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“helping people with kidney failure get on with life”

Andy Bray (centre) and David Cooper presenting Nora with a
wonderful donation of $9,190 from the Andy Bray Medical Trust, set
up by his friends around he time Andy received his latest transplant.
This donation will be used to benefit Kidney Society patients and
families.
The Kidney Society News is
proudly supported by TP Onin, our printers

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,
accounts, raffles and general
administration. She usually
answers the phone and welcomes people to the centre.

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

The Kidney Society will
be closed from
Thursday
22 December
until Wednesday
4 January.

Jenny our Dialysis House
Cleaner is responsible for
keeping our Houses spotless
and feeling “just like home”.

Contributions to the Kidney Society News are always welcome. To be in
time for the next News, please get your contribution in before
Monday 16 January. Views expressed in the News are not necessarily those
of the Board or staff.
No matter where you live in New Zealand FREE Community Social Work
support is available for kidney patients anywhere in New Zealand. We are
fortunate to have a registered social worker and want to share her with all
NZ kidney patients and families. Phone the Kidney Society in Auckland,
0800 235 711 for free or email kidneysociety@adks.co.nz.
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Events for 2017 have not yet been finalised. As usual in January Brian
will try to visit as many haemo shifts as he can at Auckland dialysis
units. Not an easy task as there are 13 haemo units, each with several shifts! Remember you can call and ask for a personal home visit at
any time.

Living long with kidney failure:
Yes you can!
How long can you live with kidney failure?
When you’re told that ‘the average life expectancy on dialysis is 5
years’ it is very easy to hear this as: ‘I will only live another 5 years’.
This is true for many people, but does not necessarily apply to you.
In maths, the average value in a set of numbers is the middle value.
When you take a whole lot of kidney patients some people will live
just a short while, others 5, 10, 20 or, as in the stories below, as much
as 20, 30 or even 40 years.
So don’t be disheartened. Yes, the average of 5 or 10 years is on the
low side, but YOUR years of life with kidney failure can vary depending on your other medical conditions, whether you (can) have a kidney transplant or not, and how well you follow your treatment plan.
Talk to your healthcare team about how to take care of yourself and
stay healthy on dialysis!
And, as everything in life, you can have good luck and bad luck. As
with lotto, if you don’t think you can ever win and don’t buy a ticket,
you surely won’t!
Most of all, like anyone should,

It seems that living a long time with kidney failure is a
worldwide competition!
We found many stories of long term transplant recipients and people on dialysis for decades, for instance this one from the UK dated
January 2014: ‘A grandmother has become one of the longestsurviving transplant patients in the country after 40 years living with a
donated kidney.’
‘Kathleen Hart, 70, also in the UK, underwent a kidney transplant in
December 1973, with the organ expected to last for just five years.
The retired postal worker has stunned experts by living with the kidney for eight times as long, and is still the picture of good health. (or
was, in 2014). ‘
And this one, from the US, 2015: ‘Over 30 Years On Dialysis: There Are
Several Chronic Kidney Disease Patients Still Beating The Odds.’
Here are some more from overseas, with year of publication, showing that this is not a new phenomenon at all.






Ed Strudwick, age 67, has spent nearly 36 years on haemodialysis
(2007)
Brian Tocher has been 40 years on dialysis (interspersed by two
transplantations.) (2008)
Ron Hasegawa - For three decades, since he was 19 years old,
he has been on a dialysis machine. (Aug. 2001)
Ruth Reynolds, a 53-year old dialysis patient, has been undergoing dialysis for 32 years. (Feb. 2007)
Uninterrupted in-centre (self-care) haemodialysis since 1982 -- 34
YEARS on March 3, 2016.

NEW ZEALANDER, PLEASE SHARE YOUR STORY!
Wouldn’t you like to know how many New Zealanders
have been on dialysis for many years (haemo or PD), had
a transplant that decades later is still going strong? Others would love to hear your stories, with photos if possible!
We look forward to hearing from you.
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Dialysis cruises
around New Zealand
and internationally
It will most likely be too late to
book for the once-a-year 12 day dialysis cruise around NZ departing
17 February and ending in Sydney on March 1st, but here is the most
up to date information about dialysis cruises:
To find out about available dialysis cruises, go to
http://www.dialysisatsea.com/ and search for the port you want to
be leaving from such as Auckland, or somewhere in Australia or other port. Dialysis at Sea is an American company. Their ships use
Fresenius machines. It is possible to book for all or part of a cruise,
getting on and off where it suits you.
For NZ patients it is best to book through Cruise About, which is NZ
based. Phone 0800 22 11 00 or check out http://www.cruiseabout.co.nz/

Think Positive When You Have Kidney Disease
(some days that’s so much easier than others!)
Written by Judith A. Estes, MSW, LMSW, DaVita Social Worker
source: Davita, go to http://www.davita.com/kidney-isease/overview/livingwith-ckd/think-positive-when-you-have-kidney-disease/e/4928

