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Kidney Society “who, what, where”
P O Box 97026 Manukau City, Auckland 2241
Phone 09 278 1321, or FREEPHONE 0800 235 711
e-mail: kidneysociety@adks.co.nz
Kidney Society Centre, Auckland: 5 Swaffield Road, Papatoetoe,
Auckland 2025.
Office hours: generally 9 - 5 Monday to Friday, Answerphone a/hrs
www.kidneysociety.co.nz
Nora our Manager of 30+
years writes the News, talks
to renal staff on behalf of all
patients and is responsible
for funding, service design
and quality.

Lynda our Office Manager is
in charge of managing the
office, the dialysis houses and
much more. She also knows
just the right person for you to
talk to, ask her anything!

Leigh our Social Worker
can talk to you about
“kidney failure and you”
and money, family, housing
and many other practical
matters.

Gina usually answers the
phones, manages our
accounts, fundraising,
raffles, subscriptions and
general administration.

Brian our Community Health
worker can help you
understand kidney failure
and how it affects you and
your family.

Tracey our Wellness Educator
can help you keep mobile
and feel good “the gentle” or
“the active way. She can find
you a gym or give you
exercises for at home.

Gwen our Housekeeper/
General Assistant keeps our
centre and dialysis houses
spotless and helps with
mailouts, raffles and a lot of
other office work.

Bryan our Caretaker is
responsible for maintaining
our centre and our community houses, vehicles and
equipment.

Contributions to the Kidney Society News are always welcome.
To be in time for the next News, please get your contribution in before
Friday 11 September. Views expressed in the News are not necessarily those
of the committee or staff.
No matter where you live in New Zealand FREE Social Work Phone Support is
available for kidney patients by phoning the Kidney Society in Auckland.
Anyone with a chronic kidney condition anywhere in New Zealand can call
our Social Worker and other staff for information or advice. Just phone
0800 235 711 for free or email kidneysociety@adks.co.nz.
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Brian will be in Napier and Hastings
Monday 14 and Tuesday 15 September
If you would like a visit, phone us on 0800 235 711 or email brian@adks.co.nz

Home visits in Katikati, Mt Maunganui and Tauranga
Thursday 17 September (Katikati/Mt Maunganui)
Friday 18 September (Tauranga)
If you would like a visit, phone us on 0800 235 711 or email brian@adks.co.nz

Pre-Dialysis Education, Gisborne
with the Waikato Pre-Dialysis nurses and Brian from the Kidney Society

Wednesday 30 September, 10.00 am – 2.00 pm
Lounge Room, St Andrews Presbyterian Church
176 Cobden Street, Gisborne
For further information please contact the Pre-Dialysis Nurse Specialists, either
Mark Hodge on mob 021 739 561 or Sue Goddard on 021 246 0931 or 07 839 8899
ext. 6594. You can also contact Brian at the Kidney Society, 0800 235 711 or
email brian@adks.co.nz

Home visits Whakatane, Tairawhiti Coast and Gisborne
Monday 28 September: Kawerau and Whakatane
Tuesday 29 September – Gisborne
Thursday 1 October – along the coast
Friday 2 October - Whakatane
If you would like a visit phone us on 0800 235 711 or email brian@adks.co.nz

Pre Dialysis Education, Manurewa
with the Counties Manukau Pre-Dialysis nurses and Brian
from the Kidney Society

Tuesday 13 October, 10.00 am – 2.00 pm
Friends Building, Manurewa Botanic Gardens
102 Hill Road, Manurewa
For information phone Nogi, Pre-Dialysis Nurse Specialist, Ph 276 0044 ext 2246

Home visits in the Auckland region
These are available all year round.
Both Leigh and Brian can visit you at home. Most patients registered with the
Society live in Auckland, so that is where they spend most of their time. You
don’t need to wait for them to phone or write to you. If you would like a visit,
phone 278 1321 or 0800 235 711 or email brian@adks.co.nz
or leigh@adks.co.nz
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The Best Revenge is Happiness!!
My name is Chantelle Good and I am a 27 year old mother LIVING
WELL & HAPPY on dialysis. I was asked by Brian to write a letter and I
thought why not and couldn’t find a reason not to.
My dialysis journey started years ago at about age 10 when my father started getting sick. Familial focal segmental glomerulosclerosis
runs in my family. I was 13 when my Dad’s kidneys failed and 16
when he received a transplant. This was amazing for my Dad and for
me to see. My Dad had not had a good time on dialysis, he was
constantly sick and had to dialyse 6 hours a day, 6 days a week. Not
the norm but that is what was required to keep my Dad alive. Despite all this my Dad was so strong. He carried on running and managing his Security business which was a highly physical and late night
job and he continued to make time for us kids. My Dad has now had
his new kidney for about 11 years and it and he are both doing
great!
Maybe this is why it didn’t come as much of a shock to me when I
was told that my kidneys had failed at the age of 24. Since then my
journey has been an interesting ride. I was on Peritoneal Dialysis
(bags and then machine) for 2 and a half years before my body just
wasn’t coping with it and I was feeling sick every morning. I have
now been on home haemodialysis since December 2014 and to be
honest I am loving it! Mainly because I feel better than I did on PD
and also because I don’t have to get to bed at 9pm to get up at
7am to be able to get my son ready for school and get up to him
etc. I work a 30 hour week as a Personal Assistant, have a 6 year old
son and have just started my own business – The Good P.A (Personal
Assistant Services for Businesses and Self Employed) – check out my
website – www.thegoodpa.co.nz. I fit in dialysis in the evenings every
second night (I am lucky enough to be able to dialyse at home).
Now I know we all have bad days even I do!!! In my three years on
dialysis I have been in hospital for a hernia operation, my appendix
ruptured and a few other things here and there. But I truly believe it is
all about how you look at your situation. For me dialysis is not a nuisance. To me it is my guardian angel. My kidneys were going to fail
and without dialysis I would die very, very quick! The bad days are
there for a reason. To make us appreciate the good ones so much

