lily is 18 months). As is evident in the 
accompanying image, her left eye is micro-opthalmic. 
Most people mistake it for a ‘lazy eye’. To be perfectly 
honest, most of the time these days I don’t bother to 
correct them – I have tired of the endless stream of 
strangers who think that they have the right to know 
(and to comment on!!) my daughter’s condition. It is 
easier to simply nod and smile and move on. 

While Lily doesn’t have sight in her left eye due to an 
underdeveloped optic nerve, at this stage she is fully 
sighted in her right eye. Which we are very, very thankful 
for. However, it does place us in the peculiar position of 
not being eligible for any support whatsoever from The 
Blind Foundation – quite clearly, our daughter is not 
blind and, as such, does not require the same level of 
support and assistance as others. But. She is not fully 

sighted either. And, as other parents here well know, this means there are all sorts of challenges in everyday life 
that are, well, difficult. 

Enter Parents of Vision Impaired (NZ) Incorporated (otherwise known as PVI). I have been so very grateful for 
their support and encouragement. Not that other people haven’t been, it’s just that having other parents to talk 
to has been wonderful. Actually, not just other parents. Other parents who understand. Other parents who have 
already walked this journey, who know what it’s like to grieve for your child’s sight, to feel guilty because maybe 
you did something wrong when you were pregnant, to worry about what will happen to your child in adolescence. 
Other parents who understand the frustration of having strangers make ignorant comments about your child, 
who ‘get it’ without you ever having to explain it in dense detail, who don’t expect you to automatically share your 
child’s medical history. 

It is difficult to put it all into words, but I think that perhaps, in this space, I don’t need to. I am incredibly thankful 
for the social support available through PVI for parents like me. Simply knowing that there are other families in 
similar situations that I can talk to when I need a listening ear, or a venting space, or advice when dealing with 
schools (yet to come, I know, but forewarned is forearmed!), has been extraordinarily helpful in reducing the 
feelings of isolation, the anxiety of the unknown, and my fears about the social stigma and other difficulties that 
my daughter may face as she grows. I know that, whatever happens, we will face it together, and we will be okay.

Rebekah Graham

The good, the bad, and the ugly....
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About Blind Citizens NZ
Clive Lansink, President Blind Citizens NZ

When I was a teenager, some forty years ago, I had all the 
confidence of youth, and a strong belief that I could take 
on the world and live a good life as a blind adult. I had no 
real interest in blindness organisations. I expect it is much 
the same for blind youth today. What could they possibly 
want to learn from old farts like me who grew up in a 
completely different world. Still, there were blind adults 
I knew who really gave me inspiration to want to do the 
things they were doing.

In this short article, I will introduce Blind Citizens New 
Zealand, explain something of who we are and what we 
do, and why we are relevant to your blind child, if not 
directly now, then one day when he or she is making their 
way in the world as a blind or vision impaired adult.

We are the first and largest generic consumer 
organisation to flourish in the blind community. We 
believe in the principle of blind people “speaking for 
ourselves” as we advocate on behalf of our members, 
and blind and vision impaired New Zealanders in general, 
to Government, local authorities, service providers 
including the Blind Foundation, and the community in 
general. We want New Zealand to be fully inclusive so 
we as blind and vision impaired people can live with full 
independence and contribute to the community to our 
maximum potential. Some of the issues we are currently 
working on include:

• Accessible public transport;

• Access to public information;

• Access to public buildings and the built environment;

• Banking and commerce that lets us carry out our 
everyday transactions with confidence, dignity and 
privacy;

• Accessible technology, Telecommunications and 
appliances;

• Audio description on television, DVDs and in 
theatres;

• Our right to cast an independent and confidential 
vote in national and local elections;

• The right of blind and vision impaired students to a 
full and equitable education.

It wasn’t until I was in my mid to late twenties when 
I had left home, I had a job, and wanted to do all the 
normal things men want to do at that age, that I began 
to really feel the frustrations that come from living blind 
in a sighted world. I’m not saying I hadn’t felt intensely 
frustrated at times as a child and a teenager, but it was in 
my adult years that I realised why we blind people need to 
join hands to push collectively for a more inclusive world. 
No longer did I see it as just me on my own.

We have branches in most major centres of New Zealand. 
I encourage you as parents to contact your local branch 
of Blind Citizens and at least get to know them. It will give 
you a chance to meet some of the blind adults in your 
area and know something of the issues they are facing. 
You might also encourage other parents of blind and 
vision impaired children to do the same.

You can also browse our website at http://www.abcnz.org.
nz, and keep in touch with what we are doing.

Your blind child will be an adult one day and will probably 
want to live their life with maximum independence. 
Of course I would encourage any teenager to join our 
organisation if they want to, and we do have a junior 
membership category. But we understand why blind 
teenagers might not want to join. So let them enjoy their 
youth while they can, but I hope eventually they will also 
come to join Blind Citizens NZ and support our collective 
push for a better world for all blind and vision impaired 
people.

 !     BLENNZ       !  

