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“helping people with kidney failure get on with life

Read ‘the Story of Lile and Pesa inside!
The Kidney Society News is proudly
supported by TP Onin, our printers
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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.
Leigh our Social Worker
can talk to you about
“kidney failure and you”,
money, family, housing
and many other practical
matters.

Gina our Office Manager is in
charge of running the office,
the community houses, raffles,
events organising and general
administration.
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 how it 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 is back at our dialysis houses! Not to do the
cleaning, but to keep an
eye on things, teach new
patients how things work
at the houses etc.

We have very much enjoyed
having Otto Matau-Ulberg our,
Community Support
Co-ordinator and Anne
Henry, our second Community
Social Worker as part of our
team since early last year.
They will both be moving on to
‘try something new’ soon and
we will miss them. We wish
them the very best for the future.

Sue Thompson is our
Accounts and Admin
Assistant. Sue also answers the phone and
works closely with Gina in
reception.

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

Contributions to the Kidney Society News are always welcome. To be in
time for the next News, please get your contribution in before
Friday 23 March. Views expressed in the News are not necessarily those of
the Board or staff.

2

Pre Dialysis Education, Orewa
with the Waitemata Pre-Dialysis nurses and Brian
from the Kidney Society
Wednesday 7 March, 10am - 2 pm
Masonic Hall, 103 Centreway Road, Orewa
For information contact Babu the Pre-Dialysis Nurse Specialists,
09 440 6981 I Ext: 48981 Babu.ramalingam@waitematadhb.govt.nz
or email brian@adks.co.nz

Pre Dialysis Education, Taupo
with the Waikato Pre-Dialysis nurses and Brian
from the Kidney Society
Tuesday 13 March, 10 am – 2.00 pm
St Pauls Church, Tamamutu Street, Taupo Town Centre
For information contact the Pre-Dialysis Nurse Specialists, either Mark
Hodge on mob. 021 759 561 or Sue Goddard on 021 246 0931 or email
brian@adks.co.nz

Home Visits in the Taupo area:
Turangi, Taupo, Tokoroa, & Putaruru
Monday 12 to Thursday 15 March
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 20 March, 9.30 am – 1.30 pm
Friends Building, Auckland Botanic Gardens
102 Hill Road, Manurewa
For information phone Nogi, Pre-Dialysis Nurse Specialist,
ph (09) 276 0044 ext 2246
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Home Visit in
Matamata, Morrinsville, Waharoa and Tirau
Wednesday 11 and Thursday 12 April
If you would like a visit, phone us on 0800 235 711 or email
brian@adks.co.nz

Transplant Meeting, Hamilton
With the Waikato team and Brian from the Kidney Society

ALL ABOUT KIDNEY TRANSPLANTS
(getting on the waiting list; deceased donor and live donor
transplants; surgery and aftercare)
Are you hoping to have a kidney transplant?
Are you thinking about donating a kidney to a partner, relative or
friend? Then this is your opportunity to find out what you can do to
help make this happen.
Wednesday 11 April, 7 – 9 pm
St Andrews Church Community Centre (The Link)
Cnr River Rod and Te Aroha Street, Hamilton
102 Hill Road, Manurewa
For information contact Brian at the Kidney Society, 0800 235 711 or email
brian@adks.co.nz

If you get stuck…

you can call the Kidney
Society for free: 0800 235 711.
 If you cant’ get the answers, the information or help you need:
 from a doctor, nurse or other health professional
 from Work and Income (WIINZ), ACC, Needs Assessment
(NASC) or another Government department,
 if you do not understand what they are saying
 if you don’t know what to do next,
 If you have a letter you do not understand
CALL US! Sometimes we can help you find ‘the words’ to use’ or ‘the
questions’ to ask. If necessary we can speak on your behalf or
maybe go with you to an appointment.
Do NOT IGNORE Letters addressed to you from NASC or WINZ or ACC.
If you do, the help you are getting may be cancelled or stopped.
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The Story of Pesa and Lile
… and a memorial
tribute to
Dave Lilley,
Dialysis Technician/
Renal Physiologist
who started
Community House
Dialysis in South
Auckland in 2001

Lile (on the left) and Pesa with Anne (social worker) who
recently talked to them about their experiences

Dave Lilley

Community House Dialysis in South Auckland started in 2001 in the
bedroom of an unused flat at the back of the Kidney Society Centre.
Dave Lilley, a dialysis technician who had worked at the Middlemore
home haemo training unit since the late ’80’s, was looking for a solution for the shortage of centre dialysis space at Middlemore.
He came up with the idea of using our bedroom for one of his patients who was fully home haemo trained and able to dialyse solo,
but couldn’t do it at home.
This was another opportunity for the Society to help someone “get
on with life”, so, sometime in 2001 ‘John’ started dialysis at the Kidney
Society and independent community haemodialysis was born.
When John had a transplant there was, at the time, nobody else
who wanted to dialyse with us, and we converted the bedroom to
storage. However, we held on to the flat’s lounge ‘in case we needed more office space’.

