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Welcome to
Kidney Matters

Message
from the
editor
Welcome to the winter issue of Kidney Matters.
Who, in their wildest dreams, could have imagined
that nine months on from first hearing the word
Coronavirus, our lives would still be so affected by it?
At the time of writing, over 500,000 of us have
visited our online Coronavirus pages to seek
trustworthy advice on how to protect ourselves,
and our team of Advocates and Counsellors have
increased their working hours to support those
patients really struggling to adapt to life in these
challenging times.

Welcome to another edition of Kidney Matters, which
I hope in some small way helps to keep you informed,
entertained and a little more connected with the
wider kidney community.
In the previous edition, I wrote about my wish that
the situation around Coronavirus, and its impact on
patients’ lives would have eased just a little by the
time of the next publication! In truth I suspect this was
more in hope than expectation, and we find ourselves
going into winter with the support of shielding relaxed
by Government, fears of a second wave dominating
the airwaves and talk about ongoing restrictions for a
further six months.
As our recent patient survey has shown, this situation
continues to have a significant impact on individuals’
wellbeing and levels of anxiety, with many patients
feeling isolated and in some cases abandoned by
the Government. Although the future continues to
look unsettled, with little certainty on how long it will
continue, the one assurance I can give you is that
Kidney Care UK will continue to do everything it can
to support patients and their families, and to work
tirelessly to challenge the Government and Health
Services to ensure that kidney treatment and care is
not adversely affected during the winter months.
If you would like to know more about how we can help/
support you, please get in touch.
Take care and stay safe.

But it’s clear that we are already seeing signs of
resilience and recovery. Read the great report from
the Bristol transplant team on its transplant success.
Also, in this issue, stand by to be inspired by the
amazing contributions sent in by patients who, in
spite of their kidney disease, continue to push the
boundaries of what is possible with decreased
kidney function. And with Christmas just weeks
away, it’s time to think about food. You will be
pleased to know that we’ve updated our Kidney
Kitchen website with several tasty Christmas treats,
perfect for sharing.
We know this time of year brings out the happy
and the sad in all of us. We are here. You are not
alone. Every single one of us here at Kidney Care UK
wishes you and your family and friends a peaceful
Christmas and a Happy New Year.
Enjoy the read

Deborah Duval
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Islets in the stream: new hope
for people with type 1 diabetes

PA R T O

A pancreas transplant is a very successful treatment for type 1 diabetes, but it is not
suitable for everyone. Islet cell transplantation is a less risky alternative that can help
improve glucose control and reduce the likelihood of diabetic complications.
Type 1 diabetes mellitus (T1DM) is increasing in
Europe, and provides challenges to patients and
doctors due to its complications. These include
damage to the heart, circulation, vision (retinopathy)
and nerves (neuropathy). In addition, some patients
can have the dangerous side effect of low blood sugar
levels without any warning signs (called hypoglycaemic
unawareness). This can be life threatening as patients
need someone else to help them to control their
dangerously low blood sugar levels. However, one of
the most significant complications is kidney damage
(nephropathy), which means that patients ultimately
need dialysis or a kidney transplant.
T1DM occurs due to non-function of the islet cells, which
control insulin release and are located in the pancreas.
This has resulted in an interest in transplantation to
control or remove this diabetic burden.

unawareness, or those with very brittle and poorly
controlled T1DM following a successful kidney
transplant.
The process is far less invasive than a pancreas
transplant (which requires major surgery) as it involves
passing a thin tube or cannula into a vein in the liver,
and the patient needs only sedation or a light general
anaesthetic (Figure 1). The islet cells are infused into
the patient’s body via this cannula after they have been
separated from a single deceased-donor pancreas in a
special islet facility (Figure 2). Patients needing a ‘topup’ of islet cells return to the UK transplant waiting list,
where they have priority listing for six months so that
they gain maximum benefit from the transplants.

Pancreas transplantation has proven to be very
successful (usually in conjunction with a kidney
transplant – simultaneous pancreas kidney transplant or
SPK) and provides durable and robust treatment of both
T1DM and kidney failure, with success rates of over 85%
at one year. However, a pancreas transplant involves
major surgery, and does have significant side effects
particularly due to the risks of bleeding and infection
from the organ, which can sometimes result in death.
Some patients with T1DM and kidney failure may
also choose to have a live or deceased-donor kidney
transplant alone. They would then continue optimal
treatment of their T1DM with their diabetologist.
However, in the long term T1DM is likely to provide
ongoing damage to the transplant and may result in
failure of the kidney in the intermediate to long term.

Islet cell transplantation
The potential risks of pancreas transplantation led to
interest in the possibility of Islet cell transplantation
(ICT). This would provide the opportunity to improve
diabetic control and minimise the side effects that
result from transplantation of the whole pancreas, as
only the relevant islet cells would be transplanted to
the recipient. Since 2009, this procedure has been
nationally available in a select number of UK centres.
It has been agreed that ICT will be reserved for
patients with preserved kidney function (because of
the risks of immunosuppression) with hypoglycaemic
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Figure 1: Cannula and infusion bag for islet cell
transplantation. The process requires infusion of the islet cells
via the cannula, which is introduced into the recipient’s liver

The associated risks of ICT are considerably lower
than for pancreas transplantation, and include
bleeding and infection. Patients need to take
immunosuppression after the transplant, as with
kidney and pancreas transplantation, to minimise
the risks of rejection of the cells. This in turn may
increase the risk of infection and certain cancers and,
importantly, requires close, long-term monitoring of
kidney function.
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Further research in islet transplantation
There is a large amount of international research at
present, examining improved techniques to understand
donation, preparation and clinical transplantation to
improve the condition and survival of ICT. In addition,
there are exciting developments in the production of
islets from stem cells or encasing (‘encapsulation’) of
islet cells to minimise the risk of the recipient rejecting
the cells. All of these developments may improve the
success of ICT in the future.
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Outcomes of islet transplantation
In contrast to a pancreas transplant, where the
recipient will no longer require Insulin, the patient may
require reduced doses of Insulin following an ICT, but
is likely to have far better diabetic control. Patients
are also likely to regain awareness of hypoglycaemia.
However, long-term success and survival of the islet
cells is less than with a pancreas transplant. After five
years, 7 in 10 pancreas transplants are functioning
so that the patient does not need insulin. In contrast,
although three quarters of islet patients are still
making some insulin five years after their transplant,
only 1 in 10 are insulin treatment-free in early
international studies.
Diabetic complications are thought likely to be
stabilised after ICT, reducing the severity of diabetic
damage to the eyes, circulation and nerves. However,
further studies are needed to definitively prove this as
the data have some limitations.

Simultaneous islet-kidney transplant
Since 2016, NHS Blood & Transplant have allowed
simultaneous islet kidney transplantation as a further
treatment option for diabetic treatment for individuals
with T1DM and kidney failure. To be eligible for this
transplant patients must have kidney failure and T1DM,
with at least one diabetic complication. However,
unlike islet transplantation alone, hypoglycaemic
unawareness is not required.

ICT provides an opportunity to improve diabetic
control and keep patients with T1DM safe from
further complications and importantly remove
hypoglycaemic unawareness, which can be life
threatening. Its advantages lie in the reduced risks
of the procedure in selected individuals, compared
to whole-organ pancreas transplant, with some risks
associated with immunosuppression, particularly to
kidney function in the long term. Simultaneous islet
kidney transplantation is an exciting new option that
may provide a valid and successful treatment for
patients with kidney failure and T1DM, and offers hope
for this group of patients who have historically been
difficult to treat.

Article by David van Dellen
Consultant Transplant &
General Surgeon & Clinical Lead,
Department of Transplantation
Surgery, Manchester Royal
Infirmary
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Guide to islet cell
transplantation:
https://bit.ly/2FuE1A6
NHS information on pancreas
transplants:
www.nhs.uk/conditions/
pancreas-transplant/

MO

This procedure gives the opportunity to receive a
kidney transplant, with islets available from the same
donor, once they have been prepared, about 48 hours
later. It appears to provide a valid alternative to SPK for
patients who may not be able to have a whole-organ
pancreas, either due to previous transplants making
surgery difficult or not being fit enough. Early results
across the country appear promising, although longer
term follow-up will be necessary to examine how
beneficial this is to patients.