Many studies have shown that a positive attitude is important in
maintaining happiness and that attitude influences your health, especially when you have been diagnosed with kidney disease. Individuals who are optimists are less bothered by daily aches and pains
and recover faster from surgery. “Optimism can combat infection
and reduce chronic pain,” stated John Tassey, PhD, and Director at
the Health Psychology Clinic at the Oklahoma VA Medical Center in
the 2005 spring issue of Remedy magazine. “It shortens recovery
time, as well.”
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Do you choose optimism or pessimism?
Take this little quiz to find out if
you choose to be optimistic or
pessimistic.
Look at the statements below
under each category.
Carefully consider each
statement and check the ones
that honestly reflect how you
feel.
OPTIMIST
1. I see the glass half full.
2. I feel that things will work out for the best.
3. I am a lucky person.
4. I feel barriers are just challenges.
5. I have many friends.
6. People usually like me.
7. I usually make a good impression.
8. I usually can make a great product.
9. I feel good more often than I feel bad.
10. I laugh a lot.
PESSIMIST
1. I see the glass half empty.
2. I feel that things never work out the way I want.
3. There is always something that goes wrong.
4. I am an unlucky person.
5. I have few friends.
6. People usually don’t like me.
7. I usually make a bad impression.
8. Whatever I make, someone finds something wrong with it.
9. I feel bad more often than I feel good.
10. I seldom laugh.
Count the number of items you selected in each category. If you
chose more statements under the word “optimist”, you are more likely to see the world as a better (positive) place. If you chose more
statements under the word “pessimist”, you are more likely to see the
world as an unpleasant (negative) place.
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So, are you a pessimist? Do you see the glass half empty? It is not a
genetic disposition to be negative, but a choice. The primary choice
may have originated with an incident that was not positive, and you
responded with a less than optimistic view of that event. This resulted
in a habit of viewing that occurrence—and others like it—in a negative way. Based on your experiences and thought processes, you
may choose to view more things in a negative light. The more you
choose negativity, the more it becomes comfortable, thus, the belief
of being a natural pessimist.

How to shift your attitude
The good news is that you can make a shift in attitude. Just as you
chose the pessimistic attitude, you can choose a positive one. It may
not feel comfortable to think that a negative outlook is a choice,
and it may be hard to begin choosing a positive attitude now. Habits
are hard to break! Many people believe, if you look for the worstcase scenario, you won’t be disappointed. However, continual negative thinking can perpetuate poor health and less overall satisfaction of life. Therefore, you will be compromising the joy of positive
outcomes.

So, how do you change a negative habit?




Be aware that your attitude is a choice
Recognize that you do have the ability to change.
Connect with others

“The more we get out and give to others, the more positive our experiences and the greater happiness we will experience” says John
Tassey.



Take charge: People who feel they are in control of their life live
happier, healthier lives.
Be outgoing : Extroverts tend to lead more satisfying lives. Not an
extrovert? Then fake it until you make it! Just acting like an extrovert can increase your overall feelings of happiness and the end
result may be a more fulfilling and healthier life.

Changes in attitude don’t happen overnight. Just like it took some
time to make negative choices, you’ll need to practice making the
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positive choices become more natural to you. It takes an effort to
change but, hopefully, you’ll find the reward is worth the effort.

Is it normal to be scared about dialysis?
You’re not alone if you’re feeling worried about starting dialysis and
wondering how it will affect your life. For you, is it fear of the unknown? Do you feel like you’re different from everyone else? Or
maybe you’re nervous about the dialysis process?
A great way to combat your fear of the unknown is to proactively
learn as much as you can about dialysis. You’ll feel more in control of
your situation and will have a better idea how to maintain a rich,
meaningful life once you start dialysis.

There are many ways to learn about dialysis and you
never stop learning either! Things will eventually fall
in to place and make sense.










Talk to your pre-dialysis educator; phoning for more information
as you think of things you want to know or do not understand
Go to pre-dialysis group events – as often as you need. Many
people find that the first time they go the come home with answers, but also many more questions. A second group can fill in
many of the gaps!
Check out the internet – good links are
listed below.
Phone the Kidney Society, 278 1321 or 0800
235 711 and ask for Brian who can help you
understand what you have been told, and
often explain things in a different way that
makes sense.
Read the Kidney Society magazine – it
keeps you in touch with other people’s experiences and shows you that living with
kidney disease is not the end of the world.
Come to Kidney Society group events. You
may need to make a special effort to come when they are in
your area. A second chance may not come for a while, so take
the opportunity.
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Fundraising and Support
Your fundraising, 1 October – 30 November
Subscriptions
Member donations
IM donations
Raffles
TradeMe sales

$ 591
$11,187
$ 100
$ 1,459
$ 455

What a Total!

$13,792

Grants
Since the last News we received the following grants:
The Trusts Charitable Foundation $8,000 for salaries; the Four Winds
Foundation $15,000 for salaries; the Ted and Mollie Carr Endowment
Trust $30,000 for services for older people and the Dragon Community Trust $3,000 for postage paid envelopes.
It is wonderful to get so much ongoing throughout the region we
cover. Thank you everyone!