Back to Dave… and sure enough….
In no time we had Lile and Pesa dialysing in their “little house”.
These two Pacifica women were the first people to use what was
called ‘The Flat’ behind the Kidney Society Centre. It was one room
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with two machines, and to Pesa and Lile it was ‘their little house’ for
quite some time.
They treated the place like home, bringing in pictures and ornaments, sweeping and cleaning and looking quite different from your
average hospital dialysis patient.
Both Pesa and Lile had started on CAPD and this was not a nice experience for either of them, lasting only a few months.
They both managed Self Care Haemo at Middlemore’s Western
Campus and with their usual expertise Dave Lilly and Jill the trainers
managed to start them on their journey to Home Haemo.
Both ladies had young children and could not manage the machines at home so the Kidney Society, in partnership with the Middlemore Unit, installed two machines in “The Flat” and the ladies
went there together.
Pesa and Lile
supported each
other and got to
the stage where
the first one to
arrive would set
up both machines. Laughter
was their answer
to everything
and still is. Being
on Home Haemo
gave them freedom. They were
Pesa and Lile in their ‘little house’
both initially
scared of the machines but they were determined to live a good life
with their families.
The first ‘real’ Kidney Society Community House opened on 23
March 2005. Pesa and Lile happily moved there - the nurses were
close – so they felt safe and although they called for help quite a bit
initially they soon settled and the calls were less frequent.
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Pesa stayed at the house for 1 year then took a machine home. She
continued Home Haemo for 10 years, then had a Transplant in 2015
and she fully appreciates the changes it has brought her.
Lile took her machine home after 2 years at the house. She decided
to have Christmas 2002 on
Haemo at home and continues to dialyse there now.
Both ladies said if it had not
been for the Community
Houses they would have
never done Home Haemo
and Lile would have been in
centre for 23 years.
The house gave them the confidence to try - they slowly learned
that they didn’t need nurses to be on hand, but their companionship
played an integral role for them as being young Pacifica women,
that level of responsibility was immense and their learning together in
a safe homely place gave them insight into how to get to dialysing in
their own homes.
Once they were at home their world was smaller - they didn’t have
the companionship and much less contact with people who knew
what they were going through. They used the monthly check-ins at
the Unit as a social occasion. Home was still better though.

Next, Travel Home to Tonga!
Lile says that being at home made her learn how to look after herself
– IN ALL Ways- Food – Meds – Dialysis – Mobility. This meant she could
go home to Tonga for a short holiday.
When the flight home was delayed she was able to be safe and stick
to her limits and hold out till she got home. She was prepared with
extra meds and “that stuff for Potassium” so was straight on the machine when she got home.
Pesa too got stuck for a week in the islands but only had to take off a
litre when she got back as she had been “a Good Girl”, telling her
story with the wonderful laugh that went with this comment.
Reminiscing with Pesa and Lile was amazing - they have so many
memories of people they met over the years and so many have
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gone now. It brought home to them
how well they have done and that
their journey was based around how
the Community Houses helped give
them the confidence and ability to
be independent and eventually do
Home Haemo at their homes.
Lile and Pesa were interviewed by Leigh
our Social Worker, and Anne Henry who
was a renal social worker at Middlemore and now the Kidney Society.
Lile at home today

Happy New Year!! 2018 is here!!
The start of a
new year often
inspires us to
make positive
changes in our
lives. Popular
resolutions are to
lose weight, improve overall
health, eat
healthier and
exercise more.
If you have set any of these goals for 2018, here
are a few simple tips to help you get started.
If you are overweight, weight loss can help improve your blood pressure and blood glucose control. But, it is very important that you do
this in a slow and healthy way. Fast weight loss in people with Chronic Kidney Disease can be very risky.
Avoid high protein, very low calorie or detox diets, especially if you
are at the pre-dialysis stage, as they may speed up kidney failure.
Here are some tips to help with healthy weight loss.
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Make healthy food choices:
•

•
•

•
•
•

•
•
•

Make plain water your first choice over other drinks. Water
contains no energy (calories), unlike sugary drinks, juice and
alcohol.
Eat breakfast every day. This fuels you for the day ahead
and helps control your hunger later in the day.
Choose wholegrain varieties of foods (e.g. brown rice,
wholegrain bread, oats, wholemeal pasta). These are high in
fibre, which is great for gut health and helps to make you feel
fuller.
Limit your intake of added fat and sugar. They give you extra
energy (calories) that you may not need.
Cut the visible fat off meat and remove skin from chicken, to
reduce your fat intake.
Eat slowly. It takes 20 minutes for your stomach to tell your
brain it is full. If you eat too quickly, you can end up eating
more than you need.
Eat smaller portions. Use smaller cups and plates to help with
this.
Eat regularly. Skipping meals will only make you hungrier later.
Keep takeaways and high-energy snack foods (e.g. chippies, lollies) as treats only.

Sit less and move more:
•

Be as active as possible.