Blind and Low vision Education Network NZ (BLENNZ) 

Te Kotuituinga Mātauranga Pura o Aotearoa 

!
Kia ora koutou  !
For those of you I am yet to meet my name is Karen Stobbs, I am privileged to be the 

Principal of the Blind and Low vision Education Network NZ (BLENNZ).  I have worked in 

blindness education since the mid 80’s when I was fortunate to find myself in a relieving 

position at Elmwood Visual Resource Centre (now known as BLENNZ Christchurch Visual 

Resource Centre).  I worked as a Resource Teacher Vision in Canterbury and the West 

Coast until 2001 when I resigned to join the Vision Education Agency (VEA) having become 

frustrated with the level, quality and consistency of service provision for learners and 

whānau. I believed the VEA was a way of making a difference. I was privileged to work 

alongside Gwen Nagel (first principal of BLENNZ) and our sector partners through the 

research and strategic planning process that led to the creation of BLENNZ in 2005.   

More recently I have had the opportunity to play a role within BLENNZ in the development of 

the immersion courses and in leading the regional teaching team and their associated 

services including National Assessment Services, Immersion, Early Childhood Services and 

Developmental Orientation and Mobility.   

The BLENNZ team is genuinely committed to making a difference in the lives of learners and 

their whānau.  I come to work each day inspired by the achievements of the learners, their 

whānau and the teachers and staff that work alongside me.  

I believe we are making a positive difference and want to know how we can continue to 

improve.  Therefore I would value the opportunity to meet with you.  Over the next 18 

months we will be travelling across the network to gather feedback about our service and the 

BLENNZ Curriculum. 

This will start with meetings with whānau in: 

• Gisborne  5th  August 
• Otago  28th  August 
• Christchurch 23rd  October 
• Taranaki  Date yet to be confirmed  

We will share other dates with you as they are confirmed.  

!
I look forward to meeting with you. !
Nga mihi 
Karen Stobbs !
Principal 
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A recent publication: Special EducationToday in New Zealand by Garry Hornby 
University of Canterbury discusses the history of special education in New Zealand 
and the major gaps that now exist in the great leap forward into total inclusion.

……………… “New Zealand has followed similar patterns 
to other developed countries with regard to how 
special education facilities and specialist teacher 
training have evolved, and how the trend towards 
inclusive education has progressed. It points out 
that New Zealand has gone further in the inclusion 
of children with SEND within mainstream schools 
than most developed countries and that, at the same 
time, there has been less development of provision 
for children with SEND ( Special Education Needs and 
Disabilities)  in mainstream schools. That has led to 
a situation where many children with SEND, who are 
in the lowest twenty per cent of achievers, are not 
getting the specialist help that they need. As a result 
New Zealand has one of the largest gaps between high 
achieving and low achieving children in the developed 
world (Chamberlain & Cargill, 2013).

The current policy on education for children with 
SEND is entitled, Success for All – Every School, 
Every Child (MoE, 2010a). This policy presents a 
vision of a fully inclusive education system in which 
all schools have the resources and skills required to 
provide an environment where learners with SEND are 
welcomed and thrive. The objective is for children to 
have the option of attending their local school and 
have confidence in the knowledge that the schools 
will educate them with positive attitudes, skilled 
teachers and a supportive environment. The policy’s 
primary aim is to create a fully inclusive education 
system where parents can have confidence that all 
children, including those with SEND will receive a 
quality education. In 2010, a report from the Education 
Review Office (MoE, 2010) found that 50% of schools 
surveyed demonstrated mostly inclusive practices, 
30% some inclusive practices and 20% few inclusive 
practices. These percentages are consistent with 
the MoE aims to achieve the goal of all schools 
demonstrating some or mostly inclusive practices by 
2014.

However, when policy and practice regarding inclusive 
education for children with SEND in New Zealand is 
compared with that from other countries, such as 
the USA and the England, two differences are clear. 

First, New Zealand policy for inclusive education has 
been more radical than that in most countries, with 
an espoused goal of educating all children with SEND 
in mainstream schools. The impact of this policy is 
evidenced by the smaller percentage of children with 
SEND in special schools and special classes than is the 
case in other countries. The second difference is that 
when the actual practice of providing for children with 
SEND in mainstream schools is compared with that in 
England and the USA, glaring deficiencies in the New 
Zealand system become apparent. 

No Statutory Guidelines for Schools Regarding 
SEND

In New Zealand there are no statutory guidelines for 
schools regarding SEND children that schools must 
follow. Guidelines on many SEND issues are provided 
by the MoE, but schools can choose whether or not to 
take heed of these. This is in stark contrast with the 
requirements specified in the IDEA in the USA, outlined 
above, and the detailed statutory guidance for schools 
provided within the Code of Practice for Special 
Educational Needs (DfES, 2001) in England. This 
Code sets out detailed guidelines for the procedures 
that must be followed and the resources that must 
be provided for children with SEND and their families. 
This includes a three-stage process for assessing and 
planning interventions for addressing SEND. The third 
stage of this process requires that a ‘statement’ of 
SEND be produced that specifies the programmes and 
resources that are mandated to be provided for the 
child. Also mandated is the need to take into account 
the child’s views and those of the parents throughout 
the three-stage process. In contrast, since statutory 
guidelines are absent in New Zealand, provision for 
children with SEND varies widely. In some cases it is 
excellent but in many cases it is inadequate.”

