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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 www.kidneysociety.co.nz
Kidney Society Centre, Auckland: 5 Swaffield Road, Papatoetoe, Auckland
2025. Office hours: generally 9 - 5 Monday to Friday, Answerphone a/hrs
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.

Gina our Office Manager is in
charge of running the office,
the community houses, raffles, events organising and
general administration.

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

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.

Brian our Community Health
Educator can help you
understand kidney failure
and treatments and how
these things affects you and
your family.

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

Gwen our Housekeeper/
General Assistant manages
mailouts, TradeMe sales,
raffle ticket production and
helps with the running of the
community houses.
Jenny keeps an eye on
things, teaches new patients how things work at
the houses etc.

You can contact any of our
team for information or help,
or just a chat
in your home or by phone
Monday-Friday 9-5
Freephone 0800 235 711

Views expressed in the News are not necessarily those of the Board
or staff. Always check with your health professional before making
changes to your treatment based on what you read!
Contributions to the Kidney Society News are always welcome. To be
in time for the next News, please get your contributions to us before
Monday 26 November.
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Home Visits in Dargaville and Whangarei
Tuesday 30 October
If you would like a visit, phone 0800 235 711 or email brian@adks.co.nz

Home Visits in Kaeo and Kerikeri
Thursday 1 November
If you would like a visit, phone 0800 235 711 or email brian@adks.co.nz

EVENING Pre Dialysis Education, Mangere
With the Counties Manukau Pre-Dialysis nurses and Brian
from the Kidney Society
Tuesday 6 November, 6.00 – 8.00 pm
Mangere East Community Centre)
372 Massey Road, Mangere East
(behind Mangere East Library) (room on left beside reception area)
For information phone Nogi, Pre-Dialysis Nurse Specialist,
ph (09) 276 0044 ext 2246

Pre Dialysis Education, Te Atatu Peninsula
with the Waitemata Pre-Dialysis nurses and Brian
from the Kidney Society
Wednesday 21 November,
Te Atatu Peninsula Community Centre (Kuaka-Godwit room)
595 Te Atatu Road Te Atatu Peninsula
For information contact Lyndsie Skelton, Pre-Dialysis Nurse Specialist,
021 242 9745 or Lyndsie.Skelton@waitematadhb.govt.nz or email brian@adks.co.nz

Home Visits Gisborne area
Tuesday 4 and Thursday 6 December
If you would like a visit, phone us on 0800 235 711 or email
brian@adks.co.nz
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Pre Dialysis Education, Gisborne
with the Waikato Pre-Dialysis nurses and Brian
from the Kidney Society
Wednesday 5 December, 10 am – 1 pm
Waikanae Surf Lifesaving Club
Waikanae Beach 285 Grey St, Gisborne
For information contact the Pre-Dialysis Nurse Specialists, either Mark Hodge on
mob. 021 739 561 or Sue Goddard on 21 246 0931 or email
brian@adks.co.nz

Daughter and Mother – a transplant experience
Lisa Green: My experience as a donor
(23 September 2009)
Being a donor is quite a unique experience. Generally, people tend
to think that you did the most amazing thing, but for me it was a given. My mum required a kidney to stay alive, and I had 2 and only
needed one to remain healthy.
As far as I was concerned there was no question about whether or
not I would donate. Firstly, I did not want to be without my mum, and
secondly why should my mum take a cadaver kidney when someone in her family had a kidney to give. That cadaver kidney should
go to someone that had no other options. So with the decision
made, I began the process.
The road to donation is long and frustrating, especially when you are
watching as your loved one is becoming sicker and sicker. In saying
that, it is kind of like being pregnant.
The length of time prepares you for what you have decided to do.
The tests took about 5 months to complete and did not interfere with
my life much as they are quite spread out due to the time taken
waiting for results to be processed.
Donating a kidney was my first ever operation so this was a bit of a
worry for me, more than losing a kidney.
The specialists involved in this process were very supportive and
4

thorough. Everything was explained to me and I did not ever feel
that I was being pushed into anything. There was always the option
to opt out, if I chose to.
There were times though that I did feel quite isolated in travelling this
path as there was no one to chat to that had actually experienced
it. A friend told me that she had found some stories online written by
donors sharing their experiences.
I am the type of person that believes there is a lot to be learned by
listening to others experiences, so I went online and read some of the
narratives written. This was such a great support for me. I no longer
felt isolated and I gained a few invaluable insights about what I may
feel after the operation.
I would highly recommend that anyone read the stories of others experiences if they are feeling alone on their journey.
Mum and I were admitted into Auckland hospital on the 22nd September 2009 and the operation was done the next day.
Before this operation I spent a lot of time at the gym so as to support
a quick recovery, which I think it did. I managed to get out of the
bed the following day because I wanted to go and see my mum
who was in intensive care.
The recovery after this operation wasn’t too bad. Straight after leaving the hospital I have to admit I felt a little discarded I guess you
would say. Before the operation there is a great deal of attention focused on you as the donor, and then after the operation the focus
shifts to the recipient.
I remember having a few issues with wind and pain in my shoulders,
which is common with abdominal surgery I was told. I tried to get
some advice from the hospital but they were not very helpful. I hear
that now the support system for the donor has improved a lot since
2009, which is good as this would be my only complaint about this
whole process.
I am told that now support people call the donor every week following the operation to see that they are doing ok. This was not the
case for me and I found myself feeling a bit down. I had been travelling this road of preparing to give an organ from my body for quite a
few months and then suddenly I had a feeling of being left alone.
The online stories had mentioned this post op feeling, (though) so I
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was prepared and I pushed through it.
I went to the gym 1 week following the operation, only to walk slowly
on the treadmill, but just to get moving. I returned to work after
about 2 weeks, working part-time but I struggled a little at first.
I would say that for about 9 weeks my energy level was lower than
normal. I realised that it was better to accept that, and work at getting the necessities done around working and leave the rest. I was also a single parent with a 9 year old daughter so accepting that I just
could not do everything was the best way to be.
It is now 9 years on and I have had no problems. I am a healthy 45
year old with no regrets.
Lisa Green

