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Information from the National Kidney Federation. Supporting kidney patients, their friends & family.

In Touch

 
If you have an article that you would like sharing 
in the next newsletter, please forward  
to Sharney Warren at sharneysharney@kidney.org.uk by  
4th October 2021.

Welcome to the September 2021 In Touch newsletter. 
Please feel free to share with your friends, family 
and colleagues. If you are receiving this newsletter 
from someone else and not the NKF, you can contact 
us and request to be added to our mailing list.
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Action Point
Virtual NKF Patients' Event

We are counting down the weeks until our next annual patients' event, this year the 
free event will be entirely virtual, meaning you can enjoy the speakers from the  
comfort of your own home. The event will include the following patient and profes-
sional speakers: 
 

Lisa will discuss the principles that underpin the UK Living Kidney 
Sharing Scheme, how it works and whom it benefits. From small  
beginnings in 2007, she will outline the developments that have led 
to the scheme becoming one of the largest kidney exchange  
programmes of its type and the plans to increase transplant  
opportunities for adults and children through the scheme that are  
embedded in the new 'UK Organ Donation and Transplantation  
Strategy 2030: Meeting the Need'.  

Jeremy will be sharing; the latest updates on the Covid-19 research 
and what this means for kidney patients, research ambitions for the 
future and how we can work together to transform kidney health, 
the latest from the transforming treatments campaign which shows 
the realities of living with kidney disease and aims to raise £3m for 
research within 3 years. 

Professor Jeremy Hughes, Chair of Kidney Research UK

Saturday 9th October @ 10:00 - 14:00

Kathrine Parker, Renal Pharmacist 
Kathrine's talk will look at differences between a hospital  
pharmacist compared to the local community pharmacist and  
describe how a kidney pharmacist might be involved in your care. 
Importantly it will discuss how a kidney pharmacist might be able to 
support you and advice they can offer. 

Lisa Burnapp, Clinical Lead Living Donation
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Ninna Nannar, Arts Editor at ITV News, will be talking to Andrew 
Cole. Their conversation will focus on his experience of  
kidney disease, from diagnosis to transplant and the importance 
of mental health and wellbeing for kidney patients. He will talk 
about his life prior to kidney disease, his life following and the 
importance of research and awareness.  
 

James Gilbert, Transplant and Vascular Access Surgeon   

Stephen Higgins
Stephen was diagnosed with stage 4 kidney failure in 2016 and is 
currently on the transplant waiting list. For the event Stephen will 
be talking us through his kidney journey. 

Andrew Cole, former professional footballer 

Nicola Ward, Renal Nurse 

The last 18 months with Covid-19 in our lives have been challenging 
to all. Nicola discusses the impact on dialysis patients, starting with 
the early days and the relative ease of catching Covid and takes us 
through the journey of enhanced universal precautions, shielding, 
triage, one-way systems. Will these heightened measures become 
the new norm in our dialysis units?  
 

If you would be interested in attending the virtual event you can book your 
free place here or contact us on 01909 544 999 or at nkf@kidney.org.uk. 

 
Thank you to the event's sponsors, Becton, Dickinson and Company and  

Renal Services. 

James Gilbert is a Transplant and Vascular Access Surgeon at 
the Oxford University Hospitals NHS Trust, UK. He is a specialist 
in Kidney & Pancreas Transplantation and Vascular access  
surgery and has an interest and expertise in complex access in 
patients with central vein pathology. James' talk will be on  
Endovascular fistula for haemodialysis.

https://www.kidney.org.uk/Event/nkf-patients-event-2021
mailto:nkf%40kidney.org.uk?subject=
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NKF National Home Dialysis Peer 
Support Service Now Open
 
The NKF Peer Support service involves people who have experienced home  
dialysis themselves or carers wanting to support other people with kidney disease, 
especially those who are considering or just starting to use home dialysis therapies.

It aims to give short-term practical, emotional and social support to people with  
kidney disease, their families or carers. Peer support offers an opportunity to have a 
one-to-one chat and share home dialysis queries, similar life experiences and  
lifestyle stories with peers.

Our trained peer supporters will be covering the UK and will give support over the 
phone, through Zoom and at some stage face-to-face discussions. If you would like 
someone to talk to and explore the options of dialysis at home, the peer support  
service is now operating around the UK.
 