We rely almost entirely on grants to keep our services going.
Our Christmas Hamper raffle will be drawn on the 13th of December.
It is always an exciting time for the team in the office, finding out
who the lucky winners are and phoning to
tell them that they have won!
Gina and Gwen are in charge of our raffles
programme and collect items for the gift
baskets all year round. It is Gwen who puts
them together, and she’s an expert in making them look great.
We’re always grateful for contributions to
our raffle prizes stock, if there is anything in
YOUR Christmas stocking this year that you want to contribute, or
maybe your business or employer has one or more items or perhaps
some surplus goods they want to donate, we’d be most grateful!
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In Memoriam Donations
Donations in memory of John Bishara were received, with much
thanks. These gifts, like all donations and gifts made in someone’s
memory, are used with care towards our services for people with
kidney failure. We don’t usually tell you much about people who
have passed, but John was a long term member of the Society, having joined in 2002, and an example of a long term NZ dialysis patient
‘getting on with life’. He was on PD and then haemo, played golf for
many years and travelled to Australia for a holiday with 10 of his
family members a few years ago. John was 86 years old.

Getting into Exercise as a Kidney Patient
After being back on Dialysis for about 2.5
years about 4 months ago I was at a
point where I was planning for my Future
Transplant and wondering if I could do
some form of Exercise as I stopped working about 4 years ago and I had lost a
lot of my fitness after giving up work. The
biggest advice the docs gave me was
that the fitter I could get now the better
it would be for me after my transplant.
I had no idea where to start and so I
started walking few nights a week but quickly lost interest in it as no
one wanted to come with me and it was starting to get cold at
night. I was talking to Lee the social worker about how I would love
to get into something better, she said that Tracey was there wellness
person and I should have a chat with her as she had a lot of contacts in the fitness industry and also that they could help me to get
WINZ to pay for a membership if that was something I wanted to look
into.
Tracey turned up at my house and was a bubbly ball of energy and
was very encouraging and told me about a great gym program that
was free for 12 weeks and that I had nothing to lose going to it, well I
started the program and before long I was loving it and looked
foreword to going to it. Sadly that program came to an end, but
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Tracey encouraged me to carry on and to look at a community gym
which I have been doing for about 1 month now and am loving the
change of life it has brought to me even if I only go for 20 mins it
makes a difference.
I can say now that after 4 months I am off all my blood pressure
meds and they have increased my goal weight due to building
some muscle mass and I meat up with Tracey today for a review and
she was so positive and was just the encouragement I needed to
carry on with it
If it wasn’t for Tracey and the guys at the kidney society I don’t think I
would have been able to do this, so I really want to encourage everyone to get out there and do some form of exercise and if your unsure then Tracey will be able to help you to find something that works
for you, and once you start I’m sure that you will; feel like I do and will
be surprised what a difference it can make to you and your life.
Cameron Champness

THREE WAY KIDNEY TRANSPLANT
A three way kidney transplant has been carried out in October for
the first time in New Zealand.
The successful operations involved two hospitals in two centres, six
surgeons and six patients. There are three centres in New Zealand
offering kidney transplants: Auckland, Wellington and Christchurch.
The new operation clipped an extra step onto a clever approach.
We know that individuals are often very keen to help a friend or
loved one needing a kidney, but are often unable to because of tissue compatibility issues. Now a new approach allows a pair like this
to be matched with another pair.
The end result is that you are able to help your loved one by giving
your kidney to someone else who is half of a pair and then your
loved one also receives a kidney from the other half of the pair.
The programme to arrange this, the New Zealand Kidney Exchange
Programme, operates out of Auckland District Health Board.
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The latest operation effectively involved three pairs and required a
huge amount of coordination and cooperation to allow it to happen
as planned, and is a credit to all concerned.
The life-saving operations are covered by a privacy black out –
which is routine and protects all donors and recipients. A number of
donors or recipients do choose to later tell their stories publicly to encourage others to donate – but there is no requirement to do so –
and its important that the privacy of those involved is protected.
For this reason, no other information about the operation is being
provided.
Rates of organ donation and transplants are slowly increasing and
there is work underway by the Ministry of Health on options for increasing the rates following consultation on a number of options earlier this year.
In the past four years, an additional $8 million has been provided to
increase support and education for hospital staff, fund donor liaison
co-ordinators, and help overcome cultural barriers to donation.
More work needs to be done, which is why the Ministry of Health is
currently finalising its advice following its consultation on ways to
boost deceased organ donation and transplantation. That advice is
expected by the end of the year.
Proposals that received considerable public and sector support included standardising how hospitals identify potential donors and
discuss donation with families, and raising public awareness about
becoming a donor.

Being a subscription paying Kidney Society
member is a way of saying “this is my Society,
I’m proud of being part of it.”
If you would like to become a paying member, 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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Well, once again another year seems to have whistled by far too
quickly. All the shops have well and truly been taken over by Christmas, schools are getting ready to close for the year and that
“Christmas crazy” can be felt in the air.
Whether you celebrate Christmas or not, December to January can
mean a major change to your usual routine. Things are not quite the
same with the frantic build up to Christmas and then an almost shut
down of many things until the New Year.
I often talk to people in mid January who are concerned about the
weight gain from the numerous family get-together’s or having not
done any exercise for the 2 months their gym or group has shut
down. Or people just feel they have lost their routine and struggle to
get back into it.