Christine Green, Lisa’s transplant recipient, says:
“A kidney transplant is a major operation but it is the beginning of a
new life that someone has given to you and it is up to the recipient to
look after that new organ and respect the gift you are given.”
All my adult life I knew I had Polycystic Kidneys, my kidney failure
started to worsen approximately 2 years before my transplant. I was
lucky enough to have the offer of 5 live donors, after testing 2 of the
donors were declined, my daughter was the 3rd to be tested. Fortunately she didn't have the gene and at the age of 36 she was the
perfect donor.
After finally getting on the transplant list and frequent visits to my
specialist Professor Ian Simpson at Green lane Hospital, (wonderful
man) I was then given a co-ordinator who was to help me through
my journey.
I went through various exhaustive tests to ensure that I had no underlying health issues that may have compromised my immune system
for the transplant.
It was important for me to keep my self healthy and as fit as possible
leading up to the operation even though I struggled at times to do
this.
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The company I was working for 3 days a week were very understanding and I also had a very good friend who helped me to
keep going as it is so important to have positive people around you
and to look after yourself as this helps to get through the transplant
operation and recovery.
I found the hospital system very complicated and frustrating as
communication was very difficult, I felt my health was deteriorating
and I was struggling.
Finally I got a date for my transplant operation 9th September 2009,
unfortunately there was only one surgeon available for that date as
you need 2. One to remove my daughter’s kidney and 1 to place it
in me.
Finally we got another date 23rd September 2009 and the operation
went ahead on the given date.
The operation went well, my surgeon Dr Hecker was wonderful. I
had the operation on Wednesday 23rd September 2009 and I left
Auckland Hospital on Monday 28th September 2009.
I have never looked back, never been back into hospital in the 9
years since my Transplant.
I would just like to say a kidney transplant is a major operation but it is
the beginning of a new life that someone has given to you and it
is up to the recipient to look after that new organ and respect the
gift you are given.
Without my daughter’s wonderful gift my life may have ben a lot different on regular dialysis, and a long wait for a donor kidney.
Once the operation is over you must listen to the Renal staff, dietician etc who will help you through all the life long medications.
It is a new beginning so keep healthy, fit and eat good food along
with careful alcohol intake.
It is vital you take your pills as and when you should.
If anyone needs to talk or needs a buddy for their transplant please
don't hesitate to contact me.
Christine Green
021 415 363
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Is it Worth the Risk…?
People with chronic kidney conditions should, if they can,
choose the treatment that best suits them. That choice
might be due to lifestyle such as family, work or study and sometimes
it is more based on health because it is the treatment that is most
suitable for them.
Sometimes a person’s treatment can be put at risk as a result of unsafe or unsuitable exercises or activities.
Some types of exercise or activities are very high risks to a fistula, tunnel line, PD catheter or a kidney transplant. It is important to ask yourself the question “is what I am doing worth the risk of not being able
to dialyse, to have to change my treatment type, lose my transplant” or a worst case scenario ”to put my life at risk?”
Boxing
A single amateur punch can create a force of 3 times your body
weight. Hitting a punching bag or sparring with someone puts your
fistula or tunnel line under extreme pressure.
The typical guideline for lifting for someone with a fistula or tunnel line
is 10kg. anything more and the risk of damaging or even worse
bursting your fistula is high.
Boxing can be a great form of exercise for fitness and a lot of fun to
do so a safer alternative is to do shadow boxing (hitting the air with
your hands). This will ensure that nothing hits your tunnel line or fistula
but you can still enjoy the art and fitness of boxing.
Heavy Weights
The general guideline for lifting either at the gym or just general day
to day for both haemodialysis and peritoneal dialysis is 10kg. The risk
of damage to your dialysis site or for those on peritoneal dialysis of
herniation is increased by lifting over that threshold.
If you are lifting weights in the gym to increase strength and muscle
there are a lot of alternative e exercise methods you can do to keep
the weight lower but the results higher. (Tracey is happy to help with
the information).
But it is also important to consider other activities such as lifting the
children, gardening and general maintenance jobs or perhaps it is
what you do for your job. This doesn’t mean you have to stop what
you enjoy doing but perhaps make some small changes to reduce
the risk factors.
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Core Exercises
As someone who has worked in the fitness industry for a while the
most commonly asked question is “WHAT AB EXERCISES SHOULD I
DO??” and to be honest most people are not actually working their
tummy muscles when doing a lot of these type of exercises but in
fact straining their backs.
However core or abdominal exercises can be a lot more dangerous
for those on peritoneal dialysis.
Direct abdominal exercises such as sit-ups, crunches, ab machines,
push ups and even some Pilates exercises can increase the risk of
damaging your Tenckhoff exit site, or in some cases causing a hernia
and preventing you from continuing that treatment type.
We have had clients over the years tell us about damaging their
Tenckhoffs, tears and hernias and this is a lot more common than it
should be.
Swimming
Peritoneal dialysis is a great treatment and for many people gives
them a lot of independence.
However the downside for some people is not being able to swim.
Over the years we have heard different advice from many different
sources but generally those doing peritoneal dialysis cannot swim.
This can be very frustrating for those of you who love the water and
enjoy swimming and hydrotherapy.
Your Tenckhoff site is an open porthole directly into your peritoneal
cavity and the risk of infection can be high. Even though NZ council
pools are strictly monitored, with large numbers of the general public
using the facilities it is not a sterile environment. Unfortunately in NZ
and especially Auckland our natural water ways have had many issues of the past couple of years. So nothing can be certain and the
risk of picking up even a small infection could end in something
much more nasty for those with a Tenckhoff.
I have even had one PD client tell me they got into their swimwear
and stood on the edge of the local pool but the thought of having
to change to Haemodialysis and the memory of previous peritonitis
made them turn around and call me for some alternatives.
This advice about swimming also applies for those on Haemodialysis
with a tunnel line or femoral line.
When in doubt…
• Check with your medical team.
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Listen to your body…if you are doing something and you feel anything “not normal” with your fistula, tunnel line or Tenckhoff
…STOP!
• Ask Tracey at the Kidney Society… I don’t always know the answer but I will try to find out for you.
But most importantly if you know the activity will put your treatment
at risk, ask yourself: is it worth it?