“Islet cell transplant
provides an opportunity
to improve diabetic
control and keep patients
with type 1 diabetes
safe from further
complications“
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It’s islets for me
By Sharon Patrick

It was time for Sharon Patrick to decide whether to opt for
a whole-organ pancreas transplant or islet transplantation
after her successful kidney transplant. Her complex
medical history helped swing the balance.
My medical life has been complicated and extreme since receiving the diagnosis
of type 1 diabetes. I was 18 and it probably goes with the territory, but I was not a
compliant patient and did not take my diabetes seriously. I rebelled and chose to
ignore it and carry on as if I didn’t have it.
I simply did not appreciate the severity of the side effects this condition would
unleash on my body and my life until it was too late. I’ve suffered ever since from
various diabetic complications including: neuropathy (nerve damage); retinopathy
(damage to the blood vessels in the eye’s retina); gastroparesis (stomach cannot
empty in the normal way); Charcot foot (weakening bones in the foot); nephropathy
(kidney damage); heart failure; and bone disease.
Recovering from a bad car crash in 2014, my feet and ankles began to swell up and
despite doing as my GP advised and drinking more water and less coffee, it was soon
clear that my kidneys were struggling.
As weeks passed my breathing became laboured and I was too breathless to walk
more than a few paces. I thought I was having a heart attack. I rang my mam and
asked her to come with me to see the GP because I knew something was seriously
wrong with me. She told me that she wouldn’t come to the doctors because she was
taking me straight to the hospital.
At the hospital I was diagnosed with cardiomyopathy (heart disease) and was told
that I needed a triple-organ transplant. I had diabetic kidney disease (nephropathy)
and cardiomyopathy (problems affecting the heart muscle) and needed a new
pancreas to protect a transplanted kidney.
I knew dialysis was on the cards but we spoke about transplants quite early as it
was clear that I wouldn’t be offered a simultaneous pancreas and kidney (SPK)
transplant as my heart was too weak. It was decided that I would be listed for a
kidney transplant and then we would assess my suitability for a pancreas-alone
transplant at a later date.
This was when I first heard about islet transplantation.
As I couldn’t have a SPK my mam was worked up to be my living donor. Starting
dialysis was tough and I found it overwhelming. On 21 May I was due to start dialysis.
This date coincided with my planned wedding date. I was due to be married in
Greece. But the wedding never took place. I was so ill and in September that year I
fell into a diabetic coma which lasted for 11 days.
Fortunately, in July 2018 I received one of my mam’s kidneys. After a few hiccups the
transplant was successful. That success meant we were at a stage where we could
discuss my pancreas transplant. In July I went to see Professor Shaw in Newcastle
to discuss my transplant options.
Professor Shaw explained that if I opt for a whole-organ pancreas transplant, I
could potentially be completely insulin independent. The new pancreas would
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produce insulin and monitor my insulin requirement just
like a native pancreas. This option would also see my
transplanted kidney protected from any further damage
caused by my diabetes. However, the operation itself
comes with significant risks and is carried out under
general anaesthetic. There is also potentially a long
post-operative inpatient recovery period.
The second option we talked about was islet
transplantation. This is where islets (of Langerhans – the
insulin-making cells in the pancreas) are removed from
a deceased-donor pancreas and injected into my liver.
The liver is the preferred ‘host’ as it is the organ with
the best blood supply. The procedure is also carried
out under local anaesthetic. This would involve a short
stay in hospital before being able to go back to my
everyday life. The downside is that I may require another
procedure three months down the line and I may not be
totally insulin independent after the procedure.

“This option appears to me to
be a much safer option and,
given my complicated medical
history, minimises my exposure
to unnecessary risk”
But this option appears to me to be a much safer option
and, given my complicated medical history, minimises
my exposure to unnecessary risk. This option also
impacts upon my family much less. I already feel as if I
have put them through so much.
My daughter Kelsie is doing really well considering what
she’s witnessed over the past six years. I am so proud
of her. She has attended a full-time college course to
complete her qualifications as a care worker, in addition
to working throughout the Covid-19 pandemic on the
front line as a professional home care worker. She also
does such a lot to help me.
I’ve been through a lot in my life so far. But this
experience has also taught me a lot and so I knew I
wanted to use this experience to help support other
patients. Now I enjoy my work as a patient advocate
(along with Norman Harding and Mike Pape) at
Sunderland Royal Hospital.

“I wish I could warn everyone
diagnosed with type 1 diabetes
to take this condition very
seriously indeed.“

Life is for living!

Kelsie and Sharon
photography by www.davidlawson.com
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The art of wellbeing
Is it possible to become oblivious to the passage of time? This question is an
important one for many kidney patients who receive haemodialysis and struggle to
pass the hours dialysing.
Research has demonstrated that this experience
of boredom can have a negative impact on
mental health, as patients spend the time during
haemodialysis ruminating and worrying, leading to an
increased risk of anxiety and depression.
The Renal Arts Group at Queen’s University Belfast
(QUB), supported by Kidney Care UK, try and
address this unique issue of time on haemodialysis
by undertaking a programme of research exploring
the use of art in haemodialysis units. The arts may be
particularly well placed to address the problem of time
on dialysis because it can induce something called a
‘flow state’, a concept first described by psychologist
Mihaly Csikszentmihalyi after watching artists at work.
To be in ‘flow’ is to be completely absorbed in an
activity, losing awareness of your surroundings and
focusing entirely on the task at hand. The hallmark
experience of being in ‘flow’ is an altered perception of
time; most typically people experience time passing a
lot faster than it actually is.

Getting Started
As part of this project, a feasibility study was carried
out to assess how to offer one-to-one facilitated art
sessions with patients during their haemodialysis
treatment. Funding for the arts materials were

kidneycareuk.org

provided by Kidney Care UK and Northern Ireland
Kidney Patients’ Association. A wide variety of patients
participated, but most of them had very little or no
experience in the arts. While we tend to think of art as a
talent, it is in fact a skill that you can learn and develop
with practice. Despite the prospect of learning how
to draw, paint or write being daunting at first, patients
realised that their abilities were improving from day to
day, and the nursing staff would regularly comment on
how surprised and impressed they were at the images
and poetry that patients were creating.

“Patients were looking forward
to coming into the unit for their
haemodialysis, just to see what
they could create next.”
During the project members of the Renal Arts Group
conducted interviews with the patients who took part
to explore how the arts activities were benefiting them
during their haemodialysis treatment. Patients reported
that the art gave them a sense of purpose outside

9

the routine of dialysis. Patients also mentioned that it
improved their self-esteem as it gave them a feeling that
they were achieving something new no matter what their
age or experience. The experience of haemodialysis
itself was also transformed, with patients reporting
that they felt less isolated during their treatment, no
longer spending their time on the machine thinking
about the past or worrying about the future. Healthcare
professionals were also interviewed to explore how
they perceived the arts in a dialysis setting, and they
provided similar positive experiences, mentioning that it
helped improve their relationship with patients because
they had something to talk about that was completely
unrelated to clinical treatment or kidney disease.

“To be in ‘flow ’ is to be
completely absorbed in an
activity, losing awareness of
your surroundings and focusing
entirely on the task at hand.”

ongoing support from Kidney Care UK. We are also
working with local Renal units to draft a strategy that
would enable a more immediate impact on practice
through the use of volunteers. Previously we have been
able to provide arts workshops in the community for
people impacted by kidney disease thanks to support
from the Northern Ireland Kidney Patients’ Association.
We are trying to adapt to the ever-changing world in
light of the Covid-19 pandemic and recently received
funding from the Economic and Social Research
Council to produce online arts workshops for patients
with kidney disease, ensuring that many more people
will be able to explore the benefits art has to offer.

The results
What we found was that art does a lot more than just
help pass time, it transformed the time on dialysis.
Patients were looking forward to coming into the unit
for their haemodialysis, just to see what they could
create next. The Renal Arts Group is currently working
towards establishing an evidence base that will support
the provision of arts across dialysis units in the UK with

Article by Dr Claire Carswell
Researcher, Queen’s University,
Belfast
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If you are interested in learning
more about the Renal Arts
Group at QUB please visit us at:
http://www.qub.ac.uk/sites/
renal-arts-group/
Twitter @RenalArtsGroup
Instagram @renalartsgroupqub
Facebook @renalartsgroupqub
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Kidney Clinic

Making the change: menopause and CKD
Menopause—also known as the
change of life—is a natural event in a
woman’s life. Yet there is surprisingly
little information about managing
menopause for women with chronic
kidney disease (CKD).
Strictly speaking, menopause is your last menstrual
period, but the term is widely used to describe the
time around the event when you have symptoms.
In the UK, the average age of menopause is 51, with
peri-menopause—symptoms before menopause—
starting around age 46. Early menopause is defined
as symptoms starting before age 45, and premature
ovarian insufficiency (premature menopause) as
symptoms before age 40. There is some indication
that early menopause occurs more frequently in
women with CKD.
According to Dr Paula Briggs: “Although every woman
goes through the menopause transition, there is
virtually no specific advice for women on dialysis
or with a kidney transplant. Women with CKD are a
forgotten group as far as menopause is concerned.”
Paula is Consultant in Sexual and Reproductive Health
at Liverpool Women’s Hospital.

What causes menopausal symptoms?
Women are born with their lifetime supply of eggs
in their ovaries. Starting at puberty, the ovaries
release an egg each month. This is controlled by
follicle-stimulating hormone (FSH) and luteinising
hormone (LH), which stimulate the ovaries to produce
oestrogen and progesterone, two hormones that
control the menstrual cycle.
When women reach their 40s, the ovaries may not
release an egg in every cycle. This leads to unpredictable
swings in oestrogen levels, which cause the symptoms
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of the menopause transition (see Table 1 below). At the
same time, the lining of the womb may shed irregularly so
periods can become heavy and irregular.
Table 1: Symptoms of the menopause transition

• Hot flushes, night sweats
• Anxiety, depression, mood swings, irritability
• Problems with memory, concentration,
difficulty in coping

•
•
•
•
•
•

Sleep problems in a previously good sleeper
Muscle and joint pains
Heavy, irregular periods
Reduced libido
Vaginal dryness, itching, pain during sex
More frequent urinary tract infections

Paula explains: “Symptoms vary hugely in their
duration, severity and impact, and each woman
experiences the menopause transition in her own
way. However, vasomotor symptoms—i.e. hot flushes
and night sweats—are the classic symptoms. Other
symptoms are less commonly recognised; for
example, urogenital atrophy affects about eight in ten
women irrespective of any other medical problem.

