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kidney society
(Auckland based), covering the Northland, Auckland, Waikato,
Bay of Plenty, Lakes, Tairawhiti & Hawkes Bay regions

“helping people with kidney failure get on with life

Greenlane Home Haemo Meet and Greet:
well worth adopting by other home dialysis centres!
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.

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

Leigh our Social Worker
can talk to you about
“kidney failure and you”,
money, family, housing and
many other practical matters.
Brian our Community Health
Educator can help you
understand kidney failure
and how it affects you and
your family.
Gwen our Housekeeper/
General Assistant manages
mailouts, TradeMe sales, raffle ticket production and
helps with the running of the
community houses.

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

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.

Views expressed in the News are not necessarily those of the Board
or staff. Always check with your health professional before making
changes to your treatment based on what you read!
Contributions to the Kidney Society News are always welcome. To be
in time for the enext News, please get your contributions to us before
Wednesday 25 July.
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Pre Dialysis Education, Manurewa
With the Counties Manukau Pre-Dialysis nurses and Brian
from the Kidney Society
Tuesday 12 June, 10.00 am – 2.00 pm
Friends Building, Auckland Botanic Gardens
102 Hill Road, Manurewa
For information phone Nogi, Pre-Dialysis Nurse Specialist,
ph (09) 276 0044 ext 2246

Pre Dialysis Education, Sunnyvale
with the Waitemata Pre-Dialysis nurses
and Brian from the Kidney Society
Wednesday 27 June, 10 am - 2 pm
Kelston Community Centre, Committee Room
135 Awaroa Road, Sunnyvale, Auckland 0612
For information contact Lyndsie Skelton, Pre-Dialysis Nurse Specialist,
021 242 9745 or Lyndsie.Skelton@waitematadhb.govt.nz
or email brian@adks.co.nz

Home Visits in the Rotorua area
Wednesday 4 – Friday 6 July
If you would like a visit, phone us on 0800 235 711 or email
brian@adks.co.nz

Pre Dialysis Education, Rotorua
with the Waikato Pre-Dialysis nurses and Brian
from the Kidney Society
Thursday 5 July, 10 am – 2 pm
The Arts Village, Eric Bridgeman Room,
1240 Hinemaru Street, Rotorua
For information contact the Pre-Dialysis Nurse Specialists, either Mark
Hodge on mob. 021 739 561 or Sue Goddard on 21 246 0931 or email
brian@adks.co.nz
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Help shape the future of the Kidney
Society as a Board Member
There is an exciting opportunity to join our Governance
Board as we explore and develop innovative public/
private partnerships with renal services and community
organisations.


Our successful community dialysis house partnership, now 14
years old, is well recognised as having transformed dialysis services at Counties Manukau Health by giving patients access to
the best haemodialysis therapy which, due to socioeconomic
challenges, would not otherwise be available to them. There is
much interest from other DHB’s in establishing similar houses for
their patients.



We are currently working with the Auckland DHB, the Tamaki
Regeneration Company and Social Investors to jointly establish a
new community haemodialysis unit in Glen Innes. This is a major
development in which the Society plays a key role as the vehicle
for social investor funding. This partnership enables the Society to
have considerable long-term influence to benefit patients.

These kinds of partnership have the potential to not only protect and
ensure the future of our unique and very effective personal support
service as we know it, but also to benefit people with kidney disease
and the community in a much wider context well beyond what we
can imagine today.
We currently have three Board vacancies and are looking for
people with senior skills in one or more of the following areas:







Finance/accountancy
Funding
IT and communication
Not for profit governance
Human resources
Legal
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Strategic planning
Project management

Our Board Members are volunteers who represent people with
chronic renal failure and their families. All Board members are expected to approach their role from that perspective. Meetings are
generally held monthly at 6 pm at our Centre in Papatoetoe.
For more information, to register your interest and to request an application form please email kidneysociety@adks.co.nz

Discussing living donation
with family and friends
Asking someone to be a living donor involves careful consideration
that may create a variety of emotions. But for many people, the shift
in thinking from “I need to ask someone to donate an organ” to “I
need to inform people about my situation and educate them about
organ donation” can have a significant impact on your state of mind
and willingness to talk to family members and friends. There are
many common concerns. Talk to your transplant team about resources they can provide to help you through this process.
Educate yourself
Once you have the motivation to talk to other people, it is important
to educate yourself about living donation. Having the knowledge
about organ donation will give you the confidence to talk about
your situation and answer any questions raised by others.
Talk to your transplant team to be sure you have a complete and
accurate understanding of how potential living donors are evaluated and selected.
You may also benefit from speaking to others who have already
gone through surgery. Your transplant centre may have a list of individuals who are willing to speak to potential donors.
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Educate others
Family and friends who are educated about your health problems
and need for a transplant can help you find a living donor.
Careful consideration takes time


Don’t expect potential donors to respond right away after you
discuss donation with them. Some people make their decision
immediately while others need time to consider process the details involved with living donation.



