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Welcome to 
Kidney Matters

Hello,

I cant believe that another year is coming to end, 
with Covid still dominating so much of all our lives.

As a Charity, we have continued to ensure that we 
represent the views of the patient community, at a 
time when so much of society seems to be opening 
up. Our latest challenge has been ensuring easy 
and equitable access to a third primary dose of the 
Covid vaccine for patients, with many of you telling 
us about the problems you have experienced when 
trying to arrange this with your GP practice. We 
have certainly kept the pressure on the NHS and 
Ministers, and you may have seen the extensive 
coverage of the issue we secured on many local 
BBC radio stations. We will always fight to ensure 
that issues affecting the community are raised at 
the highest level.

Finally, another Covid reminder was the memorial 
service for Professor Donal O’Donoghue, our 
Chair of Trustees and a passionate campaigner for 
patients, which was held in Liverpool in October. A 
fitting and memorable goodbye to a much loved 
friend and colleague.

I hope that next year I will be able to talk about more 
positive matters. But in the meantime, I wish you 
and your family a very happy, and safe, seasonal 
break.

,

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the winter issue of Kidney Matters. 

It’s been a mixed year and the second one in which 
we have had to find our own personal balance 
between getting back to living our life again and 
continuing to protect ourselves from Covid-19. It 
has not been easy, especially as we have all been 
affected by the loss of some very good friends and 
giants in our kidney world to this awful pandemic. 
We will never forget them.  But one thing we have all 
learned throughout these past two years is that we 
have a voice, a very strong and powerful voice, and 
we’re not afraid to use it. 

In this issue read about just some of the ways in 
which that voice has helped shaped Government 
and NHS policy over these two life-changing years 
- from the delivery of funded transport to and from 
in-unit dialysis to successful Brexit negotiations (for 
which we won a National award) and the delivery of 
meaningful up-to-date Covid-19 advice.

But we patients come in all different shapes, sizes 
and from many different cultural backgrounds, and 
we don’t all speak the same language. So, you will be 
inspired to read about the amazing work Tahira Mir 
is doing in the Bradford area bringing patients and 
medical teams together by bridging many of those 
language and religious barriers.

As we approach December and the end of another 
year, everyone here at Kidney Care UK would like to 
raise a glass to you. However you celebrate this time, 
we hope you never feel alone. We are in this together. 
Here’s to a happier and healthier 2022!      

Deborah Duval
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NHS England commits to provide 
transport for patients using unit-
based dialysis, thanks to your input!   
We are pleased to let you know that the NHS in England has recommended some 
important improvements in the way transport to and from hospital is delivered, including 
for people on dialysis. It’s often called ‘non-emergency patient transport’ or ‘NEPTS’ but 
for the 21,000 people on dialysis it’s the vital way you get to and from your treatment. 

This is a new commitment to improving transport to 
dialysis. As a member of its transport Expert Advisory 
Group, Kidney Care UK has spent nearly three years 
with NHS England on this project to make the case for 
improved quality of and access to dialysis transport. 
We did this using your experiences, including what you 
have said through the annual PREM (Patient Reported 
Experience Measure) survey. This is the first time for 
many years that the NHS has reviewed transport so it 
was much needed. As long as these recommendations 
are accepted, this system will be brought in over the 
next two years, starting in April 2022.

What are the recommendations?
This commitment means free dialysis transport, which 
can include one of the following:

• Specialist transport (such as an ambulance), when 
adapted vehicles or staff with particular training are 
required, or

• Non-specialist transport (using a car), when people 
need less support, or

• Simple and rapid reimbursement for the cost of your 
journeys if you choose to use public transport, if you 
are able to drive yourself, or your family or friends 
take you, including any car parking charges not 
covered by the existing free car parking commitment.

This commitment for free transport does not depend 
on your income. NHS England also says that the 
appropriate type of transport should be agreed with 
you, reflecting what you need and would like, as well as 
the appropriate use of NHS resources. In other words, 
you should be able to talk to someone about transport 
and agree how you are going to get to and from dialysis. 
Furthermore, a new group is being set up to monitor 
how well the service is working and to report back 
on it publicly. Kidney Care UK will be on the group, so 
everything you tell us about transport will go back to 
the group if you would like it to. 

We think that these proposals show a new 
determination to improve a vital part of patient 
care. National data, including waiting times, will be 
monitored and published, providing a real opportunity 
to improve the day-to-day experience for those of you 
who have to make over 300 journeys a year to get to 
and from your life-maintaining treatment.

What about my other appointments?
For other hospital appointments, the way you get there 
will depend on what that hospital or practice offers for 
that treatment.  But you will be entitled to some clear 
information about this. For example, we would not 
anticipate a change in the transport your local hospital 
currently offers following a transplant but would 
expect the hospital team to discuss it with you.

Timeline
• In 2017 we ran a successful campaign against 

Cornwall CCG’s decision to stop funding 
dialysis patient transport

• We launch Finding our Way Together with 
partner charities in June 2019 following years of 
concern expressed by kidney patients

• We work with Healthwatch England and Age UK 
on a further report, There and Back Again

• NHS England accepts the report’s 
recommendations, Sir Simon Stevens 
announces a national review of transport 
and Kidney Care UK joins the Expert Advisory 
Group in October 2019

• NHS England holds a consultation on the 
transport review in February 2020

• NHS England announces new transport 
recommendations and a chance to have your 
say in August 2021

• New guidance in place from April 2022

www.kidneycareuk.org

http://kidneycareuk.org


“NHS England says, we 
will introduce a universal 
commitment to transport 
support for all journeys  
to and from in centre  
haemodialysis“   

The NHS England Transport Review 
document and links referenced in 
this article, may be found at  
www.kidneycareuk.org/learn-more
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Background
Over the past five years, Kidney Care UK has been 
working to highlight the impact of transport on your 
experience and life as a person on dialysis, and also to 
use this evidence to change policy.

In 2019 we co-ordinated the production of a vital 
report, Finding our Way Together, which summarised 
variations in transport provision and quality across 
the country. It proposed a change in NHS policy to 
make it clear that transport is an essential part of 
kidney care. The report hit home, and we joined with 
Healthwatch and Age UK in a further report, There 
and Back Again, to emphasise the case for change. 
Sir Simon Stevens, Chief Executive of the NHS at that 
time, subsequently announced a commitment by the 
NHS to review its transport guidance. Kidney Care UK 
joined the Expert Advisory Group to make the case 
for dialysis transport. In early 2020 there was a public 
consultation and several meetings with stakeholders, 
one chaired by Kidney Care UK. 

NHS England’s statement on travel for 
dialysis
Around 21,000 renal patients in England need 
haemodialysis treatment in hospitals or satellite 
units. They usually receive treatment three times 
a week; over 300 journeys per patient every year, 
often for the rest of their lives. Given this, patients 
say that transport to and from the dialysis unit 
(and time spent waiting for that transport) is 
one of the most important issues affecting 
their quality of life, overall health and disease 
outcomes. The importance of getting patient 
transport right has been highlighted by Kidney 
Care UK, the Renal Association and many other 
groups and patients.

The NHS England survey of 64 renal dialysis units, 
serving around a quarter of patients nationally, 
indicates that around 62% of patients use NEPTS 
all of the time and a further 7% some of the time – 
probably accounting for over 4.2 million journeys 
each year.

How will the impact of the new guidance be 
measured?
One of the repeated issues that people can 
experience with dialysis transport is long waiting 
times. During the review, we asked that waiting times 
are monitored and published, so that it is possible to 
see whether the new guidance has had any impact. 
We were therefore very pleased that the NHS 
committed to collect and share this data in order to 
measure the effectiveness of the universal offer.  

Kidney Care UK will continue to keep a careful eye 
on waiting times and feedback our views to the NHS 
England transport group. 

Specific performance information on journeys for 
renal patients will be published including:

• Average waiting times

• A measure of long waits

A success for this upgraded service will be that 
average waiting times for renal patients should be 
lower at the end of the implementation period than 
today. NHS England asked dialysis units for a high-level 
average waiting time and found the average waiting 
time to be around 45 minutes, but the range varied 
from 15 minutes up to 90 minutes for several units.

What about other UK countries?
Wales already has a free transport system, which is 
currently being reviewed. This report will help that 
review. We have taken the recommendations to the 
Scottish and Northern Ireland governments and will 
keep you up to date on their plans. 
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Article by Dela Idowu, founder, Gift of Living Donation (GOLD)
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In December 2012, my brother Tayo came over to my 
house for what I thought was a regular Sunday lunch.  
It turned out to be anything but regular. He told me he 
had kidney failure and would need a transplant. I recall 
pushing my Sunday roast made with sweet potatoes 
(it’s amazing how we remember minuscule details 
when recalling a traumatic event) to one side. I was 
in shock and suddenly had a thousand questions to 
ask him but couldn’t speak.  He said it would help if he 
could find a living kidney donor. I remember asking, 
“What’s a living kidney donor?”

No sooner had he explained what being a living kidney 
donor meant, that I immediately said, “I’ll be your 
donor, you can have one of my kidneys.” For me, it was 
a no brainer. 

Despite my altruistic intention and being a perfect 
match, the thorough assessment process put in place 
by NHS Blood and Transplant (NHSBT) to safeguard all 
living donors, revealed I have an underlying health issue 
that prevented me from donating one of my kidneys 
to Tayo. I was distraught because I really wanted to 
help my brother; I did not want him to spend years on 
dialysis which, sadly, is the all too common next step 
for black kidney patients. Statistically they will wait 
longer on the transplant list for a deceased donor 
kidney than patients from other communities. 

