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Information from the National Kidney Federation. Supporting kidney patients, their friends & family.
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Action Point
KPA Day Online Event - 9th April 10am-1pm
Final Reminder to Register
Our registration is open for this year’s KPA day event!

We are excited to have lined up for you our speakers, one of which will be the Renal
Services Transformation Programme (RSTP). The aim of the RSTP is to create favourable
conditions by designing systems and processes that will transform delivery of renal
services across England to support better healthcare outcomes for patients and service
users. The RSTP would like all KPAs to be involved in their work over the next year,
to ensure service specifications are right for future care across the renal pathway.
Another guest speaker we have lined up is David Coyle, Chair of the NKF KPA Support
Group explaining how the NKF will be supporting KPAs going forward.
During the morning our AGM will be held and executive committee members will be
elected. In the final hour the council meeting will be held.
Our virtual KPA Day Programme can be found below:
10.00 - 10.05 - Welcome - Chair NKF Jim Higgins
10.05 - 10.15 - KPA Support Update - Chair of the KPA Support Group
10.15 - 10.45 - Renal Services Transformation Programme - Speaker to be confirmed
10.45 - 11.30 - AGM
11.30 - 11.40 - Comfort Break
11.40 - 12.10 - NKF Home Dialysis Campaign and Peer Support Update - NKF Honorary
President Kirit Modi and NKF Helpline Advisor Stephen Emmerson
12.10 - 13.00 - Council Meeting and Open Forum
To register your place please email nkf@kidney.org.uk, you will be sent the link to
join once you have registered. Only people who have registered for the event will
receive the link to join.
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NKF KPA Members

Currently there are 49 Kidney Patient Associations (KPAs) that are the controlling Council
of the NKF. Please find the below details of the KPA's available or for more information
please contact the NKF office via 01909 544 999 or email in to nkfadmin@kidney.org.uk.
Addenbrooke's KPA
Aintree KPA
Barts Renal Patients' Association
Bristol Area KPA
Bute Kidney Patients Support Group
Chesterfield KPA
Colchester KPA
Coventry & Warwickshire KPA
Doncaster and Bassetlaw Kidney Association
Dudley KPA
Exeter & District KPA
Fife Kidney Support Group
Friends of Derriford Hospital Kidney Unit
Gloucestershire Kidney Patients' Association
Guy’s & St.Thomas’ KPA
Heart of England KPA
Hope KPA
Humberside KPA
Ipswich & District Kidney Association
Isle of Wight KPA
Kent KPA
King’s KPA
Leicestershire KPA
Lincolnshire KPA
Lister Area KPA
Manchester Royal Infirmary KPA
Manx KPA
North East Kidney Patients' Association (NEKPA)
Northamptonshire KPA
North Staffs & South Cheshire KPA
Nottingham and Notts KPA
Orkney KPA
Queen Elizabeth Hospital KPA
Royal Derby KPA
Royal Free Hospital KPA
Royal London Hospital KPA
Sheffield Area Kidney Association (SAKA)
Scottish Kidney Federation
Shropshire KPA
Six Counties KPA
South Eastern KPA
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South Eastern KPA
South East Scotland KPA
Southport Kidney Fund
St George's KPA
St Helier and Surrey KPA
Tyneside KPA
United Norwich KPA
Wessex KPA
West London KPA
West Riding KPA
Ysbyty Gwynedd KPA
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NKF Peer Support Service
Our NKF Peer Support Service is a free service aimed to support people who:
•

Would like someone to talk to regarding the options of dialysis at home or have just
started home dialysis and would like further support

Here are a selection of our NKF peer supporters...
"My name is Jeff Wood. I had one year on hospital dialysis and 5 years
home dialysis. I had a kidney transplant in November 2021."

"I am Tarsem, I was briefly dialysing at home, then in clinic, I had
my 2nd kidney transplant 3 years ago. I am very passionate about
supporting kidney patients and their families."

"Hi, I’m Joyce and my son Blair is on home dialysis. I have been fully
trained to help with his home dialysis. He has been a kidney patient for
over 12 years."

"I am Joy, not a kidney patient, but my husband has been on home
dialysis. He had 1 year dialysis in the unit. After that, I trained and have
since performed his dialysis at home for the past 5 years."