And further:……………………………………….

No Parent Partnership Services

There are no SEND services equivalent to the parent 
partnership services that play a key role in providing 
support and guidance to parents of children 
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with SEND in a country such as England. This is 
unfortunate because parent partnership services 
offer information, advice and support to parents and 
carers who have a child or young person with special 
educational needs or a disability. Furthermore, such 
services offer confidential and impartial help with 
such things as: communicating with the child’s school 
or pre-school setting; providing information about 
what schools can do to support children with SEND; 
preparing parents for meetings with school staff; 
providing mediation to help ensure children with SEND 
get the education they need; providing guidance on 
choosing a school for a child with SEND; providing 
details of local and national voluntary organizations 
that offer support to parents; supporting parents 
during school-based and other assessment processes; 
helping parents learn about the SEND services and 
support they and their children are entitled to; and 
helping parents to meet other parents who are in a 
similar situation. In England each local education 
authority has a parent partnership service and there is 
a National Parent Partnership Network which supports 
and promotes the work of Parent Partnership Services 
across the country. Similar services are available in 
the USA with school districts employing staff typically 
called parent involvement coordinators who fulfill a 
similar role to that of the parent partnership services 
in England. Since services such as these are not 
available in New Zealand, parents of children with 
SEND typically find it difficult to obtain the guidance 
and support they need to ensure an appropriate 
education for their children.

No Coherent Policy about Inclusive Education

Although 99% of children are educated in mainstream 
schools, New Zealand still has six residential special 
schools and 28 day special schools. Many of the 
special schools have satellite classes in mainstream 
schools and some have special classes in several 
mainstream schools. A few mainstream schools still 
have special units or classes, including some in the 
main centres. However, many special classes have 
been shut down in the last twenty years and special 
schools have been under threat of elimination due 
to MoE policy on inclusion. Interestingly, in a recent 
National Review of Special Education (MoE, 2010b) 
the future of special schools was concerned with 
four options for special schools, one of which was 
closure of all special schools. Only 1% of submissions 

agreed with closing special schools while 99% were in 
favour of keeping special schools. However, this has 
not stopped a vocal minority who are calling for their 
closure. For example, a group calling themselves the 
‘Inclusive Education Action Group’ (http://www.ieag.
org.nz/) has been lobbying the government to further 
the inclusion agenda and close special schools.

Recent government policy in New Zealand has 
focused on ensuring that all schools are ‘fully inclusive’ 
(MoE, 2010a). The policy notes that special schools 
will continue to exist but does not clarify what their 
role will be. In essence, the government appears to 
be supporting a continuum of provision for SEND 
but exactly what this involves is not made clear. 
Because New Zealand has no specific legislation on 
provision for children with SEND and therefore no 
statutory guidance for schools, the lack of a coherent 
policy on inclusive education for children with SEND 
leaves schools to develop practices based on their 
interpretation of the non-statutory guidance provided 
by the MoE. The lack of a clear coherent policy has 
resulted in a wide variation in the type and quality of 
the procedures and practices employed by schools 
that serve students with SEND. This wide variation in 
procedures and practices is likely to be the case for 
some time to come.

Another consequence of the lack of specific legislation 
on the education of children with SEND is that there 
is no protection for the special education facilities 
that have been established. So when new Ministers 
of Education are looking for areas in which to make 
cuts in their budgets, such facilities are particularly 
vulnerable. One area that has come under the 
spotlight in New Zealand in recent times is the 
provision for children with severe social, emotional 
and behavioral difficulties. This is a very challenging 
area of special education that has been the subject 
of three research studies conducted over the past 
few years (Hornby & Witte, 2008 a and b; Hornby & 
Evans, 2013; Townsend & Wilton, 2006). But it has 
recently become very topical with the closure of one 
of only four residential schools for children with severe 
social, emotional and behavioral difficulties and the 
threatened closure of another. 
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ISSUE ONE, JAN 1987(?)

LETTER FROM AMERICA
Reprinted from ‘Heart to Heart’, a booklet in which parents of blind and partially sighted 

children talk about their feelings. Published by the Blind Children’s Centre, Los Angeles, USA. 

Dear Everybody, 

Katie just came home from school, spilling over with 
smiles and chatter, smelling of sunshine. She looks so 
beautiful and my heart is filled with love and pride. For 
a moment, I find myself thinking, “I wish she could see 
how beautiful she looks!” But today, this wish is just one 
of many fleeting ‘mother wishes’ spoken silently through 
the course of a regular day (“I wish she would clean up 
her room...I hope she remembers to bring her sweater 
home...I hope she has fun at Melanie’s birthday party...”)

Katie is ten years old and totally blind. We have grown 
together and passed through many memorable 
landmarks together - all the usual ones (first tooth, first 
steps by herself, first word spoken) and the not-so-usual 
ones as well (first eye surgery, first mobility lesson).