Setting up GOLD
After crying for about a month, I decided I needed 
to stop feeling sorry for myself and turn my pain 
into something positive. Motivated by the desire 
to raise awareness of living donation in the black 
community and its benefits to us, I wrote a book about 
my experience as a potential donor, produced an 
educational film highlighting the prevalence of kidney 
disease in the black community, set up the charity Gift 
of Living Donation (GOLD) and became a passionate 
patient advocate for living kidney donation.

Often when the black community marks Black History 
Month we celebrate history makers such as Martin 
Luther King Jr, or Mary Seacole, or we celebrate 
present day history makers such as Barack Obama 

and Oprah Winfrey. However, as we marked this year’s 
Black History Month, we celebrated the immense 
contribution black living kidney donors are making to 
their community. There are hundreds of black men and 
women across the UK who have donated a kidney to a 
loved one through living kidney donation. 

Saying thank you
In May 2019, I had the enormous but immensely 
pleasurable task of inviting black living kidney donors 
to a celebration luncheon in London. It was an amazing 
event where living donors shared their personal stories 
of faith, fear, hope, pain, and their rollercoaster of 
emotions, but also the ultimate joy of being a living 
kidney donor for a loved one. Their donor recipients 
were also invited, and they publicly thanked their 
husbands, wives, brothers, sisters, mums, dads and 
friends for their support, love, sacrifice and the gift of 
life—a life they are enjoying with and because of them. 

Celebrating black kidney  
donors throughout  
Black History Month    
When you think about black history, what springs to mind? Inspirational world leaders 
and authors, bronze sculptures, music that moves your spirit and food that feeds 
your soul? Add to this list, the extraordinary things ordinary black people do for 
kidney patients.

   FEATURE ARTIC
LE

Betram Jones, living donor

http://kidneycareuk.org


More information on living 
donation may be found at:  
www.kidneycareuk.org/
learn-more
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“As a community, Black History As a community, Black History 

Month is a time for us to remember Month is a time for us to remember 

how far we have come, celebrate  how far we have come, celebrate  

our achievements and consider the our achievements and consider the 

journey aheadjourney ahead“
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Members of the Guy’s 
transplant team in the 
operating theatre

Another was from the daughter who was 
inspired to donate to her dad because it broke 
her heart seeing him struggle up the stairs every 
time he came to visit her. And the story of an 
uncle who travelled from the States to donate 
one of his kidneys to his 11-year-old niece so 
that she could enjoy her childhood, was so 
moving that there wasn’t a dry eye in the room!

We know that living donor kidney 
transplantation offers people with chronic 
kidney disease (CKD) the best opportunity 
for a successful transplant and a much better 
quality of life. We also know that kidney donors 
and recipients are matched by blood group and 
tissue type. For this reason, black living donors 
are reaching out to their community to raise 
awareness of the importance of more black 
people volunteering to become living donors. 
They are the best match possible for people 
from the same ethnic background who so 
desperately need a kidney transplant. 

The Peer Phone Scheme
2020 was a year like no other, COVID 19 had an 
enormous impact on the whole country and 
especially on kidney transplantation. It was 
during the height of the pandemic that GOLD 
set up the Peer Phone Scheme to provide a 
service to support black kidney patients. We 
had a huge response from living donors and 
donor recipients, who came forward to train 
as peer phone buddies to provide patients 
and family members with information on living 
donation and important Covid-19 updates. The 
peer phone buddies were a tremendous source 
of help to patients during such a challenging 
time for the kidney community.

At GOLD today we have over 30 trained 
peer phone buddies. They share their lived 
experience with patients and empower them 
to talk with family and friends about living 
donation, as well as supporting potential living 
donors on their donor journey.

As a community, Black History Month is a time 
for us to remember how far we have come, 
celebrate our achievements and consider the 
journey ahead. For many black people living with 
CKD their journey may be a long one, but with 
the help and support from their community 
their journey will be one filled with hope. 

Photographs by Polly Todd www.pollytoddphotgraphy.com

Dela Idowu
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Young Adult Kidney Group  
Virtual celebration 2021    
The Young Adult Kidney Group (YAKG) Peer Supporters certainly weren’t alone in hoping 
that 2021 would see us return to ‘normality’ and host our annual residential weekend 
away at Mount Cook in Derbyshire. But as the pandemic continued to keep us all apart, we 
planned our second and newly expanded #YAKGVirtual, this time with ten days of fun and 
activities on the agenda.

The first weekend kicked off with a creative theme, as 
we were lucky enough to take part in a photography 

skills workshop hosted by award-winning UK 
photographer, 
Richard Booth. 
Capturing our 
lives on our 
phones has 

become second 
nature for most 
of us, and Richard 
talked through the 
things he looks for 

in an eye-catching 
image, before 
sharing some really 
simple but effective 
tips for immediately 

improving the 
photos we take. 

Love in the time of Corona
The workshop was an excellent way to launch our 
competition, ‘Love in the Time of Corona’, inviting 
photos of things which have helped our group 
members to get through the past 18 months. There 
was a definite dog theme running throughout the 
competition entries too, but the eventual winner 
was Fiona Marsden for her beautiful swing shot, 
representing the escape of being able to go for walks 
away from everybody during shielding. Richard said the 
photo was beautifully composed and inspired curiosity 
in the viewer. Runner up was Elizabeth Lawson who 
shared a photo of her puppy Cisco cuddled up with his 
friend, as we are all so grateful to be able to see and hug 
our loved ones again.  

Through our contacts at the fantastic Renal Arts 
Group, our second workshop guest host was also 
an award winning creative. Shannon Yee, playwright, 
hosted an excellent session entitled ‘Introduction to 
a Writer’s Toolbox’. Most of our group members have 
been through a variety of health challenges in their lives 
and there is huge power not only in telling our stories 
to the world but in the cathartic act of writing about 
our experiences. Especially important for young adults 
is having the ability to convey their perspective to the 

medical community and to wider society, who often 
assume that kidney disease only affects older people.

The power of writing it down
Shannon guided the group through a variety of 
exercises highlighting how everybody can be a writer 
despite commonly held doubts. She offered strategies 
for getting thoughts on to paper and creating a 
meaningful story, as well as considering the role of 
storytelling in human development. Many of our group 
members have their own blogs and social media 
accounts so they were able to take away plenty of 
practical advice to help in their own writing endevours. 

On Tuesday evening, we held a panel discussion 
entitled ‘Becoming a Health Ninja’. We are really 
grateful for the help of Dr Alex Hamilton (Nephrologist), 
Emily Slatter and Vanda Fairchild (Transition and 
Young Adult Clinical Nurse Specialists) and Jackie 
Pilcher (Kidney Care UK Counsellor), who joined us to 
answer questions and discuss a variety of topics that 
are commonly raised in the YAKG Facebook group. We 
spoke about how honest, open communication is the 
key, especially when it comes to building a teamwork 
approach to your care, where you are the captain and 
everybody should be supporting you in your goals. Our 
speakers reminded us that healthcare professionals 
are humans too and they actively want to help us 
have fulfilled lives as well as treating our health. They 
welcome it when people speak to them about things 
like relationships, family, work and aspirations, or as 
Emily put it “I want to hear the news about your whole 
life when you come to clinic!”

“ “ The workshop was an excellent way The workshop was an excellent way 
to launch our competition ‘Love in to launch our competition ‘Love in 
the Time of Corona’, inviting photos the Time of Corona’, inviting photos 
of things which have helped our of things which have helped our 
group members to get through the group members to get through the 
past 18 monthspast 18 months““  
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Our panelists offered so much practical advice, we will 
be sharing a recording of the session soon but some of 
the key takeaways included:

• Prepare two lists of questions in advance of clinic 
appointments, one copy for your doctor to have 
and one with spaces for you to write on during the 
discussion

• If you have anything important to discuss, raise it 
as soon as you go into your appointment or even 
better let your doctor know in advance 

• You are fully entitled to ask to see your doctor alone, 
even if your parents normally accompany you to clinic

• ‘Feel the Fear and Do It Anyway’ (this is a 
recommended book!) - Jackie reminded us that 
fear comes from the mind, so we can also use 
the mind to try and change our thoughts and take 
control of our fears. Along with her colleagues in 
the counselling team at Kidney Care UK, Jackie 
has a whole wealth of useful strategies to help with 
managing the mental health aspects of living with 
kidney disease

• If you are feeling isolated from your friends, try to 
talk to them honestly about how you are feeling and 
remind them that you are still the same person; 
your kidney disease does not define you.

Resting, recuperating and rejuvenating 
Our artist in residence Amy Parkes, created a 
wonderful group art project ‘REST’, reminding us 
that all of nature goes through phases of growth and 
periods of rest and recuperation, and it is perfectly 
acceptable for us to do the same. Meanwhile Dan Burt 
set out on an epic sponsored live stream on Twitch, 
raising money for Kidney Care UK and doing forfeits 
along the way!

In addition to planning and hosting our virtual events, 
the peer support team were really pleased to welcome 
almost 40 new members to the Young Adult Kidney 
Group over the last month! It’s excellent to see so many 
more young people with kidney disease who will benefit 
from being connected to our community long term. 
We encourage everybody to keep spreading the word 
about our group and we welcome all kidney patients 

aged 18-30 to come and get involved. We would also like 
to say a huge thank you to all of our guests and to the 
team at Kidney Care UK for their support.