more. Most people can feel 10 x better by
looking after themselves well! For me
knowledge is power!
Maybe now you’re thinking “I’m crazy or
this woman is just one of the lucky ones who
feels good all the time”. I promise you I do
not but that doesn’t mean I can’t enjoy
every beautiful day of my life. Life is beautiful, we are thrown obstacles to see how
strong we are. And I tell you my kidneys might not work but I sure as
hell ain’t letting sickness take over my life!
After all THE BEST REVENGE IS HAPPINESS!!!!
Chantelle Good

Live Kidney Donor Peer Support – people thinking
about live kidney transplants find it helpful
“It was absolutely amazing! She was great, we are a very similar
style of person and I could relate to her. I was able to ask a million
questions. So I wanted to say a huge thank you for arranging that.
It’s a very good service!”
“I just wanted to talk to someone who been through a transplant.”
“It was so reassuring talking to someone who had been there,
someone who could answer lots of questions I felt I couldn’t ask
my specialist, like having the right gear in the suitcase.”
Another client had never talked to anyone about becoming a
recipient until he spoke to our peer support person.

With the June/July News we sent you a leaflet explaining the Live
Kidney Donor Peer Support programme. The comments above are
just some of the feedback from the first people who have used the
service.
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Peer support works because people are able to give
each other something medical people may not have shared life experience.
How it works
People thinking about live kidney donation or having a live kidney
transplant can be put in touch with a peer support volunteer who
then plans and sets up meetings or phone calls with them. The
volunteer can share personal experiences in an honest but
supportive manner while maintaining privacy and confidentiality
at all times. There is no limit to the number of contacts.
Peer Support Volunteers are a mixture of donors and recipients.
They have been trained to
• give accurate information about donating and receiving a
kidney
• explain to potential donors how they can offer a kidney
• support and encourage people as they learn and think about
live kidney donation and make informed decisions
• support live kidney donors through the process of donating a
kidney
• support people who are thinking about having a live kidney
transplant.
The service complements medical services (peer support volunteers do not offer medical advice).

The Peer Support programme was launched in June this year as part
of the Counties Manukau DHB’s ‘Give a Kidney Change a Life’ research project that aims to increase the number of potential donors
offering live kidneys.
To date the service has supported 7 clients some of whom are thinking about becoming a live donor and others who are considering
having a live kidney transplant.
Most have come from the Counties Manukau region although we
have also had one client from Tauranga plus enquiries from Hastings
and Dunedin. Our long term goal is to make the service available
throughout New Zealand.
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The fact that our peer support volunteers have had personal experiences means that they are able to understand clients in a way that
is real and empathetic. Because of their own experiences they are
able to make meaningful connections with clients.
The contribution of peer support volunteers helps dispel the myths associated with live donation and can assist with reducing the increasing number of people on the waiting list for a transplant.

How to join the volunteer team or use the peer support service
Contact Paula Daye, Peer Support Programme Manager on
021 0874 7522
•
•

•

If you or someone you know would like to join the peer support
volunteer team, phone Paula.
If you are thinking about becoming a live kidney donor or having a live kidney transplant, you can phone Paula yourself or
ask a hospital or kidney society staff member to refer you.
If you are a health professional, please encourage potential
donors and recipients to use the service. They can self refer, or
you can do it for them.

Paula Daye, Peer Support Programme Manager, 021 0874 7522

What’s happened to
my appetite?
Poor appetite is a common symptom
of advanced Chronic Kidney Disease
(CKD). Many people with CKD, particularly those on dialysis or those who
are close to starting dialysis, have
problems with their appetite.
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Some people do not want to eat because they always “feel full”, or
have “a strange taste in their mouth”, or “no taste for food at all”.
Often people with CKD say they do not want to eat because they
“feel too sick or too tired to eat”.
Healthy kidneys remove waste products and excess water from the
body. As kidney function worsens, waste products build up in the
blood. This build-up of wastes can make food taste different or
cause bad breath, which can lead to a loss of appetite, vomiting,
nausea and weight loss.
Kidneys have an amazing ability to make up for the loss in their function. Most people with CKD have lost nearly all of their kidney function before they start getting symptoms.

What are the common nutrition-related symptoms of
CKD?
Signs and symptoms of CKD develop over time if kidney damage
progresses slowly. Common signs and symptoms
seen in advanced kidney disease include:
•
•
•
•
•
•

Loss of appetite
Nausea
Vomiting
Metallic taste in the mouth
Bad breath
Tiredness and fatigue

Any of these symptoms can stop you from eating
well and lead to unintentional weight loss. This loss
of weight is usually due to loss of muscle mass,
which is not ideal for your health and well-being.
Below are some tips to help you overcome these symptoms.

Loss of appetite
Even if you are not hungry, it is important to eat and keep your body
well nourished.
•
•
•

Eat 4-6 small meals every day, instead of 2-3 large meals.
Serve food on a small plate, so the meal doesn’t look too overwhelming. You can always go back for seconds.
Watch cooking shows on television to tempt your appetite.
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•

Treat yourself to your favourite foods. Eat them at any time of
the day (e.g. breakfast foods for dinner or leftover dinner for
breakfast).