•

….is it worth having to change your dialysis treatment type?
…is it worth further medical issues or surgery?
…is it worth not being able to dialysis at all??
Tracey, Kidney Society Wellness Educator, 0800 235 711

How I Became Interested in
Making Fishing Tackles/Fly
My story starts years ago when I discovered that I had polycystic kidneys (PKD)
discovered in a random scan. I had no idea what that would lead
to, let alone discover that it was hereditary. My 24 year old daughter
also has it. Discovered when she was 16 years old. My dear old mum,
R.I.P. also had this terrible disease. We (my daughter and I) both attend the same dialysis unit in Hamilton.
When I was informed that one day I would be on dialysis I did not
take it in. I had an attitude that I would never get that sick, however
as time went on I did get sicker and sicker...and sicker... It got to the
stage that my kidneys were breaking apart and I was passing it out
through my bladder...which was NOT a pleasant feeling.
The Doctors gave me an ultimatum: Wear a catheter and a bag OR
remove the infestations that were my kidneys. I chose the later…. The
operation took 10 hours and a LOT of people. When I spoke to the
surgeon after the operation he said at one point he had his arms in
me as deep as his elbows!!...That is not a picture you want in your
head!
I asked if they would photograph the organs for me, which they did
and OMG!!! they were HUGE….One was about as big as a large
bowling ball and the other about 1 ½ times a bowling ball, and the
scar from it is from the sternum to below my belly button. OPEN WIDE
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!! I was so pleased that I didn’t have those monsters in me anymore
and I was OK with that. I had already started dialysis about six
months prior so the shock of having to start was not an issue.
HOWEVER….since having the kidneys removed (called a double
open nephrectomy) I have a new issue to deal with. Severe neuropathy in both feet and lower legs and starting in both hands PLUS diabetes T2. WOW….What a trade off huh? Need testosterone treatment as the body doesn’t produce anymore (a job the kidneys had
to take part in), Iron injections and Eprex injections along with another pharmacy load of pills and potions. All to keep things in balance!
One thing I am certain of, IF ever there is a God then now is the time
for Him OR her to show their ways. Joking aside, it is true though, that
you search your soul for some other answer as to the meanings of life
etc and your outlook on the world and everything about it, is like
looking through polished glasses. You see more than you would take
for granted.
For me, I believe there is a life after we leave this world and its a better place for our spirit body to be in. All things that are cemented to
this realm will not be of importance and I will become one with the
cosmos and all other matter and hold dear to my heart that one day
or time or cosmic event that I will see both my departed parents and
everyone else who has gone before me. I also feel it’s important to
have a handle on one’s own situation and not be fooled or bullied
into any sort of belief system that has no soulful meaning or sense
about it.
And on the subject of ‘Beliefs’, we are what we are, we are here for
only a short time in the making of the history of the world, so enjoy
the time you are given, don’t stop and ponder at cross roads of life,
take the road that your heart and soul desires and ALWAYS STEP
FORWARD...Well, enough of that!.. LOL...on with the story…
My secret to holding back the tears: Always push forward, never look
back. If you find yourself stuck in a moment and feel Trapped, take a
step forward, you will then be moving forward. I see a lot of people,
not just in dialysis, looking trapped and caught in a moment which
they find hard to take control of. It’s a simple thing to wire the brain
to ‘step forward’ and that’s moving forward. Dwelling on ‘what if’
and ‘what is’ doesn’t solve the equation the mind is trapped in. Living on a plan, day-to-day works for a short term but then that's placing an end date and I don’t do that anymore. I moved from the
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day-to-day plan to a week-to-week plan and then to a month-tomonth plan….that way it’s putting off the future’s inevitable end. We
all have the same destiny at the end of the day but having that
dwell in the back of your mind is toxic and unhealthy so I do what I
do. Also keeping busy, whether its physical OR mentally is a tonic
true to form.
This is where the hobby I started begun.
My desire to start making fishing flys came about when I was sitting
at one of my tri-weekly 6 hour dialysis sessions. I was contemplating
what my future had in stall for me and how I could do more with the
remainder of my life and what I could enjoy doing. So I became interested in designing and tying tackles. It gives me great pleasure
and relaxes my mind from the otherwise mundane lifestyle I must endure. It’s a learning curve for me. Since I don’t own a boat and
climbing over rocks is a no-no for me I guess I will get out there one
day to test out my patterns and then I can perfect my styles. I did
get out on my brothers boat some time ago and tried some however
I didn't have much luck with the ones I had then (proto types) yet my
brother has been successful in catches fish using the ChaaBro Tackles. I think I need to hassle him to take me on his boat again...lol. I
have contemplated seeking funds as in a grant for purchasing apparatus to make lures and setting up a better structure. I guess that
that will be further down the track in my future plans.
Aside from the ChaaBro Tackles hobby I also have a passion for Art
and Crafts and am lucky enough to be a tutor for one day a week
at Arts For Health Community Trust. Web site
http://www.artsforhealth.co.nz/