“CKD is not by itself a
reason to avoid HRT”
“Urogenital atrophy is the effect of lack of oestrogen
on the vaginal tissue and the bladder. The results are
vaginal dryness, itching, pain during sex, or urinary tract
infections (UTIs). The link between UTIs and menopause
is sometimes unclear, as it may be two or three years
before the symptoms start. We need to raise awareness
among women and some of their doctors,” she adds.
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When am I post-menopausal?
You are described as post-menopausal 12 months
after your last period—on average at age 52 in the
UK. Unlike the ‘male hormone’ testosterone, which
decreases gradually with age—even in women!—
oestradiol (sometimes spelled estradiol), the most
important type of oestrogen, falls rapidly in postmenopausal women (Figure below). This usually
means fewer menopausal symptoms, but there are
long-term health implications.
Oestrogen is thought to protect the heart and
blood vessels. This protection is gradually lost after
menopause, increasing the risk of heart attack and
stroke.
Oestrogen is also essential for bone health in women.
As we get older, we lose more bone than we form,
resulting a gradual loss of bone mass. Once this
reaches a certain point, osteoporosis (‘porous bone’)
develops. Bone loss occurs without symptoms, so you
may only know you have osteoporosis when a minor
injury results in a fracture.
Older women are known to be at risk of osteoporosis.
But low oestrogen levels in younger women—for
example, due to periods stopping on dialysis—can
severely affect your bones.

Do I need tests to diagnose menopause?
It is not always straightforward to confirm when your
menopause happened. This applies especially if you
were started on hormone replacement therapy (HRT)
for perimenopausal symptoms or your heavy periods
were treated with Mirena (a hormonal device inserted
into your womb).

Paula advises: “It is not usually crucial to pinpoint the
time of menopause. Blood tests are not recommended
if you are aged over 45, since management is based on
how you feel and your symptoms. If you are aged under
45 and have symptoms, including if your periods stop
while you are on dialysis, your ovaries may not be working
properly. Your FSH levels should be checked and you
should be managed in the same way as any other woman
with early menopause/premature ovarian insufficiency.
“Guidelines recommend that you should start HRT
and continue until around age 51, the natural age of
menopause. You can stop HRT if your periods restart
after a successful transplant—and this can happen
surprisingly quickly—but then you need to think about
contraception. I strongly recommend every woman
to use contraception until she is aged 55, because
occasionally an older woman gets pregnant, especially
after starting on HRT. The early 50s is a bad time for an
unintended pregnancy, especially if you have a longterm condition like CKD, and it is also high risk for the
baby,” she adds.

Can I take HRT?
“Menopause is a major life event, and every woman
needs a holistic assessment that is centred around her
personal circumstances, needs and preferences, as
well as her medical history. For a woman with CKD, this
is likely to mean multidisciplinary assessment involving
a menopause specialist, her kidney doctor and her
renal pharmacist,” advises Paula.
Lifestyle changes can be helpful in managing some
menopausal symptoms and will improve your general
health (See Table 2 on next page). Otherwise, HRT is
first-choice medical treatment for relief of symptoms
because it replaces oestrogen lost during the
menopause transition.

Figure: How sex
hormones change
with age in women
and men
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Table 2: Lifestyle during the
menopause transition
Get active
Recommended: at least 150 minutes of
moderate activity or 75 minutes of vigorous activity each week
• Choose activities you enjoy

• Start slowly and gradually increase
activity

• Mix weight-bearing exercises, muscle
strengthening exercises and aerobic
exercises for bone and heart health:
https://bit.ly/311jgUs

• Kidney Care UK advice on exercise:
www.kidneycareuk.org/exercise
Eat well
Your metabolism slows as you get older,
so you need fewer calories

• Kidney Care UK advice on eating well:
www.kidneycareuk.org/food-and-drink

• NHS advice on healthy eating from
www.nhs.uk/live-well/eat-well/

• Talk to your Renal Dietitian if you
need advice about weight loss
Be drink aware
Safe limits: no more than 14 units*/week
spread over three or more days

• Alcohol may trigger hot flushes and
affect sleep

• Contains calories, so contributes to
weight gain

• Aim to keep within recommended
safe limits

• Aim for several alcohol-free days a
week
Caffeine
Highest in coffee, but also present in hot
chocolate, tea and some soft drinks

• May trigger hot flushes, affect sleep
and irritate the bladder

• Reduce intake slowly to avoid
headaches

• Low-caffeine drinks after midday
* For information on alcohol units, see
www.nhs.uk/live-well/alcohol-support/
calculating-alcohol-units/

kidneycareuk.org

HRT is available as patches, gels and a spray
delivered through the skin, oral tablets,
and implants. After a total hysterectomy
(removal of the whole womb including the
cervix) women can take oestrogen-only HRT.
Women with a womb should take combined
oestrogen and progestogen to reduce the
risk of endometrial (womb) cancer.
“Like any other medication, HRT has
both risks as well as benefits, but in my
experience, there are very few women
who cannot take HRT. CKD is not by itself a
reason to avoid HRT, but you need careful
assessment and regular monitoring to
check that you are on the right dose and
that there are no interactions with your
other medications,” says Paula.
Oestrogen delivered through the skin is
less likely to cause side effects, the most
significant of which is blood clots in the
leg and/or lung. If oestrogen needs to be
combined with progestogen in a woman
with a womb, micronised progesterone is
similar to the progesterone that your body
makes naturally. Mirena is another option.
Once inserted, Mirena slowly releases
low doses of progestogen, which are
concentrated inside the womb with only a
small amount in the blood stream to reduce
the risk of side effects. Mirena protects the
lining of the womb, treats heavy periods
and is an effective contraceptive.
Paula says: “Women are worried about
HRT because they read about the risk of
breast cancer, but this is based on flawed
studies like the Women’s Health Initiative
(WHI). The WHI women were different
from women in the UK, who are prescribed
HRT in their 50s for short-term relief of
menopausal symptoms. WHI women
were in their 60s and beyond, frequently
overweight, and they were on high doses of
older, less well-tolerated forms of HRT.
“Being on dialysis or having a kidney
transplant does not by itself increase your
risk of breast cancer. The risk for any woman
is higher if she is overweight, has a strong
family history, smokes, or drinks two units
of alcohol (equivalent to two 125ml glasses
of wine) a day. Breast cancer is an emotive
topic, but women are more likely to die of a
heart attack than breast cancer—which very
often comes as a surprise to my patients.”
Most women stop taking standard
(systemic) HRT once their menopausal
symptoms pass. However you may wish to
continue longer to get the full benefits in
terms of bone and cardiovascular health.

“Before taking a ‘natural’
therapy, always check
with your kidney doctor
or renal pharmacist”
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If you cannot take, or prefer not to take, systemic HRT
but need effective treatment for urogenital atrophy, you
can use oestrogen as a tablet, pessary or cream inserted
into the vagina. Vaginal oestrogen (with or without vaginal
moisturisers or lubricants) can be used as long as you need
it to relieve your symptoms. There is no need to combine
vaginal oestrogen with progestogen.

What about alternatives to HRT?
Numerous complementary and herbal therapies are offered
as treatments for menopausal hot flushes and night sweats.
These therapies are marketed as ‘natural’ treatments, so it
is easy to assume that they are safe, especially as they are
sold over the counter. However, the safety and effectiveness
of these therapies have not been compared with placebo (a
dummy pill) in the rigorous, long-term clinical trials needed
before prescription medications can be used.
Some women do report benefit, but evidence is conflicting for
red clover, black cohosh and St John’s wort as treatments for
hot flushes. There is no good evidence for evening primrose oil
or Chinese herbal medicines.
“Complementary and herbal therapies may also have serious
side effects and interfere with your other medications—a
particular risk for women with CKD. In addition, they can
sometimes cause inflammation and scarring in both native
kidneys and kidney transplants. Before taking a ‘natural’
treatment, always check with your kidney doctor or renal
pharmacist. My view is that lifestyle measures will be more
effective and are much safer for you,” advises Paula.
Non-hormonal prescription treatments shown in clinical trials
to reduce hot flushes and night sweats include venlafaxine,
gabapentin and clonidine, though they are less effective than
HRT. Cognitive behavioural therapy (CBT) is recommended
to improve low mood or anxiety during menopause.
Alternatives to vaginal oestrogen include DHEA, which
converts to oestrogen and testosterone in the vagina.
Non-hormonal options include oral ospemifene, which is
recommended for moderate to severe urogenital atrophy if
you cannot use vaginal oestrogen.

Conclusion
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NHS advice about menopause:
www.nhs.uk/conditions/menopause/
Kidney Care UK information on
sexual health and contraception:
www.kidneycareuk.org/sexual-health

RE

NICE guideline on menopause
diagnosis and treatment:
www.nice.org.uk/guidance/ng23

MO

Information and confidential
advice from the Women’s Health
Concern:
www.womens-health-concern.org

“Menopause affects women at the busiest time of their lives,
when they are often trying to balance the competing needs
of their job, school-age children, elderly parents and their
partner. It is especially demanding for women on dialysis or
with a kidney transplant.
“Menopause in women with CKD has been neglected in
research. I recommend any woman with CKD to ask to be
referred to a specialist if she needs help to manage her
menopause transition,” concludes Paula.