If anyone expresses interest in living donation, thank them and
tell them how to contact the transplant centre. Be sure to let
them know that they can confidentially discuss their questions or
concerns with the transplant team.



Keep your options open. Someone may offer to donate when
you least expect it.

https://transplantliving.org/living-donation/discussing/

Chicken Squares
By popular request: Another delicious
Davita recipe reprinted for you here.
Recipe submitted by DaVita dietitian Lori
from Pennsylvania.
Portions: 4; Serving size: 1 square
Ingredients
3/4 pound chicken breasts, bone in, with skin
 3 tablespoons cream cheese
 1 tablespoon unsalted butter
 1/2 cup broccoli florets
 1 package Pillsbury Crescent Original® rolls (what we know as
croissants)
Preparation
 Preheat oven to 350° F. Set cream cheese out to soften.
Melt butter.
 Cook, drain, and chop broccoli.
 Boil chicken breasts until done; drain, remove skin and bones,
and dice into pieces.
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Mix together chicken, softened cream cheese, melted butter
and broccoli.
Open crescent rolls and form a rectangle with 2 rolls. Pinch
seam to seal and stretch rectangle.
Place 1/4th of chicken mixture in centre; fold edges across to
make a turnover. Press edges to seal.
Bake for 25 to 30 minutes or until rolls are browned

download Davita cookbooks and recipes for free at
https://www.davita.com/recipes

Good idea?
Found on the internet: DrainAway Clip:
No More Floods!
Funny how PD bags drain well into the toilet while you watch,
but as soon as you turn your
back on ‘em, the tubes jump out of the toilet and
make a big mess! Well, the Drain-Away keeps
‘em in line!
The Drain-Away Clip really comes into its own for those who have a
“direct drain” setup for the cycler. It clips to the edge of the toilet
bowl, under the seat and holds the tubing in place so that it drains
where it’s supposed to every time.
https://kidneystuff.com/products/drain-away-clip?variant=2880631210011

If you don’t know what to do…
If you don’t know what to ask…
If you don’t know who to talk to…
Contact the Kidney Society for free,
email kidneysociety@adks.co.nz or phone
0800 235 711. The Kidney Society team can
often help or point you in the right
direction.
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How Dry Weight and Fluid Gain Affect Dialysis
Patients
https://www.davita.com/kidney-disease/dialysis/treatment-options/how-dry-weight-andfluid-gain-affect-dialysis-patients/e/5273

A person with healthy kidneys may urinate up to seven times a day.
Most people on dialysis, however, make little to no urine, because
their kidneys are no longer properly removing wastes and extra fluid
from the body. Without urination, fluid builds up in the body and can
cause swelling, shortness of breath and/or weight gain. Dialysis filters
the blood to remove excess fluid from your blood to get you down to
your dry weight.
What is dry weight?
Dry weight is your weight without the excess fluid that builds up between dialysis treatments. This weight is similar to what a person with
normal kidney function would weigh after urinating. It is the lowest
weight you can safely reach after dialysis without developing symptoms of low blood pressure such as cramping, which can occur
when too much fluid is removed.
Dialysis cannot rid the body of fluid as effectively as healthy kidneys
that work around the clock. Most haemodialysis patients go to dialysis treatment three times a week for about four hours, so the body
holds onto extra fluid and waste in the days between treatments.
Fluid is removed during dialysis to return the patient to his or her dry
weight by the end of the treatment. Ideally, the goal is to target a
weight where the patient will be normally hydrated (not feel thirsty)
and feel comfortable.
How is dry weight determined?
In most cases, dry weight is an estimate determined by your doctor,
based on his or her experience and your input. Your doctor will prescribe your dry weight based on your weight when you have:
 normal blood pressure
 the absence of oedema or swelling
 neck veins that are not distended
 the absence of lung sounds (rales and crackles) related to fluid
overload
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no shortness of breath or congestive heart failure
a normal size heart shadow on X-ray