It can be very challenging as the majority of clients are recovering
from a health issue which can hinder their abilities either physically or
mentally. Results are great though and that's the reward for me. I enjoy seeing happy people that have achieved a goal.
My own contribution in Art is available to view on one of my Facebook pages which is searchable in the YouTube search browser:
https://www.facebook.com/IanJohnstonsArtGallery/
https://www.facebook.com/ChaaBroTackles/
https://www.youtube.com/channel/UC5kNFyAaO6R-LohN64Td7-g

Ian Johnston
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Nocturnal Home Haemodialysis
From our favourite Home Dialysis Website https://www.homedialysis.org
comes the following abridged
version of an
article about
nocturnal (night) haemodialysis.
Getting 8-hours of HD at a time means that the treatments can be
very slow and gentle, and easy on your heart. You'll train during the
day but most people do the long treatments at night while they
sleep once they go home. Studies show that people sleep better
with HD treatments at night than with standard HD.
The longer treatments help you to have more-normal levels of a
sleep hormone (melatonin). Some people do take some time to get
used to sleeping with the machine on. You will have alarms to wake
you up if even a drop of blood leaks at night. Knowing that the
alarm will protect you can help you relax and sleep.
Research finds that people who do longer HD treatments at home
may live about three times as long as those who do standard HD in a
clinic.
Most people who do nocturnal home HD dialyse every other day, or
4, 5, or 6 times per week. They don't have a 2-day gap with no blood
cleaning.
Nocturnal Home HD Benefits In Brief:
•

Flexible – Choose treatment times that fit into your life

•

Convenient – Have your days free

•

Energy – 2–4 times as much dialysis for more energy, libido,
and appetite

•

Control – Eat, drink, and have visitors during treatments

•

Access – Lasts longest when you put in your own needles

•

Gentle – This treatment is very easy on your heart

•

Freedom – Eat and drink more of what you like and make
fewer trips to the clinic

•

Survival – You may live about as long as if you get a deceased donor kidney transplant (3 times better than with
standard in-centre HD).
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Time
Nocturnal home HD takes about half an hour each night for set up.
The 7–9 hour treatments can be done while you sleep, so this option
can give you the most blood cleaning—but take the least time out
of your day! You decide when to start and finish the treatments. In
the morning, clean up takes another 15 minutes or so.
People who do nocturnal home HD feel well just 10 minutes or so after a treatment. So, this option can give you a lot of your life back.
Most people use a bed for nocturnal HD, so they can sleep. You may
want to use a mattress cover in case of blood leaks. Chux or other
absorbent pads can be used under your arm when you put the
needles in to keep your sheets clean.
Nocturnal Home HD May Be A Good Choice For You If You Want To:
•

Feel well all the time. With long, gentle treatments, you'll feel well
10 minutes after a treatment.

•

Keep your job. Do your treatments at night while you sleep. Nocturnal home HD is work-friendly.

•

Eat and drink more normally. You may have few (or no) limits on
fluid, potassium, sodium, and phosphorus.

•

Swim or take tub baths. If you have a fistula or graft for access,
you can swim and bathe after the needle sites scab over after a
treatment.

•

Spend more time with your loved ones. You won't need to spend
much time at the dialysis clinic, except for monthly visits. And,
you may be more likely to think of yourself as mostly healthy.

•

Feel in control! Research shows that the more you know about
your treatment and do for yourself, the longer you may live. Nocturnal home HD puts you in the driver's seat.

•

Avoid painful cramps. Long treatments are so gentle that cramping is extremely rare.

•

Protect your nerves, joints, and bones. Long treatments remove
far more of the "middle molecules" thought to cause nerve, joint,
and bone damage.

•

Protect your heart. Blood pressure is much lower with nocturnal
home HD than it is with standard HD. It's gentler on your heart.
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•

Have a healthy sex life. People who get more HD say that their
sex lives improve.

•

Have a baby. There are not many studies on this. But, women
who get at least 20 hours of dialysis a week seem to have a better chance of carrying a baby to term.

•

Stay out of the hospital. People who do nocturnal HD are less
likely to have hospital stays.

•

Live as long as you can. Studies have found that people who do
nocturnal HD may live as long as those who get a deceased donor kidney transplant. People who do nocturnal home HD may
live 3 times longer than those who do standard in-centre HD.

Nocturnal Home HD May Not Be A Good Choice For You If You Want
To:
•

Spend time with others on dialysis. You'll go to the clinic once a
month for a visit with your care team, but may not see others
who use nocturnal home HD. You can find them online, though.

•

Dialyse by yourself. Most clinics will require you to have a partner.

•

Keep dialysis out of your home. Since this is a home treatment,
you would need to have a machine and supplies there.

•

Avoid needles. All HD requires needles (unless you use a catheter, which is risky).

•

Avoid missing work time for training. Most clinics do home HD
training during work hours. Some will be willing to try to work with
your schedule. For most people, nocturnal home HD training
takes 3–4 weeks or longer. Training can be shorter if you learn to
put in your own needles before you start. Once you are trained,
you are likely to miss less work time than if you did standard HD in
a centre.

•

Travel. Iif you use a standard HD machine, it is not portable. This
means that to travel, you need to set up dialysis with a clinic
where you'll be going. And, to stay safe, you'll need to adjust
your diet and fluid intake for getting much less dialysis.