For help, advice or just some reassurance, you are very welcome to contact 
us via our NKF Helpline on 0800 169 09 36 available from 9am to 5pm Monday 
to Friday. https://www.kidney.org.uk/peer-support 
 
 
 

https://www.kidney.org.uk/peer-support
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Job Vacancy - Helpline Advisor 
 
An exciting opportunity has arisen to join the National Kidney Federation.  
 
We are looking for a new Helpline Advisor to join the team, the role will include: 

 • Assisting with the running, promotion and  
development of the National Kidney Federation  
Patients' Helpline, in line with the assessed  
needs of kidney patients, their families,  
carers and friends. 

• Dealing with incoming enquiries and develop  
services in line with data collected. 

• Assisting and reporting to the Office Manager 

You can view the full job description and  
person specification here.  
 
To apply for this role, please send your CV and a covering letter explaining 
the reasons you should be considered for the role to nkf@kidney.org.uk.  

Covid-19 Guideline Updates
News

The NKF welcome the recent announcement by the Joint Committee on Vaccination 
and Immunisation (JCVI) who have issued advice on the third dose of an mRNA 
Covid-19 vaccine for the severely immunosuppressed which includes all kidney 
transplant patients.

The response has been announced after scientific data has shown that kidney  
patients and others who are receiving immunosuppressed treatment may not mount 
a full response to two vaccinations and therefore may be less protected than the 
wider population.  
 
For our full statement on the JCVI announcement visit our NKF COVID-19 web 
page here.  
 
If you would like to chat to one of our helpline advisers about your concerns 
regarding Covid-19 please call 0800 169 09 36.

https://www.kidney.org.uk/nkf-job-vacancies
mailto:nkf%40kidney.org.uk?subject=
https://www.kidney.org.uk/news/coronavirus-latest-information-and-advice
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NewsSuccess of Benefits 
Advice in Sheffield
For the past few years Sheffield Area Kidney Association (SAKA) has provided  
funding for a Benefits Adviser to work on certain days a week at the hospital Renal 
Outpatients Department and at a dialysis unit.  
 
The project is run in conjunction with Age UK, but the service is open to all age 
groups, and it has been very successful. It is not unusual for patients with renal 
failure to find themselves in financial difficulties due to factors such as losing work or 
changes in other circumstances and navigating the benefits system is no easy task, 
especially for those facing it for the first time. People are now able to get one-to-one 
advice from someone who understands their needs.  
 
The SAKA Committee receives regular updates including case studies and the  
service has proved invaluable in improving the lives of numerous renal patients and 
their families. The adviser has assisted many individuals and families to claim what 
they are entitled to and, in some cases, has obtained significant amounts in back 
payments. SAKA estimates that over £16.00 has been recouped for every pound 
spent.
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Interview Study for Adults with 
Cytomegalovirus (CMV) After 
Transplant
 
Adelphi Values, a health research organization that works with pharmaceutical  
companies to assess the impact of health conditions and their treatments on  
peoples’ lives, is conducting a study exploring the burden of cytomegalovirus (CMV) 
and it's treatment on transplant recipients. CMV infection is common in  
post-transplant patients and can lead to various medical problems such as  
increased graft failure and mortality. Sometimes CMV lasts for a long time even if 
being treated with medicine, or it comes back after you and your doctors think it has 
gone away. 
 
Adelphi Values is looking to speak with adults 18 years of age or older who are 
recipients of a solid organ transplant (SOT) or an allogenic hematopoietic stem cell 
transplant (HSCT) within the past five years, and have experienced CMV infection 
that lasted for over two weeks despite treatment, or CMV infection that came back 
after being treated successfully in the past. Adelphi Values invites those who have 
experienced this type of CMV to participate in a telephone interview. Participation in 
the study will consist of a brief interviewer-administered questionnaire and a  
one-on-one 60-minute telephone interview to discuss your experience with CMV 
infection, its treatment, and its impact on your life. You will receive ₤75.00 for  
completing the 60-minute interview. 
 
During this study, no medication will be given or tested. Your inclusion in the  
interviews will not replace or affect any care or assistance you are currently  
receiving or may receive in the future. Your name and contact information will not be 
shared with anyone and will remain confidential. 