Article by Sue Lyon
Freelance Medical Writer &
Editor, London
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Kidney Care UK:
part of the
nationwide
Distance Aware
initiative
Many of us stayed home to protect
ourselves and the NHS from mid-March until
August (and beyond in many cases), which
is an incredible achievement and one that
has definitely taken its toll on a lot of us.
As lockdown eased and shielding paused
throughout most of the UK, we are still
hearing from kidney patients and their loved
ones about how anxious they are as things
return to ‘normal’.
Recognising that people were feeling anxious, we
started working with over 100 charities and NHS
organisations on a new nationwide ‘Distance Aware’
initiative, which has been championed by Baroness
Finlay and NHS Wales, and is supported by Asda, Merlin
Entertainments, the Department of Health and Social
Care, and Harrods amongst many others. The campaign
even got support from Twitter, which created a special
badge icon for whenever you type in #DistanceAware.
The aim of the campaign is to act as a polite reminder
to maintain respectful distancing around others when
possible. While some organisations have produced
lanyards and posters, we felt that a large badge would
be a simple and clear way to not only show our support
for the campaign, but also give patients and their friends
and families a quick and easy way to remind others to
give them space.

The badge is not meant to identify someone as being
vulnerable, or who has been shielding; it is inclusive. The
badges are free but the postage charge will be £2.50.
If you would like to order yours you can do so from our
online shop www.kidneycareuk.org/shop.

“The aim of the campaign is
to act as a polite reminder
to maintain respectful social
distancing around others when
possible”
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Elizabeth Ward OBE 1926–2020

Kidney Care UK were deeply saddened to announce
the death of our founder, Mrs Elizabeth Ward OBE,
at the age of 93 on Monday 20 July 2020.
Mrs Ward founded the charity, the British Kidney
Patient Association, in 1975 when her son, Timbo
started dialysis. Since then, no charity has done
more to improve facilities, services, care and
support for kidney patients and their families in
the UK.
Elizabeth pioneered the very first organ donor
card, as well as setting up the first holiday facilities
in the UK and Europe for dialysis patients. She
dedicated her life to improving the quality of life
for kidney patients and made a huge difference
to thousands of people with kidney disease over
more than three decades.

Eliza beth

Wa rd O B E

We at Kidney Care UK carry her mantle forward
and continue to build on her legacy. She is part
of our heritage and we carry on her work so that
many more patients have the access to the care
and support they need to live well with kidney
disease.
The family have let us know that in line with
Elizabeth’s wishes there will not be a funeral at this
time but there will be a Thanksgiving Service when
we are allowed to meet again. We will provide
more details of this in due course.
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The annual Young Adult Kidney
Group weekend goes virtual
By Jack Bartley

When a talented, innovative group of young adult kidney patients are
told their plans for an adventure weekend away are scuppered because
of Covid-19, what happens? The answer is - a virtual weekend of colour,
camaraderie, photography, education, support and fun.
Every year Kidney Care UK funds a residential Young Adult Kidney Weekend aimed at 18-30
year olds with chronic kidney disease (CKD). More recently we have been going to Mount Cook
Adventure Centre in Derbyshire, an accessible hostel on the outskirts of the Peak District,
providing a host of events from the dreaded high-ropes to the highly competitive tag-archery.
However, by March this year, it became painfully obvious that our normal plans for a residential
weekend were scuppered by the impact of Covid-19. Months of planning were in ruins, but the
organisers kept talking regularly and we decided to mark the occasion with an online offering; and
so, the Virtual Young Adult Weekend 2020 was born!
We designed a weekend to emulate our typical events but in this new digital setting; activities
such as the Friday Night Quiz hosted by Khiry Hopkins, the One Big Family art project designed
by Amy Parker in which we all decorated milk cartons to create an elephant family (because
elephant families always stay close to each other), a huge Saturday Night Social, and the YAKG
Gaming Stream on Twitch (www.twitch.tv/yakg). Brett Dowds hosted the Diversity and CKD
Seminar and Live Q&A featuring speakers Khiry Hopkins, Fez Awan, Birgitte Rosén, Angelica
Bråten, and Alex Hamilton (SPEAK Study) who each talked about their own experiences of renal
disease and intersections with their ethnicity, nationality, sexuality, gender, and [dis]ability.
Teaming up with the Kidney Kitchen, we showcased a successful live cook-along on Zoom with
Chef Paul Ripley cooking delicious Mexican bean nachos and Easy baked pears. One lucky
winner of the competition to find the best photograph of one of these finished dishes, will find
themselves on-set with Chef Ripley in a live Kidney Kitchen shoot, one day next year.

On the last night we rounded the weekend off with Netflix & Thrill, an online showing of Childs
Play using the Netflix Party plugin. With digital limitations we used what we had available – largely
free or inexpensive options such as Facebook, Zoom, Twitch, and Netflix. In this way we hoped to
include as many young people as possible from the Young Adult Kidney Group.
Nonetheless, just because the weekend was online did not mean that we couldn’t get outside.
The Out & About Photography Competition encouraged everyone to get walking, running,

kidneycareuk.org
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cycling, out in their wheelchairs or gardens (particularly
for those in lockdown), and to take photographs of the
interesting things they came across – nature, wildlife,
buildings, architectures, landmarks, anything! (see
photos on left). The competition was won by Laura
Brant who received a £50 Amazon Voucher for her
beautiful photograph of Whitby Abbey at Sunset.
Richard Booth, who judged the competition wrote:
“Firstly what a fantastic collection of pictures – very
creative and interesting shots. I have chosen the winner
because it made me want to be there, to see that view
and I am curious about what it shows - where is it and
what is the story behind the ruin? Also, what a great
time of day to take a photo!”
The weekend is an essential provision for young adults
facing CKD. I first attended the weekend at Ravenstor
YHA in 2015, perhaps at one of my lowest points.
Truth be told, in my first year I didn’t really want to
go, but my Young Adult Worker convinced me and
soon I came face to face with like-minded individuals
from all over the country, all sharing the same issues
and gripes around health, education, employment,
isolation, families and relationships. The weekend
gives an opportunity for these young adults to laugh,
smile, rant, cry, think, and form unbreakable bonds.
For me, the weekend was more than just a brief holiday
away; it saved me. In the back of my mind I was already
struggling with crippling depression and suicidal
ideation – what I then thought was the only way out.
Without the Young Adult Kidney Weekend, I would not
be here, writing to you today.
If you would like to find out more about or join the
Young Adult Kidney Group please visit www.yakg.co.uk,
or search ‘Young Adult Kidney Group’ in Facebook.

“Without the Young Adult
Kidney Weekend, I would not
be here, writing to you today”

winning photograph ‘Whitby Abbey at Sunset’ by Laura Brant
Issue 11 | Winter 2020
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Vicki Ness, teaching through experience
When a patient education role was created at the James Cook University Hospital
renal unit, who better to train patients than an experienced dialysis assistant who also
happens to be a home-haemodialysis patient?
In 2018, the Renal Nurse Specialist team at South Tees
Acute NHS Hospitals Foundation Trust developed a
five-year ‘Renal Nurse strategy’. The team requested
funding via a Kidney Care UK hospital grant, for a
position to support the Home haemodialysis (HHD)
Nurse Specialist and the Shared Care Initiative, within
our renal unit. Our application was successful and we
used the grant to fund a full-time ‘agenda for change’
(AFC) band 4 Assistant Practitioner. We identified
an opportunity to develop their skills and offer them
exposure to a variety of renal experiences. In addition,
this person would make a practical difference to the
unit’s patients’ and their families’ quality of life.
We felt the opportunity would clearly improve patient
choice and empower them to take more control
over, and have greater involvement in their own care,
Vicki Ness, an experienced band 4 dialysis assistant
practitioner and HHD patient herself, came into post
in June 2019. Vicki has worked in the in-centre dialysis
unit at The James Cook University Hospital since
2003. She was initially a Health-Care Assistant and
continued to develop clinically and academically until
in 2009, she completed the University Certificate in
Advanced Professional Development and a foundation
degree in health care sciences.

Vicki now assists in the management and training
of patients and carers who wish to embark on the
HHD programmme. Vicki follows an existing patient
pathway, with emphasis on infection control, patient
safety and vascular access. In the short time Vicki has
been in post she has worked very hard to increase
shared-care and HHD awareness within our renal
service.
A very welcome bonus of this role has been the
additional benefits that are not always quantifiable.
For example - facilitating at the National Shared
Care event, taking part in local renal nurse teaching,
attending the World Kidney Day road show, promoting
shared care and HHD at the Renal Open Day events,
utilising social media, (reaching out to patients in
different ways). Vicki has provided a supportive
environment for all our patients, not just with shared
care and HHD, but also in providing social support
and a link to other services, such as renal psychology,
the renal dietitians and the vascular access nurse.
Vicki has also utilised charities, introduced patients
to online services and worked closely with patients’
children who have struggled with a parent who lives
with chronic kidney disease (CKD).