Who Is Best Suited For Nocturnal Home HD?
The most vital factor in whether you are suited for nocturnal home
HD is how much you want to do it.
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Ask your home haemo team if they can help you start nocturnal
haemo.
We know for certain that the Counties Manukau home training team
is keen to get a nocturnal HD programme started, but that they are
short on volunteers.

On the Home Dialysis Central Website you can sign up for monthly
newsletter for up-to-date info on everything about home dialysis.
https://www.homedialysis.org/home-dialysis-basics/nocturnalhome-hemodialysis

Background to Cook for Life –
The Shelford Family Cookbook
Ena Shelford (one of our patients’ wife)
and I have a story to share. It is about our
journey to show one way to find out
about the kidney/renal diet. The cookbook idea and concept “by the whanau
for the whanau” came from the Kidney
Society’s Nora Schrieck - thank you Nora.
Ena and I gathered Shelford family recipes, and we worked out the topics we
wanted in the cookbook , we taste tested the recipes (the best part)
and struggled to get it printed for you.
The story starts many years ago when the Shelford family asked me
for practical ideas. In those days I had hand-outs/pamphlets that
showed lists of foods that were either suitable or unsuitable for those
with diabetes and/or those on a renal diet. There was no guide on
how to put a meal together for the whole family, rather one of the
family members was on a modified diet or a diet where some foods
had to be avoided. After quite some time, we have come up with a
guide that, we believe, will be useful for all renal families.
I am sure you will agree that following a renal diet often requires
change, change from the old way to a new way. For most, change
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is difficult. Ena and I have worked together to show you how changes are possible. In the cookbook we show you how recipes can be
altered to be diabetes-, renal- and family-friendly.
To do this we followed the steps - plan, select, cook and eat. This is
the theme of the book.
It is logical that by working in this way, it ensures
that meals are suitable and to be enjoyed by all
the family, that recipes respect budget, likes and
dislikes and encourages one and all to enjoy favourite foods. It outlines ‘how to’ select renal
friendly ingredients. Your dietitian will need to
show you more about suitable food swaps,
should you need it.
The recipes talk about ways to cook in a way
that is tasty.

Quick Beef Curry
I tried to make the recipe instructions easy to follow.
Despite this, I notice the recipes have grown in size with the use of
herbs and spices for flavouring.
I have included a comment box with each recipe to explain why I
made recipe changes or encouraged you to add more ingredients
to make the meals “balanced’. By adding say vegetables, we are
making sure we are getting more of the ‘goodness’ we need to help
the body work well.
The bottom line is that the guidelines are to benefit your health. A
good example is by following the right advice on renal healthy eating, it will help to avoid annoying skin itching.
The Shelford cookbook is unique; there is no other book like it. If you
get a chance, have a look at one and you will see ways it could
help you and your family. We have made the important renal diet
guidelines as simple and practical as possible. The cook book is provided free to all Northland DHB patients. Otherwise it is available at a
small cost. To order from the website use this link:
www.northlanddhb.org.nz/your-health/health
-resources/renal
health/
NOTE: Unfortunately the article in the August/September edition of
this magazine had wrong photos. Thank goodness many of our
Northland dialysis patients realised that 8 glasses of water is not the
allowance for them. Sorry for any confusion. The facts are that eve17

ryone on dialysis has their own fluid allowance, and it changes from
time to time. Please follow fluid advice from your doctor/
nurse/dietitian.
Olwyn Talbot-Titley, Renal Dietitian, Northland DHB

You can contact Gina at the Kidney Society, gina@adks.co.nz , 0800 235 711 to order a Cook for Life
Book. Cost: $10 for people registered with the Kidney Society, others $20, postage included.
Kidney Society Wellness
Programme
‘Train the Trainer’, Whangarei
One of the important parts of our wellness programme is to support clients who
may want to use community based programmes to ensure that the
exercises they do are safe and suitable. Exercise can be greatly
beneficial for people with chronic kidney conditions but unfortunately within the exercise industry there is not a lot of awareness or training when working with people with Kidney Conditions or specific kidney treatments.
We have been running regular workshops for the Auckland regional
Green Prescription programmes and many of the staff that provide
support at the local council facilities. Due to funding it has been difficult to get to some of the regional areas to do this and previously
we have worked over the phone and via email to support clients
and exercise providers in the regional areas case by case.
This year we received funding to run workshops in the regional areas
for local Green Prescription teams and their exercise providers. The
workshops provide staff with a better understanding of chronic kidney conditions and the information they need to support clients in
their areas to find suitable and safe exercise. The Sport Northland
team found the workshop very helpful and said they look forward to
being able to provide support for any Northland kidney clients who
would like to get a Green Prescription and find suitable programmes
in their area.
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What is a Green Prescription?
•

•

•
•

•
•
•
•

A Green Prescription is a referral from your GP, practice nurse or
health professional to increase your physical activity and use
suitable exercise to manage your health and wellness.
You can ask your GP or practice nurse, in some areas you can also refer yourself with an online form or even contact Tracey at
the Kidney Society.
It is FREE to join Green Prescription.
When you are given the referral a team member from your local
Green Prescription team will contact you to talk or to meet face
to face and discuss what your personal preferences and needs
are.
You will receive information on suitable local programmes in your
area.
These programmes will range in price.
Some people may choose to join a local gym and often the
Green Prescription will give you a discounted membership rate.
You will get regular contact from the Green Prescription team to
support you with your exercise and wellness goals.

If you do not want to join Green Prescription but are thinking about
joining a local exercise group or gym Tracey is available to work with
your instructor or trainer to assist them with your programme by
providing them with the information they need to keep you safe.

