KIDNEYLIFE
SPRING 2021 ISSUE

The magazine of the National Kidney Federation

NKF HOME
DIALYSIS CAMPAIGN
Support the NKF
campaign to increase
dialysis at home and help
keep kidney patients safe

Charity Nos. 1106735
SC049431

A transplant surgeon’s perspective
Introducing our brand new column by
consultant transplant and vascular surgeon
Jeremy Crane MD FRCS (vasc)

COVID-19 vaccine
information for patients:
Your questions answered by
kidney specialists

Page 05

Page 10

EDITOR’S Note

SHARE YOUR STORY

Welcome
to the
SPRING 2021
edition of
KIDNEY LIFE

Kidney patients, carers, friends
and family, do you have a story to tell?
It can be your life story,
a letter, an opinion, an
event that you think will
help or inspire others. Or
tell us about your work
or your research that
involves kidney patients.
We want to hear from
anyone affected by CKD
who feels they have
something to share
with others.

Hello,
This isn’t the start to the year any of us
imagined. We know that kidney disease raises
many challenges and right now we are facing
many additional concerns. Our helpline and
experienced call handlers can offer a listening
ear and expert advice, so if you have concerns
don’t hesitate to make that call. The NKF is
here to support you every step of the way.

Get in touch

kidneylife@kidney.org.uk
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If you have a story for Kidney Life please email
it to kidneylife@kidney.org.uk or give us a call.

We work hard to make
the magazine the best it
can be and bring you the
stories and information
you need. But to do this
we need your help. Share
your views and tell us
what you would like to
read about.

In this ISSUE...

In this issue, we share details about the new NKF
campaign to increase home dialysis and help
kidney patients better protect themselves from
the pandemic. We reveal the NKF five-year strategy
and how the charity will continue to support kidney
patients over the coming years. We’re delighted to
launch our brand new column ‘A transplant surgeon’s
perspective’ with consultant transplant and vascular
surgeon Jeremy Crane, and we answer your questions
about Covid-19 vaccinations for kidney patients.

Editor

Share your views

COVID-19 vaccine: Information for patients
Women and kidney disease: pregnancy choices research
Renal foot survey findings
Get involved
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do usually belong to a KPA, but offer
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As such, NKF recognises that views
expressed by its officers and executive
members are expressed as individuals
and do not necessarily represent the
views of their KPA.

All CALLS to the
NKF Helpline are
FREE of charge
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TRIBUTE
to David
MacDonald
NKF Treasurer, Wessex KPA
Welcome to the spring issue of Kidney Life, I hope you all
had a restful Christmas and new year.
We are now plunged into our third countrywide lockdown
and it is hard to see the light at the end of the tunnel. Many
people are suffering as a consequence, but we do have a
distant light in the form of a vaccination. Hang on in there
and when you get the call to have yours, please take the
opportunity, the vaccine is key to moving us out of the dark.
We have been working with fellow kidney charities and
professionals to ensure you are given the best possible
advice and treatment during this pandemic. I would like to
thank them all for their hard work and dedication during
this difficult time. I would also like to thank the NKF staff for
everything they have done for kidney patients through the
pandemic, it has been an immensely challenging time for all.
The NKF has finalised a five-year strategy and you will find
an outline of our plan in this issue of Kidney Life, we look
forward to moving the charity forwards with the strategy.
We have also produced a 2020 impact report, which will be
published shortly.
We are also ramping up a national campaign to increase
home dialysis. Find out about this and how to support the
campaign in this issue.
I hope spring is good to us all, and here’s to a
brighter summer.

Andrea
NKF CEO

Registered Office:
The Point, Coach Road, Shireoaks,
Worksop, Nottinghamshire S81 8BW
T: 01909 544999
E: nkf@kidney.org.uk
Charity Nos. 1106735 SC049431
Co. No. 5272349 reg. in England & Wales
Give as You Earn contribution No. CAF.GY511

The NKF were extremely sad to
hear of the loss of one of our most dedicated supporters,
David MacDonald from Wessex KPA, he died on the
19th December 2020 after a short illness.
David was a long-standing supporter of the NKF and
member of the executive committee, he was also the
current treasurer. He had been a member of the executive
committee since 2004 and became joint vice-chair along
with Marion Higgins in 2007. David had two periods of
being the NKF treasurer, first in 2008 until 2010 and then
again in 2020.
As a boy David was in the Boys Brigade and spent many
summers at the camp in Croyde Bay, he also achieved the
Duke of Edinburgh Gold Award presented to him by Prince
Philip at St. James’s Palace.
David began his working career as a builder before suffering
kidney failure at the age of 27, he then dedicated his time,
when not on dialysis, to the Wessex KPA, where he was
chair for many years, and the NKF.
Before his illness, walking was a great pastime of David’s
and he walked all over Great Britain taking photographs of
the places he had visited. Table tennis was another passion,
and he participated in the Portsmouth transplant games.
When he became too ill to compete he travelled all over the
country to support his colleagues. David also held many
events for World Kidney Day and was happy to speak
about his multi-transplants. He was well-liked at his dialysis
unit in Basingstoke and would try to assist with any queries
they received.
We will all miss his presence and positivity at NKF
meetings and events and send our condolences to
his family and friends.

Our Helpline is free of charge to call on 0800 169 09 36
The NKF runs the only UK Helpline dedicated to kidney
patients, with over 200 unique and regularly updated
information leaflets and two fully trained, experienced advisers
providing a 5 day a week service to kidney patients, carers and
healthcare professionals.
The NKF Helpline is open from 9am until 5pm Monday to
Friday on 0800 169 09 36 e: help2@kidney.org.uk

If you want to raise funds for the NKF,
plan an event, make a donation to the
NKF or discuss leaving a legacy to the
NKF please contact Pete Revell (NKF
Head of Marketing and Fundraising).

T: 01263 722287
E: pete@kidney.org.uk

World
News &Kidney
Events Day 2021

World Kidney Day 2021
It’s the topic that’s too BIG to ignore!
World Kidney Day is approaching fast and this
year the NKF will join forces with the Kidney
Charities Together group to create an entirely
digital campaign.

This year, we are looking for kidney patients, family
and friends and healthcare professionals to help us
spread awareness of the impact of kidney disease
by sharing your story.