It is generally a clinical estimate since there are no reliable scientific
ways of measuring dry weight. Many patients can be above their dry
weight and have extra fluid without it being noticeable or causing
clinical symptoms.
Dry weight should be assessed every three to six weeks and adjusted
when a patient gains or loses actual weight. Other factors, such as
urine output and swelling between treatments, also should be considered when adjusting the dry weight. (Urine output often stops
completely after six months of being on haemodialysis.) Your doctor
will determine dry weight gain, as opposed to fluid weight gain.
What you need to know about fluid gain
Fluid gain is caused by a decrease in urine flow and a normal to increased intake of dietary fluids. Fluid gain is determined by your
weight gain between treatments, which is why you are weighed before each dialysis treatment begins. Fluid gains between dialysis
treatments should not be more than 5% of estimated dry weight.
If too much fluid accumulates between dialysis treatments, it is more
difficult to get down to the targeted dry weight. A gain of less than
5% of a patient’s body weight is easier to remove than gains above
5%, which may be harder to remove and may cause the patient to
have an uncomfortable dialysis treatment.
What happens if you go below dry weight?
Your health care team at the dialysis centre will monitor your treatment to help you have a complete and comfortable treatment. If
too much fluid is removed and a person goes below their dry weight,
a patient may experience dehydration causing:









Thirst
Dry mouth
Lightheadedness that goes away when laying down
Cramping
Nausea
Restlessness
Cold extremities
Rapid heartbeat
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If you gained actual weight and your dry weight was not raised accordingly, too much fluid may be removed during dialysis. Tell your
health care professionals if you believe your dry weight has changed
or if you are experiencing any discomfort during your dialysis treatment.
How fluid gain affects dialysis








Excess fluid affects the body in harmful ways. It can cause:
Weight gain
Increase in blood pressure due to extra fluid in the blood stream
Swelling, called oedema, in the feet, ankles, wrists, face and
around the eyes
Abdominal bloating
Shortness of breath due to fluid in the lungs
Heart problems, which can include a fast pulse, weakened
heart muscles and an enlarged heart

If you exceed your recommended fluid allowance between treatments, more fluid must be removed. There is a limit, however, on how
much fluid can be safely removed during a dialysis treatment.
Removing excessive fluid gain can make treatment uncomfortable.
Patients can experience a sudden drop in blood pressure, which
usually occurs toward the end of a dialysis treatment. You may feel
nauseated, weak and tired because your body may not be used to
having so much fluid removed at once. Some people experience
muscle cramping during dialysis when they gain too much fluid
weight. Taking out a lot of fluid at one treatment can also leave you
feeling dizzy or weak after the treatment. Not removing enough fluid,
however, may leave the patient overloaded, put added strain on
the heart, keep the blood pressure high and cause difficulty for the
next treatment. One of the most common reasons for a patient on
haemodialysis to go to the hospital is for fluid overload that causes
shortness of breath. Sometimes, an extra dialysis treatment may be
required to remove all the extra fluid.
Long-term effects of fluid gain for dialysis patients
Large fluid gains between haemodialysis treatments can be hard on
a person's heart and lungs. Short-term effects of fluid overload include cramps at dialysis, headaches and breathing difficulties and
serve as warnings for potential problems in the future. That’s why it’s
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important to monitor and keep fluid gain in check between dialysis
treatments. Your efforts in limiting fluid intake can affect your immediate well-being and your long-term health.
By keeping fluid gains as low as possible between dialysis treatments,
you can help minimize the risk of serious health problems. Repeatedly overloading your system with fluid makes your heart work harder
and may lead to heart problems.
Limiting fluid intake between dialysis treatments
Restricting your daily fluid intake will help you feel more comfortable
before, during and after your dialysis sessions. It also reduces the
chances of unpleasant symptoms during dialysis and potential
health problems over time.
Each patient has a different allowance for daily fluid depending on
physical activity level, body size and urine output. Most people on
haemodialysis are limited to approximately 32 to 50 fluid ounces per
day, compared to a fluid intake of 100 ounces daily for someone
who has working kidneys. Talk to your dietitian if you have questions
about how much fluid you can have each day.
Following the dialysis diet
Diet is an important part of treatment for dialysis patients. Certain
foods must also be counted in your daily fluid intake. In general, anything that is liquid at room temperature is considered a fluid.
These guidelines may help you follow your recommended daily fluid
intake between dialysis treatments if you feel you need help controlling your fluids:







Avoid salt and salty foods because they can cause thirst and
water retention.
Drink only recommended quantities of water and other beverages.
Limit foods that contain liquid, or are liquid at room temperature.
Measure: You can use a food scale, measuring spoons and
measuring cups for both dry and liquid measures.
Monitor your daily weight gain on a digital scale.
Keep a daily food and fluid diary.
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The dialysis diet isn’t easy, but your dietitian and other patients can
give you tips on how to limit your daily fluid intake and still feel satisfied. For example, when the urge to quench your thirst strikes, suck
on a mint, brush your teeth or use a spray bottle to squirt a small
amount of water into your mouth for instant relief.
Summary
During each dialysis treatment, fluid is removed to get patients down
to their dry weight. Fluid gain between dialysis treatments will occur
because kidneys are no longer removing fluid from the body; however, people on haemodialysis may feel better and have more comfortable treatments if they don’t gain too much fluid over their dry
weight between haemodialysis treatments

Videos to watch
https://www.davita.com/videos/
https://www.youtube.com/wat
ch?v=GGjvkHonBn8

Fluid Management
For people on dialysis, too
much fluid can be harmful.
Watch this video to learn
more about fluid control and
kidney health.