So here are our tips for surviving the
madness that can be this time of year.
 Try not to put yourself under unrealistic pressure.
With the build up to Christmas we can spend a lot of energy and
money that we don’t necessarily have. For those of you with a
chronic kidney condition energy levels can often be low. Often
people who are having “a good day” try to get as much done
13

as possible which then tends to follow with extreme fatigue the
day after or longer. The key is to do small amounts at a time, do
a little bit… rest a little bit… do a little bit… rest a little bit. Do
snacks of activities rather than LARGE chunks.
For some it is the numerous family get togethers and events. You
may feel you need to attend all of them or even help with catering, setting up etc. You can always attend events for shorter periods and rather than catering for the whole family ask everyone
to bring a plate. Make it about enjoying the time with family and
friends and not creating more pressure or stress then you need
to.

 Take time out!
Go for a walk, have a power nap, read a book or just sit and
BREATHE. Many people feel guilty for taking a little time out for
themselves. Think of it as time to RECHARGE your batteries.

 So much food & fluids!!!!
Overeating for many Kiwi’s on Christmas day tends to be a tradition. Unfortunately the holiday period isn’t just 1 day. It is the holiday period so it is ok to enjoy and indulge a little however not
going overboard can be very difficult. A lot of people feel pressure from family to eat up and drink up at the numerous gatherings over the holiday period. For some cultures it can be a sign of
respect to do so. Some people say they don’t feel comfortable
explaining to family that they cannot have certain foods or
amounts. Try and choose smaller plates and cups. Pick one
treat item and then try and
make good choices for the rest
of your plate and don’t go
back for seconds. Try to remember it is not the last meal
you will ever have!

 Not enough
exercise…
Most of us reduce our physical activity over the holidays but the
key is to try not to completely stop. You may have been working
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all year at improving your fitness, strength and health but it only
takes 2 weeks to start losing condition. The longer you are out of
your routine the longer it takes to get back what you lost..
If you have stopped your regular routine then try to do something
different. If you have been doing a gym program then perhaps
try to do some local walks. Play some backyard sports with the
family. Head down to the local pool or beach for a swim. Maybe
a fun family bike ride or some dancing. The key is to try to stay
active and use your body to move. A change is good for your
body too. Try some gardening instead of your usual exercise routine.

 The hotter weather can also affect people’s
activity so as the weather warms up especially
in January you may need to change what or
when you do things.
If you go for daily walks try and do it earlier in the morning or later
in the evening when the weather is cooler. Obviously try and be
sun smart with hats and sunblock too. Water walking & swimming
is a great summer activity as the water helps regulate your body
temperature and reduces the risks of getting hot and sweaty.
Many of the community gyms are air conditioned and so going
for a walk on the treadmill or riding an Exercycle out of the sun
and heat can make things alto more comfortable too. Many dialysis clients also get worried about increasing their fluid levels
when exercising in the warmer weather and this is something you
can talk to your renal team or dietician about.

 Getting back on the bike…
For some of you this might mean literally! If you have got out of
your routine and are struggling to get back into it, start off ‘smaller’ than you finished. If you were doing a 20-30 min walk but it
seems too hard to start again, set your goal for 10-15 and build
back up. Sometimes it is the thought of getting started that is the
hard part. If you were going to the gym 3 times per week, try getting back into 2 days a week. If you were doing 20 minutes of
home exercises try 10.
15

 Set realistic goals…
Ah yes the New Years Resolution. Setting goals is a positive thing,
stop smoking, exercise more, eat better etc. Remember with
most things it is about taking 1 step at a time not the whole stair
case and that nothing happens instantly. If your goal is to walk 45
minutes a day and the longest walk you do is the supermarket
isles then start with 10 minutes and build up. If you go too hard
too soon then for many people especially kidney clients the
muscle soreness or fatigue puts people off doing it again. Joining

the gym, taking a class or just being more active, start off slow
and steady. If you have a specific goal in mind, make some mini
goals to help you get to the final one. Break it down so it is more
achievable and this can often make it more enjoyable as you
tick off the little goals towards the big one even if you have a
few set backs on the way.
Remember I am only a phone call away if you would like some assistance. Whether it is helping you to get back into your routine or information and support so you can reach your goals.