Taking place on Thursday 11th March, we will again
be looking at the big topic everyone is ignoring - just
how important kidneys are and what happens when
they go wrong.

We’re also focusing on the impact of Covid-19 and
its effects on kidney patients.

The UK initiative is led by the Kidney Charities
Together group, comprising of the seven main
UK kidney charities, which are:

The National Kidney Federation
Kidney Care UK
Kidney Research UK
Polycystic Kidney Disease Charity

By raising awareness of kidney disease and
educating people on what can happen when
something goes wrong, the aim is to reduce the risk
of kidney disease.
World Kidney Day is one of the biggest events in the
renal world, so if you are getting involved then the
NKF would like to hear from you. If you’d like to share
your stories and pictures of this day with Kidney Life
readers, then please contact the NKF head office on
01909 544 999 or at nkf@kidney.org.uk.

Find out more

Kidney Wales
Renal Association
British Renal Society

Get in touch
Call 01909 544 999 or email nkf@kidney.org.uk

Help us SPREAD
AWARENESS of the
impact of KIDNEY
DISEASE by
SHARING
YOUR STORY.
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Jeremey Crane

A transplant surgeon’s
perspective
Introducing our brand new column by Jeremy Crane MD FRCS (vasc) consultant transplant and
vascular surgeon at the Hammersmith Hospital, West London.
I feel greatly privileged to have been asked to write a
regular column in Kidney Life magazine and share my
experiences of kidney disease, not just as a clinician, but as
someone who has experienced it first hand in the family.

Introducing myself
My career began with the aim to become a consultant in
vascular surgery, which is the surgery of treating arteries and
veins, and I was trained predominantly at St Mary‘s Hospital in
Paddington. Halfway through my surgical training, my father,
a GP in Manchester, became seriously ill and spent four
and a half years on dialysis until he had a successful kidney
transplant in 2008 at the Manchester Royal Infirmary, which is
a phenomenal transplant unit.
I didn’t know much about transplantation at the time, as
most surgeons never experience it through their training, but
being on the transplant ward with my Dad and speaking to the
transplant surgeons, my interest was piqued. Transplant and
vascular surgery are closely related as both involve plumbing
(of sorts!) of blood vessels and after seeing my first transplant,
I knew this is what I wanted to do. I enjoyed the vascular access
surgery (or fistula surgery) and I realised it was a perfect way to
utilise my vascular training.

Being a transplant surgeon is an incredible privilege

Coronavirus

Transplantation has been affected enormously by the
coronavirus pandemic and transplant surgeons have
found themselves in all forms of roles to help enable the
emergency response.
When the pandemic started affecting hospitals in March last
year, the transplant surgical community became twitchy. We
didn’t know what effect the virus would have on our donors
and recipients.
We turned to our colleagues at different centres throughout the
country trying to learn how covid was affecting patients. Many
were affected badly and so we took the difficult decision to halt
our transplant programme early in March 2020. During that
time we were covering only emergencies and being redeployed
mostly to outpatient clinics and satellite dialysis units. We
cautiously reopened and by August and September, we were
back to being the busiest kidney transplant unit in the country.
As I speak, redeployment has again taken effect, and for the
safety of our patients, we have again stopped our programme.
I am presently doing nursing shifts in the incredibly busy
and pressured intensive care unit, where staff sickness and
absence due to the virus is expectedly high and extra pairs of
hands are invaluable.

The life-changing nature of the operation I think is unique
amongst all the surgical specialities. Ostensibly, a lifeless
organ sitting in a box of ice is brought to life; the moment when
the organ is reperfused is always magical, even a few 100
transplants later!

I hope, that in my next column, we will be in a much better
position and the vaccine roll-out will have had a chance to
make a difference and we will be transplanting our patients and
making up for lost time. I look forward to speaking to you then.

Early in my consultancy, I set up a surgical programme for
vascular access surgery for patients needing hemodialysis.
I soon realised how important my vascular training was as
vascular access surgery is a unique area within vascular
surgery. I also realised that whilst transplant surgery creates
huge interest, many patients don’t have the opportunity to get
a kidney transplant and so remain on dialysis. These patients
also need champions to make their life on dialysis the best it
can be.

Consultant transplant and vascular surgeon based at the
West London renal and transplant centre at the Hammersmith
Hospital, West London.

Keep in touch

Jeremy Crane MD FRCS (vasc)

My experience of kidney disease is not
just as a clinician, but someone who has
experienced it first hand in the family.

@JeremyCraneMD
www.transplantandvascular.com
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NKF CAMPAIGN:

Increasing home dialysis
in the context of Covid-19
THE NKF HAS STARTED A NATIONAL
CAMPAIGN TO INCREASE DIALYSIS AT
HOME AND IS SEEKING YOUR SUPPORT
A key lesson of the first wave of Covid-19 is
that patients who were dialysing at home, were
able to protect themselves better from the
pandemic compared to patients who dialysed
in a centre. The NKF arranged a webinar in
September 2020 to discuss this matter and
will publish a report with recommendations for
urgent action. We are going through a difficult
second wave of Covid-19 and the issues raised
in the report should be part of the actions
hospitals take to protect us from Covid-19.

INCREASING
HOME DIALYS
IS
IN THE CONT
EXT
COVID-19 IN TH OF
E UK

January 2021

The report is urging the kidney community to step
up and increase the home dialysis provision. It
makes seven recommendations which include:
All adult renal units in the UK should reach a
minimum prevalence rate of 20 per cent of their
dialysis population on home dialysis (peritoneal and
home haemodialysis) by the end of 2024 and;
Clinical directors of renal services in the UK are
asked to publish a plan of action by the end of 2021.