From body to dialyser and
back again… watch this video
to see how this works!
https://www.youtube.com/wa
tch?v=9uCsTbfpN64
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https://www.youtube.com/wa
tch?v=jb6DZAA9D3w
avoiding access infections

There are lots more videos
to access on the Davita
website:
https://www.davita.com/videos/

https://www.healthnavigator.org.nz/

Recovering well after surgery
Overview
Whether it’s a small operation or for something major, having surgery
means you’ll need to take time afterward to rest and recover.
Every surgery is different and the time it takes to get back into regular daily life depends on many factors. There
are some key ways you can help yourself feel
better faster and avoid post-operative complications, so here’s our top tips for looking after
yourself following surgery:
1. Ask questions
Have all your questions answered about your surgery and follow-up
care. Ask more than once if you don’t understand. Ask your doctor
about any changes to your regular medications following surgery.
Ask questions about managing your wound at home:


Will a district nurse visit to change the dressing or do you have to
see your GP?
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If you have stitches – will they need to be removed or are they
absorbable?
Who do I contact if I think it’s infected?
Learn more about the signs of infection
https://www.dermnetnz.org/topics/wound-infections/

2. Follow instructions
Follow the instructions from the surgeon or other healthcare professionals involved in your care. Write them down if you need to or ask
for them in writing. Having a support person with you to listen is helpful.
Take pain relief as prescribed.
3. Seek advice
Talk with your doctor if you’re still in pain after taking your pain medication or if your pain hasn’t improved after a few days. Also contact
your GP if you have any new symptoms following surgery such as fever, swelling, poor appetite, nausea and vomiting.
4. Attend follow-up appointments
Make sure you attend all follow-up appointments, such as hospital
clinic appointments, GP follow-up or physiotherapy sessions. Once
you start to feel better it can be tempting to think you don’t need
any more follow-up care but listen to the advice from your
healthcare professionals.
5. Pace yourself
It can be tempting to rush back to work or school, but your doctor
may need to give you the “all clear” before returning to some activities. Ease yourself back into exercise. Depending on the type of surgery you've had, your activity levels will vary. But, as far as possible,
it's important to keep active, as best as you can. You’ll be given advice about any activities you should avoid and those that you need
to take extra care with. Start exercising slowly, using gentle movements and build up gradually.
6. Look after yourself
Get enough rest and be kind to yourself. Healing and recovery takes
time.
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Get up and about – this may be simply walking a bit each day.
Unless you’re told otherwise, getting out of bed each day helps
in your recovery and decreases your risk of developing deep
vein thrombosis (DVT).
https://www.healthnavigator.org.nz/health-a-z/d/deep-veinthrombosis/



Eat a balanced diet – good nutrition helps with wound healing
and recovery.



Try not to get back into old habits – if you gave up smoking before surgery, don’t start again!



Ask for help if you need it – this may be for practical help, such as
housework or driving, or emotional support while you’re recovering.

References


Postoperative problems
https://www.health.govt.nz/your-health/conditions-and-treatments/treatmentsand-surgery/postoperative-problems



Pain after surgery Health Navigator
https://www.healthnavigator.org.nz/health-a-z/p/pain-after-surgery/



Wound infections DermNet NZ
https://www.dermnetnz.org/topics/wound-infections/
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Good idea?
Found on the internet:

Drain-Away Clip:
No More Floods!
Funny how PD bags
drain well into the toilet
while you watch, but as soon as you turn
your back on ‘em, the tubes jump out of the
toilet and make a big mess! Well, the DrainAway keeps ‘em in line!
The Drain-Away Clip really comes into its
own for those who have a “direct drain”
setup for the cycler. It clips to the edge of
the toilet bowl, under the seat and holds the tubing in place so that
it drains where it’s supposed to every time.
https://kidneystuff.com/products/drain-awayclip?variant=2880631210011

Choosing Wisely is a global initiative that
has been implemented in a number of
countries, including USA, Canada, the
UK, Australia and some of Europe and
New Zealand.
The campaign aims to promote a culture where low value and inappropriate clinical interventions are avoided, and patients and
health professionals have well-informed conversations around their
treatment options, leading to better decisions and outcomes.
The Council of Medical Colleges (CMC) is facilitating this initiative in
New Zealand as part of our commitment to improving the quality of
care for all patients.
Unnecessary tests and treatments do not add value to you or your
whanau. In fact, they may take away from care by potentially exposing you or your whanau to harm, leading to more testing to investigate false positives and contributing to stress.
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In this section you will find lists and questions relating to specific problems and concerns – and the questions you should always ask before
agreeing to a medical intervention or test.
As each situation is unique, healthcare professionals and patients
should have a conversation to work out an appropriate healthcare
plan together.