Have a wonderful (active and well)
Holiday period 
Tracey, Wellness Educator
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Hi Whanau,
I have been asked to tell you a little about Independent Funding.
This kind of support has been around for some time but only in certain areas. Mainly in the bigger centres at the moment.
I heard about it from friends in Auckland and after a little research
found that a company called Manawanui were running a successful
programme and it was due to be rolled out to other areas. More inquiries lead me to DSL or Disability Support Link and then to Waikato
DHB.
My original inquiry was the skill set of some of the carers that are sent
into your home by a providers that gets paid or funded by the government to fulfil the hours that have been allocated to you. Hence
to say I was not happy.
Later inquiries revealed that a referral from your doctor or a medical
professional could start the ball rolling. It also depends on what kind
of disability you have and what exactly you have been given the
hours of care for.
My disability is mainly medical and so I came under the umbrella of
the DHB and my timing was great as I was among the first to be
rolled out to trial this.
The nuts and bolts of this is simple, your hours that you are assessed
to receive has a dollar figure and these figures come in the form of a
budget. The budget is set and you then have the freedom to employ your own carers and set the amount of payment they will receive within the budget. A fee is charged by Manawanui to administer the payroll and as long as you work within the guidelines you can
claim expenses and use the hours when needed.
Please take note, if you overspend and run out or over your annual
budget you don’t get to pay your carers.
I think that the choice of employing who you want and providing
employment and the sense of independence that you gain from this
gives you back some of the personal power you relinquished by the
disability
Make no mistake this is not a money making venture and most of the
administration is done by you free of charge and if you don’t do it
yourself you can elect an agent to do it for you.
Annette Taylor
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More about
Individualised Funding
Individualised Funding (IF) is a mechanism that
enables people with a disability to directly manage their disability supports. IF is available throughout New Zealand for eligible people who
have either a Home and Community Support Services or Respite allocation. IF gives disabled people more choice in how they are supported.
Home and Community Support Services include help with household
management and personal care. Respite includes Facility Based Respite, Carer Support and In-Home Support.
IF gives you increased choice and control to choose who provides
this support, and how and when you use it. Your options range from
engaging support workers and planning how your supports will be
used, to employing your own care providers and managing all aspects of service delivery.
IF can be used to:
purchase Household Management, Personal Care and/or Respite provided by support workers (employees, contracted personnel or organisations) and pay costs relating to the employment of support workers
 employ support workers as long as they are not the
spouse/partner or parents of the person with the disability, and as
long as they do not live in the same house as the person with the
disability.
IF doesn’t cover costs related to medical supplies, equipment, home
renovations, leisure, recreation and personal or family costs, and
can’t be used to increase the personal income of an individual or
family.


Who can get Individualised Funding?
If you can manage your own services, or have someone in your support network willing to do so, then IF may be right for you.
Talk to your local Needs Assessment and Service Coordination (NASC) service to learn more. They’ll do a needs assessment,
which takes into account essential need and natural supports available to you.
http://www.health.govt.nz/your-health/services-and-support/disability-services/typesdisability-support/individualised-funding
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“ Your kidneys won’t last your lifetime”
“After reviewing your blood tests, unfortunately, I have some bad
news for you, you’re suffering from End Stage kidney failure, meaning
your kidneys won’t last your lifetime, you might get about four years
out of them”. That was what the specialist from Waikato hospital
said, and that was the start of a journey that would change our lives.
Then a week later I had a follow up appointment and four years
turned into about four weeks. Being a married man to a great wife of
twenty something years with no kids, I had never faced anything like
this before and I thought, I’d battle my way through it like I normally
did when facing problems. Little did I know that I would have to
make some major changes that were going to affect not only my life
but my wife’s as well and it would also have an affect on my closest
friends.
Having diabetes, being overweight, high blood pressure and thinking
I was bullet proof when it came to life, contributed to my having to
face life without kidneys, and most of all, not listening to my doctor’s
warnings. She tried to tell me years before this happened that if you
don’t look after yourself you may face renal problems in the future.
The simple act of just listening and following my doctor’s advice
could have saved me and my wife a lot of heart ache.
I was in hospital for the first of many visits, having tubes put in so I
could have my first dialysis treatment, which was a real experience. I
was carrying so much fluid in my body that it was affecting my
breathing and sleeping. I didn’t know it at the time but this was a
very dangerous situation to be in and then I saw it, the dialysis ma19