The data published in the report shows that there
were substantially lower rates of both Covid-19
infections and deaths among those who dialysed
at home. Home dialysis reduces footfall in
in-centre dialysis units and reduces the risks of
cross-infection. Increasing the proportion of home
dialysis (peritoneal and home haemodialysis) could
offer significant benefits to patients by reducing the
risk of Covid-19 and other infectious diseases.
Patients dialysing at home (haemodialysis
or peritoneal dialysis) were able to protect
themselves better from Covid-19, compared to
in-centre haemodialysis (ICHD) patients i.e. in a
hospital or dialysis unit

229

3,115

15% of ICHD patients
contracted Covid-19
compared to 5.3% of
home dialysis patients
Home Dialysis
Covid-19 infections
ICHD Covid-19 infections
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637

3.1% of ICHD patients
died from Covid-19
compared to 1.3% of
home dialysis patients*
Home Dialysis
Covid-19 deaths
ICHD Covid-19 deaths

*Data published by the UK Renal Registry, based on information in England up
to 25.11.20. Study is taken from a total of 20,715 ICHD patients (end of 2018) and
4,306 home dialysis patients in the UK.
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The data published in the report
shows that there were substantially
lower rates of both Covid-19
infections and deaths among those
who dialysed at home…

The key recommendations from
the report:
1 All adult renal units in the UK should reach a
minimum prevalence rate of 20 per cent of their
dialysis population on home dialysis (peritoneal
and home haemodialysis) by the end of 2024.
2 Clinical directors of renal services in the UK should
review their arrangements for shared decision
making about dialysis options with patients by the
end of 2021.
3 The Renal Dialysis and Transplant Clinical Reference
Group for renal services should review the current
national service specifications for home dialysis and
establish ‘integrated commissioning’ by the end
of 2021. Both home haemodialysis and peritoneal
dialysis pathways should be examined through
the Renal Services Transformation Programme to
identify levers that can lead to a system change
within the NHS by 2021.
4 Clinical directors of renal services in the UK should
review the staffing allocated to home dialysis and
their training by the end of 2021.
5 Clinical directors of renal units in the UK should
develop a plan to address barriers to home dialysis
faced by patients from BAME backgrounds and
patients who suffer high levels of deprivation by
the end of 2021.
6 The NKF will lead on reviewing the current
information available for patients and carers
considering home dialysis and develop a plan to
improve it so that it meets the needs of all patients
and carers by the end of 2021.
7 The Renal Association and the British Renal Society
should arrange quality improvement events to
promote home dialysis in all regions of the UK by
the end of 2021.

We know that patients and carers have many
issues to consider before starting dialysis
at home. The NKF will set up a national peer
support service for home dialysis patients
and carers by the end of 2021 so that there
will be opportunities to talk in confidence
to patients and carers with first-hand
experience of home dialysis.

HOW CAN YOU HELP?

We are seeking your help with the campaign
in a number of ways.
Consider or reconsider dialysing at home,
if at all possible.
Seek information about home dialysis from
your hospital or unit, or the NKF Helpline –
0800 169 09 36.
Support your local Kidney Patient
Association (KPA); we have requested Chairs
of all KPAs that are members of the NKF to
raise this matter with their clinical directors
of renal services.

GET INVOLVED

If you are interested in supporting the NKF
peer support service for home dialysis
patients and carers, please contact
nkf@kidney.org.uk.
THANK YOU FOR YOUR SUPPORT!
We will, of course, keep you updated on
progress with the campaign.
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READER’S letter
HOME DIALYSIS
Dear NKF,

modialysis with great interest.
I read the recent article on home hae
nths ago.
ve from hospital to home just two mo
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ient
pat
ysis
dial
a
I am
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aging greater numbers of patients to
If there is to be a move towards encour
l things need to happen.
this route then, in my opinion, severa
are failing
as an option to patients whose kidneys
Home dialysis needs to be mentioned
been on
nt that this option existed after I had
and dialysis is on the horizon. I only lear
dialysis for about a year.
to be a
a view to home dialysis, there needs
When patients start shared care with
ice on
lved. This needs to include realistic adv
detailed discussion about what is invo
that is
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an idea of the amount
the choice of room and its location and
required.
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ching to home dialysis, their husband/w
When a patient starts to consider swit
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a full discussion about what
partner/carer needs to be involved in
as
not
,
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This needs to be in a dedicated ses
and what they will be expected to do.
hospital treatment sessions.
snippets of information given during
on-board
nurses, involved in dialysis need to be
Renal nurses, not specialist home care
by how
They also need guidance on when, and
with the concept of home treatment.
allow the patient to learn to cope.
much, they need to ‘stand back’ and
my
ely lucky. Firstly, the nurse overseeing
Having said all that, I have been extrem
have the
home care team nurse is first class. I
self-care was excellent. Secondly, my
no means
by
and
lly,
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king renal consultant and
full support and backing of a top-ran
band of 49 years.
least, I have the full support of my hus
health
ysis for a short time I already feel the
Although I have only been on home dial
being
of
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sions, as well as enjoying the flexibili
benefits of more frequent shorter ses
nt.
able to choose the times of my treatme
Yours sincerely

‘Beryl
HAVE YOUR SAY

If there is to be a move towards
home dialysis, several things
need to happen…

Have you got something
important to say?
Do you want to respond to one
of our stories?
Share your views by emailing
kidneylife@kidney.org.uk
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TRANSPLANTIVERSARY
Moira’s story:
20 years and counting with
a transplanted kidney

Congratulations
Moira on your
kidney transplan
t
anniversary

Moira Sheehy: 29 March 2001
On the 29th March, it will be 20 years since I received a
kidney transplant.
I had no idea that I had kidney disease until I had pre-eclampsia during
my first pregnancy which resulted in a stillbirth at 32 weeks. I was very
naïve at 23 years old in 1973. I experienced many investigative kidney
biopsies, etc. before I was allowed to try again as it could have been a
risk to my life. I went on to have two healthy children, both low-birthweight but they thrived.

Moira (left) celebrating
her 70th birthday with
her daughter last year.

I always remember the day I was told that my kidneys would fail by the
age of 50. That seemed a lifetime away at 25. I carried on with my life,
which included qualifying as a nurse at 41 and worked in an intensive
care unit. It was 1996 when I changed GP practices and they were
surprised that I had not been referred to a renal unit despite worsening
kidney profile. Up to this point, I’d just had check-ups at the local
district hospital.
New Year’s Eve 1996 was memorable as an eminent renal consultant
at Guy’s Hospital gave me four years before I’d need dialysis. The living
donor programme was in its infancy and although my sister offered, we
were not compatible. Guy’s had diagnosed renal nephropathy and told
me that I had probably been born with the condition.