4 QUESTIONS FOR PATIENTS TO ASK
Some tests, treatments and procedures provide little benefit. And in
some cases, they may even cause harm. These questions can help
you make sure you end up with the right amount of care — not too
much and not too little. As each situation is unique, a discussion with
your health professional can help you develop a healthcare plan for
you.
1. Do I really need this test or procedure?
Tests may help you and your doctor or other healthcare professionals
determine the problem. Procedures may help to treat it. Understanding why your doctor is considering a test -and weighing up the benefits and risks – is always advisable, and is every patient’s right and responsibility.
2. What are the risks?
If you have – or don’t have – the test or procedure, what is likely to
happen? Are there potential side effects? What are the chances of
getting results that aren’t accurate? Could that lead to more testing
or another procedure?
3. Are there simpler, safer options?
Sometimes all you need to do is make lifestyle changes, such as eating healthier foods or exercising more. Or an alternative test or
treatment that might deliver useful information, while reducing any
potential negative impacts for you.
4. What happens if I don’t do anything?
Ask if your condition might get worse – or better – if you don’t have
the test or procedure right away.
http://choosingwisely.org.nz/patients-consumers/
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Preventing Disease through Immunisation
A Waitemata DHB schedule of vaccination has been developed
which indicates which vaccines are appropriate for kidney patients
Immunisation is an important opportunity for disease prevention.
Patients with kidney disease are at
increased risk of infections and should
be vaccinated to reduce their risk of
infection.
Most patients with chronic kidney disease or on dialysis or with a kidney
transplant, will have vaccinations with
their GP.
The number of publically funded vaccines available for kidney patients has
increased. A Waitemata DHB schedule
of vaccination has been developed which indicates which vaccines
are appropriate for kidney patients and the schedule of immunisation. Your kidney team will be writing to you with this schedule for selected patients.
Janak de Zoysa
Consultant Nephrologist and Clinical Director, Renal Services,
Waitemata DHB

Another interesting product for you to look at,
found on the internet. The website says that this lightweight fabric
strap is comfortable, easy to use, and does not interfere with dialysis
or infusion treatments. The dual safety tabs on the Hemastrap® allow
for attachment of both arterial and venous dialysis lines.
http://www.hemausa.com/about.html
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EXERCISE….Keeping it safe.
Are you planning to do some exercise?
Join a Gym? Get a Personal Trainer?
Exercise is meant to improve your
endurance, balance etc.

lifestyle by increasing your

strength,

It is important that you talk to your trainer/instructor and let them know your
treatment and what you should avoid doing.
In NZ it is not part of the sport or exercise industry to learn about kidney conditions and treatment and most trainers will be unaware of what exercises
may put you at risk.
Tracey our Wellness Educator is happy to talk to you trainer or have your
trainer or instructor contact her with questions.
Tracey, Kidney Society Wellness Educator, 0800 235 711 Tuesday-Friday
Tracey is a registered Exercise Professional. Find out what this is here:
http://www.reps.org.nz/members-search/

Greenlane Home Haemo Meet and Greet
Recently the Greenlane Home
Haemo team organised a gettogether for people currently on
home haemo, similar to a recent
Greenlane get-together for people
on PD.
Great success!! Great programme!!
Worth adopting by other home
haemo units!
The programme included talks by a guest speaker from Darwin, Australia, other topics were Holiday Dialysis, the Kidney Society, Healthy
Food Choices, Pills Galore, What to do when you are unwell and
On-call support, as well as of course talking to others and sharing
ideas. Meet and Greets will be repeated on a regular basis.
Congratulations to the team for a great initiative, and the patients
for having a fabulous home haemo team!
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Restless leg syndrome (RLS) and chronic
kidney disease