•

Gentle physical activity can stimulate your appetite. Try going
for a short walk before a main meal.

•

Make meal times special. Enjoy meals with family and friends
where possible.

•

Drink fluids in between meals, so they don’t fill you up at meal
times.

•

To get extra energy from your food, add cream, margarine,
salad dressings and oils.

•

You may need to force yourself to eat.

Nausea and vomiting
Nausea is an uneasy feeling in the stomach that may lead to vomiting. On-going nausea and vomiting can significantly reduce your
appetite and food intake.
•
•
•

•

Don’t wait until you feel hungry to eat.
Hunger can make nausea worse.
Avoid skipping meals. An empty stomach
can make nausea worse.
If cooking smells upset you, try to stay
away from the kitchen. Cooking in a
microwave can help to reduce odours.
Try ginger containing foods and drinks
e.g. dry ginger ale, ginger beer, ginger
tea, candied ginger or gingernuts.

•

Cold or room temperature foods are often better tolerated, as
they do not smell as strong. Try foods like sandwiches, creamed
rice, yoghurt, custard or salads with chicken, egg or tinned tuna.

•

Snack on dry biscuits, toast, crackers or cereal.

•

Try to avoid fatty, rich, spicy or very sweet foods, if you find they
make your nausea worse.

•

Try not to lie down or lean your chair back for at least one hour
after eating.
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Metallic taste and odour in the mouth
Many people with advanced CKD suffer from a bad taste and/or
odour in their mouths. Some common complaints are “food has no
taste”, “food tastes like cardboard” or “food has a metallic taste”.
Some people go off certain foods altogether, particularly red meat.
•
•
•
•
•
•
•
•
•
•

•
•

Keep your mouth and teeth clean.
Scrape your tongue when brushing your
teeth.
Rinse your mouth and/or clean teeth before
meals.
Chew gum or suck mints (sugar free if you
have diabetes).
Be generous with herbs and spices in your
food as well as salt free marinades.
Tart foods such as lemons or oranges can add flavour.
Add sugar or honey if food tastes salty or acidic.
Add lemon juice, vinegar or instant coffee if food tastes too
sweet.
If you’ve gone off red meat, eat other high protein foods such as
fish, chicken, eggs and dairy foods.
Vary the colour, texture and temperature of foods, e.g. add
crunchy croutons to soup or add chopped celery or onion to
mashed potato.
Use a straw to bypass the taste buds.
Experiment with different foods. If you usually eat mild cheddar
cheese, try a stronger mature cheese for extra flavor.

Just remember that even though your food may not taste right, it will
still be providing you with important nourishment.

Fatigue
There may be days that you feel too sick or
too tired to prepare or eat meals.
•

Eat your largest meal at the time of the
day you have most energy. This may
be before dialysis or after a long nap.
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•
•
•

•

Try to correct your tiredness by getting 8 hours of sleep.
Be sure to eat well on your good days.
Have a variety of ready-to-eat meals and snacks on hand for
times when you don’t feel like preparing food, e.g. frozen meals,
soups, nuts, crackers, cheese, dips and yoghurt.
Consider preparing and freezing meals ahead of time, so that
you can easily prepare a full meal on days you feel particularly
unwell.

What if my symptoms aren’t improving?
If you are not on dialysis yet, these symptoms may be a sign that you
need to start dialysis. Many people find their appetite improves after
some time on dialysis.
If you are already on dialysis, make sure you are getting all of your
prescribed dialysis treatments. Inadequate dialysis can cause these
symptoms to develop.
If a lack of appetite is
an on-going problem,
or you are losing
weight without trying,
talk to your renal
health care team.
They will be able to try
other ways to improve
your appetite and
nutritional well-being.
Your renal dietitian
can help with other
ideas to increase your food intake. They may also recommend
additional nutritional supplementation.
Your renal doctor may prescribe a medication to help improve your
symptoms of nausea.

Waikato DHB dietitians
on behalf of the Auckland Regional Renal Dietitians
11

Questions children ask: helping children
adjust when a parent has kidney failure
When families have to adjust to and handle all the changes, worries
and complications that go hand in hand with living with kidney disease, it is easy to forget that children need help dealing with all of
this too. They will have questions about what is happening, and what
will happen in the future, or they may not know what to ask. They
may be afraid to talk about their feelings.

The US National Kidney Foundation
answers many of these questions on their website. Here is some of
the text, plus a list of the questions. You can find the answers on their
website, or phone the Kidney Society 0800 235 711 for a printout.

“When a family member develops kidney failure, the whole family is
affected, even if they don't all show it. Everyone has questions about
how kidney failure will affect their own and the patient's life and
future plans. If a parent develops kidney failure, children have
questions too. Some children are outspoken and ask lots of
questions, while others may be quieter and afraid of the answers.
The goal of this brochure is to open lines of communication between
parents and children of all ages.
The questions included are only examples of the kinds of concerns a
child might have. If your child doesn't express his or her concerns, the
questions included may help you begin a discussion with the child
about living with kidney failure. The answers provided are intended
only to give you an example of the type of response you might
make. Naturally, the words you use are up to you and depend on
your child's age and understanding. Most experts agree that it is important to answer the questions honestly, without reading too much
into them or giving more information than is asked for. If you feel you
need help either to meet your child's need for information about
kidney disease and treatment or to help you and your child cope
with your kidney failure, talk with your social worker.”
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If you do not have access to the internet, feel free to phone Leigh at
the Kidney Society, 0800 235 711 or kidneysociety@adks.co.nz . Leigh
can send you a reprint of the web page, answer your own questions
and suggest ways in which you can help the children in your family.
Just reading the questions may also help you start thinking about the
answers and may make talking with children about these things
a little easier.
Below are the questions answered on the website
https://www.kidney.org/atoz/content/questionschildren.
About Chronic Kidney Disease:
1. Why are you so sick all the time?
2. Why are you in a bad mood?
3. Why don't you play with me anymore?
4. Why do you have to go to the doctor?
5. Are you going to die?
6. Why do so many things have to change in our lives?
7. Will this kidney disease last forever?
8. Can this happen to me?
Hemodialysis:
1. Why do you have a band-aid on your arm?
2. Does dialysis hurt?
3. Why are you away so much?
4. What does the dialysis machine do?
5. Can I visit you?
Peritoneal Dialysis:
1. What is the catheter for?
2. What does the fluid feel like?
3. Why do you have to wear a mask?
4. Will the treatment ever end?
Transplant:
1. Will I get to visit you when you go to the hospital for a transplant?
2. Will the operation hurt?
3. Will you wake up?
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4.
5.
6.
7.
8.
9.