Post-Covid, transplants take
off at North Bristol NHS Trust
By Samuel Turner Consultant Transplant and Vascular Access Surgeon and
Honorary Senior Lecturer, North Bristol NHS Trust
The rise of Covid-19 in March meant that all but three transplant centres in
the UK stopped their programmes. In Bristol, many of our transplant team
were redeployed to work on the Covid medical wards, before taking on the
challenging process of planning the safe local relaunch of transplantation.
The way that patients are admitted, the running of clinics and the processes
involved in operating theatres have all adapted in response to the virus.
These changes are likely to remain in place for the foreseeable future.
Since recommencing our programme at the end of May we have performed
30 successful kidney transplants, including two children. It was a delight to
return to performing these operations, in particular seeing the remarkable
impact it has on our recipients. One of our younger recipients, having not
passed urine for some time, asked if it was normal for the urine to feel warm.
I would like to thank all members of our multidisciplinary team for their tireless
contributions, as well as all organ donors and their families for their incredible
gifts, without which transplantation could not happen.
kidneycareuk.org
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“Vicki has provided a
supportive environment
for all our patients, not just
with shared care and home
haemodialysis, but also in
providing social support
and a link to other services,
such as renal psychology,
the renal dietitians and the
vascular access nurse“
We have witnessed patients who had previously
discounted shared care go onto complete the full
programme and progress to HHD. We have also
experienced relatives who knew very little about CKD
attend the unit and deliver dialysis in centre. Vicki
has been a positive, continued driver of this success
and without the support of Kidney Care UK, the
department would not have been able to develop the
way it has. We are now moving into the second year of
the Kidney Care UK funding and are excited for further
development and change.

Article by Claire Allinson
Renal Nurse Lead, The James
Cook University Hospital

The Bristol transplant surgical team:
Miss Anusha Edwards, me
and Mr. Shakeeb Khan
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Nutrition values are calculated per serving • Kidney diet guidelines vary for each
individual • Consult your dietitian or doctor for the specific diet that is right for you.
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Make the pastry. Sift the flour and
rub in the butter until the mixture
resembles breadcrumbs. Stir in the
sugar. Separate egg and mix the egg
yolk with the water and add to the dry
ingredients to form a smooth dough.

Wrap the dough in cling film and
chill for 30 minutes. Meanwhile,
grate the apple and roughly chop
the cherries then combine all the
homemade mincemeat ingredients
in a bowl and stir well.

On a lightly floured surface roll out
half the pastry to 3mm thick. Using a
7.5-9cm fluted cutter, stamp out 12
circles of pastry. Gently press into a
greased patty tin.

kidneycareuk.org
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Cooking in the kitchen with patissier Lizzie Morey
This is a simple recipe to make homemade mincemeat for traditional mince pies.
To save time you can buy ready rolled shortcrust pastry.
Visit www.kidneykitchen.org for more recipes, videos and dietary information.

Traditional mince pies
Prep: 45 mins • Cook: 20 mins • Serves: 12
Using apple and less dried fruit makes this is a great festive treat that is low
potassium, low phosphate and low salt.
Ingredients
1 large Bramley apple
25g low fat margarine
50g glace cherries
50g dark soft brown sugar

1 teaspoon mixed spice
100g mixed fruit peel
1 tablespoon brandy or rum
225g plain flour

150g butter
2 tablespoon caster sugar
1 egg
3 tablespoons cold water

Carbohydrate The pastry and fruit are sources of carbohydrate. Carbohydrate values have been provided for
those trained in insulin adjustment.
Phosphate/ potassium As apples are a low potassium fruit they are used to form the base of this mincemeat
alternative. There is very little phosphate in each mince pie and they are therefore a suitable snack if you are following a
low phosphate diet.
Protein Each mince pie is low in protein.
Special diets
Gluten free: Use gluten free flour. Vegan: Use a dairy free margarine. Buy a ready rolled vegan pastry or omit the
egg from the pastry and brush with a plant based milk alternative.
Healthier option For a healthier option leave the pastry tops off the mince pies, or alternatively use filo pastry for a
lower fat alternative. You may wish to consider omitting the sugar from the pastry to reduce the sugar content.
Cheaper option You don’t need to use the brandy or rum, but a cheaper option is to buy a miniature bottle to
avoid needing to buy a larger bottle.

4
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Drop a teaspoon of mincemeat into
each round, brush the edges with
water and then stick the lids on top,
pressing together to seal.

Brush the tops with egg white and
make a small hole in the top for any
air to escape.

Bake at 190 C / gas mark 5 for about
20 minutes. Leave in the tin for 5
minutes then transfer to a wire rack.
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Dieting safely: an issue of life
and breadth
By Vickie Harrison

Losing 40 kg with the help of a weight-loss group and the Kidney Kitchen and following
the diet advice provided to help control chronic kidney disease (CKD), was never going
to be easy. But Vicki demonstrates that sheer determination, and a bit of help from
the Kidney Kitchen and Chef Ripley, can work wonders on the waistline.
I was diagnosed with polycystic kidney disease (PKD)
at the age of 28 and gradually my kidney function
deteriorated until, at 49 I started haemodialysis (HD).
As my kidney function deteriorated I started to think
about which form of dialysis I would chose when my
native kidneys could no longer keep me going. I also
knew that I would have to start to look at my diet. My
current way of eating and drinking could not go on. I
knew that as soon as I started dialysis I knew I would
have to follow a low-potassium, low-phosphate diet
as well as restrict the amount of fluid I was allowed to
consume. But a more pressing issue was my weight. I
was advised by my consultant that I needed to reduce
my body mass index (BMI) from its current 46 to 35
before it would be considered safe to put me through
a kidney transplant operation.

B efore we

How do you combine a weight-loss plan and
a renal diet?
I eventually worked out a two-week rotational eating
plan by matching some of the Slimming World
recommended meals with the guidance I had been
given by my dietitians. But the food was very bland.
On 4 August 2016 I was activated on the transplant
waiting list; I had reached a BMI of 36. And one month
later, I started HD in the James Cook Renal Unit. I
settled into a regular routine of dialysis three times a
week. I struggled at times and found myself falling into
depression, but medication helped control this.
I really lived for the day when I would receive that
phone call to say we have a kidney for you. The
call came at 2.00 am on 3 February 2017. After all
the pre-operative tests were done, I was wheeled
down to theatre for my transplant. I came around
on 4 February – my 50th birthday – and was told
my transplant had been a success. What a fantastic
birthday present!

ight loss

At my heaviest I weighed 17st 6lb (110 kg). In 2014, after
many attempts at losing weight under my own steam,
I joined Slimming World. My joining weight was 15st
6lb (98 kg). It was very difficult to lose weight, mainly
due to the further diet restrictions my kidney disease
placed on me. But I was determined and I had great
support from my weight-loss group. I persevered.
kidneycareuk.org

Food still did not look very appetising at all. When I saw
that Kidney Care UK had set up the Kidney Kitchen
and that Chef Ripley was developing delicious, kidneyfriendly recipes, I was really excited. I still had weight
to lose and was getting bored with my eating plans.
I couldn’t believe my eyes when I looked through
the Kidney Kitchen recipe options: lemon and pork
burgers, lemonade scones, shepherd’s pie with swede
and carrot mash, roasted red pepper, cream cheese
and basil stuffed chicken breast….to name but a few of
my favourites to date.
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I feel as if I am now at the healthiest and most
energetic that I have ever been. I am now able to do
things that I haven’t been able to do for years, such as
attending private steam engine rallies, get all mucky
helping out and then join in on a steam road-run to the
pub. During lock-down I painted my garage, my utility
room and finally had the energy to cut my own large
lawn. Long may it continue!

To find out more information
on (autosomal dominant)
polycystic kidney disease
(ADPKD) go to: www.nhs.
uk/conditions/autosomaldominant-polycystic-kidneydisease-adpkd/treatment/

MO

After my transplant I developed post-transplant
diabetes. I needed to tackle this as I did not want to deal
with any other health problems - I already had enough
to deal with. So I joined Slimming World again in January
2019, and in June 2020 I finally become a ‘Lifetime
Target’ member. Over the 18 months I finally achieved
my target weight of 72 kg (11st 5lb). The grand total of
my weight loss was nearly 40 kg (6 stone and 1 lb).
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Not only did all the Kidney Kitchen recipes help me
control my CKD, but because every recipe has a
per-portion calorie content listed, and in some of
the higher-calorie or higher-fat content recipes, ‘a
healthier option’, I knew I could build these recipes into
my weight-loss plan.