Restless leg syndrome can disturb your sleep. If you have chronic
kidney disease (CKD), it can also disrupt your dialysis time. The uncomfortable and sometimes intense feelings in your legs can make
sitting still for your dialysis treatment unpleasant. You may want to cut
your session short because the feelings in your legs are unbearable.
Sometimes patients are unaware that the sensation in their legs is a
medical condition and can be treated.
What is restless leg syndrome?
Restless leg syndrome (RLS) is a condition where you feel an uncomfortable sensation in your legs and are compelled to move them. It
occurs when you are trying to relax or fall asleep. You may get RLS
when you have been sitting or lying down for an extended period of
time, such as when you are on dialysis or sitting in a car or plane. The
uncomfortable sensations vary from person to person. Some people
report an itchy feeling, while others report a crawling or “creepy”
sensation. Restless leg syndrome can also be painful; the sensations
can feel like burning, aching or prickling.
Moving your legs gets rid of these uncomfortable feelings. You may
find yourself walking or pacing, jiggling your legs and feet or tossing
and turning in bed to stop the RLS. The symptoms of restless leg syndrome are more pronounced at night, particularly at bedtime. This
urge to move your legs disrupts your sleep patterns. You may have
difficulty falling or staying asleep, which can lead to insomnia. During
the day, you may feel fatigued and irritated.
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What causes restless leg syndrome?
RLS generally affects older people. However, there are some health
conditions that are associated with RLS. They include the following:


Nerve damage from diabetes



Chronic kidney disease



Perhaps iron deficiency or lack of erythropoietin

Diabetes can contribute to restless leg syndrome. Diabetes can
damage tiny blood vessels and nerves. Often, people with diabetes
are told to carefully examine their feet for any outward signs of
damage because they may not be able to feel a wound or injury
due to nerve damage.
In the past it was thought that iron deficiency or lack of erythropoietin (epo) could be a cause of RLS. A common complication of chronic kidney disease is low iron levels or anemia. Healthy kidneys produce erythropoietin, a hormone that helps make red blood cells.
When the kidneys are damaged, they make little or no erythropoietin. With low iron levels and fewer red blood cells being produced,
anemia can develop in the early stages of kidney disease and get
worse as the renal disease progresses. Nearly all patients in end
stage renal disease (the point where dialysis becomes necessary)
have anemia.
Depending on the cause of your anemia (low epo levels, low iron
levels or a combination of both), your doctor will prescribe medication or supplements. Your doctor may prescribe EPOGEN® or Procrit®, which will add to the amount of erythropoietin your body
makes naturally. Your doctor may also have you take iron supplements, especially if you are taking EPOGEN or Procrit. Adequate
amounts of iron are needed in order for EPOGEN or Procrit to work
effectively. In addition to treating anemia, it has been shown in animal studies that epo stabilizes and/or prevents nerve damage for
those with diabetes. While the direct cause of restless leg syndrome
isn’t certain, it is believed that treatment with epo and iron supplements still help treat RLS.
More recently studies have shown that restless leg syndrome may be
associated with low levels of parathyroid hormone (PTH). Because
people with kidney disease are at risk for bone disease, their doctors
will monitor their PTH level to make sure it isn’t too high. In patients
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suffering from RLS a common trait was that they had low PTH levels.
Another common factor in those who reported having RLS was the
number of neurologic and psychiatric drugs that were administered.
Although it is difficult to know if either these drugs or low PTH cause
RLS, these findings are reasons for doctors to avoid over suppression
of PTH and to carefully consider the prescribing of neuropsychiatric
medicines.
How is restless leg syndrome treated?
In order to be treated for restless leg syndrome, your doctor must
make a diagnosis. Your doctor will rely on you to report any sensations you are experiencing. Sometimes people dismiss the feelings in
their legs as general discomfort, not realizing it is a medical condition.
Restless leg syndrome can be treated by your doctor with epo; iron
supplements; altering PTH treatment; changing certain antidepressants, cold and cough medications or anti-seizure drugs that
may be causing or enhancing RLS or may prescribe drugs such as
clonazepam or benzodiazepines to alleviate symptoms.
Your doctor may also suggest self-administered home therapies to
help you get a better night’s sleep. These might include:
 Massage
 Warm baths
 Warm/cool compresses
 Relaxation techniques
 Changes to your sleep environment
 Exercise
Many people find that massages, warm baths and compresses help
their RLS and are also relaxing, particularly before bedtime. Exercise
may also help you feel more tired so you can fall asleep faster.
Changes to your sleep environment may also help. A quiet, dark
room will have fewer distractions that can awaken or disturb you.
If your restless leg syndrome is highly uncomfortable or painful, your
doctor may prescribe medications such as muscle relaxants and
sleeping aids.
Conclusion
Diagnosing and treating RLS is important so that you can get the rest
you need and have more comfortable dialysis treatments. Don’t be
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afraid to tell your health care team and your doctor about any unpleasant sensations you are experiencing. They can make changes
to your treatment so that you can feel your best.
Reprinted with thanks from the davita website, www.davita.com