Why can't I kiss you?
Why can't people come to visit?
Why do you have to take medicine?
Will you have to go back to the hospital?
Will you ever have to go back on dialysis again?
Where did your kidney come from?

Fundraising and Support
Your fundraising, 17 March – 22 May:
Subscriptions

Grants

$ 795

Member donations $ 2,462
Since the last News we received the
following grants:
$ 1,429
Raffles
First Sovereign Trust $10,000 and
A fantastic total of $ 4,686
The Trusts Charitable Foundation
$10,000 for salaries, Foundation North
(formerly ASB Trust) $20,000 for operational costs and the North &
South Trust $3,500 for our Wellness programme

It costs $900,000 per year to support close to 3,000 families – around
$300 per family per year. Almost all of this money comes from grants.

In Memoriam and Other Gifts and Donations
All donations and gifts, including donations made in someone’s
memory, are used with care towards our services for people with
kidney failure.
Donations can be made :
• By mail to Kidney Society, PO Box 97026 Manukau City,
Auckland 2241
• On www.givealittle.co.nz (search for kidney society)
• Directly to our bank account (phone Gina, 0800 235 711 for the
bank account details)
• Delivered to our Centre, 5 Swaffield Road, Papatoetoe,
Auckland
• Paid via our website www.kidneysociety @adks.co.nz
(from 1 September this year)
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from the Kidney Health website
www.kidneys.co.nz

National scheme for assessing patients for the deceased
donor transplant waiting list
OR
How do the doctors decide whether I can get on the
waiting list for a deceased donor kidney?
A kidney transplant is usually the best treatment for people with end
stage kidney disease. Donor kidneys can come from living or deceased people.
Deceased donor kidneys are scarce. When a deceased donor kidney becomes available for transplantation it makes sense to ensure
that the best use is made of this special donation.
Anyone who wants to get on the deceased donor kidney transplant
waiting list needs to be in good general health. For people in poor
health having a kidney transplant may not be the best option. A kidney transplant is not recommended for people who have a high risk
of having a heart attack during or soon after surgery. People who
have an active cancer or infection cannot have a transplant.
There is more information on this at
www.kidneys.co.nz/resources/file/Having%20a%20Kidney%20Transplant.pdf

The three New Zealand kidney transplant teams meet regularly to
discuss and review all patients who want to go on the transplant
waiting list. From 1 April 2013 these committees will be using a new
nationally agreed method or tool for assessing the health and suitability of people who want to go on to the deceased donor kidney
waiting list – the “transplant list”.
Things you need to know about this tool
• A “standard” for acceptance onto the waiting list has been developed by kidney doctors and transplant surgeons in New
Zealand and Australia. Patients placed on the deceased donor
15

•

•

•

•

•

•
•

waiting list should have an estimated 80% chance of living at
least 5 years after transplant.
This tool or protocol estimates the likelihood (chance) that a person with kidney failure who receives a transplant will live for at
least five years with their transplant.
The tool is based on research on kidney patients in North America. Local kidney doctors have checked to see that the tool
works on New Zealand patients.
The score is a ‘rough guide’ and is based on things that predict
how well a patient will do after a transplant, such as age, presence of disease, cause of kidney failure and time on dialysis.
There are other things taken into account by the committees,
and a good score does not automatically make a patient suitable.
A good score doesn’t mean a patient will get a kidney, or that a
patient will have a good outcome (patients with high scores may
still die after a transplant).
The tool and its use are endorsed by the Transplantation Subcommittee of the National Renal Advisory Board.
The tool is only used for the deceased donor waiting list – if a patient does not meet the criteria, a living donor kidney may still be
an option for them.

How will the tool be used?
• Decisions about people going on the waiting list are made by a
committee of kidney doctors and transplant surgeons at each of
the three transplant centres at Auckland, Wellington and Christchurch Hospitals.
• Scoring is done by the referring kidney specialist, and checked
by the transplant centre. Each patient’s case is put to the committee by the patient’s kidney doctor who acts as their advocate.
• Patients with a score of 80% will be placed on the deceased donor waiting list. Patients who scores less than 70% will not be
placed on the waiting list by their local committee. There is a
right of appeal by the referring kidney specialist to the Transplantation Subcommittee for people with a score less than 70%, if
they consider this justified.
• Because the score is ‘rough’, patients who fall between 70% and
80% may still get on the waiting list if their local transplant
16

•

committee considers their score the tool comes up with is unduly
pessimistic. Once patients are on the list they must continue to
meet the criteria. Scores change with new illnesses and advancing age and so patients should be aware that if they are OK to
go on the list now this doesn’t mean they will be OK to remain on
the list for ever. Transplant units will recheck scores of those on
the list annually, or when new illnesses occur.
The Transplantation Subcommittee will be monitoring the use of
this assessment tool.