With time and patience, all the hard work has paid off. 
Her accomplishments are sometimes astounding, and 
today I believe Katie can do anything and reach any goal 
she might wish to attain. She has developed her own set 
of strengths and her own special way of reacting to her 
world.

The despair and uncertainty that my husband and I felt 
when we first learned that Katie was blind now seems like 
a bad dream that happened to somebody else. Ten years 
ago, I never would have believed that I could feel this 
good, but I do!

With much love,
KATIE’S PARENTS

ISSUE 35, DECEMBER 1997

What they don’t teach in Medical School:  
A parent’s list of ‘do’s and don’ts’ for medical professionals
BY MARY JANE KITCHENS

DO: 
Spend more time than two 
minutes with the parents and 
child.

DON’T: 
Leave the room without being absolutely sure that 
neither the parent nor child has more questions or 
concerns to discuss.

DO: 
Answer every question as completely as possible.

DON’T: 
Question a parent’s need to know something. It may not 
seem important or even relevant to you, but if he or she is 
asking, an answer is necessary.

DO: 
Take time to talk to the child.

DON’T: 
Talk about the child as if he or 
she were not in the room.

DO: 
Read the damn chart!

DON’T: 
Ask questions that are not relevant to this visit simply to 
satisfy your curiosity. Be especially 
sensitive of the child. How many 
times do they want to hear a list of 
everything is ‘wrong’ with them?

Visio
n nostalgia
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DO: 
Explain your terminology.

DON’T: 
Assume parent understand all the acronyms, 

euphemisms and shorthand terms you use. They are 
not going to be impressed by your vocabulary, but they 
will feel intimidated and may not ask relevant questions 
out of fear of appearing ignorant. Also, remember: big 
words scare children.

DO: 
Ask questions tactfully. That is a person with you, not just 
a limb or a brain.

DON’T: 
Ever, ever, ever ask a parent if they did something to 
cause their child’s disability. This may seem obvious, but 
it has happened to me. Besides, it is irrelevant. What’s 
done is done.

DO: 
Listen to the parents! No one knows the child better. 
Don’t assume because you’ve read all the books and 
treated other children with similar issues, that you know it 
all. You don’t. I have yet to meet a child with special needs 
who follows any textbook case study or definition to a 
tee. Each child is an individual and deserves to be treated 
as one.

DON’T: 
Use phrases like ‘these children’. Our child is not 
to be referred to as a classification group. We 
are not concerned with these children; we are 
concerned with our child.

DO: 
Be sympathetic to the parent’s and 
child’s individual situation.

DON’T: 
Ever, ever, ever tell the parent and/or child that they are 
lucky, or that it ‘could be worse’. My standard response is 
‘it could be better too, couldn’t it?’

DO: 
Focus on positives as much as possible.

DON’T: 
Make the child ‘perform’ unless it is truly necessary 
and, certainly, not just to satisfy your own curiousity. If 
a parent says a child can do something, take his or her 
word for it. Put yourself in the parent’s and/or child’s 
shoes. How would you want to be treated? It is also 
good professional technique. You will get a lot more 
information from a parent and child if you remember that 
they are people, first and foremost, and ‘cases’ second.

ISSUE 42, JUNE 2001

The Last Say
The journey for a new deal in education for blind and 
vision impaired kids began in 1985 when a group of like 
minded parents met in Auckland and agreed that we 
were being left out of the loop and it was about time 
things changed. A Labour Government was still warm 
and bubbly and we watched with some anticipation the 
announcement of their ‘Tomorrow’s Schools’ policy and 
we thought ‘wow’, we like the look of that, let’s have a 
piece of that action.

That is now 16 years ago! The five year old blind kids 
joining the local Visual Resource Centre at 5 are today 
21 and they still wait for a cohesive, accountable and 
effective version of ‘Tomorrow’s Schools’. To me that 

is a national disgrace and yet like everything else in the 
bureaucratic educational world NO ONE is accountable. 
No one in the bureaucratic hierarchy will stand up and say 
we got a raw deal!

Now in the year 2001 we await for the Labour 
Government’s Special Education Policy initiatives to 
become a reality. The present indications suggest that 
we will wait at least another three years away from seeing 
any benefits and by then we may well have yet another 
Government of different persuasions and attitudes. 
There are suggestions that the Government has lost the 
plot and the Ministry of Education has its own agenda and 
implementation plans.

Visio
n nostalgia
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There are suggestions 
that the Special Education 

Service (already widely 
criticised by the Wylie Report and 

the Government Select Committee on 
Education as ineffective), is about to come 

charging over the hill as the new great White Knight 
of Special Education 2001!

For those as old as MOI these things come and go, our 
kids get older, our parents get older and more frustrated. 
The policy makers and the consultants still get paid 
handsomely and remain unaccountable for their 
inactivity.

As parents we have made at least 10 submissions over 
the last 16 years, we have consulted amongst ourselves, 
with teachers, with other service providers, we have 
welcomed the introduction to the Parent Advocacy 
Council under a Labour administration, and seen it 
snatched away by a National administration because 
of pressure from the school principals association. We 
have participated in the Vision Education sector reform 
initiatives and seen nearly three quarters of a million 
dollars of tax-payers money applied to developing policy 
and a model for our dreams to become a reality. We are 

watching all that effort about to disappear as the Ministry 
of Education struggles to catch with the policy and model 
initiatives that we have provided. 