For more  on YAKG and RAG go to

www.yakg.co.uk or search Young  
Adult Kidney Group on Facebook

For The Renal Arts Group go to 
www.qub.ac.uk/sites/renal-arts-group/
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Photograph by  Shane
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The REST art project, by Marie Davies
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A diagnosis of diabetes may come as a surprise 
after a kidney transplant, but it is in fact relatively 
common. What are the causes of post-transplant 
diabetes? And how is it treated?

Formerly known as new onset diabetes after 
transplantation (NODAT), post-transplant diabetes 
mellitus (PTDM) describes a diagnosis of diabetes 
after a kidney or other solid-organ transplant. This 
description applies to both new-onset diabetes after 
a transplant, and to pre-existing diabetes that was 
undiagnosed at the time of the transplant. In this 
article PTDM refers only to diabetes diagnosed after a 
transplant in someone previously without the condition. 

What are the risk factors for PTDM?
The underlying mechanisms that cause PTDM and 
type-2 diabetes are similar, and the two conditions 
share several risk factors (see Table 1). “South Asian 
or African-Caribbean heritage, being overweight, a 
previous pregnancy complicated by diabetes, or a 
family history of diabetes are all typical risk factors for 
developing both type 2 diabetes and PTDM, but there 
are additional risk factors in the post-transplant period,” 

explains Professor Tahseen Chowdhury. Tahseen is 
consultant in diabetes at the Royal London Hospital.

“Hepatitis C and cytomegalovirus (CMV) infections 
increase the risk of PTDM, as do the treatments given 
to most people to prevent rejection, particularly 
tacrolimus and steroids, which tend to raise blood 
glucose levels (Table 2). The stress of the transplant 
operation also causes the body to produce hormones 
that raise blood glucose levels. In fact, an estimated 
50% or more of people undergoing a transplant 
develop high blood glucose levels (hyperglycaemia) 
immediately after the operation,” he adds.

K idney Cli n icK idney Cli n ic  
Not so sweet: diabetes after transplantation

“People waiting for a 
transplant may be unaware 
that they could be at risk of 
post-transplant diabetes“  

Table 1: Risk factors for post-transplant diabetes

Risk factors unrelated to transplantation

• Older age

• South Asian or African-Caribbean heritage

• Lack of exercise

• Overweight/obesity

• Family history of type 2 diabetes 

• Diabetes during pregnancy

• Polycystic kidney disease 

• Interstitial nephritis

Risk factors related to transplantation

• Steroids (prednisolone)

• Calcineurin inhibitors (tacrolimus and 
ciclosporin)

• Hepatitis C infection

• Cytomegalovirus (CMV) infection

• Post-transplant weight gain

Based on: Chowdhury TA. Diabetic Medicine 2019;19:302-5

www.kidneycareuk.org

10

http://kidneycareuk.org


Table 2: Immunosuppressants and the risk of 
post-transplant diabetes

Steroids Increased

Tacrolimus  Increased

Ciclosporin Slightly increased

Sirolimus, everolimus Slightly increased

Mycophenolate No effect

Azathioprine No effect

Belatacept Slightly decreased?

Basiliximab Slightly increased?

Based on Chowdhury TA, et al. Diabetic Medicine 

2021;38;e14523

How is post-transplant diabetes diagnosed?
PTDM is confirmed if blood glucose is still raised three 
months after the transplant operation. Diagnosis is 
by a glucose test; for example, a result more than 11.1 
mmol/l on an oral glucose tolerance test (OGTT).  An 
OGTT is the ‘gold standard’, but it is labour intensive 
and involves fasting for 8 to 12 hours, followed by 
multiple blood tests to measure glucose before and 
after a glucose drink. As result, doctors prefer to use 
glycated haemoglobin or HbA1c to diagnose PTDM.

“We know that HbA1c is an accurate test three months 
post-transplant because it shows average glucose 
control over the last two to three months. It is also useful 
for monitoring glucose levels over time,” says Tahseen.

Depending on the type of transplant and anti-rejection 
treatment, PTDM develops in between one in ten and 
four in ten people undergoing a transplant. However, 
people waiting for a transplant may be unaware that 
they could be at risk of PTDM.

Tahseen comments: “People receive a great deal of 
information when they are waiting for a transplant, 

and perhaps PTDM is not always a high priority for 
professionals to discuss. This is a pity, because 
patients can be surprised if they develop an additional 
long-term condition after their transplant.” 

How is post-transplant diabetes treated?
If your blood glucose levels are very high (more than 
11 mmol/I) immediately after your transplant, you will 
be given insulin, either through a vein (intravenously) 
or under the skin (subcutaneously). Hyperglycaemia 
often improves as your dose of immunosuppression is 
reduced, and your blood glucose levels may return to 
normal. If hyperglycaemia persists, the aim is to switch 
from insulin to oral treatment with tablets.  

In the past, doctors aimed to lower HbA1c to less 
than 6.5% or 48 mmol/mol in everyone with diabetes. 
However, trying to reach this target increased the risk 
of hypoglycaemia (hypos, or blood glucose that is too 
low) in some people with diabetes. 

Tahseen explains: “This risk of hypoglycaemia was 
especially marked in older people, and in people who 
were frail or with other medical conditions, in whom 
hypos increased the risk of falls and loss of short-term 
memory. While we would like to achieve as good a 
diabetes control as possible, we also want to mitigate 
the risk of hypoglycaemia. We now realise that we need 
to individualise our glucose targets according to the 
needs of each patient.” 

Current PTDM guidelines recommend an HbA1c target 
of 7-7.5% (53-58 mmol/mol). Choice of treatment for 
PTDM is very much like that for type 2 diabetes (Table 
3). Metformin is generally first-line or first-choice 
oral treatment (if kidney function allows), because it 
effectively lowers blood glucose and does not cause 
weight gain. If you need another treatment to control 
your blood glucose, established second-line options 
include DDP-4 inhibitors (‘gliptins’) and sulfonylureas 
(such as gliclazide).

“In my own PTDM clinic we have started to use some 

K idney Cli n icK idney Cli n ic  
Not so sweet: diabetes after transplantation

Table 3: Non-insulin treatments for post-transplant diabetes
Drug class

Biguanides  
(oral tablets)

DPP-4 inhibitors  
(oral tablets)

Sulfonylureas  
oral tablets)

SGLT-2 inhibitors 
(oral tablets)

GLP-1 analogues 
(subcutaneous 
injections)

Examples (generic names)

Metformin

Alogliptin, linagliptin, 
saxagliptin, sitagliptin, 
vildagliptin

Glibenclamide, gliclazide, 
glimepiride, glipizide, 
tolbutamide

Canagliflozin, dapagliflozin, 
empagliflozin, ertugliflozin

Dulaglutide, exenatide, 
liraglutide, lixisentatide, 
semaglutide

How they work

Reduces the amount of glucose released by the liver and help 
insulin work better in the body. Does not cause weight gain

Block DPP-4, an enzyme that destroys incretin hormones 
that help the body produce insulin only when needed. Low 
risk of hypoglycaemia and do not cause weight gain

Stimulate the pancreas to produce more insulin and help 
insulin work better in the body. Risk of hypoglycaemia and 
may encourage weight gain 

Lower glucose levels by limiting the amount of glucose 
absorbed by the kidneys so that it passes out in the urine. 
Cause weight loss

Increase the levels of incretin hormones to help the body 
produce insulin only when needed. Reduce appetite and 
cause weight loss
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of the newer drugs, such as the SGLT-2 inhibitors or 
‘gliflozins’, which work by passing glucose in the urine 
to lower glucose levels and improve weight. In type 2 
diabetes, these drugs are very exciting because they 
have been shown to protect both the kidneys and the 
heart. We would like more evidence for SLGT-2 inhibitors 
in PTDM but any drug that protects the transplanted 
kidney would be very helpful,” says Tahseen.

“We have also started using the GLP-1 inhibitors, which 
are given as injections either daily or weekly. These 
drugs are again very effective at improving glucose 
control and they also help with weight loss,” he adds.

Can post-transplant diabetes be 
prevented? 
After a kidney transplant standard immuno 
-suppression for most people is ‘triple therapy’ 
with tacrolimus, mycophenolate mofetil (MMF) and 
prednisolone. However, some transplant centres use 
ciclosporin instead of tacrolimus for people who are at 
very high risk of developing PTDM. 

“Modification of immunosuppression in this way is an 
area of heated debate within the transplant community, 
and any decision to adjust immunosuppression should 
always be discussed with the patient concerned. 
Ciclosporin causes less PTDM, but tacrolimus is more 
effective at preventing rejection. A review of evidence 
found that treating 100 kidney transplant recipients 
with tacrolimus instead of ciclosporin avoided 12 
episodes of acute rejection and two losses of the 

transplanted kidney but resulted in an extra five cases 
of PTDM needing insulin treatment,” reports Tahseen.

Obesity is a risk factor for PTDM, and studies in the 
UK have shown that very low calorie diets of 800 kcal 
or less a day for 12 weeks can result in a great deal of 
weight loss in obese or severely obese people (BMI 
over 30 and 40, respectively). In some cases, the 
weight loss has been enough to remit or reverse type 
2 diabetes. Tahseen considers that very low calorie 
diets may be suitable for some people who have been 
asked to lose weight to be listed for a kidney transplant. 
Very low calorie diets are not recommended after a 
transplant.