What does the use of the tool mean for patients who are already on
the deceased donor waiting list?
•
•
•
•

The health factors taken into account when assessing patients for
the waiting list have not changed.
The number of patients going on the waiting list is unlikely to
change with the use of the new assessment tool.
All patients on the waiting list will be assessed using the new tool.
Patients will be reassessed annually.
If a patient on the waiting list becomes unwell they may need to
be removed from the list. The use of the new tool does not
change this.

This scheme has three main aims:
• To ensure everyone with kidney failure has equal access to the
transplant waiting list
• To ensure that decisions made about people going on the waiting list are fair
• To ensure that the best use is made of donor kidneys
For further information about this new scheme, speak to your kidney
doctor.

My Story, 1965 - 2015
My husband and I arrived in Auckland as new immigrants on the last
Wednesday in October 1965. I was a month off my 20th birthday.
On Thursday, I had an interview and was shown around the laboratory at the Medical Unit, Auckland hospital. Ears pricked up when I
17

commented on the flame photometer sitting on a bench. However,
they didn’t need anyone for 2 months and I needed work. The little
money we had would soon be gone. On Friday they phoned and
asked me to start on Monday. I was there for 25 months.
The Medical Unit consisted of ward 18 (separate male/female wards,
offices and staff rooms) and a block of offices and laboratories all
situated behind the Marion Davis library. Starship covers that area
now. All the buildings housed cockroaches as well as humans. There
was an area with white rats.
The first shock was that we had to collect our own samples for testing. I had not worked at a hospital before so everything was new to
me. First, we walked over to ward 18. There, the patients’ urine was
all collected, so we had to measure and record how much they
passed in 24 hours. Then we took a sample for testing. Then we went
into the wards and took blood samples. In those days it was taken
with a glass syringe.
I carefully watched and listened as my colleague explained and
showed me how to keep it all clean and insert the needle. This was
the point I made a run for it! This happened for over a week, until a
patient insisted that I do it. No more problems.
Another surprise was that everyone, including the doctors, were
called by their first names. In UK, older people were addressed as Mrs
or Mr Smith, Jones etc. At morning tea time we again went to the
ward, this time to a small staff room. Fresh coffee and sandwiches
were supplied, no cost. The doctors and senior nurses discussed patients, their illnesses and what could possibly be done for them. It was
all very fascinating. It happened again in the afternoon. I learnt that
earlier in the year a kidney transplant has been performed on identical twins. Sometimes when I reported results to a doctor he would
be practicing on lab rats.
About 6 months later I received a phone call on a Saturday asking if I
could come in to perform lab tests. They had a new kidney transplant patient. This was the start of transplants from cadaver donors at
Auckland and I did blood and urine tests on all of them. I knew them
all and knew a little about their backgrounds. They were almost
exclusively in the 18-45 year old bracket. Several types of research
were going on at the Medical unit and my husband was asked to
give blood as a ‘normal’ person. I took the sample myself, often
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larger than the usual sample taken. His veins were great and all his
tests were on the ‘good’ side of normal. I left when we started a
family.
(Haemo) Dialysis was also getting more common. The earlier
machines were like a big washing machine. Before I left a room was
set up, with a technician, that was full of smaller, rectangular
machines.
40 Years later and my husband was diagnosed with polycystic
kidneys, which is hereditary. As his kidney function started to fail he
attended first the Green Lane clinic, then Waitakere. About the time
he was transferred it was decided it was time for peritoneal dialysis
and he became the first patient at North Shore hospital to have the
catheter inserted there. The new dialysis centre had only been open
a few weeks when he learnt how to change the dialysis bags. This
was the first time that I got to see the new haemo-dialysis machines.
They were very different from the open tanks of the ’60’s. The care
there was fantastic, where his own nurse treated him like a long lost
friend.
Before he started dialysis he had the tests to go on the transplant list.
This was great as he was so much older than those patients who
received kidneys in the ‘60’s. It was interesting to have a tour of
Auckland facilities.
After 11 months on bags, we were very pleased when he changed
to the overnight machine. This greatly improved his quality of life.
However, this was nothing compared to the kidney transplant. Just
when I arrived at the stage of ‘it is never going to happen’, it did. It
happened at the point when he needed to change to haemodialysis. The doctor he saw when admitted had been trained by the
doctor I had worked with in ‘60’s. He had worked with him for 20
years.
Such a change in the conditions at Auckland hospital. No cockroach infested wooden buildings with large wards. Now, small wards
with en-suite are the norm. However, the human touch was still there
in ward 71, which is where kidney transplant patients are housed. He
spent less than 24 hours in critical care and 96 more hours in ward 71.
We have survived the daily trips to Auckland hospital (we live 50km
out) and the twice weekly trips to North Shore, which were worse for
traffic. He is now under Waitakere hospital again. It is great to have
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him so well and we are about to embark on our big OE. Of course,
this is the second, our first was coming to NZ almost 50 years ago.
Thanks to all those doctors and nurses and lab technicians who
made all this an everyday experience for so many people now.
Thanks also to all those families who allow their dearly departed to
donate organs so that others may live.