The time has arrived when we should be saying ‘enough 
is enough, we have given you all we have got, we have 
participated, met, talked, consulted, argued, backed 
down, mediated, conceded’.

We need to move forward and we expect the politicians and 
the bureaucrats to pick up our issues and run with them.

There is no question the very positive Government 
Special Education Policy is at severe risk of being 
compromised and captured by the bureaucracy!

Are you as parents prepared to see another generation of 
kids pass through the education system without a policy 
or direction? I don’t think you should, and I don’t think the 
Government should allow it to happen!

I suggest you do something like send the post card to 
Associate Minister of Education Ms Lianne Dalziel and 
have your say!

This is the last say!
Cheers again,
David Heather

ISSUE 43, AUGUST 2002

Paul Manning’s first editorial
This is my first attempt at Vision, I have very large shoes 
to fill re. David Heather, I will try and get it up to David’s 
very high standards.

Vision Magazine: What is it and how can we make it better?

I have thoughts on how, but really need the support of 
you all. This is a Parents magazine, hence articles written 
by you and your children are welcomed. This magazine 
should reflect the views of Parents, it need not be 
politically correct, so do not be afraid to rock the boat.

It can be used as a source of information, so if for 
example you have a good website to share them email it 
to me.

Now onto what has been on top for the past four months, 
quite simply it is the issue of Resource Teachers Vision 
[RTV’s]. For many years now PVI have had very good 
working relationships with the MoE and the Minister of 
Ed, as an effort to advocate for improved services for 
our children. It has reached a stage whereby PVI is very 
frustrated at the lack of real action from an informed 
source regarding an increase in RTV’s.

PVI views the role of the RTV as critical in our children 
achieving some parity with their sighted peers. Why 
then is it so hard to get a response from the MoE that is 
based on need, and trying to get a timely response from 
Assistant Minister of Ed, Mrs L Dalziel as well!

We have had responses from them but again we ask when 
is the increase of RTV’s to occur?

We find lengthy letters that say very little insulting, our 
children deserve better, the RTV’s deserve better.

Did you know that within GSE [Group Special Education] 
there is no expertise on Vision Education? I have asked 
Barbara Disley [Gen Manager GSE] myself, “where do you 
go in GSE to get knowledge on Vision Education”. Reply, 
“good point”.

Hence we have a situation whereby the GSE have no 
expertise on vision education and they are making 
decisions about Vision Education. Looks as though our 
blind and vision impaired children are not valued by the 
MoE!

PVI understands the RTV’s asked for an increase of 5 new 

Visio
n nostalgia
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Catchup with Ming Ming Edgar.
Ming Ming was adopted from China when he was seven 
years old. He is twentyfour now. He is totally Blind. Ming 
Ming lives in Dargaville and travels by bus to Whangarei, 
an hour’s drive away, four days a week to participate in his 
personalized programme. 

He volunteers at a community garden on a Marae every  
Monday  and is learning gardening skills. We have put in 
raised beds at home to enable Ming Ming to garden with 
ease. He goes to about eight different old folks homes 
spread out over the month to play the piano and sing. 
They all love his visits. He trains for his power lifting two 
times a week at a gym especially set up for people with 
disabilities, but he lifts in competitions with everybody, 
not in a disability group. He attends art group weekly 
and loves producing art works, painting, collage works, 
papier mache, and more. He goes rock climbing weekly 
and when he can fit it in loves to go ten pin bowling. 
Swimming is almost a daily activity with a soak in the spa 
after. Ming Ming has been sailing for about ten years and 
is ready to sail in regattas. He is the youth member on 

the SailabilityNorthland 
Board and helped set 
up sailing in Northland. 
Before that we were 
travelling to Auckland 
to sail.  Ming Ming has 
cycled the Paeroa to 
Waihi Rail Trail and the Otago Rail Trail. He has also been 
tramping. He is going to a Blind Cricket Camp at the end 
of July and intends going to Outward Bound next year. 
Musicwise, Ming Ming plays the drums in our church 
music group and sings in a men’s choir in Dargaville. 
He is hoping to enrol in a Music Performance Course 
at Northtec in Whangarei  next year. Ming Ming is also a 
qualified massage therapist. 

Ming Ming emails and skypes on his computer with a 
talking programme and texts on his mobile with another 
talking programme to keep in touch with family and 
friends. 

teaching positions Dec 
last year, this was declined 

late Dec last year once staff had 
gone on holiday! PVI is asking that 

the MoE employ 5 new staff as identified 
by the staff themselves, this to take affect 

immediately. PVI have been asking this for the 
past 4 months, and we shall continue to do so until the 

staffing ratio for our children improve.

The other area of concern in this issue is the lack of 
expertise within GSE/MoE regarding Vision Education. 
PVI has the view that as long as decisions are being made 

without this expertise then our children will continue to 
suffer, fail the educational outcomes as promised by the 
MoE and end up on the benefit system.