He explains: “If you have type 2 diabetes, are too 
overweight to undergo the transplant operation safely 
and are very motivated—and being listed is highly 
motivating—you might benefit from trying a very low 
calorie diet. But before deciding to lose weight in this 

“Treatment is not just 
about glucose control. The 
cornerstone of diabetes 
management is a healthy 
diet and lifestyle“  

To find out more about post-
transplant diabetes 
mellitus (PTDM), visit  
www.kidneycareuk.org/learn-more 
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Article by Sue Lyon  
Freelance Medical Writer & 
Editor, London

way you must talk to your kidney doctor. Very low 
calorie diets are highly restrictive and should only be 
followed under medical supervision to ensure that you 
get enough essential vitamins and minerals.

“We do not recommend very low calorie diets to help 
you lose weight or to remit PTDM after a transplant 
because we need to be careful about vitamin 
deficiencies and fluid intake in order to protect your 
transplanted kidney.  There are, however, other less 
restrictive diets that can help you lose weight, but 
always check with your renal dietitian,” he advises.

Why should we worry about PTDM? 
PTDM is a cause for concern because it is associated 
with an increased risk of transplant failure and 
of cardiovascular complications such as heart 
disease and stroke. To reduce the likelihood of these 
complications, it is essential to optimise blood glucose 
control and manage other risk factors.

“If you have PTDM or any other type of diabetes, 
treatment is not just about glucose control. The 
cornerstone of diabetes management is a healthy 
diet and lifestyle. Smoking cessation is extremely 
important, and blood pressure and cholesterol should 
be as well controlled as possible to reduce your 
cardiovascular risk,” says Tahseen.  

In some transplant centres there are joint hospital 
clinics by kidney doctors and diabetes specialists 
for people with uncontrolled hyperglycaemia. It is, 
however, not possible for everyone with PTDM to be 

followed up by a specialist, and most people will be 
looked after by their general practice team. 

Tahseen says: “If you have PTDM, it is really important 
to make sure that you are added to the primary care 
diabetes register and that your GP is involved in your 
care. It sometimes happens that the GP assumes that 
the kidney team is looking after your PTDM, while the 
kidney team assumes that the GP is responsible, when in 
reality no one is looking after your diabetes. Your kidney 
function will be monitored by your transplant centre but 
being on the primary care diabetes register will ensure 
that you receive the recommended regular screening of 
your eyes, feet, blood pressure and cholesterol.” 

The future of PTDM
Studies are under way to see if it is possible to prevent 
PDTM or improve its treatment. “For example, my 
department is investigating whether metformin 
given immediately after a transplant irrespective of 
your glucose level, could reduce the risk of PTDM. 
We need to improve prevention and treatment of 
PTDM. So, if you are undergoing transplantation and 
are approached to take part in research, I strongly 
encourage you to participate,” concludes Tahseen. 

13



Message from the editor 
Thanks Daz. How wonderful to get the male 
perspective on changing body image.
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Seeing something beautiful    
The photos you see are of my beautiful son Ethan and me, taken by my other half, Nikki. 
At first, all I saw was how my body had changed and how horrible my fistula looked. But 
there is something powerful in these photographs, something more than just us. They tell a 
different story to everyone who sees them.

When Nikki took these pictures, she instantly knew 
that I wouldn’t see what she saw. She saw something 
beautiful, a natural bond between father and son. She 
saw me as me, regardless of the scars and the fistula.

To prove this, Nikki shared the photographs on social 
media without telling me. The response of support and 
encouragement to her Facebook post was amazing. 
Many commented that they hadn’t noticed the scar or 
fistula at first.  Instead, it was the love and natural bond 
between a father and son that shone through.

Now I understand that these photographs show 
something far more powerful. My son sees his father, 
regardless of the scars or the fistula.

How it started 
It all started in 2015 when I went for a medical, part of 
the application process for a new job at Manchester 
Airport. High levels of blood in my urine were 
detected and I contacted my GP. Two weeks after that 
appointment, I got a call from a kidney specialist at the 
Royal Liverpool University Hospital and was told to go 
in as soon as possible.

I still didn’t realise how serious this was as I was 
young, fit, and healthy. Following several tests, I was 
diagnosed with IGA nephropathy, and my kidney 
function was 50%.

At the time, I wasn’t worried. I didn’t fully understand 
what I was being told. I thought it would be a long time 
before this disease started to affect me, and when 
that time came, I would be given a new kidney. I didn’t 
realise that kidney disease is a lifelong condition with 
no cure.

At this time, I was working, going to the gym six times a 
week and attending regular clinics at the hospital. Life 
carried on as normal until 2017 when I found out I also 
had a heart condition called Loeys-Dietz syndrome. 
This is a hereditary condition and my uncle had it too. 
I didn’t let this get to me as I still felt fit and healthy. 
I carried on with my life as normal, but my kidney 
function continued to drop over the next few years.

Starting dialysis as the pandemic hit
I started to notice small changes. I was becoming 
tired very easily and my energy levels dropped. It was 
around this time that Nikki and my sister were tested to 
become donors, but only Nikki was a match.

I was surprised at how many people offered to be a 
donor but was left disappointed when the time came. 
This is when I understood what an enormous task 
this is and couldn’t help but worry about getting a 
transplant.

In January 2020, we started to discuss dialysis 
options and decided the best one for me was home 
haemodialysis (HHD). I went into the hospital as a day 
patient and had my fistula created in my left arm. I 
started dialysis in April 2020, at the same time we were 
hit by Covid-19. I was working 50 hours a week as an 
HGV driver but had to be put on furlough.

Ethan completed our family
Nikki and I clearly didn’t do very well at social distancing 
as we discovered in August that Nikki was pregnant, and 
we were expecting a baby. I tried to return to work but 
due to how tired I was I had to leave my job. My heart 
condition was also getting worse, and I needed to have 
surgery to strengthen my aorta. I was scheduled for an 
operation in November, but it was postponed due to a 
rise in Covid-19 cases.

 In March 2021 our perfect baby boy Ethan was born, 
and our family felt complete. Nikki has five older 
children who have also been a part of my life for the 
past 13 years.  

 A few weeks after Ethan was born, I had to isolate 
myself to have surgery on my heart. I stayed in 
the hospital for three weeks, but we continued to 
Facetime. These photos were taken a week after I got 
home from my operation. It was the first time I was 
strong enough to hold my son.

I hope that my photos have given people the courage 
not to hide, be afraid or embarrassed by their scars or 
fistulas. I did that once, but now they are a part of me 
and my journey.

Thanks to all the positive comments and messages I 
received I don’t feel I have to hide anymore. The way 
my son looks at me and smiles every day gives me a 
new strength and I hope you find yours.

 
 

By Daz Pearson
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““I hope that my photos I hope that my photos 
have given people the have given people the 

courage not to hide, be courage not to hide, be 
afraid or embarrassed by afraid or embarrassed by 

their scars or fistulas. I their scars or fistulas. I 
did that once, but now did that once, but now 
they are a part of me they are a part of me 

and my journeyand my journey“  “  
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ACCessing vascular  
access research
The ACCess study is an National Institute for Health Research (NIHR)-
funded, UK-wide, multicentre randomised controlled trial comparing the 
success of arteriovenous fistulas created under local versus regional 
anaesthetic. It has begun recruiting patients who need a new fistula. 

Ten years ago, when I began working in renal surgery, there was almost no research in the field 
of vascular access (the umbrella term used to include fistulas, grafts and lines). Despite it being 
a patient’s ‘life-line’ to the dialysis machine, there has been little or no improvement in fistula 
outcomes in the last 50 years. Within the medical profession, vascular access is often referred 
to as a ‘Cinderella specialty’ and overlooked in favour of ‘sexier’ topics. 

As a vascular access surgeon, I see firsthand the impact of failed and poorly functioning fistulas. 
I am therefore very grateful for the opportunity to undertake this important research study, 
which aims to improve the success rates of arteriovenous fistulas.  

Fistulas: the ‘gold standard’ vascular access
Fistulas are the optimal form of vascular access for patients with suitable vessels. Unfortunately, 
fistula creation is not an exact science. Over a third of fistulas fail soon after creation or do not 
properly ‘mature’ for dialysis. Multiple procedures and alternative accesses (for example lines) 
are often required before it is possible to obtain a well-functioning fistula. This uncertainty can 
be stressful and anxiety-inducing. Any new intervention that might prevent early fistula failure 
should reduce the need for additional surgical procedures and improve quality of life for patients 
with kidney failure.

ACCess (Anaesthetic Choice for Creation of artEriovenouS fiStulae) Study
The ACCess study is a randomised controlled trial comparing local and regional (‘block’) 
anaesthetic techniques for fistula creation. It is the culmination of 10 years of work undertaken 
by doctors in Glasgow looking at the role of anaesthetic technique in fistula outcomes.

Most ‘simple’ fistulas in the UK are created using a local anaesthetic injection to numb the area 
where the surgeon is operating. It is also possible to perform an anaesthetic ‘block’ (regional 
anaesthesia), with an injection of anaesthetic at the shoulder, which numbs the entire arm 
for 6-8 hours. The anaesthetic ‘block’ is technically more challenging to perform and slightly 
extends the time taken to make the fistula. However, in addition to numbing the arm it creates a 
‘sympathetic blockade’, which relaxes the blood vessels to make them slightly larger.

Over the next two years, the study aims to recruit over 550 patients from around the UK who are 
having wrist or elbow fistulas made. They will be randomised (like tossing a coin) to receive local 
or ‘block’ anaesthetic. After the fistula is made, doctors and nurses from the research team will 
follow-up at 3 and 12 months to assess how the fistula is developing. 