For NHS advice on healthy
weight go to:
https://bit.ly/36qPImu
If you need to lose weight or
make any considerable changes
to your lifestyle make sure you
consult your renal dietitian first
as they can help you do this
safely.
To find out what’s new in the
Kidney Kitchen visit us at
www.kidneykitchen.org

“My joining weight was 15st
6lb. It was very difficult to lose
weight, mainly due to the further
diet restrictions my kidney
disease placed on me. But I
was determined and I had great
support from my weight-loss
group. I persevered.”
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Kidney transplantation
& Covid-19: yes or no?
Results of a large UK study have provided essential information to help kidney patients
weigh up the risks and benefits of a transplant during the Covid-19 pandemic.
Mr Chris Callaghan is one of the study’s authors and
is a consultant transplant surgeon at Guy’s and St
Thomas’ NHS Foundation Trust, London. “Our study
suggests that people on the waiting list have a slightly
higher risk than those who have had a transplant of
testing positive for the coronavirus. It also suggests
that people who test positive after a transplant have a
slightly higher risk of dying than people testing positive
while on the waiting list. However, it is essential to take
into account basic differences between these groups
that make it more difficult to draw definite conclusions
from these observations,” he says.
Between 1 February and 20 May 2020:

• 179 (4 in 100) of the 4096 people on the active
waiting list for a deceased-donor kidney-only
transplant in England tested positive for SARSCoV-2 (the coronavirus that causes Covid-19).

• Of those testing positive, 18 (1 in 10) died—
equivalent to 1 in 200 of active wait-listed
patients.

• 470 (1 in 100) people tested positive among
the 32,503 who had already had a kidney
transplant.

• Of those testing positive, 124 (1 in four) died—
equivalent to 1 in 200 people with a functioning
kidney transplant.

Each transplant unit is planning very carefully how to
provide services during any second Covid-19 wave.
Chris believes that units now are better prepared than
before the pandemic.
“We have learned a huge amount from our initial
experiences, and I would expect that we would put
those lessons into practice very quickly indeed during
any second wave,” he says.
In future, the researchers intend to obtain data from
Scotland, Wales and Northern Ireland. The hope is also
that longer follow-up will identify other risk factors and
provide more information about treating Covid-19.
Chris concludes: “For now, the most significant
message of this study is that, if people develop
Covid-19 on the waiting list or after a transplant, it is
a very serious illness. So as a transplant community,
we must think very carefully how we keep our patients
safe. Anyone wondering if they should be on the waiting
list or accept a transplant, should ask their kidney care
team for individualised information and advice.”
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The study uses NHS Blood
and Transplant and other UK
data, and is published online
in the American Journal of
Transplantation. You can read
the article free of charge at
https://doi.org/10.1111/ajt.16247
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“Each patient needs an individualised risk assessment
so that we can support them to make the decision that
is right for them. For example, a transplant recipient in
their 20s has a higher risk of becoming very unwell with
Covid-19 compared to someone of the same age who
has never had kidney disease, but this relative risk is
based on a very low background risk for young people
in general. Even two or three times that absolute risk is
still a very low risk indeed,” he explains.

MO

“Our study also showed clearly that older age increases
the risk of serious illness if you test positive for coronavirus after a transplant. But I cannot emphasise enough
that studies are about groups, not individuals. Although
age is a strong risk factor, there are always important
differences between individuals of the same age.”

When there is a low background risk of Covid-19 in most
parts of the UK, Chris considers that, for most people
on the waiting list, a kidney transplant is still a better
option than staying on dialysis for a long time. However,
some people may prefer to wait if they are well on
dialysis or have stable kidney function before dialysis.

N

Transplant recipients are on average older than those
on the waiting list, and older people have a higher
risk of dying from COVID-19. Conversely, transplant
recipients were by definition fit enough for surgery,
and sometimes people on the waiting list become
more unwell and have to be suspended. Poor kidney
function itself increases the risk of many illnesses, but
transplant recipients are taking immune suppressing
medication. Most people waiting for a kidney transplant
are on unit dialysis, and find it harder to shield or selfisolate than those who are post-transplant.

Individualising risk assessment
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Kidney disease
and pregnancywhat do women
diagnosed with
chronic kidney
disease need to
know?
Women diagnosed with chronic kidney disease (CKD)
will have many things to think about before becoming
pregnant, as well as questions while they are pregnant.
Helen Williams of Margam has polycystic kidney
disease (PKD). She became a mother following fertility
treatment in 2004 when she was 38. When Helen
was pregnant, she found herself acting as the conduit
of information between the obstetrics team in one
hospital and the kidney team in another.
“At the time, I felt that my thoughts, fears and
wishes were not being listened to or considered.
Both consultants were experts in their respective
specialities, but I wasn’t confident in my obstetrician’s
knowledge of the potentially unique issues of
pregnancy and delivery, and PKD.“
It is to tackle complex issue like this that a new yearlong UK-wide study is seeking the views and opinions
of women with kidney disease. If you are between
18-50, female and resident the UK and would like to
share your views on the subject, please take part in
the anonymous online survey.’ You also have option
to share your contact details for a potential follow up
interview.
To access the survey go to: https://cardiff.
onlinesurveys.ac.uk/ckd-engage
The information collected will go to design new shared
decision making (SDM) tools and processes. This will
mean that health professionals and patients can work
together to reach informed decisions about future
treatment.
The study is being led by an All Wales interdisciplinary
team of researchers and funded by the British Renal
Society and Kidney Care UK. You can read more about
the study and the team here www.kidneyresearchunit.
wales/impact-case-studies.htm?id=34 .

“I didn’t know what I
didn’t know, because
no one asked me“
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From the front line
Covid-19

At the time of writing, shielding has paused across the
UK. This means it is now a time for caution as we wait to
see what happens next. It is likely that local lockdowns
will be a regular feature where a rise in infection rates
has been identified. In some places this means a return
to shielding. We will keep the Coronavirus page on the
Kidney Care UK website up to date as we continue on
the Covid journey, so please keep checking in as this
information is updated on a weekly basis.
A big thank you to all 1,211 of you who responded to our
‘Worried Sick’ survey on patient experience, and to
others who joined us on a shielding meeting with NHS
England, shared your thoughts and views with us or
have contributed to publicity. Your help matters and
when we talk to the policymakers it helps us to present
a rich picture of what you have been going through. The
findings from the survey are now being used by health
commissioners to plan how they prioritise returning to
more regular services

“We are pushing for better
support, such as sick pay or
extended furlough for those who
cannot safely return to work”
We heard from many of you that going back to work
was a worry. We did succeed in getting the government
post-shielding guidance changed from stating that
‘return to work is at the employer’s discretion’, to
‘you can go to work as long as the workplace is Covidsecure, but should carry on working from home
wherever possible.’ But we know more is needed. We
are now pushing for better support, such as sick pay or
extended furlough for those who cannot safely return
to work, e.g. if there has been a local lockdown
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or for the first few months after transplant. Your kidney
doctors will be able to guide you on your personal risks
in going out and about.

Organ donation in
Northern Ireland
In July Kidney Care UK played an instrumental role as
Northern Ireland Health Minister Robin Swann MLA
announced a commitment to move towards a ‘Soft
Opt-Out’ organ donation system. A team of us met
the Minister to discuss a wide range of issues affecting
kidney patients, including the Soft Opt-Out option. We
were delighted that the Minister formally announced
his commitment the following day.
This is another positive step for kidney patients in
increasing organ donation. It will bring Northern Ireland
into line with the direction of travel in all other nations
of the United Kingdom and with the Republic of Ireland.
It also follows in the footsteps of Kidney Care UK’s
Northern Ireland Ambassador Jo-Anne Dobson who,
when an MLA, first brought proposals to move to a Soft
Opt-Out system of organ donation to the Northern
Ireland Assembly in 2013.

Kidney Care UK also met with Northern Ireland’s
newly appointed Organ Donation Promotion Manager
Catherine McKeown, and looks forward to working
alongside Catherine as she engages across the organ
donation patient and clinical community in Northern
Ireland.

Brexit
As the transition phase of the European Union (EU) exit
ends soon, lack of clarity on the future of the European
Health Insurance Card (EHIC) card continues to be
an issue as patients ask us for help. As one patient
describes it, travel is “a little bit of happiness to look
forward to”. We are now working directly with the Brexit
Health Alliance (part of the NHS Confederation) to
continue to push for an arrangement to be made.

Kidney Care UK will remain fully engaged with the
Department of Health in Northern Ireland throughout
the process of changing the law, just as it did in
Westminster: echoing the patient’s voice and working
to ensure that the public is made fully aware of changes
through an all-encompassing public awareness
campaign.

Article by Fiona Loud
Kidney Care UK
Policy Director
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Northern Ireland Health Minister Robin Swann MLA meeting
with Kidney Care UK representatives: Northern Ireland
Ambassadors Jo-Anne Dobson and Andrew Cromwell. Fiona
Loud, Kidney Care UK Policy Director, and William Johnston,
Kidney Care UK Advocacy Officer for Northern Ireland, are
patients themselves and so attended the meeting ‘virtually’.

We recommend that you keep an
eye on our Brexit pages to stay up
to date and direct any questions
you may have to the Policy team
here at Kidney Care UK.
www.kidneycareuk.org/brexit
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Get involved!
Christmas will be different
this year. There is no doubt
about it.
2020 has been like no other year and pushed many of
us to our physical, financial and mental limits. Whilst
we wait, uncertain of what the so-called ‘new normal’
will be, we do know that Christmas is coming and that it
is a time for kindness, a time to enjoy the positives in
our lives and a time to support one another.
We might not be able to visit family or friends or
celebrate with colleagues in the usual way, but we can
still show our support for the charities we value this
Christmas. And, through Kidney Care UK, you can help
support many thousands of kidney patients live life to
the full.
You can show your support in so many
different ways:

• Start a Facebook Fundraiser and ask for
donations instead of cards and presents

• Purchase your Christmas cards and goodies
from our online shop

• Support our Christmas appeal
• Order your free Christmas Collection box
and start collecting

• Turn your Christmas get togethers (whether
virtual or in person) into a fundraiser

Further details and information are available for all of
these (and more) via our website or by getting in touch
(see contact details below right).
In doing any one of these things you are helping us
provide the practical, financial and emotional support
for kidney patients and their families. Together, we can
ensure that no-one faces kidney disease alone at
Christmas.
A huge thank you to all our supporters who
continue to make this possible. We could not
do it without you.
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Why not take on
a challenge?
If you are looking for something positive
to get yourself through the winter, why
not set yourself a challenge for next year.