Question: Why is the MoE and GSE not listening to 
information provided to them from the Vision Education 
sector, primarily the Vision Education Agency?

Question: Is there the possibility that the VEA could be 
employed under the umbrella of GSE? Then maybe we 
might have skilled Vision Educators advising the GSE and 
the MoE of the real need of Blind and Vision Impaired 
Children.

ISSUE 48, SEPTEMBER 2004

Meet Ming Ming Edgar, an inspiration to us all
Last May Ming Ming Edgar, 14 years old, Blind and a 
Scout, was invited to a Book Launch at The Grand Hall, 
Parliament Buildings, Wellington, by the Hon Ruth Dyson. 
Ming Ming, alongside other Scouts with disabilities, 
featured in the book ‘Special Needs Awareness: A 
Guide For Youth Leaders and Teachers with Games and 
Programmes ideas’, a resource developed by Scouting 
New Zealand. This book has been sent to all Scout and 
Guide groups and will soon be in every school in New 
Zealand. Ming Min, his mother and Guide Dog Hannie, and 
seven year old niece Samantha journeyed to Wellington 

by train and stayed in a Backpacker Hostel near the 
Railway Station. The whole trip was a great adventure. 
We visited Te Papa, and toured the Parliament Buildings 
and at the Launch spoke to Ruth Dyson, and Eddie Lowe, 
Blind singer who sang twice to us all. He came from 
Australia to sing at the Launch. We all went out to dinner 
at the Fisherman’s Table at Oriental Bay and caught up 
with Jamboree friends from Mystery Creek. We returned 
to Auckland by train and it was a week we will remember 
for a long time.

By Gaynor Edgar

Ming Ming with some of his  
art works.

Visio
n nostalgia
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Visio
n nostalgia

Issue 39 Dec 1999

Before the birth of any baby, we all have 
dreams and expectations about what 
the future holds. Most parents anticipate 
the birth of their child with joy and 
excitement. During this time parents 
imagine what their child will look like 
and plan for the future. In many cases, 
parents’ hopes are fulfilled with the birth 
of a healthy child.
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Visio
n nostalgia

We convince ourselves that life will 
be better after we get married, have 
a baby and then another one. Then 
we are frustrated that the kids aren’t 
old enough and we’ll be more content 
when they are. After that we’re 
frustrated that we have teenagers to 
deal with. We will certainly be happy 
when they are out of that stage. We tell 
ourselves that our life will be complete 
when our spouses gets his or her act 
together, when we get a nice car, are 
able to go on a nice vacation, when we 
retire.

Eleanor Roosevelt Wrote:
Many people will walk in and out of your life, 
But only true friends will leave footprints in your 
heart.

To handle yourself, use your head; 
To handle others use your heart.

Anger is only one letter short of danger:

If someone betrays you once, it is his fault; 
If he betrays you twice, it is your fault.

Great minds discuss ideas; 
Average minds discuss events; 
Small minds discuss people.

He who loves money, loses much; 
He who loses a friend, loses much more; 
He who loses faith, loses all.

Beautiful people are accidents of nature, 
But beautiful old people are works of art.

Learn from the mistakes of others. 
You can’t live long enough to make them all 
yourself.

Friends, you and me …. 
You brought another friend…. 
And then there were three…. 
We started our group…. 
Our circle of friends…. 
And like that circle….. 
There is no beginning or end…. 
Yesterday is history. 
Tomorrow is mystery. 
Today is a gift.
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..a demonstration of the 
trivia and road blocks that 

challenged parents 35 
years ago!

advocacy 
the start of 

it all
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Hi, I'm Mary and I recently met with a Wellington PVI 
family as part of my Parent Support Worker role.  As 
a swimmer I was excited to learn that Robert and 
his sister Isabelle were doing swimming lessons on 
Sunday mornings so I went along with my mum to 
Huia Pool and watched Robert and his dad from the 
sidelines.  Swimming is such an inclusive activity 
and it was fun to hear Robert with his group - and for 
my mum to describe the things he enjoyed and that 
were challenging.

Afterwards we caught up at the family's home for 
morning tea and fun in the playhouse.  Since my 
last visit Robert is now walking (escaping from me!), 
initiating interactions and becoming vocal which is 
great.  Hearing about his development and meeting 
Robert's dad and Isabelle was good.  We chatted 
about a recent Parent-to-Parent day, childcare and 
'the future' among other things.

When you have a child newly diagnosed with 
vision and/or other impairments there's a lot of 
uncertainty and questions - something I can try and 
share experiences with and that my mum could 
relate to!

I am contactable at mary.fisher@paradise.net.nz 
anytime and can arrange a day to talk or meet up 
with you or your family around any issues/support 
needs.

Robert (Blind Foundation member) and his older 
sister Isabelle

PVI Conference 2010

Linda and Don Fairgray. Don Fairgray giving an emotional 
and often humorous account of his journey. Great to hear 

from a Dad!

“That Blind Woman”, Julie Woods, from Dunedin helps set 
the mood of fun. Julie, an inspiration of positivity and of 

“why not”, seen here sharing a joke with Don. I was advised 
we could not print it.