 
 
 
 
 
 
 
 

If you wish to participate, or have any questions, please contact Adelphi Values and  
reference study number TK8701A:

 
Samantha Power (Samantha.power@adelphivalues.com, 617-399-9660)

 
Thank you for your consideration.

mailto:Samantha.power%40adelphivalues.com?subject=
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Upcoming Events

 

Have a great holiday in the stunning Lake District and let 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 Care Quality Commission 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  
David 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 
available to book for patients visiting the clinic.  
 

 Lakeland Dialysis Ltd. Unit 7E, Lakeland Business Park, Lamplugh Road, Cockermouth, Cumbria CA13 0QT 

http://www.lakelanddialysis.co.uk
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NKF Helpline -  0800 169 09 36

Potassium

 
 
 
Potassium is a mineral which is needed in the body for your muscles and your heart 
to work properly. The amount of potassium in the blood is normally controlled by 
your kidneys. When your kidneys are not working properly or if you are taking  
certain medications the potassium level in the blood can rise. High levels of  
potassium in the blood can be dangerous as it can have an effect on your heart. In 
order to keep the level of potassium in your blood safe you may need to reduce the 
amount of potassium in your diet. You should only follow a low potassium diet if you 
have been advised by your health care professional to do so. 

Potassium is found in many foods and drinks including fruits, vegetables, potatoes, 
milk and some snack foods. You do not need to avoid all potassium foods, it may be 
sufficient to just reduce your intake of these foods and consume them in moderation. 
Ask your doctor or dietitian for advice.
 
Do you need a low potassium diet?

If your potassium levels are normal, you should not need a low potassium diet.
If your blood potassium level is too high, choosing low potassium foods, drinks and 
cooking methods instead of some of the high potassium alternatives can help to 
reduce it. 

It’s also important to make sure that your diet stays balanced, nutritious and tasty.
Dietitians are trained to advise you on your potassium diet. 
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Did you know?  
 
The chemical symbol for potassium is ‘K’ from its Latin name Kalium. 
 
Choosing a Low-Potassium Diet 

Do NOT restrict your potassium intake unless you are advised to do so.  
 
Many high-potassium foods, such as fruit and vegetables, are an important part of a 
healthy diet. 

If you have been advised by your doctor to eat less potassium, you should ask to 
see your local dietitian for advice on your own particular diet and medical condition.

 
 
 
 
 
 
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. 

Dietary Information pack:  
To request the NKF Dietary Information Pack with further information about  
Potassium, Phosphates, Sodium Intake, Controlling your portions and  
Fluid balance call the National Kidney Federation helpline on 0800 169 09 36, 
or e-mail us at Helpline@kidney.org.uk. 

NKF Patient Support Pack 
We have produced a Patient Support Pack to help you 
on your kidney journey. This booklet has been designed 
for people who have been newly diagnosed with kidney 
disease and must decide what will be the best  
treatment options for them and to understand kidney 
disease and dialysis. Sixty pages of information! 

If you are a patient you can request your free Patient 
Support Pack by contacting the Helpline.

*Hospitals, Renal Units, Dialysis Units and KPA’s please 
contact the helpline for the ordering details of bulk  
orders of the Patient Support Pack.*  
0800 169 0936 or e-mail us Helpline@kidney.org.uk.

mailto:Helpline%40kidney.org.uk?subject=
mailto:helpline%40kidney.org.uk?subject=
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NKF Fundraising
Can You Give Up Chocolate for an 
Entire Month?
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Each year an annual fundraising challenge is set up by the NKF called ‘Choctober’. 
Due to many people with kidney disease not being allowed to eat chocolate, the 
charity aims to raise awareness of kidney disease whilst raising money for the NKF 
and asking members of the public that may want to fundraise for the charity, to give 
up chocolate for the whole month of October. 

Kidney patients who have an advanced stage of kidney disease may be advised by 
their doctor or dietitian to avoid chocolate due to the high potassium content.  
Therefore, the NKF set the annual challenge back in 2016 to show some support to 
kidney patients who cannot eat chocolate. 

All money raised from the challenge goes towards the functioning of the charity and 
the services they provide, this helps the NKF to continue their freephone helpline 
support, their range of renal information leaflets, their annual patients’ event and 
much more.

How to get involved 
Give up chocolate for the whole month of  
October. Easy? Maybe not for all of us…  
Ask your family, friends and colleagues  
to sponsor you for not eating anything  
containing chocolate and see if you can  
complete the challenge! 
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London Marathon
 
We'd like to wish the best of luck to Renal Nurse, Neri Villagas and transplant patient 
Mike Green who are both taking part in this year's London Marathon on Sunday 3rd 
October 2021. 