NOTE: THE KEY IS ‘AS ACTIVE AS POSSIBLE’’!! Some of the advice in
this section is fine for your family, or if you have a transplant, or you
are a very fit person on dialysis. Do little bits at a time, build up slowly, and contact Tracey at the Kidney Society, 0800 235 711 if you
want some help finding the activity that is right for YOU!!
It’s not HOW MUCH you do, but that you do SOMETHING that counts!
•

•
•

Break up long periods of sitting. If you need to sit for long periods of time, stand up and stretch or walk around for a few
minutes every hour, ideally more often.
Aim to remove 1 hour of sitting time from your daily routine.
Aim for 10,000 steps/day if you have a pedometer, watch or
smartphone app to track this.
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•

•
•
•
•
•

Limit the time you spend in front of a screen (e.g. TV, computer, game console or tablet). This will give you more time
for physical activity.
30 minutes of exercise per day is recommended. More is
even better.
Choose an activity that you enjoy, so you are more likely to
do it regularly.
Ideally, get a mix of cardio, strength and flexibility exercises
over the week.
Make activity fun and social. Join a group or exercise with
family or friends
When you are tempted to skip a workout, just start exercising
for a few minutes. Starting is often the hardest part!

Get enough sleep:
Lack of sleep can prevent you from achieving your food and exercise goals. A tired brain makes poor choices. You are more likely to
skip an exercise session or give in to food cravings when you are
tired.
•
•
•
•

•
•

Aim to get 7 -9 hours of sleep each night, to ensure you are
well rested.
Sleep in a dark room.
Try not to let screen-time activities (e.g. TV, surfing the net,
electronic games) lure you in to staying up too late.
Aim to go to bed and get up at the same time each day,
even in the weekends. This helps your body get in to a routine.
Switch off screen time activities for at least 1 hour before bed,
to help your brain prepare for sleep.
Caffeine can stay in your system for more than 5 hours, so
keep your intake of caffeinated beverages to earlier in the
day.

Making change happen:
•

•
•

Be prepared and plan ahead. Make your lunch, so you
aren’t tempted to buy unhealthy options. Pack your exercise
gear the night before, so you are ready to go!
Keep track of your progress e.g. weight loss, food intake, exercise done, hours of sleep.
Set yourself small, achievable goals.
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Discuss your goals with family or friends, so they can help you
keep on track.
References:
•

Eating and Activity Guidelines for New Zealand Adults, Ministry of
Health, Oct 2015.

Recipe:
Fresh rice paper rolls
These are a great low fat and
healthy snack, or serve them as an
entree.
Ingredients:
• 80g rice vermicelli noodles
• 1 medium carrot, grated coarsely
• 1 medium cucumber, deseeded and finely sliced
• 1 medium red capsicum, finely sliced
• ¼ small chinese cabbage, finely shredded
• ½ cup coriander leaves
• ½ cup mint leaves, whole
• 12 x 22cm rice paper sheets
Dipping sauce (optional)
• ¼ cup caster sugar
• ⅔ cup water
• 1 birds eye chili, halved and sliced (optional)
• ¼ cup lime juice
• 2 tsp rice wine vinegar
• 2 tsp gluten free soy sauce, reduced salt
Method:
1. Soak noodles in boiling water in a large heatproof bowl for 5
minutes; stir to separate strands, then drain. Use scissors to cut
noodles into shorter lengths.
2. Place noodles in a large bowl; drizzle with 2 tbs of the dipping
sauce. Add vegetables and herbs; toss to combine.
3. To assemble rolls, place 1 sheet of rice paper in a medium
bowl of warm water until just softened. Lift sheet from water
carefully; place on a board covered with a clean tea towel.
Place ⅓ cup of mixture across lower part of the sheet, in a
neat horizontal pile. Fold bottom end over, then sides and roll
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up tightly. Place on a platter. Repeat with remaining rice paper sheets and vegetable filling.
4. To make dipping sauce, combine sugar and water in a small
saucepan over low heat. Stir until sugar dissolves. Add chili;
bring to the boil. Reduce heat slightly and simmer for 5
minutes. Pour sauce into a heatproof bowl; cool. Stir in remaining ingredients.
Recipe sourced from www.sanitarium.com.au
Kim Abbott and Danni Irvine
Waikato DHB (on behalf of the arrd)

Helping each other
Supporting the Society in whatever
way you can helps us help the
nearly 3000 kidney patients and
families who use our services.
Whether you make a donation, sell or buy raffle tickets, send us items
for raffle prizes or old towels for our houses – all gifts SMALL AND BIG
are much appreciated.