Kidney Society PD BELTS – a simple, cost
effective solution to keep your catheter safe
Suitable for people who are sensitive to sticky tape
(or who have hairy bellies..)
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On the previous page, pouch closed with velcro strips, PD catheter
will lie protected inside. Below, pouch open for bag change. Note
the ‘buttonhole’ on each side to thread your catheter through.
Available from the Kidney Society in
the following sizes:
Small (60 cm waist)
Medium (80 cm)
Large (100 cm) and
Extra Large (over 100 cm)
Cost: $25 each, add $3 p&p per
order.
NOTE: the size you need does not just depend on your waist measurement – depending on where your exit site is you may need to
measure lower, or higher, as you will want to wear the belt close to
your exit site. Phone Brian at the Kidney Society, 0800 235 711 if you
are not sure what size you need. If you live in Auckland and would
like a home visit, he may even call in to show you how to use the
belt..
WE HAVE A FREE PATTERN AVAILABLE if you want to make your own.
To order belts and patterns, or for further information, phone
Gina at the Kidney Society, 09 278 1321 or 0800 235 711 to avoid a
toll call.

EXERCISE….Keeping it safe.
Are you planning to do some exercise?
Join a Gym? Get a Personal Trainer?
Exercise is meant to improve your lifestyle by
increasing your strength, endurance,
balance etc.
It is important that you talk to your trainer/instructor and let them
know your treatment and what you should avoid doing. In NZ it is not
part of the sport or exercise industry to learn about kidney conditions
and treatment and most trainers will be unaware of what exercises
may put you at risk.
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Tracey our Wellness Educator is happy to talk to you trainer or have
your trainer or instructor contact her with questions.
Tracey, Kidney Society Wellness Educator, 0800 235 711 TuesdayFriday
Tracey is a registered Exercise Professional. Find out what this is here:
http://www.reps.org.nz/members-search/

Know your KIDNEY numbers
Information for people with Chronic Kidney Disease
This is a new Kidney Health resource available on www.kidneys.co.nz
People with chronic kidney disease have a lot of blood tests and
urine tests. In “Know your Kidney Numbers” we talk about some of
the more important ones to help you understand your condition. You
can talk to your GP about the others.
Knowing what the numbers on your blood and urine test results
mean will help you learn more about your health. You can make
changes to your lifestyle and the numbers can mark your progress.
If you have kidney disease some of your results may be outside the
“normal range” but they can be considered acceptable for
someone with damaged kidneys. Your doctor or nurse will guide you
on what your own target should be.
Having the tests
Most tests don’t need any special preparation but, for those that do,
it is important you follow the instructions given to you. If you are not
given any instructions, you should still ask if there is anything you
need to do to prepare for the test. If you are unsure, ask your doctor
or practice nurse.
It is important that you have your tests done in the time frame your
doctor or nurses requests. It is one way they can keep track of your
health between appointments.
What are the numbers I should know?
Below are just a few of the tests you might have to check how your
kidneys are working. There will be many others mentioned here. The
more common ones are discussed here.
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Blood pressure
Blood pressure is the force of the blood against the artery (blood
vessel) walls as the heart pumps it around the body. When the blood
pressure is too high it can damage your artery walls and some of
your organs, especially your kidneys.
When your blood pressure is taken there are two numbers recorded
such as 130/70. Both numbers are important.
The first number is called the systolic pressure – this is the pressure in
the arteries as the heart squeezes out blood during a beat.
The second number is called the diastolic pressure – this is the
pressure of the blood in the arteries when the heart relaxes before
the next beat.
A normal blood pressure is considered to be anything less than
140/90. Your doctor will talk to you about your blood pressure and
whether you need to do something about it. Sometimes your doctor
will want your blood pressure to be lower than 140/90.
It is important to know that your blood pressure does change and
can be different from day to day.
Creatinine – normal range 45 -90 umol/L
This is the most common test used to measure kidney function.
Creatinine is a normal waste product from the breakdown of protein
in muscles which is removed from the body by the kidneys. If the
kidneys are not working well there is more creatinine in the blood.
eGFR test (estimated
>90mL/min/1.73m2

Glomerular

Filtration

Rate)