chine. They connected me up to my first, four hour treatment; one of
hundreds to follow, this machine would cause so many emotions to
surface. After I had dialysis, I could breathe normally, it was such a
relief and, I had some sleep during the treatment as well. Eventually
in time after a lot of ups and down moments, I got my own machine
at home, many thanks to the team at the Hamilton Renal Centre.
There were lots of trials, adjustments and learning to be done, but
eventually we got there.
A few years down the track, I shared my situation at a church home
group I attended and a few Sundays later a friend from home group
came up to me and asked what blood type I was, I told him, but I
really didn’t think too much about it. Sometime later he and his wife
came up to us and he said that he would like to donate a kidney to
me which was pretty surreal, but brought tears to my eyes, and it also started another journey that was so frustrating.
Test after test the transplant team wanted me to have, then more
tests, it got to a stage where I thought these guys just didn’t want me
to have the transplant. They did explain to me that they wanted the
kidney to have the best opportunity to be successful, and didn’t
want anything to jeopardise that from happening. Then they threw
more tests at me, now over the years my wife has been so supportive, a good listener with a lot of patience and forgiveness. I complained, I got angry and said “stuff it I won’t have the stupid transplant”, but still she persevered and waited till I was calm and spoke
sense into the situation, and then I realised they were just doing their
job by stacking the odds in my favour. So I bit my lip and did what
they wanted. I passed all those tests!
Wednesday afternoon 20 April 2016, after a journey that had a lot of
twists and turns, bringing about emotions that even surprised me,
with the support and prayers of so many people and especially Mike
and his wife Robyn and their family whom I’m so grateful to because
they said yes to the transplant, I went into theatre to receive my new
kidney. Thank you to all the numerous medical and hospital staff involved in looking after me and making this a lot more bearable. I
now know why there were so many tests, please forgive me. By the
way the doctor who started this journey is now helping me to look after my new kidney and after I explained who I was, he remembered
me.
Kevin Toko
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CRACKER SOLUTIONS
Some of you have been asking which crackers are best to use as a
snack. According to Consumer NZ, Kiwis spend more than $146 million on crackers in the supermarket each year.
What is a snack? The origin of the word snack is derived from
Middle Dutch ‘snacken’ to bite and later the English ‘snack’ – snap
or bite (hence the expression a “bite to eat”).
A snack is defined as “a small amount of food eaten between
meals” e.g. 1-2 large crackers or 6-8 small rice crackers. Foods eaten
as snacks are not meant to be another meal.
So what are some every day snack ideas using low sodium crackers?
 Real Foods Corn Thins Multigrain
 Real Foods Corn Thins Soy, Linseed and Chia
 Real Foods Corn Thins Original
 Ryvita Crunch Pumpkin Seeds
 Ryvita Crunch Multigrain
 Ryvita Crunch Original Rye
 Ryvita Original
 Huntley & Palmers Low Fat Cream Crackers
 Real Foods Rice Thins Wholegrain
 Select Brown Rice Crackers
 Peckish Brown Rice Crackers Lightly Salted
 Peckish Brown Rice Crackers No Salt
These low sodium crackers are all less than 300mg
sodium per 100g
Low sodium toppings and dips:
Tuna
 Sealord Chunky Style Tuna in Spring water
 Select Tuna Chunks in Spring water
 Select Flaked Tuna in Tomato and Basil
 Homebrand Tuna Lemon and Black Pepper
 Homebrand Tuna Tomato and Onion
Salmon
 John West Pink Salmon No Added Salt
 Sealord Pink Salmon No Added Salt
 Select Pink Salmon No Added Salt
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Dips






Country Goodness Sour Cream & Chives
Tararua Roasted Garlic and Onion
Tararua Sweet Chilli
Good Taste Co Cucumber and Mint
Low sodium capsicum and bean dip ( see recipe below)

Cheese Note: These cheeses have less sodium than other cheeses
but still aim for a small serve
 Cream Cheese
 Cottage cheese
 Ricotta
 Mozzarella
Add extra flavour using chopped parsley or chives, cracked pepper
or a squeeze of lemon to the cheeses above
Veggies:
You could use veggie sticks with the dips and cheeses above instead of crackers.





Carrot sticks
Cucumber sticks
Celery sticks
Fresh asparagus chopped

Roast capsicum and cannellini bean dip
Time to make: 20 minutes!
Ingredients:
 400g can cannellini beans, drained and rinsed
 1 oven-roasted red capsicum (you could also use a medium
sized roasted eggplant instead)
 1 clove garlic
 Juice of 1 lemon
 Pepper to taste
Instructions:
1. Heat the oven to 200 degrees Celsius, fan bake
2. Place the whole capsicum on an oven tray, drizzle with olive
oil and place in the hot oven for 15-20 minutes until soft
3. Remove from the oven and place in a plastic bag or plastic
wrap so that skin is easy to peel off the flesh
4. Remove the stalk and seeds, peel off the skin and discard
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5. Place the rinsed beans, capsicum, garlic and lemon juice in a
blender and blend until smooth
6. Season with pepper to taste
Suggestions: You can use fresh herbs such as a handful of washed
parsley or coriander to make an extra zesty dip

Try using cucumbers as a refreshing alternative to crackers
– especially over summer.
These would be good to take
to a barbeque

Cucumber boats:
Cut the cucumber in half lengthwise. Hollow out the seeds, leaving
your “boat”. Fill with one of the soft cheeses listed above; here,
we’ve used cream cheese with a basil leaf and half a cherry tomato.
Cucumber cups
Cut the cucumber into 12 rounds (approximately 5 cm each). Scoop out most
of the inner flesh (seeds) being careful
not to scoop out all the way through to
the bottom. Place the slices upside-down
on paper or cotton towels to soak up some liquid from the seed
pulp. For a colourful plate, use a combination of dips to fill the
cups. Here, we’ve pictured cucumber and mint dip, and hummus
with half a cherry tomato.
Next time you are looking for a low sodium snack, remember low sodium cracker choices are less than 350mg sodium per 100g. Try a low
sodium cracker with low sodium toppings.
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Try these crackers for example:
Peckish Brown Rice Cracker No Salt
53mg sodium/100g
Huntley and Palmers Cream Crackers Fat Reduced
190mg sodium/100g
Instead of these crackers:
Punja’s Breakfast Crackers
466mg sodium/100g
Griffins Original Snax Crackers
810mg sodium/100g
Talk to your dietitian if you want more ideas.
From the Auckland City Hospital dietitians, Jenny, Lyn, Sandra, Nicola, Lynne and Sophi