Sue Hadwin

Sue agreed to tell her story after she contacted the Society re the
article in the June/July News, where the article “Twins Celebrate Two
Decades” said that Lynne Green and Gaye Chandler’s transplant
(between identical twins) was the first in Auckland Hospital.
Sue reminded us of the book ‘In the Beginning’, which says that
“The first human kidney transplant in New Zealand was done in 1965.
It was between identical twin sisters so that tissue matching wasn’t
an issue. It was successful, but the recipient was, unknown to the
team, an alcoholic and she eventually died of liver disease. The case
was reported in the NZ Medical Journal in 1966. “
The book is a fascinating account of how the Full Time Medical Unit
established at Auckland Hospital in 1959 evolved into the Department of Medicine at The University of Auckland, and what followed.
It is the story of how Medicine at Auckland Hospital transitioned from
a practice-based service to an academic discipline involving research, clinical services and teaching. The authors have been very
fortunate in that the majority of key players in the 40 year span of the
book are still with us and were able to give their unique insights into
the history of the times.
With this News you have been
sent an insert about the SONG
Research project currently being undertaken by the University of Sydney’s Centre for Kidney Research and supported
by Kidney Health New Zealand. This is an opportunity for haemo
patients, family members and health professionals to take part in
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international survey to find out what effects of treatment and care
(also known as outcomes) are important and relevant to patients on
haemodialysis, family members, caregivers, and health professionals.
Kidney Health New Zealand warmly encourage participation in this
project. For further information, please contact Kidney Health New
Zealand on 0800 KIDNEYS (03 543 639).

Is your Housing
NZ house cold
and damp or in
a bad state?
Following the critical coroners' report which said a cold, damp house
may have been a factor in the death of a south Auckland toddler, a
Housing New Zealand spokesperson said all work requests were immediately reviewed and priority was given to homes affected by
cold and damp.
She said managers also identified the most vulnerable tenants and
checked their homes.
Repairs made to around 2800 state houses included upgrading insulation, installing ventilation, heaters, carpets and thermal drapes.

Housing NZ- Maintenance Issues
Leigh our social worker says:
Lately I have visited a number of kidney patients who are in Housing
NZ homes that are poorly maintained: holes in floors that had been
patched with bits of wood, a couple had leaking ceilings, mould
that was on ceilings that cannot be cleaned without extension ladders. In all these cases the tenants said they had called Housing NZ
and someone had been and done something, but it was not fixed
properly.
This is not acceptable; Housing NZ must complete all repairs, if things
are not good you must feel free to phone the call centre (0800
801601) and ask that it be done. The fact that you have kidney
disease, be it on dialysis, transplant or pre-dialysis makes it more
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urgent as warm dry housing is essential. Any young children in the
home also increase the urgency.
In the case of the leaking ceilings I phoned the Housing NZ call centre, got the client to give permission for me to speak and when I explained the situation and the call centre staff checked their records,
a workman was booked to be at the house within 4 Hours. He was!
Another family is staying in a motel while the house is renovated, and
workmen are booked to complete the flooring and fix the issues
around the rot from under the house.
Apparently Housing NZ is working hard to fix as many homes as
quickly as they can, but lots more are still to be done. So if your
house is cold, damp or in a bad state, don’t wait, phone your Tenancy Manager or the call centre. Explain the problem and that you are
a kidney patient, and ask that the problem is fixed urgently.

INSULATION
If your Housing NZ home is cold, please ask your Tenancy Manager
to check if has been Insulated.
If it is a private rental or your own home that may need insulation,
and someone in the home has a Community Services Card, you
can apply for support through WARM Up New Zealand Heat Smart
which covers Auckland, Counties Manukau and Waikato. These are
easily accessed via “Google” or ask your social worker for an application. Feel free to phone me if you have difficulty.
Leigh, Kidney Society Social Worker, phone 278 1321 or 0800 235 711
or email kidneysociety@adks.co.nz

Member’s bill will boost financial support for
organ donors
(article from scoop.co.nz, reprinted for the Kidney Health NZ newsletter, Winter 2015

Chris Bishop, National List MP based in the Hutt Valley, is delighted
the Financial Assistance For Live Organ donors Bill, a Member’s Bill in
his name, has been drawn from the ballot and will be debated by
Parliament.
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The purpose of the bill is to increase the financial assistance provided to people who, for altruistic reasons, donate kidney or liver tissue
for transplantation purposes.
The Bill will increase the support for donors form the equivalent of the
sickness benefit to the equivalent of 80 percent of the donor's preoperation earnings – the same formula applied to income support
for ACC recipients. The Bill also provides for the payment of childcare
assistance for those who require it during their convalescence.
Kidney Health NZ is excited this bill has been drawn particularly as
part of its Manifesto focuses on this issue.
For the full story, and the KHNZ Manifesto, go to
http://www.kidneys.co.nz/resources/file/nz_kindey_newsletter_winter_2015_p1-3.pdf

A look at kidney organisations in New Zealand
Confused by the many kidney organisations in New Zealand? Not
sure who does what? Here is an overview that may help!
Kidney organisations in NZ fall into three categories:
1.
•
•
•
•
•

2.