• Dust off the cobwebs and fly through
the clouds by taking on a 10,000ft
skydive from any of the 18 UK
jump sites

• Enjoy the stunning UK scenery
during a 25, 50 or 100km trek at one
of the 11 Ultra Challenges next
spring or summer

• Join us at one - or both - of the
2021 Royal Parks Half Marathons
(scheduled for April and Oct 2021)

• Take on the iconic London
Landmark’s Half Marathon through
both the city of London and City of
Westminster in May
To sign up and find out more visit
www.kidneycareuk.org/events or get
in touch with the team.
We’d love to hear if you are planning
your own fundraising challenge so
do get in touch and we’ll support you
every step of the way.

Thank you for your
contined support
through these
unprecedented
times.

We are so grateful for all the support you’ve shown this
year. Thanks to you we’ve been able to meet the increased
demand on our services and continue to help kidney patients
and their families at a time when it’s needed most.
Christmas is a busy time for us all, and this is true in the
world of fundraising too – we launch our Christmas Appeal,
promote our Christmas Collection and (new for this year) ask
you to organise virtual fundraising events with family, friends
and colleagues.
The lead up to Christmas will be different, but if you are able
to, please do choose to support Kidney Care UK. We need
your support now more than ever.
Find out more about how you can get involved through our
website or by calling 01420 541424. Better still, sign up to our
newsletter (via www.kidneycareuk.org/sign-up) and continue
to stay up to date with all the latest news.
Please keep showing your support whenever and
however you can.

Get in touch
w:
t:
e:

www.kidneycareuk.org/get-involved
01420 541 424
fundraising@kidneycareuk.org
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Jenny and Chris Rolfe

Crash-landing into dialysis
during Covid-19
By Chris Rolfe

For all of us who have experienced our first day on a dialysis ward,
the prospect has often been worse than the reality. The reassuring
‘knowing’ look in the eyes of the nurse who needles our fistula for the
first time calms our fear and we get on with it. But imagine an NHS
in turmoil, where all medical staff who may be spared have been
redeployed to tackle a nationwide pandemic. Chris Rolfe’s kidney
function could not have chosen a worse time to give up on him.
In order to defer the need for dialysis, I have been following a simple, low-protein diet for
about two and a half years. I’ve also been monitoring my blood test results via the excellent
Patient View app. These results gave me confidence in my state of health between visits to
the consultant.
As Covid-19 began to tighten its grip on the UK during February, all my renal clinic visits
and blood tests were cancelled. I didn’t get put on the shielding list, but felt I needed to be
careful. By mid-March, I began to feel distinctly unwell: shortness of breath, feeling very
cold, retching, increased itching etc. Aware that these were symptoms of failing kidneys, I
tried to get in touch with the NHS but nobody was available to talk to me.
Diminishing strength and serious breathing difficulties led me to email my renal consultant
in early May. Hearing nothing back, I tried calling the dialysis nurses. They didn’t know me,
but recognised my symptoms and arranged for me to have a blood test at a local GP (I had
been unable to get an appointment by calling the surgery directly). The blood test was
done on 22 May.
The following evening a locum doctor called to say he wanted to send an ambulance to
admit me to hospital. He said my results were appalling with my estimated glomerular
filtration rate (eGFR) of 7 and creatinine at 650. I explained I had ‘history’ with impaired
kidney function and, while I had thought I needed to start dialysis soon, I didn’t want to start
in a crisis. After a long discussion, he agreed and arranged another blood test. I was now in
the admission process for dialysis.
By this time, I was becoming quite alarmed by my condition. Furthermore, the news was
talking about the growing problems faced by non-Covid patients trying to obtain treatment.
The second blood test on 28 May confirmed poor results. My breathing was now so bad
I could barely walk 100 yards on level ground. It took until 24 June to admit me to start
dialysis. I could only walk about 30 yards. With hindsight, maybe I should just have accepted
the earlier emergency admission.
Early dialysis sessions were horrible – a small, undeveloped fistula gave needling problems
for all but the most experienced dialysis nurses. I passed out several times during dialysis. I
was exhausted all the time. The nurses were all hugely supportive and kind to me.
After a month, I saw a doctor and this gave me a huge boost. At last I understood what
was happening to me and saw that there actually was a plan for the future and a possible
transplant.
As I start my sixth week of dialysis, I am no longer cold, my breathing is getting better and
energy levels are beginning to rise. My fistula is working better and needling is now easier. I
am beginning to feel a little better about my life on dialysis.
I don’t think there’s a moral here about the Covid crisis. But my direct experience of
the care and commitment of the dialysis nurses at the Royal Devon and Exeter hospital
confirms the vital, caring role they perform all the time. I feel recognised as an individual
and cared for as a patient. The staff are all working very hard and yet they manage to
maintain an atmosphere of calm on the ward. I’m beginning to feel comfortable in hospital.
kidneycareuk.org
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“I explained I had ‘history’ with impaired kidney
function and, while I had thought I needed to start
dialysis soon, I didn’t want to start in a crisis”
photograph by jenniferlane-photography.com
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The PD Christmas tree

By Rebecca West

The idea for the PD Christmas tree came to mind when
I went for my peritoneal dialysis training at the Kew
Baxter’s Education Centre. I was genuinely surprised
at the amount of dialysis equipment we all have to use
and dispose of in one day. ‘There must be something
that can be done with it’ shouted my inner Grayson
Perry! By the end of the three days training I had
decided all the bits would be turned into Christmas
decorations.
I started saving them up literally from day one of plugin and very quickly had a whole bucket full of bits to
play with. Then out came the glitter, glue gun, paint,
gems – you name it… and off I went. Since the end of
March my weeny home has been covered in glitter; I am
still sweeping it up even though the tree is all packed up
and ready for delivery to the PD unit in December.
I think among my close friends and family they will be
thrilled and delighted when I have handed over the
tree– I become a bit of a Christmas tree bore. For
me, it helped me with dealing with the sorry state the
planet is in. I dropped Heart Radio a text about it and

kidneycareuk.org

they got straight back to me asking me to talk about it
on air. As daft as it sounds, I was so proud of the whole
project. My PD team phoned and said thank you for
giving them such a nice shout out on the radio and
everyone was happy.
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Kidney Care UK working with the
NHS to help kidney patients stay well
The NHS’ ‘Help Us, Help You’ campaigns are designed
to help everyone understand how they can stay well
and access appropriate services if they need them.
We are delighted to be working with NHS England and
Public Health England on these campaigns as knowing
how to stay well and where to go for help is especially
important for kidney patients this year in light of the
COVID-19 pandemic.
We are encouraging people with kidney disease, as
well as those living with someone on the NHS shielded
patient list, to get their free flu vaccination and ensure
they continue to access the NHS when needed. With
the winter season upon us the flu virus will start to
circulate. And for someone living with a long-term
health condition such as kidney disease the flu is a
dangerous virus. In fact, the flu is 19 times more likely
to be fatal in people who have kidney disease. The flu
vaccine is the very best protection and that’s why it is
so important to get the vaccine for those at risk.
We have sent posters and advice leaflets especially
for kidney patients to every unit in England, and have
asked that these are made available to patients. We will
also be sharing the campaign online too so look out for
this on our website and social media channels.

Our top tips to stay well this winter:
• Don’t wait – if you feel like you might be coming down with something don’t wait for it to get worse –
speak to your pharmacist, GP or kidney team before it gets serious.

• Plan ahead – make sure you have any medication you need for over the Christmas period when
some surgeries and pharmacies will be closed.

• Get the flu jab – if you are on dialysis, have had a transplant or live with someone on the NHS
shielded patient list you should get the flu vaccine. Injectable flu vaccines are not live; you cannot
get the flu by having it.

• Keep warm – people with kidney disease often feel the cold more, which is why it is more important
than ever that you keep warm and heat your home to at least 18°C in winter.

• Stay safe – keep up to date with the latest Coronavirus advice for kidney patients
www.kidneycareuk.org/coronavirus and follow government and any local advice where relevant
(speak to your kidney team if you have any very specific issues or questions). Those on dialysis or
who have had a transplant are in the clinically extremely vulnerable group so it is vital that you stay
on top of your physical (and mental) health.