For help, advice or just some reassurance, you are very welcome to contact us via
our NKF Helpline for more information on 0800 169 09 36 available from 9am to 5pm
Monday to Friday. For more information please visit our Peer Support web page
here.
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KPA of the Month
Continuing to explore the history of our Kidney Patient Associations (KPAs) by including a
monthly feature dedicated to a specific region.

Lister Area Kidney Patient Association
The Lister Area Kidney Patient Association, known as LAKPA, supports
kidney patients, their families and carers across the area covered by
the renal unit at Lister Hospital, Stevenage.This includes the dialysis
unit and clinical hub at the main hospital in Stevenage, as well as
dialysis units at Bedford, Harlow, Luton and St Albans.

Set up by a dialysis patient in the early 1990’s it was originally called the
Lister Kidney Foundation, before becoming LAKPA in 2014. We have around 420
members and an active Executive Committee, two of whom, Tarsem Paul and Ros Aird,
also sit on the NKF Executive. We are fortunate too that Kirit Modi, Honorary President of
the NKF and Fiona Loud, Policy director of Kidney Care UK are LAKPA’s Chair and Vice
Chair respectively, bringing a deeper understanding of the kidney world to our work.
LAKPA has a strong relationship with the clinical team and our renal clinical director, Dr
Praveen Jeevaratnam, attends our Committee meetings. We work closely with renal
social work teams in identifying innovative projects, particularly where we can help to fund
the start-up of a scheme so, in 2018, we provided initial funding for a peer support service
that was so successful it is now funded centrally. Other examples are: supporting the
employment of a benefits adviser, a role for which there has been such demand that extra
hours have been added and is also now in the hospital budget; and funding blood pressure
equipment to support a study by one of the renal consultants.
LAKPA was involved in bringing the ‘patient voice’ to the development of the new Chiltern
Kidney Unit which opened in November 2021 and, over the next months, will play a similar
role in the drive to significantly improve the provision of home dialysis.
We publish a newsletter 3 times a year, have an active website and Facebook page and
encourage feedback from members. We support all the units at Christmas, buying
Christmas decorations and subsidising outings and other celebrations. On World Kidney
Day we co-ordinate with the clinical staff and run a lively stall on the hospital concourse
including information on organ donation as well as kidney health and where we attract
attention by running a quiz and inviting guesses on how many kidney beans in a jar to win
a WKD teddy.
We welcome new members so, if you live in the area, complete the online form on our
website www.lakpa.org. You won’t regret it!
Ros Aird
Lister Area KPA
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News
Our Next Online Webinar - Keeping Active
with Kidney Disease
Join us on Wednesday 30th March at 5pm as our
next NKF webinar series continues with
'Keeping Active with Kidney Disease’.

This online event will be hosted by the Renal
Rehabilitation and Exercise Team at King’s College
Hospital NHS Foundation Trust and is in association
with our friends at Kidney Beam.
They will look at why it's important to be active, what activity
you can do with kidney disease, and a look at Kidney Beam - the online service helping
kidney patients take care of their physical and mental health.
Our guest speakers are:
Sharlene Greenwood - Consultant Renal Physiotherapist at King's College Hospital and
Co President of the UK Kidney Association (UKKA)
Juliet Mayes - Specialist Renal Physiotherapist at King's College Hospital
Ellen Castle - Specialist Renal Physiotherapist at King's College Hospital
Jakob Krampikowski - Specialist Renal Physiotherapist at King's College Hospital
Register your free place by clicking our link below:
https://www.kidney.org.uk/Event/nkf-webinar-series

NKF Dialysis Cards: Pre-order Yours Now

We have recently designed a dialysis patient card to go in your purse or wallet to alert
paramedics in an emergency, this will tell them that you are a kidney patient and to take
care.
If you would like to pre-order your own card
free of charge, please email in to:
helpline@kidney.org.uk.
Please note: The dialysis cards will be in
stock to post late March 2022, please keep
an eye on our social media channels for
updates on availability.
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World Kidney Day

We would like to say a big thank you to all of our
supporters who joined in to spread the word on the
10th March for World Kidney Day!
As part of the big day, we published our one year on
report on increasing the provision of home dialysis in
the UK. The updated report shares the findings of the
campaign to increase home dialysis following it's inital
publication of the report on Increasing Home Dialysis
in the Context of Covid-19 in the UK in January 2021.