However, costs are going up all the time, so:
If you want to help the Society help your fellow patients,
DONATIONS ARE NEEDED AND ALWAYS WELCOME!
Being a subscription paying Kidney Society
member is a way of saying “this is my Society,
I’m proud of being part of it.”
Last year people receiving the News contributed $32,891 in subs, donations, in memoriam
donations and raffle sales towards the cost of running
our support services. Just wonderful, thanks everyone for your help! If
you would like to become a paying member at $20 a year, you can
do so on the website http://www.kidneysociety.co.nz/subscriptions/
or send $20 with your name, address and phone number to Kidney
Society, P O Box 097026 Manukau City, Auckland 2241
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An Inspirational Talk
by Dr John Collins
In December Leigh and Nora
were invited to join Auckland DHB
PD patients and families for a Meet
and Greet event at the Greenlane unit. What a great meeting! Lots
of people, lots of information, and lots of chats afterwards (with
great food!)
One highlight for us was a talk by Dr John Collins, and with his permission we print it here for everyone to read.
“I was asked to give an inspirational talk today. When I thought
about this I realized that it is each of you that inspire me. And every
one here has a unique story to tell.
Philosophers tell us we learn more from what goes wrong in our lives
than our successes. I failed an important clinical exam when I was
starting to train as a specialist. It forced me to relearn how to properly assess patients. At the time I didn’t know what sort of specialist I
wanted to be and so I was assigned to a medical service that would
be supportive while I was preparing for the exam. That service was
Renal - I knew nothing about it when I arrived and after 3 months realized that this was what I should be doing – and that was almost 40
years ago.
This transforming experience was minor compared to the reality of
kidney failure which each of you has confronted either as a patient
or a caregiver. This is because kidney failure and its treatments affect
every part of your life, not just your sense of wellness and freedom
from pain, but your ability to do things, to work, to have fun, to have
sex, to enjoy being with your family and friends. Dialysis keeps you
going but it only replaces a small part of kidney function. Some feel
like they are living in a fog on dialysis and I have talked to patients
soon after transplant who tell me that it is like the fog has disappeared and everything has become clear.
For most people who first hear that they have serious kidney problems it is quite hard to believe. It is a bit like somebody close to you
has passed away. It just can’t be, but it is. We are all very different in
the ways we live, our backgrounds, our relationships, our education
and experiences. And so each person comes to terms with kidney
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failure and dialysis in their own way. Discussions occur with doctors
and nurses, dieticians, social workers, other patients and the internet
and the kidney society. There’s lots to learn, to read, to see and then
experience.
And it takes quite a long time; weeks, months and even years to gain
a complete grasp of kidney failure, its treatment and its other effects.
Some people with kidney problems have other serious issues, perhaps because of diabetes, or heart problems - others just have kidney failure by itself and that alone can take over your life. At some
point each of you has faced a hard reality that you need dialysis to
feel well and survive longer. I have yet to face such an experience
and I am not looking forward to it. Most of us would prefer to take a
pill and get better. But at some point you discover the truth, that the
whole business of dialysis turns out to be quite demanding, and not
just dialysis – there’s the fluid restrictions, the diets and the pills. It isn’t
any wonder that some people decide not to do it at all.
But the will to live is very strong and most of us have goals we still
want to achieve. Each of you have got on with your life and found
new ways to make sense of things.
I often wonder why some people seem to cope better than others?
I wish I could write prescriptions for coping on dialysis and hand them
out to everyone.
I have thought of many reasons. Some are fortunate to have a partner who steps up to support them. Some have broad family support
which makes a great difference. Being well in other respects helps a
lot. Most successful dialysis patients find a way to live a life that is
worthwhile. Dialysis supports their life-style rather than the other way
around. Some people develop new interests and activities that work
in with their dialysis schedule. Keeping physically fit makes a very big
difference. Artistic people often find novel ways to express their feelings about what is happening to them.
I remember a person I will call Anne. She was from Southern Africa.
She became very involved with the Kidney Society. She was a gifted
cartoonist and drew many very funny cartoons about life with kidney
failure. Or another person I will call Raj, who presented us with a
framed canvas on which all the devices used in PD were artistically
glued and then painted over.
You might wonder how long you can stay on PD. You have heard,
and it’s true, that some people need to move to Haemodialysis
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down the track. But it is quite variable. Dave, not his real name, was
a carpenter with a non-diabetic kidney disease. He used to ask me
that question regularly. On PD he continued to work as a carpenterhe didn’t want to be on the transplant list. He was very careful with
his PD and continued on the treatment for 17 years without a serious
dialysis complication.
I thought I would also mention a little about my first experience with
PD in 1978. Mary from lets say - a rural town - couldn’t do Haemodialysis so she needed PD. But there were no permanent soft catheters
then and PD fluid was in bottles. She came each week for 2 days of
treatment and each time needed a new stiff plastic catheter
placed in her abdomen. We were very excited when a company
called Travenol (later called Baxter) introduced plastic bags of PD
fluid and another company marketed soft Tenkhoff catheters. Suddenly she could do her own treatment at home and her life was
transformed. Now of course we have machines to do overnight PD
and different types of fluids with better connection systems. Peritonitis
is much less common but can still be very serious if it occurs.
Finally, what about the future? On my sabbatical a few years ago I
worked with AWAK (Automated Wearable Artificial Kidney) in Singapore. This company developed a wearable sorbent-based PD device about the size of a women’s shoulder bag. It uses a different
approach from conventional dialysis. Small volumes of fluid are
pumped in to the peritoneal space for 10-15 minutes, then drained
out and purified of waste in the AWAK device and pumped back into the patient again. It has been undergoing its first human trials this
year. There are other innovative PD approaches being developed.
So in 10 years PD might be quite different from today’s treatments.
What about your future? My advice is to live each day as well as you
can, this is the only day you have. And prepare for whatever tomorrow brings.
Thank you for listening to me.”
John Collins
About the poem on the next page, Nicki is the lady referred to by John
as ‘Anne from Southern Africa’. Nicki is no longer with us, but I know that
she would love to share her poem with you all!
Nora
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The Trouble with me was my water….
A light hearted look at kidney failure
Poem by Frances Webber, drawings by Nicki
Webber, ‘the patient’