Taste changes in
chronic kidney disease
or on dialysis
Jenny Buxton, Waitemata DHB
Many people experience the loss of taste at some point in time in
their life. Taste changes can occur for a number of reasons including
a cold or flu, excessive cigarette smoking, aging and medications.
Having reduced taste can affect the pleasure and enjoyment of
eating and overall decrease how much you are eating. If this continues for a long period of time it can lead to weight loss and malnutrition.
This article will explore how and why we lose our taste, the symptoms
you may notice and how the loss of taste can affect your eating
and health. It will include practical tips to help you manage taste
changes and some ways to increase flavour in your foods.
How and why we lose our taste
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Taste and smell can be affected in kidney disease. Up to 81% of
people with chronic kidney disease or on dialysis report the loss of
taste or taste changes. This can be caused by not having the right
amount of fluid in your body, or a build-up of wastes in your blood
caused by the kidney disease (1).
In addition, salt is a powerful flavour enhancer and the recommendation for people with kidney disease to follow a low salt diet can
have a huge impact on taste. Research has shown that decreasing
salt in smaller increments ensures that the taste of the food is not
compromised whilst also decreasing the overall salt in the diet (2).
Symptoms and consequences of losing our taste
You may notice a loss of taste, a “metallic” taste and/or dry mouth
as your kidney function gets worse, and this can make it difficult to
eat well. Some people may find they go off certain foods e.g. red
meat, while others may find that they prefer stronger flavours (1). A
reduction in food intake can lead to weight loss and loss of body
stores such as muscle. If this occurs over a longer period of time it
can lead to your body becoming malnourished, this is important to
avoid as it can affect your ability to fight infections, maintain your
muscle mass and strength and do the activities you enjoy.
People with kidney disease who are well nourished live longer, have
a better quality of life and less hospital admissions. Try the following
tips if you find taste changes, dry mouth or nausea are affecting your
ability to eat well.
Practical Tips to Manage Symptoms at Home
Dry mouth
 Use lip balm daily, apply regularly, aim to keeps lips moist
 Rinse mouth with cold water – do not swallow
 Add a squirt of lemon juice to drinking water
 Suck on frozen fruit
 Chew gum or mint lollies (sugar-free)
Taste changes





Add flavour to food using herbs and spices (See tips and recipes below)
Rinse your mouth before meals – see mouthwash recipe below
Try cleaning your teeth before meals
Suck on mints or chew gum
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Nausea and dry retching






Sip soda water or dry ginger ale
Have small regular meals. Try to avoid skipping meals
Chew gum or mint lilies (sugar free)
Nibble dry biscuits
Have something small to drink or eat, trial eating something
small before getting out of bed in the morning e.g. two dry
crackers

Mouth Wash can be used to improve symptoms
Mouthwash can be used as a way to dilute the bitter taste in your
mouth. Sodium bicarbonate mouth washes have been proven to
improve taste changes, nausea and dry retching. Try the following
mouth wash recipe and see if it improves your symptoms (3).
Sodium Bicarbonate Mouthwash Recipe
- 1 tsp baking soda in 90mL water
- Rinse mouth during the day, take a mouthful, swish around the
mouth and then spit out.
Recipes to add flavour without adding salt
Try the following to add more flavour to your food








Herbs (fresh or dried)
Pepper
Chilli
Lemon or lime juice
Vinegar (all types)
Onion, ginger, garlic
Spices

26

How to Make your own Seasonings and Sauces
We live in a time of convenience; sometimes it is easy to grab a premade spice mix or stock from the supermarket. Although, many of
these are very high in salt. Here are some recipes to make your own
at home, with no added salt but plenty of flavour. If you would like
more ideas speak with your dietitian.

The information contained in this article is designed to provide helpful
information to most people. It may
not be applicable to all readers as
individual dietary requirements may
differ. If you have queries regarding
information contained in this article
please consult your dietitian.
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How to help a friend or loved one suffering
from a chronic illness


If someone you love is diagnosed with cancer or a lifethreatening disease, you may feel desperate and completely
helpless. But it doesn't have to be that way.



Research has shown us that family and friends can play a huge
role in helping patients deal with a chronic illness.



When a person is suffering from a chronic illness, it's important
that they feel truly cared about. What matters most is how people interact with the sick person.



Here are some ways that patients and their families can get the
kind of support they want from others:



Put an end to family secrets. In other words, honesty is still the
best policy. We often try to protect our families and loved ones
from bad news, but hiding a person's serious illness from the rest
of the family can backfire. Communicate directly and be open
with family members.



Include your children. Although their understanding of the situation may be limited, children still appreciate being told what's
going on around them. Children can sometimes view themselves
as the cause of problems or major events that happen around
them. They may view a parent's illness as being caused by something they did. Be open, honest, let children know it's OK to ask
questions. This will help relieve some of their anxiety. Remember,
a child can be a great source of laughter and warmth for a sick
individual.