Kidney Health New Zealand – as the name indicates, a national organisation with the following national aims:
To fund research into the prevention, early detection and cure of
kidney disease.
Provide education and support in the recognition of the symptoms of kidney disease.
Provide resource information concerning the treatment and
management of patients with kidney disease.
To promote the donation of kidneys and other organs and tissue
for transplantation.
Liaise with and support Patient Support Groups.
Phone 0800 KIDNEY / 0800 543 639, email info@kidneys.co.nz,
website www.kidneys.co.nz

Local and regional Patient support groups
There are a number of formal and informal kidney patient societies and groups in New Zealand. - mostly run for patients, by
patients to provide support and encouragement for kidney patients and families at a local or regional level. Some are small
with close working relationship with Kidney Health NZ, others are
larger and more independently managed. Some (like the Auck23

land based Kidney Society) have a team of professional staff
providing a range of personal support services, others have a
field officer or coordinator, most are run entirely by volunteers
and volunteer committees. All work to benefit people with kidney
failure and their families in some capacity, be it providing information, local advocacy, holiday facilities, personal support
services, members supporting each other by way of regular gettogethers and other local initiatives or any combination of these
activities. Each organisation is independent from all the others,
and their activities and services reflect the needs of their communities and the resources they have access to. There are advantages as well as disadvantages of being small – or large.
Some areas (Tauranga, Hawkes Bay) are supported by more
than one group. However, the kidney support community, in in all
its diversity, has a joint purpose: supporting people with kidney
failure and their families.

It’s not a competition - we’re all in this together!
3.

Health Professional organisations such as the Australian
and New Zealand Society of Nephrology, the Renal Society of
Australasia, the Renal Advisory Board and others, working to
monitor and improve renal care services in New Zealand.

Finding your local patient society or support group
The Kidney Health NZ website www.kidneys.co.nz lists and gives contact details of the following patient support groups and societies:
Kidney Society Auckland, covering Northland/Auckland /Waikato/Bay of
Plenty/Lakes/Tairawhiti &, Hawkes Bay
Hawkes Bay Kidney Support Group, Napier
Palmerston North Kidney Support Group, Palmerston North
Taranaki Renal Support Group
Kidney Kin Tauranga
Wanganui Support Group
Wellington Kidney Society
Mercury Bay Health Trust, Whitianga
Ashburton Kidney Society
Christchurch Kidney Society
Otago Kidney Society, Dunedin
Central NZ Kidney Group (Nelson/Marlborough)
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Southland Kidney Society, Invercargill
South Canterbury Kidney Support, Timaru
Gore Kidney Support Group
Queenstown

Thank you Leon and the team at
Mico Plumbing in Manukau for our
Foot Rollers!!
We wanted to take a moment to thank the people behind the
scenes.
Many of you have had the pleasure of a good foot massage with
our Wellness foot rollers. As you know they may not be the fanciest
devices but they work well and have made many people sigh with
relief from sore feet, cramps, achy legs etc. So let’s thank those
people that make that possible.
Every year Mico Plumbing donate
around 30 meters of the plastic
pipe that we know as the Wellness
Foot Roller.
These guys know their pipes and
throw in a bit of elbow grease to
saw the pipes into a good size for
Tracey to get into the
Kidney Society car. Once back at the office Bryan our
very versatile caretaker makes the pipes just the right size
for the job and sands the ends smooth for safe rolling.
If you don’t have one of our foot rollers and would like
one, contact me on 0800 235 711 or email kidneysociety@adks.co.nz
and we can send you one for FREE.
Tracey, Kidney Society Wellness Educator
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Our New Community Dialysis House –
what’s happening?
In the February News we told you that we were in the process of
starting up another community dialysis house in South Auckland, and
that we had been given an old villa plus a smaller 3-room relocatable building, the villa to be moved to our Mangere property next to
Calvert House, the other to be added to the Middlemore Crescent
property. These buildings have been donated by the Wallace Family
who at the time had no connection whatsoever with the Society,
and that makes this gift very, very special.
But that was just the easy bit… While the buildings are donated, the
cost of valuations, building inspections, architects, engineers and
others to get resource and building consent, the moving of the buildings, renovations, driveways, fencing and many other expenses is
considerable and we will need quite a mortgage to pay for it all.
It is definitely all happening, we are making progress, but It’s taking
longer than we had hoped. We now expect to have the Middlemore building ready for use by the end of September/beginning of
October. Unfortunately due to council consent processes and all
sorts of other delays, the villa has since had to be moved to a temporary spot in Papakura until the site next to Calvert House is ready.
Once finished, we will have several extra dialysis spaces at Middlemore House, and in time another 8-10 spaces in Mangere, which
should hopefully be enough for a few years!

What is the big deal about Community Dialysis?
For those of you who are new to the Society, at the moment we own
two community dialysis houses: Calvert House (in Mangere) and
Middlemore House (in Papatoetoe). These are ordinary family
homes, with one, two or three dialysis machines with La-Z-Boy chairs
per room.
The Kidney Society owns the houses and manages them on behalf of
the Counties Manukau DHB renal service. The DHB pays for Counties
Manukau home haemo trained people who, for whatever reason,
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cannot have a dialysis machine at home, to dialyse at one of our
houses. Patients have a key and come and do their dialysis when it
suits them on their allocated days, early in the morning, late at night,
or any time in between. There is no staff, other than our Gwen who
does the cleaning, and Bryan who is the caretaker. Renal staff take
care of the medical side of things, and it all works very well. Patients
say they are happy dialysing there, and there is even a Calvert
House social club.
Middlemore house has 4 dialysis rooms, with a total of 7 machines,
catering for up to 14 patients. Calvert House has 5 dialysis rooms,
with a total of 9 machines catering for 18 patients, and space for
one more machine.