Are you new
to dialysis?
You have perhaps lived with
chronic kidney disease for a
long time, maybe thinking that
dialysis might never be needed. But now your kidneys have
failed and you have just started dialysis treatments. People
cope with difficult times differently. The first few weeks are usually the
hardest, but as time passes people adjust in their own time, in their
own way.
Here is what others say about being a new dialysis patient:
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“I was afraid. Now I am doing fine and am very comfortable doing
peritoneal dialysis.”
“I was an emotional mess but I am getting better.”
“I felt scared, but I feel good about it now.”
“When I found out that my kidneys were failing, I was devastated….
The first time I had dialysis I had a hard time watching my blood
leave my body. Now that I have been doing dialysis for 10 months, I
am fine with it.”
“Dialysis can be hard to cope with, but it’s worth it to have more
time with your family.”
Most of us feel fear and unease, followed by acceptance, and in
some cases, positive feelings about the dialysis experience. Give it a
go and over time these feelings will start to ease gradually.
If you would like to talk to an experienced dialysis patient, feel free
to call Leigh or Brian at the Kidney Society and we will put you in
touch with someone. As you see in the Kidney Society News, lots of
people are happy to share their story with everyone, or with people
like you individually.
This is what one patient wrote to us recently:

“Facing something this serious isolates you, despite great family support.
I’ve always found knowledge of what’s happening helps me cope
with the tough stuff in life and there’s plenty of information about
CKD and how it’s treated. The DHB’s are good at handing out this information but it was still just me and still terrifying.
Then the Kidney Society got in touch - what a relief, not only could I
talk to people that knew what i was going through, they introduced
me to other people who’d gone or were going through this process.
They have regular meetings with guest speakers including doctors,
social workers, recipients and donors of transplants plus folk on dialysis.
They visited me at home and made me feel part of a community
that took an interest in my well being.
They are the only ones capable of helping us through this difficult
stage of life.”
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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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Gadgets and Tips for Home Dialysis
We often are told of great ideas that make life on home haemo or
PD a lot easier. We also come across people who would like to know
how others manage.
We’d like to share these ideas and questions in the magazine, and
also in a leaflet. So, the Tricks Gallery is a new topic for the magazine which we would like you to contribute to.
Contact Brian (0800 235 711) If you have question or a problem you
are looking to solve, or if you have an idea or a handy hint to share,
or email kidneysociety@adks.co.nz
This month’s focus is on APD fluid disposal, a common problem for
which people find various solutions.
Some people drain into the toilet, some into the shower, some into
the bath and some use long drain lines directly from the machine to
the shower. The biggest issue is the weight of the bags, followed
closely (we believe) by the smell…
Here is Rolly’s solution to the weight
problem:
‘My name is Rolly Potter. I was diagnosed with renal failure and put on
treatment 18months ago. I first went
on 4 hourly dialysis for 6 months then
on overnight PD which suited me
better. My problem was with age 82
and my strength failing a bit the
bags were so weighty it was very
hard to get them from my store
room to bedroom.
I was also very worried I may get a
leaking bag or worse drop one and
have it burst.
In my fossicking around shops I
came across this very strong ' Little Red Wagon' which is a child's one
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but very well made and strong. We bought a large bin from The
Warehouse which will catch any leaks and my neighbour extended
the handle after I realised it makes it much easier to manoeuvre.
I got this wagon from Super Cheap in Cambridge about $89 I think
and it is perfect for our hall and doorways and made life a lot easier.
My nurse and the staff at Waikato think it's ideal.
Just thought someone might find this information useful picture of
wagon included.
Thank you very much Rolly, this one is very cute, and it looks easy to
handle and manoeuvre. It may well be more suitable for some people than the one we usually suggest, the Bunnings Garden Cart. It
certainly is a good idea to have something to catch leaks as extra
protection, something that is not possible with the following suggestion: the Bunnings Garden Cart.
While visiting people in the Waikato a few years ago Brian came
across a man on peritoneal dialysis using an APD machine overnight,
who found a clever solution for a weighty problem...
For people on APD transporting the full drain bag to the bathroom
for emptying in the morning can be a real problem. These things are
heavy and for many people lifting them is not a good option, and for
some it's just about impossible.
He showed me his 48 litre garden cart (available at Bunnings) , which
works like this:
At night, when setting up for treatment, he puts the cart next to his
machine, flat on the floor on its back, like this.
He then places his empty drain bag
inside the
cart, instead of on the floor as most
people do.
In the morning after disconnecting
he grabs the handle and pulls the cart upright - which is
easy because of the big wheels - no lifting!
He pulls the cart to the bathroom, lowers it onto the
floor again, and drains into the shower box. No lifting at all, except to
empty the last little bit of fluid once the bag is nearly empty.
The cart was bought by our Waikato genius from Bunnings for $32.50.
Dimensions: H89 cm, W 59l5 x cm, D 53 cm, 48 L, capacity 30 kg.
Tip: Draining the bag into the shower is easier than into the toilet even without a cart, as it's closer to the floor with less lifting. Give the
shower box a rinse after, and it's all done.
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Untried (as far as we know) is the garden
tipping cart option. It’s a bit hard to imagine the size, it certainly seems bigger than
the little red wagon and that could be an
issue, but the tipping option might be just
what some people find more suitable.
There are several types available on
TradeMe and the one in the picture is from
SaveBarn, capacity 75 litre.
BASIC DIMENSIONS: Overall:
- From bow to handle (when folded in): 1150 mm
- From bow to stern: 950 mm
- Cart bucket width: 500 mm
- Ground to top of cart bucket: 470 mm
Could be hard to get it around corners but maybe worth a look.
As for the smell… How do other people handle the smell when draining down the shower or the toilet?
One lady writes: Emptying the drain bag is a problem. My setup is
not able to use a long drainbag. Using the drag and shower empty
in my shower is not satisfactory - even with lots of flushing and spraying the bathroom gets stinky.
My husband has severe arthritis and emptying into the toilet is difficult for him.
I am wondering what other people do?
it would seem that there needs to be something to hold the bag so it
does not tip out of the toilet or enfold on itself.
Hospitals have sluices, we do not. Considering we are dealing with a
body fluid which may or may not be safe I think something should
become available.
Yes i have already tried various buckets with the resulting need for
lots of cleaning up.
Surely someone has come up with a very good simple idea.
If there is something I would love to know!
If you have a solution, please let us know, phone 0800 235 711 or
email kidneysociety@adks.co.nz.
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The future?
Not yet (as far as we know) available here, but
being trialled in the UK is a new system called
U-Drain, an Automated Peritoneal Dialysis
Drainage system, permanently fitted into the
User's home.
The U-drain system consist of an internal wall
socket positioned next to the user’s bed or Automated Peritoneal Dialysis machine, this is
connected to the house drainage system.
The user simply connects their drain line to the wall socket at night
and disconnects it in the morning, then flushes the system with water
& disinfectant using the syringe provided. The dialysis fluid flows away
during the night. The system incorporates a one way valve to eliminate odours and stop back-flow.
The internal connection tubing that connects the User to the socket
is changed every 7 days, or in the case of automated peritoneal dialysis every day.
U-drain Disinfectant is recommended for use with the system.
For information email info@u-drain.co.uk or check it out on
http://www.u-drain.co.uk/home and maybe contact your PD company.