The trouble with me was my water –
My kidney were seizing you see –
My skin had turned ever so sallow!
Oh! I did feel so sorry for me!
I was lumbered with itches and headaches
My hair it just hung there, all lank –
When someone announced ‘time for dinner!’
They tell me I always looked blank!
My daily total of cat-naps
Exceeded that of an elderly cat –
That of my day’s liquid output
Resembled that of a very small gnat!
Then came the day when I
puffed up,
Like a boiled suet pudding, ‘t was said
And the fluid all flooded within me
And I choked as I lay in my bed.
Amid all the great consternation
As the family gaped dumbly at me –
The Doctor gave one look and ordered
(And no one did dare disagree!)
“Into the Best Kidney Unit
This patient of mine must go fast
Despite all my time and attention
Her kidneys have packed up at last!
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All frightened and fearsome were family
All frightened and fearsome was me!
But into the Best Kidney Unit
They took me for treatment all free!
Ill though I was feeling and anxious
And shaking inside though I was
I’ll never forget my reception
At Best Kidney Unit, because
With skill and with kindness quite boundless
They cheerfully coped with me there
As they searched all the critical factors
I experienced the kindest of care.
Dialysis was a thing that happened
To someone else – of that I was sure!
It could never be happening to me now
But I had read about it before –
No – never to me – said my nightmare
As half of me consciously saw
Contraptions all running like clockwork and
Tubing that looped into more!
No use hiding the fact I was shattered
And decided it wasn’t worthwhile –
But it didn’t take long for the treatment
To bring back a permanent smile!
When finally I was promoted
To a program all running at home,
I experienced a wonderful freedom
Although not too far could I roam!
Oh! Life’s such a serious matter
With a houseful of Kidney Machine
Our special one is called Herbert
He’s part of our close family scene!
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He rules with precision and patience
He will not be hassled or rushed!
Just sits there contentedly whirring
Refusing at all to be fussed!
He keeps us completely in order
Rings alarms if he is ever displeased!
He knows he’s the ruler incumbent
And life-giving to the diseased!
Sometimes I am unkind to Herbert
And have called him a very bad name!
But he winks with his lights, oh! So calmly!
And he sits there ignoring my blame –
He insists on a prominent place too!
With due deference, not to say, praise!
And he supervises my life now
While I’m getting used to his ways!
For where would I be without Herbert
To flush from my body the dross!
If he went for only a week now
His going would sure be my loss!
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Fundraising and Support
Your fundraising, 20 September – 16 November:
subscriptions
Member donations

$ 612
$ 1,911

Donations were received in memory of Betty Lewis
and in memory of ‘all Kidney Society clients who
have passed away ’ from an anonymous donor.
Raffles
Total

$10,405

$ 692
$ 13,620

Since the last News we received
the following grants:
Pelorus Trust $2,000 for postage paid envelopes, Milestone Foundation $6,000, Trust Waikato $12,000 for services in the Waikato region,
Four Winds Foundation $15,000 for salaries & Ted & Mollie Carr Endowment Trust $20,000 for operational expenses It is wonderful to get
so much local support throughout the region we cover. Thank you
everyone!

The stories below have been contributed ‘by someone’ who read
them ‘somewhere on the internet’ to share in the News. We don’t
know exactly where they came from, but hopefully the people telling their stories would not mind them being shared with you.

Why do I Work On Dialysis?
“It’s important to me to be able to work – I enjoy working as much
as my body will allow. Through the years, I have had several different
jobs such as gas station attendant, security guard, cashier at a convenient store, and in fast food. But I would have to say the job I enjoyed the most was driving a taxi. I had the opportunity to meet different kinds of people and made so many new friends. “
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Christopher R: “I am 86 years old and on haemodialysis. During the
months of April thru November, I work for our County Appraisal Review Board. This is intense work and can be emotionally draining. I
love the interaction with people. I heartily recommend that you do
something, if you are physically able, either for pay or as a volunteer,
that will involve you with the working public.”
J. B.: “I was fortunate that my job could be done anywhere I had my
laptop and the internet. I could work from the centre while I was receiving treatment. This was okay, but things got better when I started
doing my treatments at home. When doing short daily home treatments and working full time, my suggestion/tip is to save one day a
week (either Saturday or Sunday) where you don't work and don't
do a treatment. “
Vicki I. “ I worked full time while on in-centre haemodialysis. The clinic
I go to has a first shift that starts at 4.30 am, which worked best for my
schedule. At first, I really struggled with the work/dialysis life balance.
I used to power through – trying to work through the fatigue. I didn't
want anyone to see how weak I was. But, I started to open up about
my disease and let my co-workers know what I was going through
and it got better. I enjoy my work more, but I realize that it's just work.
If I need a day off because I feel bad after dialysis, then I just take a
sick day.”
Christabel A. “Unfortunately, I had to give up medical practice due
to dialysis. I trained to become a medical coder, but, due to my
commitment to dialysis, I have had a nearly impossible task in trying
to find a position.”
Mark B. “The thing that helps me to continue working while on dialysis
is how I feel getting up, going to work, and staying active instead of
staying in the house. It helps me physically and mentally to interact
with people at my job. I religiously watch my fluid intake, since too
much fluid equals bad treatment days and not feeling like going to
work.”
Sidney M. ”I work full time as a self-employed massage therapist.
What I do to be able to keep working is making sure my dialysis
schedule is first thing in the morning, so my day is free after that. I also
watch my diet and take my medications. I also exercise regularly
and take short 20 minute naps when I need them.”
Patty W. “Working while on dialysis isn't always easy. You have to
know your limitations and stick to them. Working does help with the
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depression and anxiety I've had since I started dialysis. It gets me out
of the house and I get to feel normal for a while.”
Lennette: “ Working boosts my self-esteem and gives me a sense of
well-being and pride. I enjoy the relationships I have with those I work
with and the support and love they show me.”
Melanie L. ”I’ve been on peritoneal dialysis for 3 1/2 years. At 82
years old, I am still farming. I have 125 beef cows and also raise alfalfa and grass hay.”
Jake F.” I am on home dialysis, work fulltime, and am pursuing a MBA
in nonprofit management. I have found it’s important to create relationships at work and be willing to let others know how I am feeling
and what I need. I have found that many are willing to act with
compassion and empathy but are unfamiliar with what I am going
through. It is my responsibility to inform and ask for help. This is not always easy but I have found the rewards to be great. “
Information in the News and Kidney Society
leaflets is intended to interest and inform.
Your doctor, nurse or dietitian are the only
people who can give you the medical and
dietary advice that is right for you!