Largest randomised controlled trial of vascular access in the UK
The ACCess study is unique in the number of different specialists involved in delivering the trial. 
Vascular access surgeons, anaesthetists, nephrologists, radiologists, vascular access nurses, 
vascular scientists and sonographers are all involved in the design and delivery of the research. 
To date, ACCess is the largest randomised controlled trial of vascular access to be undertaken in 
the UK, and it is the largest randomised study in the world with the principal aim of comparing the 
long-term surgical outcomes between two different anaesthetic techniques.

Alan MacFarlane, President of Regional Anaesthesia, UK, and lead anaesthetist for the ACCess 
study comments that: “Regional anaesthesia is an important tool in the anaesthetist’s 
armamentarium and can reduce post-operative pain following many surgical procedures”. 
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However, he is particularly excited about this study “because 
of the potential that a short-term peri-operative anaesthetic 
technique may improve functional, patient-centred 
outcomes”

A patient’s perspective
Patients have been heavily involved in the design and delivery 
of this study. The main outcome measure of functional 
fistula patency was chosen after extensive discussions 
with kidney patients, who all emphasised the importance of 
having a fistula that worked well (“What’s the point in having 
a fistula that you can’t dialyse through?”). Similarly, we’re 
keen to try and capture the day-to-day experience of how 
vascular access function affects life on dialysis.  So patients 
participating in the study will keep a ‘Cannulation diary’ to 
document any needling problems and complete a Vascular 
Access Specific Quality of Life (VASQOL) questionnaire. This 
novel tool, developed by doctors in Glasgow, is the first in the 
world to evaluate how problems with vascular access affect 
quality of life in people receiving dialysis.

Kidney patients already suffer the burden of dialysis and 
multiple clinic visits. So when I designed the trial, I was very 
keen to minimise the number of additional appointments 
and time-demands that trial participation might necessitate. 
A smaller interview-based study, led by Dr Cecilia Vindrola, 
a social anthropologist based a University College London, 
will run alongside the main trial. The work will explore the 
motivations for and barriers to patients with kidney failure 
participating in research studies. 

Allan Boyd, a trial participant who has recently started dialysis, 
says, “This is valuable and vital research. Participating in the 
study has helped give me some control and ownership over my 
health at a difficult time.”

What now?
Results from the ACCess study are expected in late 2024. We 
anticipate that the results of this trial will be used to influence 
the decision-making of NHS funders and ensure that, in the 
future, the best treatment option is available for every patient 
with kidney failure in the UK. We hope that we will be able to 
feed results back to Kidney Matters in a few years.

Get involved
For updates about the trial you can follow @study_access on 
twitter. If you’re having a new fistula created and are interested 
in participating in the study, please ask your local vascular 
access team if you are eligible to participate and contact us via 
email at emma.aitken@ggc.scot.nhs.uk 

“Participating in the Participating in the 
study has helped give  study has helped give  
me some control and me some control and 
ownership over my healthownership over my health“ 

Alan Macfarlane, Lead 
anaesthetist, performing 

the ultrasound prior to 
the supraclavicular block

Article by Emma Aitken 
Consultant renal transplant and vascular 
access surgeon, Queen Elizabeth University 
Hospital, Glasgow and Chief investigator for 
the ACCess study
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I was diagnosed with stage 3 CKD in 2011 after my first 
pregnancy. Two years and another child later my eGFR 
had dropped further and I found myself at stage 4 CKD. 
I had no symptoms apart from being tired. But I told 
myself that all mums are tired - two children under two, 
both in nappies combined with sleepless nights will take 
its toll on anyone!  I carried on living my life to the fullest 
with my husband and our two young children for the next 
six years with my eGFR hovering between 21% and 18%.

In January 2019, I was called to see my local GP as they 
had discovered during a routine blood test that my 
eGFR had fallen to 10%.  They needed me to go into 
hospital for more tests. I felt absolutely fine, so was 
quite shocked.  I went to my nephrologist appointment 
alone as I thought there must have been a mistake.  
When he told me, “It’s time to get you on the transplant 
list and we need to start you on dialysis,” it felt like the 
wind had been knocked out of me.  I went back to my 
car and cried until my husband collected me. I was in no 
fit state to drive.

From there it was a flurry of appointments, tests and 
meetings. I had my fistula created and was activated 
on the transplant list.  My eGFR at this point, was 11% 
and, as I was feeling fine, we agreed there was no need 
to start dialysis yet. I carried on with my life, working, 
raising my children, going to festivals, walking up 
mountains and doing whatever I could to enjoy life 
whilst I was still able to. 

Getting my head around dialysis
I tried to get myself mentally prepared, acknowledging 
what was happening. I was bound to get a transplant 
before I needed dialysis as that was years away…surely? 
Anyway, I could just do home haemodialysis (HHD), which 
would fit in with my life. I thought I had it all worked out.

But when I saw my nephrologist in July 2021, he told me 
my eGFR had suddenly fallen to 6%.

“You must be mistaken, Doc, it’s a glitch. I was on 
holiday last week, doing a 10km walk each day. Let’s run 
them again”, I said. 

I may bring sand on to the  
dialysis unit   
Life for a young working mother of two children can’t just stop when she is diagnosed 
with chronic kidney disease (CKD). The Bow Harrison approach to coping with her 
diagnosis and dialysis involves fresh-water swimming, camping and hiking with her 
family in South Wales.   

By Bow Harrison
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The second round of blood tests told the same 
story and I was informed that dialysis would start the 
following week. It was such a shock. So I drove to the 
highest mountain in South Wales and walked to the top 
of Pen y Fan in the Brecon Beacons. This disease was 
not going to tell me what I could and couldn’t do!  

Despite being a very positive, resilient person, that 
first week on dialysis was hard: mentally and physically. 
The staff at the Cardiff North Dialysis Centre were 
welcoming and very friendly, but this was all new to me. 
My blood pressure dropped, my body reacted, and I felt 
faint.  But the team were quick to help me. As I stared at 
the dialysis machine, it all looked so complicated and 
my hopes of HHD seemed to fly out of the window.  How 
on earth could I manage all this at home? I was so tired 
after each session and that week that I cried myself to 
sleep each night. I was so depressed and felt like my life 
was over at the age of 43.

However, at the end of the week, I felt well enough to go 
on the camping trip I had booked earlier that year, and 
had an amazing weekend surrounded by my family and 
friends. I began to realise that I can still live my life, and 
that it’s not all doom and gloom as I had thought earlier 
that week whilst wearing my drama queen crown! So 
what if I can’t do HHD at first, I can work things around 
my dialysis. Although this is now a part of me, I will not 
let it define me. I told myself, “You can do this”.

A change of mindset
The following Monday, I went back to dialysis with a new 
mindset. The week flew by and I had upped my time 
on dialysis to four hours a session by the end of the 

week (they start you at two hours and slowly build up 
your time by half an hour each visit to get you used to 
dialysis). I was going to beat this. 

At the end of my 3rd week on dialysis, I took my kids and 
my mother to Somerset for a week-long holiday. This 
was 90 miles away from the dialysis unit and, as there 
was no time to arrange holiday dialysis at a nearby unit, 
I knew we would need to drive back and forth each day 
I had dialysis. This still gave me a whole day of fun in 
between dialysis days.

On dialysis days, I would get up early, go and swim in 
the sea and then have breakfast on my hotel balcony. 
Then, late morning we would drive the two hours back 
to Cardiff. I would do my four hours of dialysis and 
then drive the two hours back to our holiday and we’d 
all catch a late-night show. During one of the dialysis 
sessions that week, I noticed that I still had sand 
in between my toes, from the beach that morning.  
Wiggling my toes to feel it brought me so much joy. 

I now have a new outlook. This week I returned to work 
and the kids went back to school. So far, so good. Now 
I’m juggling work, dialysis, kids, school and somehow 
keeping all of these balls in the air. I’m also trying to get 
my fitness back and I’m cold-water swimming on my 
days off - there’s something about being in water that I 
find therapeutic - and the mountains are calling me to 
climb them soon.  Onwards and upwards I say and I look 
forward to whatever is coming next…

My huge thanks to all the staff at the Cardiff North 
Dialysis Centre for looking after me so well.

“During one of the dialysis During one of the dialysis 
sessions that week, I sessions that week, I 
noticed that I still had noticed that I still had 
sand in between my sand in between my 
toes, from the beach that toes, from the beach that 
morning.  Wiggling my morning.  Wiggling my 
toes to feel it brought me toes to feel it brought me 
so much joyso much joy“

STOP PRESS.

We are delighted to report that Bow received a 

successful kidney transplant in October. Everyone here 

at Kidney Care UK sends love and best wishes, Bow!
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Cut a small disc of greaseproof 
paper to fit into the bottom of the 
bowl. Drain the pineapple through a 
sieveand discard the juice. Roughly 
chop both the pineapple and 
cherries into small pieces.

Cream the butter and sugar together 
until light and fluffy. Beat in the eggs 
a small amount at a time. Fold in the 
cherries, pineapple, sultanas and 
grate in the rind of the lemon.

Butter an 850ml pudding basin
and put into the fridge to set for 30
minutes. Butter the bowl again and
put back into the fridge to set again for
another 30 minutes. 

321

www.kidneycareuk.org

20

Low protein 
Low salt
Energy

Low phosphate
Low potassium
Carbohydrate

4

4

288Kcal
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Nutrition values are calculated per serving • Kidney diet guidelines vary for each  
individual •  Consult your dietitian or doctor for the specific diet that is right for you.  
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Transfer into the pudding basin 
and cover with a piece of buttered 
foil with a centre pleat to allow for 
expansion.  Secure with a piece of 
string with a large loop for a handle.