Such good news! Compensation for Live Organ
Donors has become a reality
The Compensation for Live Organ Donors Bill passed its third reading
on 30 November 2016. The Bill will become an Act when it receives
Royal Assent, which is expected to occur this month (December
2016).
Information on the Bill has been added to the webpage of the National Renal Transplant Service on the Ministry of Health website:
https://www.health.govt.nz/about-ministry/leadership-ministry/expertgroups/national-renal-transplant-service/educational-resources

Here is a link to the Bill:

http://www.legislation.govt.nz/bill/member/2015/0039/latest/DLM4297829.html?src=qs

Donors who are recuperating after the passage of the Act but
before it comes into force, including people who had surgery either
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before or after the date of Royal Assent, are entitled to compensation once the Act comes into force.
The new Act will come into force the earlier of:
 a date appointed by the Governor-General by Order in Council
 the first anniversary of the date on which the Act receives Royal
Assent.
This means that the Ministry has a maximum period of 12 months following the date of Royal Assent before the Act comes into force, to
allow time to establish payment systems and processes.
Key messages relating to transition arrangements are:





If a qualifying donor's recuperation occurs after the Act is passed
(ie after the date of Royal Assent, likely to be in December 2016),
but before it comes into force (which may be up to 12 months
following the date of Royal Assent), the donor is still entitled to
claim the existing Live Organ Donor assistance from MSD.
Providing the qualifying donor applies no later that 120 days after
the Act comes into force, the donor may be entitled to receive
back-dated compensation under the Act
If the donor makes a claim within 120 days after the Act comes
into force and is eligible, the donor will receive a lump sum from
the Ministry of Health, calculated as the entitlement under the
Act less any amount the donor may have already received from
MSD. Please note, the Act contains no provision to pay interest
on back-dated payments.

As there will be no payments made until the Act comes into force,
which could be up to 12 months away, donors should be aware of
the existing financial assistance available through MSD.
Contact your transplant coordinator for further information, and
keep an eye on the website https://www.health.govt.nz/aboutministry/leadership-ministry/expert-groups/national-renaltransplant-service/educational-resources for further updates.
Corrections to holiday/travel information in the previous News:
Christchurch Dialysis Van: For bookings, contact
dialysisworkshop@cdhb.health.nz
Taupo holiday home: we have just found out that this has been sold and
is therefore no longer available.
Counties Manukau dialysis spaces are once again scarce, there has
been an influx of new patients.
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These are two of the slides from Dr Ian Dittmer’s recent Transplant
Talk. If you have a chance to come to one of these talks next year,
you’ll find them very informative!

Source of Living Kidney Donor
New Zealand 2005-2014
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