Be selective. Everybody under the sun doesn't need to know
about your illness or your loved one's illness. Choose who you
care to share your news with carefully. Some relationships will
prosper and some will become strained. What's important is that
you feel that sharing the information with an individual will provide a stronger sense of support and strength.



Be clear about how family and friends can help. People want to
feel useful. Don't be ashamed to ask for help or favours, such as
cooking a meal or helping with the school carpool.
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Finally, if someone you love if suffering from a chronic illness, learn
about the disease, help out with daily errands and chores, and
give emotional support. Sometimes we all need a shoulder to cry
on.



Reproduced with permission: The full text of articles from APA
Help Center may be reproduced and distributed for noncommercial purposes with credit given to the American Psychological Association.



http://www.apa.org/helpcenter/help-chronic.aspx

NOTICE ANYTHING UNUSUAL ABOUT YOUR DIALYSIS
ACCESS? DON’T DELAY!
It is important to immediately report any changes in your access to
your dialysis nurse. Even if you are very careful, sometimes problems
such as blood clots or infections can occur.
Always seek advice from your doctor or dialysis staff, as the problem
will not go away by itself.
After hours you should go to ED.

Your dialysis access is your lifeline!
Problems can include:








Any swelling around your access
Any redness around your access
Any sign of infection such as redness, warmth, swelling and discharge.
Any pain or even just an ‘odd’
feeling
Unusual bleeding
Poor blood flow or clots
No ‘buzz’ in your fistula

If you do not do this, you may end up
in hospital.
You can download a fact sheet here:
http://kidney.org.au/cms_uploads/docs/access-for-dialysis-fact-sheet.pdf
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Has your address or phone number changed?
We have no way of knowing unless you tell us. Please remember to
let us know BEFORE you move, or as soon as you have a new phone
number.
The Kidney Society NEWS is FREE for
Auckland/Northland/Waikato/Bay of Plenty/Lakes, Tairawhiti/
Gisborne and Hawke Bay pre-dialysis, dialysis and transplant
patients.
others, including supporters, are welcome to subscribe to the Kidney
Society News for $25 per year ( 6 issues).
For changes to our mailing list, to have your name taken off the list or
added to it, or to subscribe, please fill in the form below and send to:
FREEPOST 1875, Kidney Society, P O Box 97026, Manukau City,
Auckland 2241, phone 09 278 1321 or 0800 235 711, or email kidneysociety@adks.co.nz
Name ………………………………………….…………………………………
Phone ……………..………………………..…email ………………………….
Address …………………………………………………………………………..
…………………………………………………………..………………………….
Please do the following: (tick box)
add my name to your mailing list
(free for Auckland/
Northland/Waikato/Bay of Plenty/Lakes, Tairawhiti/Gisborne and
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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If you have Polycystic Kidney Disease, information is available on this
website: https://pkdcure.org
Polycystic kidney disease (PKD) is a chronic, genetic disease (most
often passed from an affected parent to their child) causing uncontrolled growth of cysts in the kidney eventually leading to kidney failure. It affects all racial and ethnic groups equally.
If you or someone you care about live with PKD, some of your top
priorities are to maintain a high quality of life and manage the disease. This means having a well-balanced diet, staying physically active, learning how to manage pain and finding effective ways
to communicate with your health care team. It is also important to
learn as much as possible about PKD. The more you know, the better
you can take care of yourself or your loved one with PKD.
Here you can learn from the world’s leading medical experts about
PKD and how to live a better life with it. Not sure where to begin?
Here are some topics to get you started:
 Lifestyle
 Nutrition
 Chronic pain management
 Working with your doctor
 Dialysis
 Transplant
 Parents of children with PKD
 Family and caregivers
 Clinical studies
 Resources
Or follow the link below to POLYCYSTIC KIDNEY DISEASE - a patient's
guide by Dr John Collins | - Nephrologist | Auckland New Zealand
http://www.familydoctor.co.nz/search?Keyword=kidney&Category and
type polycystic kidney disease in the search field.
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Fundraising and Support
Your fundraising, 21 March to 25 May
Subscriptions

$692

Member donations
In Memoriam Donations

$1256
$1130

Total

$3078

Donations were received in memory of Andrew Tan Wong and Doug
Hosking. These gifts, like all donations and gifts made in someone’s
memory, are used with care towards our services for people with
kidney failure.

Since the last News we received
the following grants:
Since the last News, we received the following
grants:
NZ Lottery Grants Board $55,000 for services, Lion Foundation $40,000,
Blue Sky Community Trust $1,000 and the Southern Trust $15,000 for
salaries.
Thank you everyone!
On our wish list:




Tea spoons – for our Houses & Centre
Drinking Glasses – for our Houses & Centre
Sheets for our Dialysis Houses

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