I had no idea that I had
kidney disease until I had
pre-eclampsia during my
first pregnancy…

I wanted some freedom so opted for continuous ambulatory peritoneal
dialysis (CAPD), having had a peritoneal catheter inserted. On my
50th birthday, I had my first dialysis and was on a training programme.
I worked in my local ICU and my work colleagues were so understanding
when I went to dialyse mid-shift.
I learnt how to complete nocturnal automated peritoneal dialysis (APD)
and the equipment was set up in my bedroom. It was early to bed and
the odd leaking dialysate before I became proficient, but it gave me a lot
more freedom during the day.
Eighteen months later the call came that a cadaver kidney was suitable.
I was ecstatic. Life has had its ups and downs, but no rejection episodes.
I retired at 60 as my stamina was less and I was susceptible to various
infections. I now have a granddaughter, the love of my life and my kidney
blood picture remains very stable.
I am forever thankful to my donor family for their selfless decision.
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COVID-19 VACCINE
information for patients

Millions of people in the UK have already
received the COVID-19 vaccine and it is the most
important thing we can do to protect ourselves
against the disease.
People with serious kidney disease have
developed severe illness from COVID-19 and
the vaccine will offer protection for you and
your community.

The COVID-19 vaccines are suitable for adults
with kidney disease and the good news is you
will be invited to have your vaccination soon.
Please consider having one for your own safety.

HERE ARE SOME COMMON QUESTIONS WHICH PEOPLE HAVE ASKED, WITH ANSWERS FROM
KIDNEY SPECIALISTS:
How did the vaccines get approved so quickly and how
do we know they are safe?
The safety and effectiveness of the approved vaccines
were scrutinised by an independent body which followed
all stages of a well-established process. It was necessary
to produce a vaccine quickly due to the seriousness of
the COVID-19 pandemic. It was possible to do this quickly
because so many people worked together to prioritise the
production of this vaccine.
I have heard my nurse say that she is waiting for the
AstraZeneca vaccine. Does it make any difference
which one I have?
Adult kidney patients can have any of the available vaccines.
They are licensed for use in adults only. There is no evidence
that one is better or safer than another. We recommend you
take the vaccine you are offered, when you are offered it.
Do we know enough about the vaccine to know that
it is safe in kidney patients?
The kidney experts at the Renal Association and British Renal
Society, who represent kidney doctors and nurses, have
reviewed the evidence and agree that the vaccines are safe
for people with kidney disease, on dialysis and with kidney
transplants. Advice to individuals may vary because people
with kidney disease often have other conditions too, so what
is right for one person, may not be right for someone else.
Your kidney doctors will advise you on what is best for you so
speak to them for more advice.
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The vaccines are new, should I worry about that?
When deciding whether to have the vaccine it is also
important to consider your risk of having a more severe
disease with COVID-19 and many people with kidney disease
will have a high risk of severe disease. The companies that
make the vaccines are monitoring all these people to look for
any safety concerns. There have not been safety concerns
after giving them to millions of people in many different
countries. Therefore experts in kidney disease recommend
having the vaccine to help reduce your risk of getting
COVID-19.
The vaccine has not been tested on kidney patients,
is that something that I should be worried about?
None of the trials specifically only included people with
serious kidney disease, but they have included a wider
population from all diverse backgrounds that included
healthy and individuals with pre-existing conditions. The risks
kidney patients face from catching COVID-19 far outweigh
the risks of potential side effects from the vaccine. Studies
are planned to assess the response of kidney patients
to vaccination and to identify whether re-vaccination is
required (as with flu vaccination, which is once a year).
Information provided by the Covid-19 vaccine working group
that is comprised of the following charities and societies:

Spring 2021
Is it worth having a vaccine if it’s not 100% effective?
No vaccine is ever 100% effective, for example the flu
vaccine. For people with kidney disease, COVID-19 can be
very serious and therefore the benefit from the protection
that the vaccine will give you would outweigh the potential
risks. There will always be people who react differently but
protection from the virus is really important and the vaccines
offer that protection for yourself and others around you. It
may be that people with kidney disease and people taking
immunosuppressants do not respond quite as well. However,
it is expected that the vaccines will work well enough to make
it worthwhile having the vaccine, especially when the high risk
to kidney patients from COVID-19 is considered.
Should I be worried about the safety of the vaccines?
All of the vaccines administered in the UK have passed
stringent safety tests. They would not have been approved
for use if they did not pass these tests. The manufacturers
monitor for long term effects and as yet there have not been
any longer term effects. The vaccines have been approved
by specialists in drug safety not only in the UK but across the
world. These specialists, also known as regulators, look at all
the data from the companies that make the vaccines but are
independent of them and make a decision about whether
they can be safely given. They also monitor for any longer
term effects of the vaccine after they have been approved.
Our independent UK regulator is called the Medicines Health
Research Agency or MHRA.
Are the vaccines live?
The Pfizer, Oxford/AstraZeneca and Moderna vaccines
are not live vaccines. This means they don’t contain active,
or ‘live’ virus. Instead they deliver only the important spike
protein from the COVID-19 virus which allows the body to
prepare the immune system so that it can recognise and
fight the actual virus if it is encountered in the future.