This year the London marathon organisers have also rolled out a virtual London 
marathon, where runners can sign up to run the distance in their own area and we 
have Emma Jones taking part and running for the NKF. Thank you all for your  
support and all the best! 

Everyone who fundraises for Choctober will receive a certificate upon completion 
and the person who raises the most money will receive a chocolate hamper!  
 
To take part and receive your Choctober fundraising pack, please contact the 
NKF at nkf@kidney.org.uk or call 01909 544 999. 

To set up a JustGiving page click here

mailto:nkf%40kidney.org.uk%20?subject=
https://www.justgiving.com/campaign/Choctober2021
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AmazonSmile
Did you know that if you shop at Amazon you can have the option to shop  
online and raise money for the NKF at the same time?  
 
Plus there is no extra cost to you! 
 
The NKF is one of Amazon's chosen charities  
and will give the charity a donation  
every time you shop, all you have to do is go  
to smile.amazon.co.uk and pick the National  
Kidney Federation as your chosen charity.  
 
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 family  
and friends! 
 
Visit smile.amazon.co.uk today!

Weather Lottery
Take Part in our NKF Weather Lottery it's only  
£1.00 per week! 
 
How it works 
 
The lottery results are calculated using the  
temperatures from selected destinations around 
Europe on a particular day each week. 
 
Players are assigned 6 numbers when registering, 
that are then checked against the last 6 digits of 
temperatures in Fahrenheit that are published in  
the Daily Mail on the day of the draw.  
By signing up you can win cash prizes whilst supporting the NKF, so we can  
continue our vital work with kidney patients, families and carers in the UK. 
 
Interested in signing up? Visit www.theweatherlottery.com

https://smile.amazon.co.uk/gp/chpf/homepage?orig=%2F
https://www.kidney.org.uk/join-our-lottery
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At the NKF we are interested in hearing about your exciting NKF fundraising stories, 
your kidney journeys, kidney anniversaries and anything you would like to share with 
us that may be inspiring to others.  
 
That could either be raising awareness of NKF, giving a shout-out to your kidney 
hero, or helpful advice to anyone out there that may feel on their own. 
 
We want to hear from you! We would love to share your stories and photos on social 
media as part of UK Kidney Week on 4 - 7th October. 
 
If you would like to take part and share your own personal story or experience 
with us please email in to the nkf@kidney.org.uk by Wednesday 22nd  
September.  

We have been invited to run a pop-up session on home dialysis at UK Kidney Week 
on 4 October 2021 at 4.30 pm.  
 
UKKW is a popular national conference attended by health professionals involved in  
caring for kidney patients. The session will be chaired by Brian Child, NKF  
Vice-Chair. John Roberts, NKF Executive member and Kirit Modi, NKF Hon  
President will be the speakers. They will talk about why we need to increase home 
dialysis in the context of Covid-19 and outline the current NKF campaign to increase 
home dialysis. This will be an interactive session and further details about UKKW 
are available at: ukkw.org.uk.

UK Kidney Week 4 - 7 October 
NKF Session on Home Dialysis at 
UKKW

mailto:nkf%40kidney.org.uk?subject=
http://ukkw.org.uk
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Do you want to be in with the chance of winning up to £1,500 in time for  
Christmas? 
 
Show your support to our charity and buy some Christmas draw tickets…  
 
If you would like to enter our NKF Christmas draw, or would like more draw 
tickets, please contact the NKF office on 01909 544 999. 

NKF Christmas Draw 

This year's Christmas brouchure includes 
our Christmas card selection! All cards are 
printed on high quality material and come in 
packs of 10 with envelopes. We also have 
lots of wrapping paper, money wallets and 
children’s class mates cards.  
 
The brochure is available to view online 
via our website. To browse the Christmas 
2021 collection visit here.

NKF Christmas Cards Available  

https://www.kidney.org.uk/pages/shop/department/christmas
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The NKF Calendar 2022 
 
 
 
Our brand new calendar for 2022 is now in stock. Including twelve photos of  
locations from across the UK and space to write your important reminders.  
 