Place the pudding into a steamer or use 
a large saucepan with a saucer in the 
bottom and ensure the water is halfway 
up the side of the bowl. Steam for 1 ½ 
hours until firm. Cut the string around 
the bowl, turn out and serve or follow 
storage instructions.

Sift the flour and gently fold it into the 
mixture with the mixed spice.
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Ingredients 
250g pineapple pieces in juice

100g demerara sugar

50g glace cherries

175g self raising flour

1 unwaxed lemon

100g unsalted butter 

2 eggs

50g sultanas

2-3 teaspoons mixed spice

Extra butter for greasing

Steamed Christmas  
pudding
Prep: 1hr 30 mins •  Cook: 1hr 30 mins •  Serves: 8

This low potassium version of a traditional Christmas pudding makes it an ideal 
dessert for a festive treat. 

Carbohydrate  The main sources of carbohydrates in this dish are the flour, sugar and fruit. Carbohydrate values 
have been provided for those trained in insulin adjustment.

Phosphate/ potassium  Tinned fruit has been used as it is lower in potassium than dried fruit. This helps to keep the 
overall potassium content of the pudding low.

Serve with double cream or brandy butter rather than custard to keep the potassium level low.

As eggs contain phosphate there is still some phosphate in this recipe. If you have been prescribed a phosphate binder, 
ensure you take them with this dish.

Protein  This pudding is a suitable treat for those on a low protein diet.

Special diets   
Gluten free Use a gluten free flour.

Healthier option  If you wish to reduce the amount of fat, use a low fat spread in place of the butter. One serving 
contains half a portion of fruit.

Storage   We would not recommend cooking this pudding weeks in advance as with a traditional Christmas 
pudding. However, once cooked it can be kept in an airtight container for 2-3 days. Reheat before serving in the 
oven or microwave.

Cooking in the kidney kitchen with Lizzie Morey Cooking in the kidney kitchen with Lizzie Morey 
This delicious version of a Christmas pudding uses less fruit than a traditional recipe but still 
has all the festive flavour. 
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

http://www.kidneykitchen.org


Proper job   

Issues with my kidneys first became apparent when I was 
about nine or ten, when I collapsed in my family home 
and was taken to Bristol Children’s Hospital where I was 
diagnosed with meningitis and severe kidney reflux. Then, 
on moving to Cornwall, I received a ‘new patient health 
check’ where they noticed my blood pressure was high 
and I was eventually diagnosed with chronic kidney disease 
(CKD).

Although I had a pre-emptive transplant over eight years ago 
and was fortunate enough to have managed that reasonably 
well, that transplant has now failed and I’m on dialysis.

It’s now or never – the challenge is on
So, you’re on dialysis, why on earth would you chose now to take 
on this challenge, I hear you say!  I’ve been a keen cyclist for 
many years and the iconic John O’Groats to Land’s End route 
has been one I’ve wanted to complete for a long time. So, when 
I found out that I needed to go on dialysis, I thought to myself, 
“I’m going to do this and there’s no time like the present.”

The cycling itself wasn’t the only challenge in front of me. I 
also had to organise two-and-a-half weeks of dialysis along 
the route and for logistical reasons, I wasn’t able to arrange for 
my dialysis supplies to be dropped off to me along the way. 

The amazing kidney community
A call went out and this is when the amazing kidney 
community stepped up to offer support. 

I couldn’t have completed this challenge without the 
support from everyone who helped me along the way. My 
heart-felt thanks go to Elizabeth, David, Sally, Denise, Maddy, 
Tig and Christina for looking after my dialysis supplies and 
being my re-supply points as I headed from North to South 
of the UK.

The original route I had planned was approximately 1,100 
miles. However, it did become obvious after I had left 
Scotland that I was going at a much slower pace than I had 
anticipated. I found it really hard to find appropriate places 
to dialyse, but not as hard as it was towing my dialysis fluid 
along behind me in a trailer. 21 litres of dialysis fluid, a tent, 
food and other essentials meant the weight of my bike was 
immense, and the cycling hard. Trust me, towards the end, I 
could definitely feel it!  So I enlisted the help of my brother-

Matt Potter from Newquay, Cornwall recently 
raised over £5,000 supporting both Kidney 
Care UK and Matt’s local charity, the Royal 
Cornwall Hospital’s charity, in what is 
described as one of the toughest UK physical 
challenges – cycling from John O’Groats to 
Lands’ End—whilst dialysing! 

Cornish for ‘amazing, incredible, fantastic’

By Matt Potter
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in-law, Steve to carry the trailer for a few days in his 
van, and adjusted the overall length of my route. 

One of the downsides to doing this challenge was that 
I was missing my family. I was doing this challenge solo 
and over the weeks it became more and more lonely.  
Ultimately the total distance I cycled was 961 miles. 
Whilst the route was shorter than originally planned, 
cycling from one end of the country to the other on 
dialysis, camping as I went, has only made me more 
determined not to be defined by my CKD. 

Throughout this challenge, I can honestly say there 
were many times along the way when I really had 
to push myself to carry on, and times when I was 
physically and mentally completely exhausted. But, I 
carried on and it was worth it, absolutely worth it. 

A huge THANK YOU to every single person who has 
contributed towards the overwhelming total raised 
which now stands at over £5000. The original target 
has long since been surpassed - all down to your 
generosity. My sincere thanks also to the renal team 
at RCHT for the amazing care you have given me over 
the past 11+ years. Finally, thank you to my family for 
their love, help and support in making it possible for 
me to complete something I’ve wanted to do for such 
a  long time.

You can read more about Matt’s Journey by 
visiting his blog: www.mattsjogle.wordpress.com

Every gift makes a difference

A gift in your Will helps us be there for kidney 
patients today and into the future

A third of our 
charitable activity 
is paid for by legacy 
gifts. Without them 
we simply wouldn’t 
be able to support 
as many people with 
kidney disease as  
we do.

 If you’d like further 
information on 
leaving a gift to 
Kidney Care UK, call 
us on  01420 541424
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Kidney disease hasn’t stopped 
because of the pandemic, and 
neither have we!       
By early March 2020, in the face of the pandemic 
we recognised that we needed to take urgent action 
to ensure the needs of kidney patients were not 
forgotten. In the first fortnight alone, we saw a huge 
influx of traffic to our website, handling a surge of 
250,000 users desperately seeking more information 
about Covid-19 and how it could affect them. Our 
website and social media became essential lifelines 
like never before and our Coronavirus advice page is 
now listed as a top resource on the NHS website for 
chronic kidney disease. 

“The Kidney Care UK website has been our go-to 
source for advice. The website is always up to date 
and we know it will be completely relevant to our 
situation, giving us the information we need. We check 
it every day and can’t thank you enough for such a vital 
resource.”

Getting answers to questions we all needed
With more and more people asking for our help, we 
needed to tackle some of the misinformation and 
give you these answers. We looked at ways to give 

as many people as possible access to the experts 
who could advise them. With Zoom becoming a new 
way of life for many people in 2020, we began our 
series of webinars. Over 2,500 joined in our seven 
Covid Question Time webinars, which included one 
addressing vaccine hesitancy across hard-to-reach 
communities. In addition, we have collaborated on 
three webinars with the Paul Popham Fund and Kidney 
Wales, and three with Living Donation Scotland to 
support kidney patients in our devolved nations. 

Taking action for the kidney community 
Since the pandemic began, we have sought feedback 
from over 2,000 kidney patients to help identify and 
understand the most concerning issues. In May and 
October 2020, we published what you had told us 
in our ‘Worried Sick’ and ‘Out of Sight, Out of Mind’ 
reports, and in March 2021, we launched our ‘Lifting 
Lockdown’ report. Most recently in October 2021 
we surveyed immunosuppressed and transplanted 
patients about their experience and confusion around 
the third primary vaccine. We wanted to make sure 
that the many varied points raised by patients weren’t 

   FEATURE ARTIC
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For up-to-date pandemic and 
vaccine advice for people with 
chronic kidney disease, go to  
www/kidneycareuk.org/learn-more
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lost but reached the right people or departments. 
This included teaching and nursing union leaders, 
NHS England and health networks in Scotland, 
Wales and Northern Ireland, the Health and Safety 
Executive, and Cabinet Ministers in health, vaccines 
and work and pensions. 

Using the information, we influenced key decisions 
early on, which helped secure the inclusion of people 
on dialysis, those with CKD stage 5 and kidney 
diseases treated with immunosuppressants in the 
Clinically Extremely Vulnerable (CEV) group. 

Through our work with MPs, we raised questions 
in Parliament leading to the Vaccine Minister 
confirming that dialysis patients could receive their 
vaccines in clinic rather than travelling to another 
appointment at a vaccination hub.  We were also able 
to advise units and improve the guidance so that 
eating and drinking on dialysis could resume, and 
we collaborated with the Royal College of Nursing to 
address issues with staff wearing masks correctly 
around patients.  For those on home dialysis we 
acted so that the guidance was changed; meaning 
that frail and vulnerable patients who couldn’t 
manage to relocate the substantial deliveries 
that were left on the doorstep, could now receive 
additional support to bring them safely inside.  

Collaborating with key partners
Early in the pandemic we collaborated with other 
charities including Blood Cancer UK, who were 
representing those in the CEV group, to encourage 
supermarkets to support vulnerable people. We 

worked with them again in 2021, as well as over 20 
other charities as part of our Safe At Work Coalition, 
ensuring that concerns about safe workplaces 
were raised with the Health and Safety Executive, 
Department for Work and Pensions, and the Ministry 
of Communities, Housing and Local Government 
(MCHLG). We continue to work with our friends in 
the Kidney Charities Together Group, creating digital 
content to ensure that kidney patients have guidance 
and advice as to how they can continue to keep safe. 