How Community Dialysis started
Since its early days, around 1980, the Kidney Society has always
looked for creative solutions for individual patients' predicaments. As
early as 1995/1996 we offered free accommodation to patients from
out of town, initially at our first office premises - a two bedroom unit in
Gray Avenue, Mangere, later at our current Centre in Swaffield
Road, when a bedroom/lounge was added to a new garage for
that purpose. We have hosted and helped house patients from the
Cook Islands and accommodated people from as far away as the
East Coast and Taranaki while they were training for home haemodialysis at Middlemore. With the establishment of the Taranaki and
Northland renal services and transfer of East Coast/Bay of Plenty patients to the Waikato service, temporary accommodation for people
from outside Auckland was no longer needed. We now had space
to spare for something else:

Community Dialysis at our Swaffield Road
Centre
The first "community dialysis" treatments began in early 2001, when a
home haemo patient could not dialyse at home for social reasons.
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We set up a room for him to dialyse in the
bedroom at the back of the garage, until he
had a transplant. We then needed storage
space
and
started using the bedroom for
that purpose.
This left the lounge, which was
soon used by two ladies, Lile
and Pesa, who happily dialysed in what they called “their
little house” for some time, until
we were ready for the next
step.

Community Dialysis at Middlemore House
Building on the success of dialysis at our Centre, the Society decided
to use funds remaining from the sale of a previous holiday home for
kidney patients plus a mortgage with the Swaffield Road
Centre as collateral, to buy a
suitable house for community
dialysis.
Middlemore
House
opened for business in early
2004.
Eleven years on, this modest two bedroom house together with a
sleepout housing two machines is located between the Kidney Society Centre in Papatoetoe and the Middlemore Haemodialysis Unit.
It provides, in partnership with the Middlemore Renal Service who
supply and service the machines and provide medical support services for patients, space for 14 patients to dialyse independently in a
home-like environment. The number of patients per machine is limited to two, to offer flexible dialysis times, which patients work out between themselves.
Between May 2004 and June 2015 a total of 70 patients have used
this first house and with 14 patients it is full to capacity. Some people
have had transplants, some have decided to continue dialysis in
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their own homes and some have left for some other reason, to make
room for others.

Community Dialysis at Calvert House
In 2011 when Middlemore House
was full to capacity, Counties
Manukau Health signalled the
need for a second community
dialysis house. A nice old house
was found in Calvert Avenue,
Mangere East, and a $400,000
mortgage with the house as collateral financed the purchase and
set-up costs. Calvert House was opened in 2012 and leased to Counties Manukau Health on the same basis as Middlemore House. This
house is now also full to capacity.

Towards more Community Dialysis Spaces
Once again last year the Counties Manukau renal service signalled
the wish to have another house. We started exploring options late
2014 just when the Auckland housing market took off making the
purchase of an affordable suitable existing house all but impossible.
And then we were given the two buildings for relocation.
So, with the two donated buildings hopefully ready for business within
the next six or so months, we’ll be able to accommodate some 60
South Auckland home haemo patients in total.

A work in Progress
Due to the delays in obtaining consents and the need to subdivide
the double Calvert Ave section before taking the new house across,
we have had to cut up and move our lovely 1920’s villa to a temporary location. We are hoping to move it to its permanent site in the
next few months so that it can be put back together and renovated
inside and out before becoming available for use early next year.
The smaller building should hopefully be taken to the Middlemore
House property in the next four weeks or so. It only needs a little work
before it is ready for use.
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On the left, the villa that will go to Calvert Ave. On the right, the
three room cottage for Middlemore Crescent.

House on the move!
Below is the villa being moved from East Tamaki to a temporary location – in two pieces. The two pieces have been moved close together and covered up temporarily until being separated again
ready to be moved and put next to it’s new neighbour in Calvert
Ave.
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Has your address or phone number changed?
We have no way of knowing unless you tell us. Please remember to
let us know BEFORE you move, or as soon as you have a new phone
number.

The Kidney Society NEWS is FREE for
Auckland/Northland/Waikato/Bay of Plenty/Lakes, Tairawhiti/
Gisborne and Hawkes Bay pre-dialysis, dialysis and transplant
patients.
Others, including supporters, are welcome to subscribe to the Kidney Society
News for $25 per year ( 6 issues).

For changes to our mailing list, to have your name taken off the list or
added to it, or to subscribe, please fill in the form below and send to:
FREEPOST 1875, Kidney Society, P O Box 97026, Manukau City,
Auckland 2241, phone 09 278 132 or 0800 235 711, or email kidneysociety@adks.co.nz
Name ………………………………………….…………………………………
Phone ……………..………………………..…email ………………………….
Address …………………………………………………………………………..
…………………………………………………………..………………………….

Please do the following: (tick box)
add my name to your mailing list (free for Auckland/
Northland/Waikato/Bay of Plenty/Lakes, Tairawhiti/Gisborne and
Hawkes Bay pre-dialysis, dialysis and transplant patients).
I am a kidney failure patient
please change my contact details as per above
please take my name off your mailing list
I am a supporter, or a patient not living in one of the regions
above. I would like to receive the magazine, please sign me up as a
paying News subscriber, $25 enclosed.
OPTIONAL: please sign me up as a Kidney Society Financial
Member, $20 annual subscription enclosed.
Use of your name, address and any other information about you is exclusive to the
Society and its staff for use in the provision of our services to you.
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Lucky Raffle Winners Stuart Murray and
Jody Walters collecting their mid year
raffle surprise hampers
Raffle 187, Drawn Wednesday 22/7/15 at 12.50pm
1st variety hamper: Jody Walters, ticket number 0836
2nd variety hamper: N. Tamasese sold by Nigel Frost ticket number
0509
3rd variety hamper: Stuart Murray, ticket number 1446
Raffle Seller prize: Ana Vaioleti
Our Christmas Hamper raffle is coming soon! If you want tickets, contact Gina, 0800 235 711 or email gina@adks.co.nz
We acknowledge great ongoing support from:
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