It seems that almost everywhere in New
Zealand there is a major shopping centre now. Whether you enjoy shopping or
not, going t a mall does make you have
to walk!
In fact, a trip to your local shopping
centre and walking from one end to the other and back to you car
can add up to almost one kilometre for many of our larger centres!
There are many other benefits to using the malls for your walks.
Mall walking has become a very popular way to exercise especially
in America and Australia.
•

You can exercise without fear of tripping on uneven pavements,
of dogs bounding up and knocking you over or children on bicycles suddenly zooming past and scaring you.
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•

•
•

•

At the mall there are regular places to sit down if the pace gets a
bit tiring, there is a regular supply of window shopping, there is
plenty of good company and you do not have to worry about the
weather either, it does not matter if it is hot, cold and wet outside.
And, of course, there are toilets nearby, which is a plus.
Most malls are open from 9 am through to late which can make
it a safe place to walk. Some malls also offer earlier opening
times for walkers and some even have organised walking groups
and times. Malls also make it safe for you to walk on your own as
you will have people around you, and there is security and first
aid in case anything happens.
Also it is a good place to set achievable goals. You may not
make it all the way to the end and back to start but you can
slowly build up over time, using seats and stop spots as you need
to.

When I talked to some mall walkers they said many of them started
with struggling to walk a single lap to now walking up to eight laps in
an hour!
Some of the shopping centres cover very large areas, for example if
you parked your car at Pak ‘n Save at Botany Town Centre and
walked all the way down to New World and back to your car, it is
1.5 km!!! From one end to the other of Sylvia Park is ½ km.
Below we have a list of malls that have FREE organised programs.
However you can go at anytime to use the mall - but maybe leave
the wallet at home to stop yourself from wanting to spend money!!
There may be a mall in your area that has a programme that we
haven’t mentioned or perhaps you want to contact your local mall
and start a programme, let us know if you have information to share.
If you decide to start a mall walking programme, let us know how
you go. We love hearing from you.

Lynn Mall Kiwifit

is a free community walking programme

Monday and Wednesday morning from 6.45 am – 8.00 am before
the centre opens.
 Free to join
 Receive a special members discount card
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Sylvia Park’s Kiwifit members meet two mornings a week and
walk and exercise their way around the centre under the guidance
of trained professionals from Configure Express.
 Receive discounts from supporting retailers.
 Social events for members
Days: Tuesdays and Thursdays
Start: 7.15 am – 8.00 am
Meet: Open area in front of Hoyts Cinema

Centre Place Hamilton
 FREE Kiwifit Yoga
Every Tuesday and Thursday 7.45 am – 8.30 am
Get your day started off right with a FREE 45-minute yoga class suitable for all fitness levels. Yoga instructor Lashara Lim will take you
through a balancing and energising session that will leave you feeling great. Yoga mats are provided and showering/changing facilities are available along with filtered water to keep you hydrated.