Amanda Beaver seen here presenting.  
A very proud Dad in support!

Vision no 83, Dec 2010
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Parents of Vision Impaired NZ inc.

 National Executive Officer.
Parents of Vision Impaired NZ Inc (PVI) is a non-profit organisation of parents committed to providing support to 

parents of children who are Blind and Vision Impaired; often with additional disabilities.

PVI had its beginnings in the early 1980’s to fill a gap in advocacy and parent networking. PVI has developed a 
significant network throughout New Zealandand internationally and presents and advocacy voice for parents 
supporting their children. PVI have been active partners in the development of major education reforms and 
continues to have an advocacy role in parent and family issues with health, welfare and the disability sectors..

In New Zealand there are approximately 1600 parents and families with blind and vision impaired children.

Our Mission Statement:
Supporting and Empowering Parents and Whanau

Our Values:
PVINZ believes that blind and vision impaired,children and their families and whanau have the right to the same 

dreams, opportunities and safeguards as other citizens.

That all people are unique and each is capable of great things.

That all communities and society can develop to fully include all blind and vision impaired, people.

Our Guiding Principals:
We develop and grow to better meet the needs of our membership recognising the Treaty of Waitangi as this 

country’s founding document.

The successful applicant will possess the following attributes
• Be Passionate and committed to family and whanau.
• Have empathy for disabled people of all cultures. 
• Have an understanding of the Disability Sector.
• Exceptional communication skills with experience in advocacy and networking.
• Experience managing staff and budgets.
• The ability to travel and work flexible hours
• Have good interpersonal and advocacy skills.
• The location of the successful applicant is flexible within New Zealand.
• A recognised qualification in the health and disability, education or social development sectors favourable 

but not essential.

If you are interested in learning more about this full time vacancy or would like a copy of the Job 

description and application please contact:

• Don Fairgray - Office Manager email don@pvi.org.nz
• Riripeti Paine - PVI Chair email  riripeti.paine@gmail.com
• PVINZ Inc P O Box 366 Hamilton

Applications Close on November 10 2014

Keep up to date with all the latest news and resources by 
joining our Facebook group  

Parents of Vision Impaired (N.Z.) Incorporated, “P.V.I.”

This is a closed group. It is only for parents of children who have a vision 
impairment and who are enrolled with Parents of Vision Impaired New Zealand.

 
 
 
 
 
 
 

 
 
 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

V I S I O N  
“VISION”  is the Official Publication of Parents of Vision Impaired (NZ) Inc. 

  

PVI`s Whakatauaki/Proverb: 

Kia hora te marino, Kia whakapapa pounamu te moana, Kia tere te karohirohi,  

I mua I to haerenga, Kia tau te rangimarie.  
May the calm be wide spread, May the sea glisten like greenstone,   

May the shimmer of summer dance across your pathways, May you always find peace. 

  Issue 94   November 2012 

Contents: 
P 2:    From Your National Office 
 

P 3-5: PVI AGM and Conference 2012 

  

P 6:    Regional updates 
 

P 7-8: Closures Special schools and Units  

  

P 9:    Letters to Parliament  
 

P 12:   Changes to Disability Allowance 
P 13-14: Technology   

Contact Us: 
Parents of Vision Impaired (NZ) Inc.     

PO Box 366, Waikato Mail Centre,  
15 Liverpool Street, Hamilton 3240 

 

PH: 0800 312 019  07 839 4205  
Fax: 07 839 5588  

Email: paul@pvi.org.nz 
Web: www.pvi.org.nz 

Parents of Vision Impaired (NZ) Inc is on facebook 

“Children with disabilities are like butterflies with a broken wing. They are just as beautiful as all other  

Children, but they just need a little help to spread their wings.” 

Some of the Mad Hatters who attended the PVI AGM and Conference, October 2012 

 
 
 

“Christmas present ideas, BBQ/Kitchen attire, buy and support PVI”  

5 

PVI AGM and Conference 2012 cont 

Above left are two outstanding PVI Mums, they really did steal the show at the Mad Hatters Tea Party. Above right are the Chair and Vice Chair of PVI dressed in their resplendent Japanese Funny Coats. The wine was kindly donated by Glengarry Wines for our Wine and Cheese Tasting at the end of the day. An ideal time for sharing and making connections. 

Left and below is the new PVI merchandise we displayed at Conference 2012.  

The lime green apron can be worn by either sex as the apron does not mind! For sale for the bargain price of $25.00.  

Below is the white t/shirt, the shirt is unisex ...$25.00 
 

Below left is the black polo shirt with our PVI logo on it. Best worn in summer as it is made from the cool fabric, $50.00  

Contact PVI for sales enquiries 
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Vision no 72, April  2009

LIBERTY SWING: Joshua Pask has fun on 
Variety’s mobile swing with former Tall Black 

and Good Morning Show host Brendon Pongia, 
left, and entertainer Megan Alatini.

Laura Fairgray pictured above with black singlet,  
beauty contestant, further evidence of our children 

can do! I can only imagine the performance Mum went 
through!