–

normal

When you have a blood creatinine test the laboratory works out the
eGFR from the same test. Many laboratories only report eGFR as >60
mL/min/1.73m² as results are not accurate between 6090mL/min/1.73m². An eGFR gives an estimate of the percentage of
normal kidney function that you have. For example an eGFR of 30
mL/min/1.73m² is equal to about 30% of your kidneys working. Kidney
function naturally declines with age and values below the normal
range may be entirely appropriate for some people
HBA1c (glycosylated haemoglobin level), common test for people
with diabetes- normal <41 mmol/mol
This blood test measures your average blood glucose over the
previous weeks and gives an indication of your longer-term blood
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glucose control. The test is used as a regular monitoring tool if you
have been diagnosed with diabetes. You should have this test every
3 months if you are diabetic.
Urine test for protein. (There are two tests that your doctor may have
done):
ACR – Albumin/creatinine ratio – normal <35 mg/mmol for females
<25 mg/mmol for males
OR
PCR – Protein/creatinine ratio - normal <40 mg/mmol for males
<60 mg/mmol for females
These tests check the amount of albumin (a type of protein) or total
protein in the urine compared to the amount of creatinine. The urine
protein test is a good way of picking up any kidney damage.
We recommend screening tests for chronic kidney disease in high-risk
groups, such as people with diabetes or high blood pressure. Kidney
disease runs in families and so close family members may also want
to have their kidney function tested. Being diagnosed with kidney
disease before it has progressed gives you the best chance to
control the disease. Knowing your numbers will let you know how you
are doing.
How to get your numbers?
Ask your Doctor or the Practice Nurse for a Kidney Check. They will
check your blood pressure and will give you a form to take to the lab
to have a blood test, to check how well your kidneys are working.
Ask for a copy of your results. These can be sent to you either by
email or post. Tell the person taking your tests that you would like a
copy. Ask to sit down and go through your blood results with your
doctor or nurse so you understand what they mean and check you
have the results correct and any areas you can improve on.
What other tests might you have on your blood form?
Urea - is a waste product produced in the liver and removed by the
kidneys
Electrolytes – these include • Sodium - is regulated by the kidneys.
Body fluid and electrolyte balance are important measures of kidney
function.
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• Potassium - is controlled by the kidneys. It is critical for proper
functioning of the nerves and muscles, particularly the heart.
• Chloride - is involved in maintaining the proper balance of body
fluids and the body’s acid levels.
Calcium - is controlled in the blood by the parathyroid glands and
the kidneys
Phosphate - is regulated by the kidneys. High levels may indicate
kidney disease.
Albumin - is a type of protein in your blood
Glucose - a measure of the sugar level in your blood.
Uric Acid - is a normal substance got rid of in the urine. High levels
can indicate gout, arthritis, and kidney problems.
Cholesterol - is a fat-like substance which, if high, can cause heart
disease.
Haemoglobin - is the amount of oxygen carrying protein contained
within the red blood cells. Abnormal levels may indicate anaemia
(low blood count), red blood cell breakdown, or vitamin
deficiencies.
Red Blood Count - the total number of red blood cells
White Blood Count - the total number of white blood cells. Abnormal
levels could mean an infection.
People in South Auckland are very lucky to have
dialysis houses to use to do their own haemodialysis.
Most people in New Zealand are not so lucky.
These two ladies, Rachael (left) and Aria interviewed patients using
the Kidney Society dialysis houses in South Auckland to find answers
to the question:

How do community dialysis houses
support home dialysis and meet the
needs of patients?
They have received a Lottery Health Research Grant for a study that will help them
understand how better to support patients
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and whanau at home and in community dialysis houses and how this
service can be further improved.
The results of this study will be shared through the Kidney Society
News, through publication and presentations at national and international conferences.
Leigh from the Kidney Society helped with the study by inviting people to take part, and to organise a time and place to interview
people who agreed to participate. Almost everyone was keen to
help.
Of course, the people using a dialysis house are the experts. That is
why they were invited to help Rachael and Aria with their study.
They were interviewed by one of the ladies and asked questions
about their choice of where they have dialysis and their experience
of having dialysis in a community house.
There will be no direct benefit from taking part in the study to participants personally, other than to know that they will be helping other
patients needing dialysis now and in the future.

Restless leg syndrome (RLS) and chronic kidney disease
Restless leg syndrome can disturb your sleep. If you
have chronic kidney disease (CKD), it can also disrupt
your dialysis time. The uncomfortable and sometimes
intense feelings in your legs can make sitting still for
your dialysis treatment unpleasant. You may want to
cut your session short because the feelings in your
legs are unbearable. Sometimes patients are unaware that the sensation in their legs is a medical condition and can be treated.
What is restless leg syndrome?
Restless leg syndrome (RLS) is a condition where you feel an uncomfortable sensation in your legs and are compelled to move them. It
occurs when you are trying to relax or fall asleep. You may get RLS
when you have been sitting or lying down for an extended period of
time, such as when you are on dialysis or sitting in a car or plane. The
uncomfortable sensations vary from person to person. Some people
report an itchy feeling, while others report a crawling or “creepy”
sensation. Restless leg syndrome can also be painful; the sensations
can feel like burning, aching or prickling.
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Moving your legs gets rid of these uncomfortable feelings. You may
find yourself walking or pacing, jiggling your legs and feet or tossing
and turning in bed to stop the RLS. The symptoms of restless leg syndrome are more pronounced at night, particularly at bedtime. This
urge to move your legs disrupts your sleep patterns. You may have
difficulty falling or staying asleep, which can lead to insomnia. During
the day, you may feel fatigued and irritated.
What causes restless leg syndrome?
RLS generally affects older people. However, there are some health
conditions that are associated with RLS. They include the following:
• Nerve damage from diabetes
• Chronic kidney disease
• Perhaps iron deficiency or lack of erythropoietin
Diabetes can contribute to restless leg syndrome. Diabetes can
damage tiny blood vessels and nerves. Often, people with diabetes
are told to carefully examine their feet for any outward signs of
damage because they may not be able to feel a wound or injury
due to nerve damage.
In the past it was thought that iron deficiency or lack of erythropoietin (epo) could be a cause of RLS. A common complication of chronic kidney disease is low iron levels or anemia. Healthy kidneys produce erythropoietin, a hormone that helps make red blood cells.
When the kidneys are damaged, they make little or no erythropoietin. With low iron levels and fewer red blood cells being produced,
anemia can develop in the early stages of kidney disease and get
worse as the renal disease progresses. Nearly all patients in end
stage renal disease (the point where dialysis becomes necessary)
have anemia.
Depending on the cause of your anemia (low epo levels, low iron
levels or a combination of both), your doctor will prescribe medication or supplements. Your doctor may prescribe EPOGEN® or Procrit®, which will add to the amount of erythropoietin your body
makes naturally. Your doctor may also have you take iron supplements, especially if you are taking EPOGEN or Procrit. Adequate
amounts of iron are needed in order for EPOGEN or Procrit to work
effectively. In addition to treating anemia, it has been shown in animal studies that epo stabilizes and/or prevents nerve damage for
those with diabetes. While the direct cause of restless leg syndrome
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isn’t certain, it is believed that treatment with epo and iron supplements still help treat RLS.
More recently studies have shown that restless leg syndrome may be
associated with low levels of parathyroid hormone (PTH). Because
people with kidney disease are at risk for bone disease, their doctors
will monitor their PTH level to make sure it isn’t too high. In patients
suffering from RLS a common trait was that they had low PTH levels.
Another common factor in those who reported having RLS was the
number of neurologic and psychiatric drugs that were administered.
Although it is difficult to know if either these drugs or low PTH cause
RLS, these findings are reasons for doctors to avoid over suppression
of PTH and to carefully consider the prescribing of neuropsychiatric
medicines.
How is restless leg syndrome treated?
In order to be treated for restless leg syndrome, your doctor must
make a diagnosis. Your doctor will rely on you to report any sensations you are experiencing. Sometimes people dismiss the feelings in
their legs as general discomfort, not realizing it is a medical condition.
Restless leg syndrome can be treated by your doctor with epo; iron
supplements; altering PTH treatment; changing certain antidepressants, cold and cough medications or anti-seizure drugs that
may be causing or enhancing RLS or may prescribe drugs such as
clonazepam or benzodiazepines to alleviate symptoms.
Your doctor may also suggest self-administered home therapies to
help you get a better night’s sleep. These might include:
• Massage
• Warm baths
• Warm/cool compresses
• Relaxation techniques
• Changes to your sleep environment
• Exercise
Many people find that massages, warm baths and compresses help
their RLS and are also relaxing, particularly before bedtime. Exercise
may also help you feel more tired so you can fall asleep faster.
Changes to your sleep environment may also help. A quiet, dark
room will have fewer distractions that can awaken or disturb you.
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If your restless leg syndrome is highly uncomfortable or painful, your
doctor may prescribe medications such as muscle relaxants and
sleeping aids.
Conclusion
Diagnosing and treating RLS is important so that you can get the rest
you need and have more comfortable dialysis treatments. Don’t be
afraid to tell your health care team and your doctor about any unpleasant sensations you are experiencing. They can make changes
to your treatment so that you can feel your best.
Reprinted from the davita website, www.daviata.com