Are the COVID-19 vaccines unsuitable for people
with transplants?
All of the vaccines being rolled out are suitable for people
with kidney disease (whether you have had a transplant, are
on dialysis or have another kidney condition). Live vaccines
are not safe for people with kidney transplants but the
COVID-19 vaccines are not live vaccines. Transplant experts
have considered this question and are happy that they are
safe for people with transplants.
I am taking immunosuppressants, so which is the best
vaccine for me? Would it be worth waiting for a different
type of vaccine?
Based on all the information we have reviewed,
immunosuppressed patients can receive any of the vaccines
offered to them; there is currently no evidence that any
vaccine is better than the other for this group of patients.
Although they may not give as much protection as they
might do in someone who has a fully functioning immune
system, they are still likely to give a degree of protection so
are helpful.
I’m worried that I should not have the vaccine because
of side effects of the vaccine.
It is normal to have certain reactions after a vaccination.
There may be redness, swelling or pain around the injection
site. Tiredness, fever, headache and aching limbs are also
not uncommon in the first three days after vaccination.
These normal vaccine reactions are usually mild and get
better after a few days. Your kidney doctors or GP will advise
you, but you should not avoid having a vaccine because
of potential side effects. The risks of catching COVID-19 far
outweigh any potential risk from the vaccines.
Can I have a baby if I have had the vaccine?
Women who are trying to become pregnant do not need to
avoid pregnancy after vaccination and a pregnancy test is
not needed before vaccination.
Getting pregnant at this point is a matter of personal choice.
The Royal College of Obstetricians and Gynaecologists has
excellent advice on this.
However, vaccination if you are pregnant should be
considered if you are at very high risk of complications from
COVID-19 because you have serious kidney disease. Please
talk to your kidney team about whether you might benefit
from the vaccine if you are pregnant. Breastfeeding women
can be offered the vaccine. There is no evidence that the
vaccine is harmful to future pregnancies.
If you are pregnant or thinking of getting pregnant it is worth
looking at: https://www.rcog.org.uk/en/guidelines-researchservices/guidelines/coronavirus-pregnancy/

Please remember that even if you receive
the vaccine, for now you should still follow
social distancing guidance, wash your hands
regularly and wear a face mask. This is
because it will take a few weeks before your
immunity builds up and also because the
infection level is so high at the moment.
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Women and kidney disease:

PREGNANCY CHOICES RESEARCH
Article contributed by Dr. Leah McLaughlin, Wales Kidney Research Unit

Chronic kidney disease affects one in ten adults. But many aspects of kidney
disease have specific gender disparities. More women have kidney disease than
men, yet more men are on dialysis or have a transplant. And with an estimated
195 million women affected by kidney disease worldwide, kidney disease can
change many things in a women’s life, including pregnancy.
Decisions about pregnancy and the
challenges pregnancy can bring whilst living
with kidney disease are complex and emotive.
Many women are affected by society’s
judgments on their decisions about having
children: those who haven’t had children
yet, those who want them and haven’t been
able to have them, and those who have never
wanted to have children.
Lucy Bevan (aged 44) a housing support worker
from Wrexham in North Wales, remembers her
experiences and what shaped her views towards
becoming pregnant.
“The first time I can recall anything being mentioned
was in my early 20s. I have type 1 diabetes and one
day my periods just stopped. I was put on the pill and
I vaguely remember someone mention that if and
when it becomes relevant, we might need to look at
fertility options. I didn’t think anything about it at the
time. Then in 2004, my kidneys failed, and I distinctly
remember the consultant saying that if I did want
to have children then it was going to be a ‘military
operation’ and that ‘there was a high incidence
of birth defects in my cases’ – but there was no
discussion about anything.

Although I don’t remember specifically making
the decision that I did not want children, looking
back I think what sealed it for me was when I was in
hospital I saw a lady in the bed across from me. She
was in her mid-30s but in full-time care and her son
was brought in to visit her every day. I remember
thinking, ‘gosh, I don’t want to be a mum that
couldn’t be there, that couldn’t be a good mum.’
I think looking back, I just didn’t think I could do it and
it was a combination of assumptions by me, society
and my healthcare team that ultimately made me
think it just wasn’t for me.”
When it comes to decisions about having
children women often report feeling labelled
and misunderstood. Lucy explains,
“We are selfish if we do not want children, or looked
on with pity if we do not have them, we are childless.
I think many women would say they are child-free,
i.e. they made a decision not to have children and
they are blissfully happy with that decision.
Childless suggests something is missing or
lacking in us as women.”

Dr. Sian Griffin

Consultant nephrologist
and chief investigator in
the study
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It does not matter if you have
children or not, or had them
some time ago, we want to hear
from you. The survey will tailor
itself to you, depending on your
responses, so rest assured your
views are important.

UK RESEARCH
Researchers in Wales are part-way through a UK
wide study investigating women’s experiences
and decision-making regarding pregnancy
decisions and kidney disease. The study looks
at patients’ perspectives and their information
needs. Very much focused on women’s personal
experiences, their values and understandings, the
survey explores things like previous experiences
of pregnancy, if a woman would or would not like
to become pregnant, care and support provided
by healthcare teams, wider support networks,
experiences during COVID-19, and is tailored to
women at whatever stage they are in their journey.
The study uses online surveys and follow-up
interviews to learn in more detail about these
important topics.
Dr. Sian Griffin, consultant nephrologist in Cardiff
and Vale UHB and chief investigator in the study,
explained that the data collected to date is helping
to build a comprehensive picture of women’s
knowledge, needs and understandings. Dr. Griffin
explained, “It does not matter if you have children,
or not, or had them some time ago, we want to
hear from you. The survey will tailor itself to you,
depending on your responses, so rest assured
your views are important. The more people who
take part, the more we can learn and findings will
be used to develop new Shared Decision Making
interventions to support women and professionals
in the future.“
To date, researchers have received over 300 online
surveys and interviewed more than 20 women with
vitally important stories to tell.
*The study is funded by Kidney Care UK and the British Renal Society and will
report in autumn 2021.

CAN YOU SHAPE THE FUTURE?
Women aged 18-50, resident in the UK and
diagnosed with kidney disease are encouraged
to take part in the survey.
The survey is open until Easter 2021 and
researchers are keen to hear views and experiences
from a wide range of women. The survey asks
about CKD stage, current circumstances, previous
pregnancy (if relevant), information preferences,
support networks, as well as experiences of
COVID-19.
Dr. Leah McLaughlin from Wales Kidney Research
Unit has been interviewing the women taking
part in the study and reflected that findings so far
suggest Lucy’s experiences are not uncommon,
“Sometimes it is just a sentence or comment that
shapes what women think is possible or what they
can or cannot do. Regardless of the conclusion
that is reached, there is a need for careful, jointly
planned, informed decision-making as a routine
part of care and the learning from this study will
help make this happen in the future.”