Vision no 71, February 2009

Issue 94, November 2012

Some of the Mad Hatters who attended the 
PVI AGM and Conference, October 2012
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Vision no 76, December 2009

8 year old Daniel singing, “I dreamed a dream”, 
Conference 2009—Sunday morning.

Minister Roy, seen here explaining with our 
Chair, Kevin Beaver

The inspirational Gary Veenstra

Born into a world of darkness, A cloud removed, 
then you could see. 

But still you could not hear a word spoken. 

Because of this, silence fills your world.

Silence is a thing I feel, I hate, yet this forever fills 
your world. 

As my life grows with excitement, you sit, left 
behind, alone with no one to talk to. 

Your precious words are spoken with your hands.

But why do you always try to do yourself an injury. 

That we will never know, for it is something you do 
not tell us, though we are always willing to listen 

and help. 

Endless bad health also punishes you, as you 
seem prone to bad health; yet always your inner-

strength brings you through. 

Men do not cry, but our father weeps deep inside, 
a sadness that will forever last his lifetime. 

Our mother grows old with worry, as she 
anticipates your every move, in order to prevent 

you further hurting us, and yourself.

You are a worry at times, but that does not stop us 
always caring and loving you. 

Frustrations we see build up inside you, and 
you’re too ashamed of your voice that you vaguely 

hear, and this deeply saddens me, but I’ll always 
love you, no matter what. 

Remember that love should give you strength.

Your loving sister 
Kirsty.

Karman seen hare talking with Jane Wells 
Principal/CEO of BLENNZ

Sibling poem published in Vision in 1989
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Vision no 69, October 2008



   

         

     

       








        

      

     

     

       







         

          



        

        




     

      



         

       

      

   

     

   







        





      

      






      



 






       

       





        



          



       






      

 



  








































       



         

       








       



     

   

      



        

       

  





















































      

 

    
   

  


        





 






          

  

           






        

         

         




         

 

 

          

         

        



       

 


   
   

   
    




          



     






         

        

        





































                        


                               



                                   
                                            

                    


      









                                       
         



















Parent presentation Conference 2006, Bev seen far 
left with her vision impaired daughters Halina and 

Melanie. You could have heard a pin drop during this 
presentation…..

Nicole and Halina, both Vision 
Impaired Mums, wishing I was not 

taking this picture. Their input is huge 
on many levels.

Your Chair, Mr Kevin Beaver leading discussion. 
Note the healthy fruit on the table!




























































Your PVI Board
Northern N. I. Representatives:
Mrs Paulette Francis: 09 835 1232
paulette.francis@vodafone.co.nz

Central N.I. Representative & PVI Treasurer:
Mr. D Fairgray: 027 286 7798

Lower N. I. Representative: PVI Vice Chair
Mr David Heather: heatherdavid1945@gmail.com

Northern S.I. Representative:
Mr Tim Marshall: tim4jenny@paradise.net.nz

Southern S. I. Representative:
Ms. Judith Hyslop: 03 476 6666 judithhyslop@xtra.co.nz

Anywhere in N.Z. Representative:
Mrs. Dionne Gilligan: 06 344 7755 dionnesg@gmail.com

Tangata Whenua Representatives: PVI Chair
Ms. Riripeti Paine: 06 838 3949
1 Position Vacant please contact Riripeti

Return Address:
Parents of Vision Impaired NZ Inc, PO Box 366, Waikato Mail Centre, Hamilton 3240

Regional Support Parent Contacts
Dargaville: Gaynor Edgar  09 439 4439 

Wellsford:  Kim Lewin  09 422 1012 

North Harbour:  Linda Moore Carter  09 442 1330 

Auck. Central:  Vacancy please apply 

Auck. West:  Paulette & Rodney Francis  09 835 1232 

Hamilton:  Maxine Jeffery  07 853 7006  
 Trudy Perrett  03 544 6641

Tauranga:  Linda & Don Fairgray  027 286 7798 

Rotorua:  Vacancy please apply 

Wairoa:  Riripeti Paine  06 838 3949 

Napier:  Lou Halbert 06 845 4706

Taranaki:  Vacancy please apply

Wanganui:  Amanda & Rex Van Elswijk  06 345 0327

Manawatu:  Jane Hoani  027 878 8441

Wellington:  Christine Pask  04 527 7585 
 Joanne Beaver  04 589 3719

Kapiti:  David & Rhonda Heather  04 293 6539

Blenheim:  Jane Sheat  027 713 5524 
 Tirzah Shepherd  09 530 9539 

Nelson:  Adrian Seeker  027 2011028

Christchurch:  Andrea Lamont  03 980 1566

Oamaru:  Pat Fox  03 434 3499

Alexandra:  Sarah Hinton  03 449 2414

Dunedin: Alaina Gillies  03 484 7433

Invercargill: Kim Hartley 03 217 1906

IMPORTANT: In order to improve our networking capability please allow us to 
communicate with you by email by sending details of your email address to:  

Don Fairgray, Acting Chief Executive, PVINZ Inc, don@pvi.org.nz