Rollercoaster
Emotions

When people learn they need to begin dialysis, they typically
experience a flurry of emotions.
Often, the first reaction is shock or denial. People may feel numb or
fail to accept the reality of the situation. Anger, sadness, worry, and
guilt are also common. People may dwell on the past, wondering
what they could have done differently.
But the emotions aren’t always negative. People who knew that dialysis was likely in their future might feel a kind of relief now that they
have started. Some people, such as those awaiting a kidney transplant, might feel a strange mixture of emotions, including hopefulness, anxiety and fear.
No matter what you’re feeling, it helps to know this emotional rollercoaster is common. As you adjust to the dialysis routine, you should
start to feel more like yourself again. And as you continue on with
your life, there are steps you can take to manage sadness, worry
and stress.
Read the entire article here: https://www.apa.orghelpcenter/dialysis.pdf
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kidney society
Christmas
Raffle
Three fabulous variety hampers to be won!
Each variety hamper is full of wonderful goodies
and gifts to the value of $300 each.
Total prize value $900.00
Just 4500 tickets – buy yours today!
Tickets $1 each or $5 for a
book of 6.
To order your tickets, phone
Gina at 09 278 1321 or 0800
2357 11, or come and see us at
the Kidney Society, 5 Swaffield
Road, Papatoetoe.
Closes 14th December, drawn 17th December
2018, The Winners will be notified by phone.
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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 Hawke 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 1321 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
Hawke’s 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.
Other ways to pay: phone 0800 235711 for options.
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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https://choosingwisely.org.nz/
Effective communication between you
and your health professional is an essential part of good health care. You should
feel confident and comfortable in making decisions about your health and managing your condition.
Here are some suggestions to help you get the most out of your
healthcare appointments.
Before your appointment
Make a longer appointment if the problem you want to discuss is
complex, or you need to discuss several issues.
Prepare a summary of your health problems, prioritise the issues you
want to discuss, and make a list of questions as you think of them.
Let your health professional know if you need an interpreter or other
assistance with communicating.
During your appointment
You should expect to be listened to – and be given clear and adequate explanations of your condition, any recommended tests,
treatment options and the expected results.
When you describe your problems, be as accurate, complete and
honest as possible.
If your health professional recommends a test, treatment or procedure and you are not clear of its purpose or benefits, you may want
to discuss this.
Asking the following questions around potential tests or procedures:
•

Do I really need to have this test, treatment or procedure?

•

What are the risks?

•

Are there simpler safer options?

•

What happens if I do nothing?

If you don’t understand anything, tell your health professional - and
ask them to repeat or clarify the information until you do understand.
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If you don’t feel confident about your appointment, take a family/whānau member or friend with you.
Take notes if you think you may have trouble remembering important details (or ask your health professional or support person to
take notes for you).
If you want to know more, ask your health professional for some written information, or suggestions of where you might find it.
After your appointment
You may want to make a follow-up appointment to ask further questions, discuss continuing issues or talk to your health professional
about your decisions after you’ve had time to consider the options.
If you want to discuss the issues with another health professional,
don’t hesitate to get another opinion.
It’s OK to ask questions
If you have questions about your symptoms or the medicines managing your symptoms, speak with your health professional.
Fundraising 14th July to 20th September 2018
Subscriptions
Member donations
In Memoriam donations
Total

$ 560.00
$ 2829.00
$ 200.00
$ 3589.00

In Memoriam Donations
Donations were received In memory of Leonard Patrick Hunter (Pat).
These gifts, like all donations and gifts made in someone’s memory, are
used with care towards our services for people with kidney failure.

A big thank you to our sponsors and supporters:
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