GET INVOLVED
If you would like to share your experiences,
click the link to be taken directly to the survey:
https://cardiff.onlinesurveys.ac.uk/ckd-engage

FIND OUT MORE: Read about the study, get
in touch with the research team, or register
for updates: www.kidneyresearchunit.wales/
impact-case-studies.htm?id=34
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News & Events

KPA Day
If you are a member of your local Kidney Patient Association
(KPA) and would like your voice to be heard, now is the time
to get involved.
The NKF invites you to attend the eighth
annual KPA day and AGM on Saturday
27th March 2021.
Join us from the comfort (and safety) of your
home, for a virtual event that includes the National
Kidney Federation AGM and council meeting
and will feature two leading voices from the renal
world. The event is free for all to attend.

WHAT TO EXPECT
The KPA day is a highlight in the NKF calendar.
It’s an opportunity to connect with other KPA’s
and members from across the UK and your
chance to influence therapies, services and
treatments provided to kidney patients.
This year, the NKF will present a thought-provoking
and topical line-up. The day will start at 10 am
with a welcome from the NKF chair, Jim Higgins.
This is followed by Paul Cockwell, consultant
nephrologist who will discuss the impact of
COVID-19 on the dialysis world. The NKF AGM will
follow and the next NKF executive committee
members will be elected. This will be followed by a
speaker from NHS Blood and Transplant who will
share details about the impact of COVID-19 on
kidney donation and transplantation along with
an update on the new strategy for organ donation
and transplantation. Finally, the NKF council
meeting will take place, with the day drawing to
a close at 1 pm.

WE NEED YOU

In 2020 the NKF has stepped forward to help
kidney patients throughout the worst pandemic
in living memory. We have helped patients via
our NKF Helpline and provided up-to-date
information and advice. The NKF is the voice for
kidney patients and this is an opportunity to get
involved and your chance to make a difference.

REGISTER YOUR INTEREST*

Please let us know if you would like to attend by
emailing us at nkf@kidney.org.uk

We hope
to see
you there!

*There is no limit on the number of people
attending from any KPA.
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Helping Haemodialysis Patients
with a Central Venous Catheter
to Shower Safely
Medical grade adhesive
for a watertight seal

#showersafely
Large aperture to
accommodate the exit
site and dressing

We believe that everyone
has the right to shower, and
are committed to helping dialysis patients to
shower safely.
The Independence VAP Shower Protection Pouch
is the only shower protection pouch designed to
protect both the central venous catheter and the
exit site dressing during showering.
●

●
●

●
●
●
●
●

Medical grade adhesive for a watertight seal
around the catheter exit site, dressing and
catheter lumens
Provides an effective viral barrier; minimises
the potential risk from water-borne infections
Features clear medical film to aid positioning
and provide visual reassurance of the integrity
of the pouch
Reduces the risk of catheter dislodgement
during showering
Additional adhesive strips provided with each
pouch to maximise security
Soft, flexible and Latex free
Choice of 3 sizes to accommodate both
dressing size and catheter length
Designed for easy application and removal

We have been supplying Shower Protection
Pouches on NHS Prescription to dialysis patients
in the UK for over 10 years.
Order Code Independence Shower Protection Pouch (Pack Size 10)

Choice of size to
accommodate all
catheter lengths
Clear medical film provides visual reassurance of the
integrity of the pouch

Provides an effective viral barrier
while showering

VAP1

Standard (for dressings up to 75mm x 115mm)

VAP2

Extra Large (for dressings up to 115mm x 135mm)

VAP3

Small (for dressings up to 75mm x 115mm) - new shorter length

The VAP Shower Protection Pouch comes in three
sizes to accommodate your exit site dressing and
personal preferences. Not sure which size you
require?
Simply contact us to request
a free sample and we will
help you select the best
Shower Protection Pouch
to suit your needs.

Request a
FREE
Sample

For further information and to request a complimentary sample please call our friendly and
knowledgeable Customer Services Team on Freephone: 0800 160 1399
Alternatively email: enquiries@independencedirect.co.uk or visit: www.ipl.uk.com/idirect

News & Events

NKF Strategy
The NKF has drawn up the latest strategic plan for the
next five years (2021–2026) to continue to provide a
better future for all affected by chronic kidney disease.
We have always had the patient at the heart of our structure, and as
we move forward you will be able to see our aims in the coming years.
This last year has seen the NKF step up and assist patients during the worst
pandemic anyone of us have ever seen. The restrictions put in place by the
government curtailed our movements, but not our effectiveness as a charity.
NKF went above and beyond to help patients with the latest information and
provide support through the helpline. We produced and introduced lanyards
and face masks for the vulnerable and shielding patients.

Jim Higgins
NKF Chairman

We have increased staff levels to help contact with KPA’s and with
communications and marketing to help put this plan into action,
and are looking forward to the challenges that lay ahead.

Jim Higgins
Chair

STRATEGIC PLAN 2021-2026
VISION

MISSION

A better future for those
affected by kidney disease
and their families

To improve the quality of life of
kidney patients and their families
across the UK

VALUES
WE ARE:
Run by kidney patients for
kidney patients

We will support all kidney patients and their families, with the
expert knowledge of the patient voice

TOGETHER WE ARE:
• Stronger

We are stronger together when we work as a team

• Responsive

We will be responsive to the changing needs of our patients

• Supportive

We will support the needs of all kidney patients and their
families by being there for them when they need us

• Inclusive

We promote and celebrate the diversity of all people
and will be inclusive in our approach
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STRATEGIC GOALS
1. STRENGTHEN OUR NETWORK
Our patients and their families know the challenges of living with kidney disease.
They are best placed to support others facing the same situation.
By 2026
we will
have:

• Strengthened the levels of support to the wider network of KPAs and other support groups
• Increased our engagement with professional bodies, commissioning groups and other
kidney charities
• Built on our work with the All Party Parliamentary Kidney Group
• Increased our engagement with the other renal and kidney related charities, departments
of health and NHS Blood and Transplant

2. INCREASE OUR NATIONAL PROFILE AND INFLUENCE
To improve the quality of care and support for kidney patients and their families we need to
advocate for change at all levels of society.
By 2026
we will
have:

•
•
•
•

Become a prominent support charity for all kidney patients and their families in the UK
A strong independent national voice
Strengthened our links to all Kidney Patient Associations and other support groups
Campaigned for change when it was necessary

3. CONTINUE TO DEVELOP HIGH QUALITY SUPPORT
We know that newly diagnosed kidney patients need timely help, support and information.
All people affected by kidney disease require different levels of support and care.
By 2026
we will
have:

•
•
•
•

A first class relevant helpline
Provided comprehensive patient information in an accessible format
Influenced policy makers to provide excellent quality of care across the UK
Developed and expanded the provision of support for all people affected by kidney disease

4. IMPROVE EQUALITY, DIVERSITY AND INCLUSION
We know that there are inequalities in the provision of renal services in the UK and these
need to be addressed. Our society is diverse and everyone’s needs should be met so that no
one is excluded.
By 2026
we will
have:

• Ensured that support is available for everyone affected by kidney disease regardless of age,
ethnicity, religion, gender, sexuality, socio economic background and disability
• Strengthened our engagement with underrepresented community groups
• Increased our engagement with patients of all ages
• Strengthened our relationship with the National BAME Transplant Alliance (NBTA)

5. A STRONGER CHARITY TO BETTER CHAMPION THE NEED OF OUR COMMUNITY
As a charity with a small staff team, we need to ensure we have the appropriate resources,
strategies and processes in place to work as efficiently and effectively as we can, to best
support people affected by kidney disease .
By 2026
we will
have:

• Delivered a robust fundraising, communications and marketing strategy to support our work
across the UK
• Ensured the charity is governed in line with charity commission good practice guidelines
• Reviewed the charities resources so that there is sufficient capacity to grow the organisation
• Demonstrated effectively the impact of the work the charity does
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WE NEED

YOUR SUPPORT

Did you know the National Kidney Federation (NKF) relies entirely on
sponsorship and donations to continue its vital work supporting kidney
patients and carers? Over the past few years, with your help, we have
achieved some incredible things…
• You have helped us campaign for more living
kidney donors and helped us put a stop
to dialysis patients being charged for travel
costs for lifesaving treatment.
• We respond to thousands of calls to our
Helpline every year, free of charge, for
patients and carers who needed our help.

• Not forgetting the tens of thousands of
leaflets we printed and posted out, also free
of charge.
• There are many ways you can help us
continue our work and give kidney patients
a brighter future.

THE EASIEST WAY TO HELP US ,IS TO
SET UP A DIRECT DEBIT - HERE S HOW...
Donate by phone

You can call us on 0800 169 0936 for a chat and to set up a Direct Debit –
it couldn’t be simpler (we even pay for the phone call).

Donate online

Go to our website and sign up to a regular monthly donation:
www.kidney.org.uk/donate/donate/direct-debit

Donate by post
I would like to donate a regular monthly payment of:

£5

£7.50

£10

Other

Preferred collection day:

If you are a UK taxpayer your donation will be worth 25% more at no extra cost to you.
Yes – I am a UK taxpayer and would like to Gift Aid my donations now and in future.
I understand I must pay enough income tax and/or capital gains tax each tax year to cover the amount of Gift Aid that all charities and
community amateur sports clubs claim on my donations in that tax year, and I am responsible for paying any difference.
I will inform you if my tax status, name or address change or if I wish to cancel my Gift Aid declaration.

Instructions
Name of Account holder:
Bank Sort Code: 			

My Account No:

Name and full postal address of your bank:
						Post Code:
Signature:					Date:

Charity Nos. 1106735 SC049431
Company No. 5272349 Registered in England & Wales

Please return to:
National Kidney Federation
The Point, Coach Road,
Shireoaks, Worksop,
S81 8BW

Office Ref No.

There are now FOUR EASY ways to pay NKF...
Online at www.kidney.org.uk
Book or pay here using a credit or
debit card

Pay by Credit or
Debit Card by calling
01909 544999

Pay by Direct Debit. Fill
in the direct debit form
(opposite) and return to us

Send a cheque, made
payable to the ‘National
Kidney Federation’

OTHER WAYS YOU CAN HELP US...
Monthly donation

A regular monthly donation will help the NKF reach every kidney patient
in the UK.
		 Helps us with printing costs to
£20 enable us to distribute patient
information leaflets. We have
over 200 titles in the Kidney
Matters series, all printed
‘in-house’ and distributed,
free of charge, to patients that
call our Helpline.

		 Helps towards the ever-increasing
£10 postage costs incurred in distributing
information to renal units and patients
nationwide.
		 Helps us spread the word about the
£5
importance of Organ Donation.
		 Covers the cost of your
£2
Kidney Life magazine.

Leave a legacy in your will

Sadly, more than two-thirds of adults die
without a valid will and their estates are
allocated according to the law, instead of
their wishes.
You can help by including a legacy to the
NKF charity in your will.
Always seek the advice of a solicitor to make your will and instructions legally valid.
One way to find a solicitor is to look in the Solicitors Regional Directory (available in your local library) or
to find out more information to help you make your will online visit:

www.kidney.org.uk/legacy-giving
You can also call the NKF Helpline on 0800 169 09 36 for advice on how to
include the NKF in your will.

THANK YOU
FOR ANY HELP
YOU CAN GIVE
US IN THESE
TRYING TIMES!

Health
News & Events

A step closer
to healthy feet:

RENAL FOOT SURVEY FINDINGS
Foot health issues are a common problem for kidney patients across the UK. A recent survey to
help understand kidney patient’s concerns and better manage foot health issues, could help
pave the way to avoiding unnecessary foot complications.
FOOT HEALTH
The renal foot care survey took place between April and
September 2020, carried out by Mrs Bhajan Jassell, Senior Long
Term Conditions (LTC) Podiatrist at Central North West London
NHS Foundation Trust, with help from The NKF to recruit kidney
patient participants from across the UK.
A total of 92 responses were received with the
following results:
•
•
•
•
•

A greater number of women (61%) responded
compared to men (39%)
89 respondents did not smoke
Only 9 had no foot problems
(the remaining participants all did)
1 had an active foot ulcer
1 had a charcot foot

Were you aware that neglecting foot problems,
as a renal patient could lead to serious
complications (E.g. Amputation)

The survey looked at people’s knowledge of foot
complications and kidney disease:
•

•
•
•
•

51% of participants were unaware that neglecting
foot problems can lead to serious complications
e.g. foot amputation
58% of participants have never seen a Podiatrist
The 42% that do see a podiatrist are seen at various
settings e.g. community clinics, private clinics or hospital
81% of respondents did not have diabetes
24% of respondents had issues with their circulation
in the lower limbs

Do you see a Podiatrist?