INCREASING HOME DIALYSIS
IN THE CONTEXT OF COVID-19
IN THE UK – ONE YEAR ON

Following the publication of the report in 2021, the
NKF has engaged with Governments, representatives
of the Renal Services Transformation Programme
(RSTP), Clinical Directors of Renal Services,
Chairpersons of Kidney Patients Associations (KPAs)
and others to support their seven recommendations in the report.

March 2022
Part 2

Honorary President of the NKF, Kirit Modi, said: “The NKF is pleased to publish this report
but it does highlight the fact that we have a long way to go in reaching the 20% provision
for home dialysis in all centres in the UK. The importance of dialysing at home, compared
to dialysing at a centre, in keeping patients safer from COVID-19 is a key lesson the kidney
community has learnt over the last two years. The NKF will, of course, continue to work in
partnership with health professionals and the Governments to improve the current
situation.” To view the updated report visit here.
As well as the report being published on World
Kidney Day, we continued to be a part of the
Kidney Charities Together Group, we rallied
together to spread the vital awareness of kidney
disease and it was incredible to see so
many of you get involved. Including Kidney Patient
Associations, such as the
Irish Kidney Association
and Bristol KPA and many
more who shared the World
Kidney Day materials on
their social media channels.
To spread the word even further, the NKF also took to their local
Tesco branch at Gateford Road, Worksop, to highlight just how big
of an issue kidney disease is, affecting one in ten people worldwide.
We would like to thank everybody who got involved with this
important day and for your continued support!
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COVID-19 Updates

To find the latest guidance and updates for kidney patients please
visit our website. We regularly update our COVID-19 web page in
response to any further announcements or developments.

Patient Participation Opportunities
Help to Design a Support Programme for
Family Members and Friends of People with
a Kidney Condition
Do you provide any unpaid care, help, or support to someone with a kidney condition?
A PhD student from the University of Exeter is designing a support programme for people
who help someone with a kidney condition. What would you want in a programme like this?
What does it mean by “helping someone with a kidney condition”?
This could mean something like:
• Helping with their medical care or talking with their care team
• Helping around the house like cooking or cleaning, and/or
• Listening to them if they are worried or stressed
Anyone can participate who is…
• At least 18 years old
• Living in the UK
• Helping someone living with a kidney condition who is also at least 18 years old
You can be connected to the person with a kidney condition in any way – they could be
your family member, friend, neighbour or colleague.
The survey will take around 15-20 minutes to complete.
To participate or learn more click this link: https://exetercles.eu.qualtrics.com/jfe/form/
SV_725d9rMSoarmOr4
If you want more information, please email the lead researcher, Chelsea Coumoundouros
at c.coumoundouros@exeter.ac.uk
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NKF Helpline - 0800 169 09 36
eGFR: Estimated Glomerular Filtration Rate

What is GFR?
The kidneys have lots of functions, but the most important is clearing waste products from
the bloodstream. This is sometimes called “excretory kidney function”. Excretory kidney
function is measured as the “glomerular filtration rate”, or “GFR”. The GFR is a measure of
the rate at which blood is filtered by the kidneys, and is measured in millilitres per minute
(ml/min).
What is the most accurate method for measuring GFR?
It is important to measure GFR accurately, a tiny amount of a radioactive ‘tracer’ can be
injected. This is cleared from the blood by filtration in the kidneys. Blood samples are then
taken over the next few hours measuring how quickly the radioactivity disappears. The
amount of radioactivity given is very small, equivalent to the extra radiation from the sun
that someone is exposed to on a two-hour aircraft flight. The tracer most commonly used is
called “51-chromium EDTA”. This measurement is not suitable for everyday use.
What is a normal eGFR?
Simple question, complicated answer! It depends what is meant by ‘normal’. In healthy
young adults, a normal GFR is around 100 ml/min/1.73 m2. This is very convenient,
because it means that estimates of GFR are the same as percentages of normal – for
instance, a person with a GFR of 30 ml/min/1.73 m2 has 30% of normal kidney function for
a person of their size.
The problem is that reduced GFR is common in older people – because ageing can affect
the kidneys, just like it affects the skin, the bones, and other organs, even if they haven’t
been damaged by one of the recognised causes of kidney damage. This means that some
doctors think that reduced GFR in elderly people is ‘normal’ and can safely be ignored.
However, reduced GFR may cause just the same problems in older people as it does in
younger people.
Chronic Kidney Disease (CKD)
Chronic kidney disease (CKD) sounds serious but it is important to take other matters into
consideration. The term ‘chronic’ means a condition that lasts for more than three months
but does not necessarily mean ‘severe’. The term ‘disease’ may also be misleading as
many people with CKD have only a slight reduction in their kidney function, which may be
no more than the natural ageing process.
However, doctors should monitor patients who have chronic kidney disease as they may
be at greater risk of having raised blood pressure or other medical conditions which are
contributing or are taking regular medication.
The National Kidney Federation cannot accept responsibility for information provided. The
above is for guidance only. Patients are advised to seek further information from their own
doctor.
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NKF Fundraising
Spring Draw