Sport Auckland Green Prescription
Walking Groups (FREE)
Westfield Manukau Mall
Thursdays 7.30 am-8.30 am Westfield Manukau
(Through doors by Postie Plus & meet at Muffin Break)
Contact Brooke on (09) 623 7924

Botany Town Centre
Mondays 8.30 am – 9.30 am
Contact Reishma (09) 6237923

Pakuranga Mall
Wednesdays 7.30 am-8.30 am
Contact Jemi (09) 623 7958
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Milford Mall
This mall unfortunately no longer has an organised walking programme but they are open to the public from 7 am -10 pm.
Staff at the centre said the toilets are open, security is there and it is
a very safe place for people to walk by yourself.
There may be a mall in your area that has a programme that we haven’t mentioned or perhaps you want to contact your local mall
and start a programme. Let us know so we can share it with other
readers! For more information phone or text Tracey our Wellness Educator 0800 235 711 or email tracey@adks.co.nz

TOP 10 Foot Fitness Tips…














Take a few minutes everyday to check your feet it only takes a
few minutes and you can do it sitting down. If you cannot get to
your feet or you need someone else to do this for you ask your
GP, nurse or a family member to help.
Walking is the best exercise for feet.
But if your feet are a problem then walking is usually not as easy
as it should be.There are a lot of seated foot exercises you can
do daily to ensure improved circulation and even strengthen
your feet!
Wear clean and hole free socks
Wear foot wear outside at all times
DO NOT WEAR JANDALS to do any type of distance walking or
activities other than around your home. Jandals cause a lot of
foot problems.
Invest in at least one good pair of supportive shoes and do not
share other people’s shoes.
If you have problems with your feet get your nails
cut by your podatrist or ask your diabetes nurse
for help with this. Many have foot clinics in your
area that are suitable.
If using a local pool or shared showers wear jandals or aqua shoes to stop you picking up any nasty bacteria
that are left behind by others.
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If in doubt, have it checked out. A small cut, blister or bumped
toe can turn into something much BIGGER very quickly.

If you would like a foot exercise program for improved circulation or
strength our Wellness Educator Tracey can assist you to get your feet
back in step! 0800 235 711 or tracey@adks.co.nz
There are nice ideas for ‘Homemade Fast
Foods for Kidney Diets’ on the Davita Website.
You can also download recipes and entire
cookbooks from that site for free! We are very
lucky to have free access to lots of healthy
and interesting meal ideas, thank you Davita!
https://www.davita.com/recipes/recipecollections/homemade-fast-foods-for-kidneydiets/rc/9303

or simply google Davita homemade fast
foods, or Davita recipes
https://www.davita.com/recipes/recipecollections

Some people treated at
kidney clinics start dialysis
in the emergency department
because they did not talk to their nurse!
When that happens all the planning and preparing that has been
done to help you start dialysis with as little stress as possible goes to
waste, and emergency starts can further damage your health.

Nurses are not mind readers and especially in the
pre-dialysis time things can change quite suddenly.
Sometimes when our Kidney Society staff phone or visit pre-dialysis or
supportive care patients at home, patients say that they have become rather unwell since their last clinic appointment.
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Often they have another appointment scheduled and sometimes
they say: “I do not want to bother my nurse, I can wait till my next
appointment.”
Sometimes they have been to see their GP but a family doctor is not
a kidney specialist – that’s why you have a kidney nurse!
•

You have your nurse’s phone number for a reason: to contact
him or her for information or advice about what to do, so call!!.

•

If you feel ill, phone your nurse and talk about it – and tell the
truth!
If it’s bad enough to tell Kidney Society staff, you should definitely
call your nurse!

There are no clear rules about when people should start dialysis – it
varies from person to person.
However, as a general guideline when you feel unwell and don’t
know what to do, this is what the Home Dialysis Central website says
about when to start dialysis:
New evidence says dialysis should start by a GFR of 6, or sooner if
there are symptoms.
Start dialysis or get a transplant (if uraemia is present).
http://www.homedialysis.org/life-at-home/articles/when-to-start-dialysis

Uraemia is a build-up of wastes in the blood. As kidneys fail, this buildup of wastes and excess water in the blood causes symptoms, like:
•
•
•
•
•
•
•
•

Overwhelming fatigue
Itchy skin (the itching may be so severe that it can wake you up
at night)
Swelling in your hands, feet, or face
Loss of appetite, nausea, vomiting, eating less (or no) protein,
"metal" taste in your mouth
Feeling faint or dizzy
Trouble with mental focus
Feeling cold when others are warm
Shortness of breath

If you decide to start dialysis, it may help to know that it's common to
feel overwhelmed and even scared at first. It's a big change in your
life. But if you choose to start dialysis, you can make good choices in
your lifestyle to help you get the most benefit from it.
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I suppose you could call me one of the lucky
ones but from my end it was a natural
progression.
I was diagnosed as chronic renal in 2004 and thru the Waikato Renal
service my sister and I were matched up for a live donor transplant
for when the time came, Thanks Sis. My condition deteriorated in
August 2016 and just as planned, Auckland performed the transplant
in October 2016.
Seems simple enough but as all renal people know there is a lot that
goes on in the background to make these things happen and as I
caught up with Brian for the final time last month he suggested I
write this piece.
I would like to thank firstly my Sister, without her kind gift I would not
be in the positon of “a new man” that I am today , also the great
folk at both Waikato and Auckland renal, their care and attention is
world class.
To add to the list I would also like to thank my boss, Michael Fitzpatrick here at the Waikato DHB, he has been very supportive over the
five years with me going off for testing, appointments and the 6
weeks I was away for the transplant.
As any renal patient knows, we
spend a fair amount of time sitting waiting in corridors, and
while the conversations are anywhere from enlightening to hilarious, the time still ticks away and
for those of us employed we are
away from where we are meant
to be.
Thanks Mike for putting up with my absence and sudden ducking
away for yet other tests, over the last 5 years and now that I am 14
months post-transplant, the sick leave numbers will start to look a lot
better on the reports.
To all those renal people out there, keep positive and happy, because everything you hear about a positive attitude is right.
Cheers, Simon Macaskill
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Are you planning to move? Do you have to move?
This may mean changing to another hospital.
It depends on whether you are planning or having to move house by
choice, or because you have to

•

• You have most choice if you
buy or rent privately.
• if you need emergency accommodation or a Housing NZ home
you can usually/very often not
choose where you live.
Especially with emergency accommodation you may just have
to take what you are offered.