Always

17%
Usually

No

8%

51%

Sometimes

Yes

8%

49%

Never

58%

Rarely

10%
Skipped: 2
Answered: 90
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Skipped: 3
Answered: 89

Spring 2021
Conclusions
The study raised concerns that 51% of the renal patients
surveyed were unaware that neglecting foot problems can lead
to serious foot complications, with 58% saying they do not see
a podiatrist.
The foot problem’s stated in the survey range from corns,
callus, nail conditions, verrucae, plantar fasciitis, dry skin,
neuropathy, and swelling. Kidney patients that have any of
these foot problems need to be referred to a foot clinic or to
a private podiatrist.
There is work to be done to ensure that all renal patients have
a foot check carried out by a health professional to assess any
circulatory or nerve issues in the feet.

Happy feet: Ensuring good foot heath
Renal patients should check their feet daily and never neglect
foot problems. It is important to be under the podiatry team or
a podiatrist, so if foot problems occur you can access services
quickly and avoid further complications.
During the coronavirus pandemic, if you have not regularly seen
the podiatry team, it is paramount to immediately inform the
renal team about any foot problems so they can put into place
the care that you need during these difficult times.
Article by Mrs Bhajan Jassell, Senior Long Term Conditions
(LTC) Podiatrist

AND REMEMBER TO CHECK FOR...
S C W T T + I:

S Swelling in one foot or a toe but not in the other foot
C Colour Change look at signs of redness, blackness
W Weeping e.g. clear fluid or pus from underneath a
toenail or callous

T Temperature use the back of the hand to check
foot temperature

T Throbbing pain
I Infection if you have any of the above you are
likely to have a foot infection

HELPLINE 0800 169 0936 | www.kidney.org.uk | Spring 2021 | 21

Fundraising
News & Events

GET INVOLVED

Whether you’re looking to take on a challenge, commit to a
fundraising project, or you have your own fundraising idea, we want
to hear from you - there are many ways you can make a difference.

2021 EVENTS

Last year our fundraising adventures were cancelled, but we are already
seeing people sign up for 2021 events! Hooray! We have activities for all
abilities, including walking, running, cycling and trekking.
Check out the website to see what’s on offer: www.kidney.org.uk/events

WATER CHALLENGE

This April our Water Challenge returns. For one
month, can you give up tea, coffee, fizz and
alcohol, and replace them with… WATER?!
See back page for more details...

VIRGIN LONDON Marathon 2021

Is the London Marathon on your bucket list? Come and run for the NKF!
We have a place for the 2021 Virgin London Marathon on Sunday
October 3rd and ONE lucky supporter could take that place!
If you or someone you know is interested we would love to
hear from you!!!
Please email pete@kidney.org.uk and tell us why you would like to run for
the NKF, how you would promote the charity and how much you hope to raise.

Spring DRAW

Would you like to be £1,000 better off? Take part in our spring draw and
that lucky person could be you. In this edition of Kidney Life, we have
enclosed three books of tickets with a chance to win one of eight prizes.
For more tickets please call 01909 544999. Good luck!

MAKE A PLAN for the future

The NKF has teamed up with the Goodwill Partnership, the largest
distributor of home-visit solicitor-provided wills in England and Wales.
They guarantee the lowest price for a home-visit will, which is checked and provided to you by
a firm of solicitors who can also provide legal advice and storage of your signed will.
The Goodwill Partnership is offering this service using video and phone calls, for more
details of this service and more in depth details of will writing and your legacy please visit
www.kidney.org.uk/legacy-giving
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PUZZLE

A great way to keep your mind active and improve concentration,
puzzles are also a fun way to pass a little bit of time. Enjoy!
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KC Holiday Dialysis Centre
(Bournemouth)

Established
1995

This friendly, family run
unit is situated about
100 yards from the
beautiful sandy beaches
of Bournemouth with the
town centre approximately
2 miles away

For further
information
telephone

01202 422311
www.kcdialysis.com
admin@kcdialysis.com

The unit’s facilities offer the following:
•
•
•
•
•
•
•
•

Open all year round.
Free treatment to NHS patients.
Direct online booking so patients can check availability and
book at a pace that suits them.
Choose between morning and afternoon sessions.
Help provided with your booking every step of the way.
Can recommend accommodation depending on your needs.
Providing a caring, professional and friendly service for over
25 years. Making your stay with us as comfortable as possible.
Refreshments while on treatment.

Not sure where to stay?
Let us take the stress out of
searching, please ask us for a
list of local accommodation
suggestions. We can help you
find the right place for you.

Did you know?
Bookings can be placed up
to 12 months in advance to
help secure your preferred
dates and times.
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35 Southwood Avenue, Southbourne, Bournemouth, Dorset BH6 3QB

THIS APRIL
WE WANT YOU TO
TAKE PART IN THE

30 DAY WATER

CHALLENGE

Sign up
to receive
50% OFF when
you purchase an
NKF Sports
Water Bottle

RAISING MONEY TO
SUPPORT KIDNEY PATIENTS

ALL YOU HAVE TO DO IS

DRINK
WATER
F
R
A
M
NTH
No TEA ! No COFFEE ! No FIZZ ! No ALCOHOL !
but...

(Normal intake of food is required)

IF YOU DO TAKE UP THE CHALLENGE YOU WILL...
• Keep your Kidneys Healthy
• Keep Hydrated
• Boost your Metabolism
• Save Money
• See Weight Loss

The person
who raises the
most sponsorship
will WIN a Luxury
Spa Day for 2

• Could Slow Down Ageing
To register please email: nkf@kidney.org.uk
with your name and address and we will send
you a fundraising pack.
National Kidney Federation
Registered Office: The Point, Coach Road, Shireoaks, Worksop, Nottinghamshire S81 8BW
Telephone: 01909 544999 • Email: nkf@kidney.org.uk • Helpline: 0800 169 09 36 • Website: www.kidney.org.uk
Registrations: Registered in England & Wales Charity Number: 1106735, Scottish Charity Number: SC049431, Company Number: 5272349
Give as You Earn contributions number: CAF GY511