• Look after yourself – do all that you can to avoid getting a cold; rest, avoid getting dehydrated and
eat regular hot meals. Remember that if you do get a cold some over-the-counter medicines like
ibuprofen are not suitable for most people with kidney disease.
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Climb every
mountain…on PD
By Steve Harrison

‘Low clearance’, when your kidneys are failing
but you’re not quite at the stage where you need
dialysis, is often the most challenging period in your
kidney journey. Waning energy levels, sometimes
nausea and other debilitating symptoms make
taking it easy on the sofa an appealing option.
Steve Harrison and his wife Donna chose to
climb mountains.
What started as a normal day would change my life forever. The
dreaded work medical. At that medical, I went from just having
high blood pressure to being diagnosed with chronic kidney
disease (CKD) stage 5. Since this diagnosis in 2010 my estimated glomerular
filtration rate (eGFR) has declined at a fairly slow rate and I’ve been lucky to
have been asymptomatic.
I was due to have a biopsy of my kidney taken to establish the cause of my
CKD. However, one ultrasound and eleven men in white coats stopped that
with these words, “Mr Harrison, where is your left kidney?” I jokingly replied,
“where I left it!”. It was clear then that I have only ever had one kidney.
From there, in 2019 my eGFR hit 16% and my wife Donna triggered the livingdonation process by being tested with a view to becoming my donor. It’s a
long and detailed process but she made it all the way to the end, only to find
out that she has Immunoglobulin A deficiency (IgA).

kidneycareuk.org
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“Since my initial diagnosis
in 2010 Donna and I have
managed to climb 150 mountains
together, which include half of
the Lake District—that ’s most of
Wainwrights*—as well as Ben
Nevis, Snowdon and Scafell Pike.“
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Since my initial diagnosis in 2010 Donna and I have
managed to climb 150 mountains together, which
include half of the Lake District—that’s most of
Wainwrights*—as well as Ben Nevis, Snowdon and
Scafell Pike. Even now that I have started my peritoneal
dialysis (PD) journey I aim to climb even more. Just
recently, at 8% eGFR I completed a six-and-a-half mile
hike. Only to be called in the very next day for my PD
tube to be inserted.

Like many others in my position, I am now awaiting ‘the
gift of life’ and just hoping that I’m fortunate enough to
receive this soon.
I hope this proves to you that anything is possible - keep
chasing your dreams!

Although this is my illness, it just doesn’t affect me, it
affects Donna too. Yes, I deal with the CKD and it is with
me 24/7. But Donna is right behind me at every stage:
attending appointments, organising storage and just
giving me that support that I need. I believe if you have
this, then you have already won half the battle. Also, the
support that Kidney Care UK have given both of us has
been amazing and I can honestly say if it wasn’t for them,
their knowledge and patient network we would be lost.
I am apprehensive about the next stage. I think that’s
the honest answer. However, I know once I get used to
the changes in routine and those PD ‘exchanges’ my
life WILL go on. I hope to continue with my Wainwrightbagging and have joked with Donna, saying that my
ambition is to bag the other half (107) whilst on PD!
*A hill is said to be a Wainwright if it is one of the 214 Lake District fells described in Alfred Wainwright’s ‘A Pictorial Guide to
the Lakeland Fells’

Kidney Care UK, Amjid Ali and our
inclusion listening events
One of the pillars of our work as a charity is to ensure
that no one faces kidney disease alone. We recognise
that so much more needs to be done to ensure that all
kidney patients, no matter what community, religious
group or culture they come from should be supported
equally and receive the same care.
You may remember our captivating interview with Amjid
Ali in the spring 2019 issue of Kidney Matters, where we
talked about faith and community and how this impacts
upon patients. So we are delighted to be working
with him now to help ensure that every patient feels
supported by the Kidney Care UK.
Amjid does a huge amount of work with NHSBT, and
has played an instrumental role in bringing together
influential Muslim Islamic scholars and Imams, umbrella
groups, community organisations and clinical leads to
look at the challenges that need to be addressed to
move the organ donation debate forward.
Continuing in this vein, Amjid, as Kidney Care UK BAME
engagement and inclusion lead, has been leading
on a number of listening sessions with healthcare
kidneycareuk.org

professionals and community partners. As we go to print
we are lining up work on the final event of 2020, arguably
the most important, a session with patients and carers.
Once Amjid and the team at Kidney Care UK have been
able to understand the outcomes of these events we
will look to ways that we can evolve to meet the needs
of kidney patients from diverse backgrounds; develop
tools and resources to raise awareness of chronic kidney
disease (CKD) across all communities; encourage active
participation and decision making by patients with CKD;
and improve patient information and resources. We will
share more information about this work in 2021.
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Kidney Patient Involvement
Network (KPIN)
Are you a patient or carer who is interested in using your own experience of chronic
kidney disease to become a patient leader and contribute to positive changes in all
aspects of kidney care? If you are, we need you!
Or are you a healthcare professional or researcher
who would like to offer involvement opportunities to a
wider range of patients and carers?

R

Facebook: www.facebook.com/
KidneyPatientInvolvementNetwork
Twitter: @KPIN_UK

RE

For more information, please visit us
at the below links: Website:
https://kpin.org.uk

MO

As a patient or carer member of KPIN, we will offer
you access to a wide variety of opportunities to be
involved in a broad range of projects and events,
from volunteering in your local renal unit, to sitting
on a decision-making board or committee. You
shouldn’t worry if you’ve never done something
like this before, we will also provide you with lots of
training, resources and support from other ‘expert
patients’. So, you can feel confident that your views
and opinions will be heard.
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If so, we’d like to invite you to join the Kidney Patient
Involvement Network (KPIN)! We are an inclusive,
friendly network of kidney organisations, charities and
individuals who are committed to working together
for quality patient and public involvement and
engagement (PPI/E).

As a professional member of KPIN, we can allow you to
share your involvement opportunities with our patient
and carer network. This will enable you to reach
beyond ‘the usual suspects’ and receive input from
patients and carers who otherwise may not have been
able to contribute.
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Leave behind something
to be proud of
Would you have guessed that for every £1 donated to
Kidney Care UK, more than half comes from gifts in wills.
These gifts are vital to help fund the many different
services we offer, from patient grants to our invaluable
advocacy and counselling services. We simply couldn’t
offer these services without this generosity.
When people think about leaving a gift in their will to a
charity, they often think it needs to be a large amount, or
‘the entire estate’. But that’s not the case, you can leave
any amount you want. Every gift, whatever shape or size,
will help support kidney patients and their families.

We understand that the most important thing is to take
care of your loved ones, but if you’re able to offer a gift
to Kidney Care UK as well, you will be helping make a
huge difference to the lives of kidney patients today and
into the future.
To find out more about how a gift in your will could help
support more kidney patients for years to come, visit
www.kidneycareuk.org/legacy, call us on 01420 541424
or email fundraising@kidneycareuk.org

“I’ve included five charities in my will. They all
mean a lot to me, and each is getting 2% of the
value of my estate. I only got around to writing it this
year when Covid-19 struck, but I’m really pleased
it ’s taken care of now and that I can do something to
support my favourite causes after I am gone.”
Samantha, 47, Wiltshire.

©Kidney Care UK 2016 is the operating name of the British Kidney Patient Association. A charitable company limited by guarantee.
Registered in England and Wales (1228114). A charity registered in England and Wales (270288), and Scotland (SCO48198). Kidney Kitchen
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Sign up for
your free
copy
Whether you are a kidney patient,
friend, family member or health
professional, Kidney Matters is
your magazine.

Packed full of useful hints and tips on how to keep
well, eat tasty food and enjoy holidays, Kidney
Matters is here to support you through tough
times, direct you to trusted information and keep
you up-to-date on what is going on in our world.
We are happy to send you your own free-ofcharge, quarterly copy to your address.

How to order your own copy of
Kidney Matters.
1. Go to www.kidneycareuk.org/sign-up and join
our mailing list.
2. Email info@kidneycareuk.org with your name,
address, post code and request Kidney
Matters.
3. Phone us on 01420 541424.

If at any time you want to update your
marketing preferences or unsubscribe
please contact us by phone or email
or write to us at Kidney Care UK, 3 The
Windmills, St Mary’s Close, Turk Street,
Alton, GU34 1EF.
Kidney Care UK will treat your details in confidence
and in accordance with current data protection
laws. For further information on how your data is
used and stored visit:
www.kidneycareuk.org/privacy

Applying for a Kidney Care
UK grant
If you or someone in your family is a kidney patient,
Kidney Care UK may be able to help you with a grant if
you are struggling to make ends meet.
The application process is simple and speedy.
For more information go to:
www.kidneycareuk.org/financial-support or, call us
on 01420 541424

Ron’s Story
I would like to take this opportunity of saying ‘many
thanks’ for all your help, and the help of William
Johnston, Kidney Care UK Advocacy Officer, in
arranging for my replacement fridge -freezer.
Without your help and support I would have found
it impossible at this present time. I have now got
fridge-freezer installed and it is now up and running. I
am very pleased with all the effort you have given me
and, once again, I give you a big thank you

Ron Martin

Christmas
is coming!
Buy your cards, wrapping
paper and crackers in our
Christmas shop and help
raise valuable funds to
support kidney patients.

£4 per pack of 10 cards
Exclusive Kidney
Kitchen 2021 Calendar
– Order soon to avoid
disappointment!

FREE Christmas
Collection box
available with
every order

KIDNEY KITCHEN

2 02 1
C A L E N D A R

Visit
kidneycareuk.org/Christmas
to see the full range
or call 01227 811662
lines open 8.30-5pm Mon – Fri
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