Alone, but together
It was important to us, particularly whilst we were 
all isolating, that we were not isolated from each 
other. We activated more online activities to support 
the emotional wellbeing available for the kidney 
community. This included sharing tips from our 
counselling team about how to cope with being 
isolated as well as how to handle increased anxiety. 
We also provided free exercise videos and creative 
workshops via our work with the Renal Arts Group. 
We encouraged our supporters to participate 
in our Facebook support group and share their 
#SelfieIsolation photos with us to help everyone see 
that we were all going through this together. 

We know that the pandemic isn’t over yet and there 
is still so much to be done, but we wanted to let you 
know that you are not in this alone and that we are 
fighting for your voice to be heard every day. We 
really appreciate you taking the time to share your 
experiences with us and helping to raise awareness 
of the plight of kidney patients during the pandemic. 
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You speak my language    
Sometimes we take things for granted. We trust the 
information our medical team gives us because those 
conversations are conducted in our own language. Imagine 
not being able to trust information about your kidney 
disease because you can’t understand what is being said 
to you, or you don’t feel able to ask questions because 
another member of your family is speaking on your behalf. 

In 2010, Bradford Teaching Hospital NHS Trust 
recognised that it needed some specialised 
support. The majority of its patients being treated 
for chronic kidney disease (CKD) were from South 
Asian backgrounds, but many were not turning up for 
their dialysis sessions or were choosing not to put 
themselves forward for a kidney transplant. 

A new, more imaginative and culturally more sensitive 
approach was needed in order to reach out to these 
patients and connect them with the services they 
needed in order to manage their CKD and understand 
the full range of treatment and support options 
available to them to help them live a good life, despite 
being diagnosed with CKD.

Applying for a grant 
The Trust applied to Kidney Care UK (then called 
the British Kidney Patient Association) for a grant 
to enable them to appoint a ‘Cultural and Health 
Improvement Officer’ in the renal department, for an 
initial term of one year.

Ten years after being appointed to the position, Tahira 
Mir, now fully employed by the Trust, continues her 
valuable work linking thousands of kidney patients and 
their family from the Bradford area to the department 
and the many other, often external, services they 
need.  Frequently, English is not the first language. 
This, along with religious beliefs and family dynamics 
can often become a barrier to seeking appropriate 
advice and support. 

It helps that Tahira speaks fluent Urdu and Punjabi.  
But it is her deep understanding of how to approach 
sensitive subjects within an often extended family 
unit where a family member other than the patient is 
the family spokesperson, that has developed Tahira’s 
role into one of deep trust and affection for thousands 
of local kidney patients. She has become their go-to 
point of contact if they have any questions about their 
care and treatment options.

Treating patients with dignity and respect
Tahir comments, “My main responsibility is to ensure 
that patients are treated with dignity and respect and 
to identify cultural or religious reasons why a patient 

might not be 
complying 
with their 
care plan.  I 
talk to them in 
their own language, often in their own home 
to ensure their social and medical care needs are met. 

“In the hospital environment, I attend multi-
disciplinary team (MDT) meetings to discuss a 
patient’s needs and seek out social care support, 
which could be help from a charity such as Kidney 
Care UK, whenever there is a need.”

Tahira also deals with the educational needs of 
patients to ensure they fully understand every aspect 
of their journey through CKD, from their pre-dialysis 
education and dialysis options, to what it means to 
be added to the NHSBT transplant waiting list and 
how to start the conversation about living donation 
and joining the UK Living Kidney Sharing Scheme 
(UKLKSS).

Being in the home environment with patients allows 
her to observe family dynamics and gain a better 
understanding of who in the family might make most 
of the decisions or who will provide any additional care 
should this be needed.  But more than this, in their 
home the patient feels in control and so is more likely 
to feel relaxed and able to explain concerns about 
their treatment.

Offering support and finding solutions
Tahira recalls one patient who was extremely upset 
about a post-dialysis bleed: “A colleague and I 
were asked to make an urgent home visit to see 
a patient who was refusing to attend any further 
dialysis sessions. He and I discussed his reasons for 
this, in Punjabi.  It soon became clear that he had 
experienced a very distressing bleed when he arrived 
home after his last dialysis session. The blood had 
stained his clothes.  He explained that, according 
to his Islamic belief, his clothes could no longer be 
considered clean when they were all stained with 
blood and so he could not pray, as he must pray in 
clean clothes.  I explained calmly that a bleed like this 
is unusual, but does sometimes happen.

   FEATURE INTERV
IE

W

Tahira

26

www.kidneycareuk.org

http://kidneycareuk.org


“He was so grateful that we had visited him in his home 
that he felt I was now ‘like his daughter’. He agreed to 
return to dialysis.” 

Tahira is often present in patient consultations and in 
clinical environments where communication between 
a patient and clinician can sometimes become 
problematic. Religious and cultural beliefs are often 
at the source of these concerns.  For instance, some 
women may not feel comfortable shaking hands or 
making eye-contact with a male clinician. We also 

know that some patients, although exempt on health 
grounds, may wish to observe fasting during Ramadan. 
Tahira understands the importance of these subtle 
religious nuances and works hard to find a solution. 

It is not just the patients and their family who find 
themselves reassured by Tahira’s warmth and 
experience. Work colleagues at the Trust also gain 
a better understanding of the place of religious and 
cultural beliefs in their patients’ lives, through her 
interaction with them. 

Waqar Hussain was helped by Tahira
“I had so much running through my mind. I was scared, lost and confused. That was until I went to my 
appointment with Tahira, where she answered all of my questions, gave me information and supported me and 
my family, explaining the physical, emotional, mental and financial pressures of being on dialysis. From that 
first meeting with Tahira she has supported me in every aspect of my life. If I have any issues or questions, or 
just need someone to talk to, I know I can call Tahira.

In 2016 I did have a kidney transplant and even with my transplant, Tahira supported me. In 2020 my kidney 
transplant failed and my decision was to not dialyse again and I was seeing the ‘end of life’ care team. That 
was until Tahira had a chat with me and made me see that there is a lot more life for me. I am now married, on 
dialysis again and back on the transplant waiting list. If it was not for Tahira, I wouldn’t be here today.” 

““I am now married, on dialysis I am now married, on dialysis 
again and back on the transplant again and back on the transplant 
waiting list. If it was not for  waiting list. If it was not for  
Tahira, I wouldn’t be here todayTahira, I wouldn’t be here today““  
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Did you know...
Over the last ten years (2010-2020) Kidney Care UK has invested £6.5 million to fund psychosocial posts within 
NHS Trusts across the UK, to support the emotional wellbeing of people living with kidney disease. Three quarters 
(75%) of these posts have gone on to become NHS Trust-funded permanent positions.
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Identifying the need for an Ethnic Liaison 
Support Worker (ELSW)
We appointed Tahira to the newly created post of 
Ethnic Liaison Support Worker (ELSW) within the 
Bradford Renal Unit in 2010, thanks to a generous start-
up grant from Kidney Care UK. The rationale for having 
an ELSW was our strong commitment to delivering 
the standards of patient care set out in the National 
Service Framework for Renal Services.

A large minority of patients with advanced kidney 
disease in Bradford are South Asian. They originate 
from a number of countries, including Pakistan, India 
and Bangladesh. Effective delivery of holistic care for 
our South Asian patients demands a consistently high 
standard of communication between renal unit staff, 
patients and their families. 

Meeting the needs of patients and 
clinicians
Feedback has confirmed that staff, patients 
and relatives alike recognise Tahira’s important 
contribution towards establishing a more equitable 
standard of care for patients who require renal services 
in Bradford.

Tahira plays a vital role in creating an environment of 
understanding and trust for our South Asian patients, 
ensuring that care is delivered in a way that is sensitive 
to individual cultural and religious beliefs. We are 
extremely grateful to the Trustees of Kidney Care UK 
for supporting our efforts to substantially improve the 
care that we provide for our South Asian patients. 

Tahira’s vital role within our team 
here in Bradford

We are very proud of Tahira and grateful to Kidney Care UK for initially funding this role 
in Bradford 11 years ago. Patients’ experience of care has been greatly enhanced as a 
result of her important contributions as a key member of the team.

www.kidneycareuk.org

For information on the Kidney 
Care UK hospital grant application 
process go to 
www.kidneycareuk.org/hospital-
grants
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By Dr John Stove, Consultant in Nephrology and General Medicine and Renal Clinical Lead, Bradford Teaching 

Hospitals NHS Foundation.  

Tahira and me

“Effective delivery of 
holistic care for our South 
Asian patients demands a 
consistently high standard 
of communication“  
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“In kidney care, we sometimes focus In kidney care, we sometimes focus 
so much on dietary restrictions that so much on dietary restrictions that 
we can forget about all the foods we can forget about all the foods 
that people can eatthat people can eat“

Renal dietitians from Guy’s and St Thomas’ NHS 
Foundation Trust (GSTT) have welcomed the arrival 
of the 2022 Kidney Kitchen calendars. Funded by 
Guy’s and St Thomas’ Kidney Patients’ Association, 
the calendars are being distributed to nearly 
1000 haemodialysis and peritoneal dialysis and 
advanced kidney care (low clearance) patients from 
south-east London, Kent, and surrounding areas.