We hope by now you will have recieved your Spring draw tickets in the Kidney Life
magazine, if you would like more or if you didn't recieve any please email in to:
nkf@kidney.org.uk.

NKF Water Challenge
This April why not take part in on our 30 day #WaterChallenge we would love you to join us
in support of kidney patients. Sign up by clicking the below image.
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NKF Water Bottles
Are you thinking about joining our Water Challenge in
April? Why not get yourself your own NKF branded 800ml
sports water bottle for only £6.50 plus postage and
packaging.
To order your water bottle visit our online shop here.

Events

Are you thinking of starting a brand new challenge this
summer? How about the upcoming events for Ben
Nevis in June, Hadrian's Wall Trek in June, or an
Inflatable 5K event?
Take a look at some of the upcoming fundraising
events that are available on our website!
View the NKF events page here

Photography Competition
Would you like one of your photos to be
featured in our next NKF calendar for
2023?
We've already had so many amazing
entries sent to us but we would love so
many more!
The deadline to enter the competition is
Sunday 1st May 2022 so if you've not
already got a photo in mind, there is
plenty of time to get snapping!
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Amazon Smile
Instead of shopping at Amazon directly, why not shop at Amazon Smile?
When you buy from Amazon Smile, Amazon
donates a portion of your purchase to us!
All you have to do is to go to:
smile.amazon.co.uk and pick the National
Kidney Federation as your chosen charity.
It will not cost you any more, but we will receive
money from Amazon when you have made a
purchase.
Remember, always start at
smile.amazon.co.uk and Amazon will donate
0.5% of the net purchase price.
Please spread the word to all your friends and
family to ensure that all the worthy charities available on Amazon smile get as many
donations as possible.
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This April
WE WANT YOU TO
TAKE PART IN THE

30 Day Water

Challenge
Raising Money to
Support Kidney Patients

All you have to do is

Drink
Water
f
r
a
M
nth
but... No TEA ! No COFFEE ! No FIZZ ! No ALCOHOL !
(Normal intake of food is required)

If you do take up the challenge you could...
• Keep your Kidneys Healthy
• Keep Hydrated
• Boost your Metabolism
• Save Money
• See Weight Loss
• Slow Down Ageing

GIVE YOUR
KIDNEYS
A MAJOR
DETOX

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
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Have a great holiday in the stunning Lake District whilst letting Lakeland Dialysis
cater for all your haemodialysis needs in a relaxed and professional atmosphere.
Situated in the Western Lake District, adjacent to the market town of Cockermouth
we have been specialists in holiday dialysis since 2004.
Regulated by the CQC we pride ourselves in offering:
personal and professional care, individual appointment times, disabled parking and
ground floor access.
Treatment costs are met by the NHS
For a booking enquiry or more information please contact
us on 01900 822 888 e-mail info@lakelanddialysis.co.uk
or look at our website www.lakelanddialysis.co.uk where you can access patient
recommended accommodation as well as details of our own 4-6 berth static caravan
which is situated on a quiet local park and only available to book for patients visiting
the clinic.

‘I love it and will be
back, such a good
place.’

CF 2021

Follow us on social media
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