Do you want to get more organised in the new year? Thanks to our sponsors the 
calendar is only £5.00. Order yours today here via the online shop. 

https://www.kidney.org.uk/shop/nkf-2022-calendar
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At the start of the Covid-19 pandemic, yoga teacher and  
transplant recipient Rebecca Smith, based in Matlock,  
Derbyshire, felt deflated like so many of us when stay at home  
restrictions came in to place to stay safe. To conquer the  
shielding boredom and to boost wellbeing and fitness levels,  
Rebecca decided to take on the National Kidney Federation  
(NKF) Best Foot Forward Challenge. 

The NKF Best Foot Forward challenge took place in June this  
year and all fundraisers who signed up could either walk or 
run 60,000 steps to raise money for kidney patients. The  
60,000 steps represented the 30,000 people in the UK on
dialysis and the 30,000 people who have received a kidney transplant. The step 
challenge could be completed within the month of June, over a week or even a day!

Rebecca tells us more about her reasons of stepping up to the challenge; “During 
shielding, my fitness levels had gone right down and my mental health really  
suffered. So when the NKF challenge came along it seemed like the best idea for 
me to have something to aim for. I also wanted to help support the NKF as they 
have been such a massive source of help to me, especially giving me supportive 
information when my kidneys had first failed.”

Rebecca was a perfectly healthy 36-year old until she had her daughter by  
C-section back in 2010. She explains; “Within about an hour of my operation, my 
body broke down and I landed in intensive care for 5 weeks, then the renal unit for 
another month. I then left hospital and went onto HD. After 7 months I was then 

Rebecca Puts Her Best Foot  
Forward in Aid of NKF

transferred to PD overnight at home, which 
made things much easier with baby and all.”
She continued; “Amazingly, after about 3 
years my kidney function slowly rose so I was 
able to come off dialysis altogether. I stayed 
off dialysis but from 2017, my kidney function 
started to decline again and I went back onto 
the transplant list in 2019. I was previously on 
the list from 2010-2015.  
 
Incredibly, within a week of being back on the 
list, I got the call and was successfully trans-
planted in April 2019.”
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Prior to 2010, Rebecca had been a solicitor but after her kidney journey retrained as 
a yoga teacher. Describing her journey after her transplant she continued; “I was just 
beginning to return to teaching after my transplant and my daughter and I were  
starting to plan all the exciting things we could do now I was fit enough, however, 
Covid came along and I went in to shielding at the start of March 2020.”

“The Best Foot Forward challenge has given me such a great boost. Physically it 
has made me get up, get out and get moving again. Not only that, but also the  
outpouring of love and support I have received from family and friends for taking part 
in the challenge has been incredible.” 

Initially Rebecca set her JustGiving fundraising target to £100 however she raised 
an impressive £446. Rebecca said; “I totally smashed my initial fundraising target 
which is amazing!”

Overall, the Best Foot Forward challenge turned out to be one of the best  
fundraising events to date for the NKF – the most people to sign up for an event and 
the most money raised totalling around £30,000! 
 
If you would like to contribute and donate to Rebecca’s fundraising efforts please 
visit her JustGiving page here.

Are you are inspired by Rebecca raising money  
in aid of the NKF?  

 
Check out the NKF events page and see if there is a fundraising 

challenge for you.

Follow us on social media

The NKF – the largest Kidney Patient Charity in the UK
A FEDERATION OF MORE THAN FIFTY PATIENT CHARITIES, SUPPORTING KIDNEY 

Registered Office: The Point, Coach Road, Shireoaks, Worksop, Nottinghamshire S81 8BW
Registrations: Registered in England & Wales, Charity Number: 1106735, Scottish Charity Number: SC049431.  
Company Number: 5272349.   Give as You Earn contributions number: CAF GY511.

 http://www.justgiving.com/Rebecca-Smith310
https://www.kidney.org.uk/Pages/Events/Category/event?Take=19
http://facebook.com/KidneyNKF
http://instagram.com/nkf.uk
http://twitter.com/NKF_UK
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“It’s so important to us, 
because we just want to 
know their life mattered.”
Liz – donor family mum

Writing to your 
donor family.

We are here to support  
you through the process. 

NHSOrganDonor
21220239 Liz

 For more information please visit:  
nhsbt.nhs.uk/writing-to-a-donor-family-or-recipient

https://www.nhsbt.nhs.uk/organ-transplantation/resources/writing-to-a-donor-family-or-recipient/