Depending on your new address you may have to move to another
haemo, PD or pre-dialysis unit.

Why?
The country is divided into many District Health Boards. Each ‘DHB’
provides health services for people within its boundaries.
When you move, you may no longer be within the boundaries of
‘your’ DHB.
Ask your pre-dialysis nurse or at your unit The staff will be able to tell
you if the address you are moving to means going to another hospital.
You can also check this for yourself by going to
https://www.health.govt.nz/new-zealand-health-system/key-healthsector-organisations-and-people/district-health-boards/locationboundaries-map.
(or just google DHB boundaries map).

Will you be well looked after when you move to
another hospital?
Renal services and units everywhere in NZ are expected to meet national standards, so while you may not find a nurse or doctor as nice
or as helpful as the one you had in your ‘old’ unit, you can be sure
that you will get good care.
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In New Zealand we are very lucky to have the
National Renal Advisory Board or NRAB. It’s
NATIONAL role is:
•
•
•
•
•
•
•

providing expert advice on all aspects of
renal service provision
identifying priorities for renal service development
advising on renal service development at a DHB, regional or
national level
developing and maintaining renal care standards
ensuring audit activities of renal services are undertaken
regularly
involving consumers in decision making
promoting the monitoring of chronic kidney disease.

You can google ‘national renal advisory board’ and this will take you
to their website which is full of information for everyone to use.
There are two very good and highly recommended publications
which you can find by clicking on ‘Papers and Reports’ on the left
hand side on the NRAB website.
•

‘About dialysis care in New Zealand’, written for people who
receive dialysis treatment and their families and whanau. The
report is also for anyone who is interested in the quality of dialysis care provided in New Zealand.

•

‘About kidney transplant care in New Zealand’. This report is for
people who have or are considering a kidney transplant in
New Zealand and their families and whanau. The report is also
for anyone who is interested in kidney transplant care provided
in New Zealand.

These reports summarise the latest update of nephrology care in
New Zealand. It compares the results with previous years and the
current national standards. It also recommends improvements in
care.
Where does the information come from for these reports?
Every year New Zealand patients treated with dialysis or a kidney
transplant give information about their treatment to ANZDATA, which
is a health database for Australia and New Zealand.
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ANZDATA and New Zealand kidney teams collect information about:
• How many people are treated with a kidney transplant in
New Zealand.
• What kidney transplant options are available and provided
to New Zealand patients.
• What kinds of people donate a kidney for transplant?
Why is this report important?
The reasons why New Zealand kidney teams collect this information
is to:
•
•
•

Ensure New Zealanders get excellent care
Ensure New Zealand kidney teams meet national guidelines
Show where kidney transplant care could be improved

New Zealand also now has a National Renal Transplant Service that
aims to increase access to kidney transplantation. This service uses
ANZDATA and other sources of information to help find new ways to
increase kidney transplants for New Zealand patients.

Kidney Society CAPD bag change trolley with
tray, aluminium drip stand and detachable hook
It is not necessary to have a trolley to do bag
changes, but some people find them very handy.
Our trolleys have an easy clean glass top tray for bag
changes. Alternatively, you can use any smooth plastic tray. Handy drawers below keep all your bits and
pieces clean and tidy.
This is a light weight trolley – to avoid trolley tipping
over when you hang up a bag, ALWAYS KEEP ONE OR
TWO FULL BAGS IN THE BOTTOM DRAWER.
While the trolley has wheels and can be moved
around, it is not designed to be used on thick carpet,
or to be leaned on for support.
To order, phone GINA at the Kidney Society at 09 278 132 or
0800 235 711
COST: $77 COLLECTED, $80 (LOCAL COURIER up to Orewa/Helensville
& Pukekohe/Clevedon. Extra freight other areas. Ask Gina how
much!
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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 09 278 132 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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Our Wish List
We are running very low on
OLD TOWELS for the dialysis
houses.
These are used by people dialysing at the houses to wipe up spills
and tidy up after they have finished their treatment.

Can you help?
Raffle Prizes wanted
Please phone Gina at the Kidney society on 09 278 1321 or 0800 235
711 if you have any brand new unwanted gifts that could be used
for our raffle programme. Thanks!

Results Raffle 192 – Christmas Hampers
Drawn Tuesday 12th December 2017 at 1 pm
1st Prize
ticket no – 0259 - Brandt
2nd Prize
ticket no – 2323 – Trickett
3rd prize
ticket no –1744 - Gibbons
Raffle Seller Winner – Fili Laaiva

The Kidney Society acknowledges the great support we receive from
many companies and others.
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