Senior Specialist Renal Dietitian 
Jack Chilton commented: “We are 
very grateful to our Kidney Patients’ 
Association for supporting the purchase 
of the Kidney Kitchen calendars. Diet is so 
important throughout a kidney patient’s 
treatment journey. For people in the 
advanced kidney care clinic, 
a dietitian can support 
patients to make the best 
dietary choices for them. 
In dialysis we talk a lot 
about shared care—this 
can include a patient 
learning how to prime 
their machine—but 
it also includes 
patients living 
day to day with 
the restrictions 
of their diet 
and keeping 
themselves as 
fit as they can.” 

After kidney transplantation, there is a risk of a new 
diagnosis of diabetes, and renal dietitians can advise 
patients how to say healthy. In addition, like any form of 
major surgery, the transplant operation places a huge 
toll on the body, so renal dietitians must ensure that 
people are able to eat well and maintain their weight. 

“Patients expect a dietitian to tell them to eat lots of 
fruit and vegetables and avoid putting on weight. But 
when people have lost weight after surgery, we have 
to encourage them to eat nutritious foods to support 
recovery,” says Jack.

The kidney team at GSTT looks after a very diverse 
community of patients—around one in five residents 
of local London Boroughs does not speak English as 

their main language.  So GSTT renal dietitians 
work with patients and families to help them 

maintain a diet that is both culturally 
appropriate and fits in with their dialysis or 
other treatment. 

“It is really rewarding to help a dialysis 
patient with a diet that they can eat with 
their own family. This is why I’m looking 
forward to giving patients the Kidney 
Kitchen calendars. In kidney care, we 

sometimes focus so much on 
dietary restrictions that we 

can forget about all the 
foods that people can eat. 

This means that kidney 
patients can sometimes 

get stuck in a rut, eating 
the same foods again 

and again. The Kidney 
Kitchen Calendar will 
give patients new 
recipe ideas and help 

them enjoy meals 
with their families,” 
concludes Jack.

Renal dietitians say thank you for 
the Kidney Kitchen calendars 

Patient, friends and family orders: 

For small orders up to 10 calendars  

go to  www.kidneycareuk.org/shop 

or call 01227 811662 to order.  

Calendars cost £6.50 each plus postage.  

Dietitians, dialysis units and KPA orders: 

We are happy to offer a discounted rate on bulk 
orders. For information on this and adding your 
own logo or personal message, go to

www.kidneycareuk.org/calendar-gift 
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Nocturnal peritoneal dialysis has 
given me back my life  
We have choices about which modality of dialysis we prefer. With good family support 
and a reliable service provider, many of us opt for nocturnal peritoneal dialysis (PD). 
This is the choice made by Alan Colvin on hearing he needed to start dialysis.

My introduction to dialysis was unexpectedly abrupt. 
In July 2019, a heart attack had me blue-lighted to 
Harefield Hospital for an operation and stenting. 
Fortunately, the procedure was successful, but it also 
rapidly accelerated my deteriorating kidney function. 
So, from Harefield I was taken by ambulance to the 
Royal Free Hospital to have a dialysis catheter inserted 
as matter of urgency and I was kept in overnight for 
dialysis.

A slot was quickly arranged for me to attend the 
residential Baxter Training Centre at Kew.  My wife and 
I stayed there for three days, so that both of us could 
learn the nocturnal PD process. We had to get our 
minds around so much, including the vital importance 
of handwashing and cleanliness, how to operate and 
care for my PD cycler machine and how to store and 
use the PD supplies and other equipment.

Getting to grips with PD with the help of 
Marjorie
Marjorie and her team of trainers at Kew were superb.  
Our class of fumbling novices received expert, patient 
and sympathetic tuition from everyone. By the time 
we left with our cycler machine, we felt confident and 
ready to manage our own home dialysis needs and 
knew exactly what to do, whom to contact and how, 
should we encounter any problems.

My catheter insertion procedure was performed at 
such short notice that the exit site had not healed 
over, so I was unable to start PD immediately. I needed 
urgent dialysis, so it was arranged for me to have a 
haemodialysis (HD) access line inserted into my neck, 
at the Royal Free. So, until my PD site was considered 
fully usable, I attended the Kidney Clinic at Edgeware 
Community Hospital unit to receive HD three 
mornings a week for a period of six weeks.

HD went smoothly, but I found it so tiring that I had 
little energy left on my dialysis afternoons. It meant 
that for me, HD was taking three whole days out of 
each week.  So I was really looking forward to switching 
to nocturnal home PD to give me back my days.

Being prepared for the size and weight of 
that first delivery
We had been warned to expect and to prepare for the 
large volume of dialysis fluids and associated supplies.  
But even so, the size, volume and weight of Baxter’s 
initial delivery was quite overwhelming.

We were prepared and had arranged a dedicated 
PD bedroom, with as much wardrobe and cupboard 
space as possible for storing boxes of dialysis fluids 
and the host of other dialysis supplies.

This dedicated room is, in my opinion, essential.  The 
cycler machine is relatively quiet, but it is not silent in 
normal operation.  It has, however, necessarily very 
loud and deliberately intrusive alarms for occasional 
events like ‘low drainage volume’ from or ‘trapped 
supply line’ to the catheter.  These are annoying and 
sleep-disruptive enough for the user but would not be 
welcomed by a sleeping partner!

You need much more storage space than you may 
think.  Baxter’s ultra-reliable courier service delivers 
a fortnightly supply of dialysis fluids and all require 
ancillary supplies.  To ensure adequate product to 
cover possible manufacturer or transport supply 
interruptions, deliveries can be massive, often 
exceeding 250kg.  So you need to arrange with Baxter 

By Alan Colvin

“For me, compared with attending For me, compared with attending 
hospital for HD, home PD has the hospital for HD, home PD has the 
principal benefit that my time is now principal benefit that my time is now 
my own againmy own again“

www.kidneycareuk.org

30

http://kidneycareuk.org


for delivery drivers to carry all this equipment to your 
storage space, upstairs in my case.  Most delivery 
drivers cheerfully accept the task.

The benefits of home nocturnal PD
For me, compared with attending hospital for HD, 
home PD has the principal benefit that my time is now 
my own again.

Against that is the continuous discipline, organisation 
and administration required to manage dialysis 
supplies and housekeeping.  Also, nocturnal home PD 
is eight hours plus, each night, every night.

I also have the fortnightly task of an inventory count of 
supplies and equipment, which I email to Baxter.  This 
determines what and how much they deliver about a 
week later.  I receive an email confirmation so that I do 
know what to expect. It is a credit to them that they 
never fail to deliver on time.

The daily task of preparing and loading up the fluids 
and ‘plumbing’ on the cycler takes about half an hour. 
I must confess, at night, tired after a long day, this can 
be an unwelcome chore.

My cycler is too far from a bathroom to be reached 
with a drainage line, so I have to use drainage bags, 
and these have then to be trundled each morning on a 
wheeled container to be emptied into the bath. The full 
drainage bags are heavy with 17 litres of fluid, and you 
have to take care not to strain your back lifting them.

The empty drainage bags are transferred into clinical 
waste bags provided, in my case, by Harrow Council for 
a weekly collection by their contractor.

My cycler machine is generally reliable.  Over almost 
two years use I have had two breakdowns, both of 
them during the night, which was quite alarming, and 
you need to be prepared to manually disconnect from 
your catheter, and should practice this in advance.  

On both occasions when the machine failed, a 
telephone night-time call to Baxter’s 24/7 free helpline 
in Florida resulted in delivery of a new replacement 
machine by 5pm on the next day. What a brilliant service!

Support from the hospital PD nursing team
The other vital support you need is from a responsive 
PD nursing support team and backup from your 
consultant.  In both of these the NHS has never failed 
me. Other Royal Free and Edgware kidney patients and 
I are lucky to be so exceptionally well looked after.

A downside?  PD all night every night, with heavy 
equipment and supplies, means that holidays or even 
nights away from home are difficult, if not impossible.

As I have said, there are some difficulties, but PD 
patients are effectively on continuous life support, and 
I am so very grateful for that.

“We were prepared and had We were prepared and had 
arranged a dedicated PD bedroom, arranged a dedicated PD bedroom, 
with as much wardrobe and with as much wardrobe and 
cupboard space as possible for cupboard space as possible for 
storing boxes of dialysis fluids and storing boxes of dialysis fluids and 
the host of other dialysis suppliesthe host of other dialysis supplies“

Issue 15 | Winter  2021

To read more information on 
peritoneal dialysis go to  
www.kidneycareuk.org/learn-more
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Message from the editor 
Editor’s note: This is Alan’s personal 
perspective and he is obviously very well 
looked after by his cycler PD machine 
provider (Baxter). Other cycler PD machines 
and service providers are available and 
come equally highly recommended by the 
people who use them. 

My PD trolley

Photograph by kind permission of Keith Emmitt www.keithemmittphotographer.co.uk & Which magazine
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Three ways to  
join the big Christmas Collection 
1. Host a Christmas collection
Do you help organise a Christmas activity where a collection could take place? Are you a member of a sports club or 
community group? Does your office or place of worship hold a collection, or do you organise a get together with 
family of friends?  

If you can organise a collection at an event, we would love to hear from you! We have plenty of collection boxes, tins 
and buckets and Kidney Care UK T-shirts, banners and balloons to add a splash of colour.  Simply get in touch and 
we will help you make it happen. 

2. Order a free Christmas collection box 
The FREE Christmas Collection box is suitably versatile to be used however works best 
for you. Whether for your own spare change, in the office or something to fill with the 
help of the grandchildren, it’s free and simple to do. 

Get your free box via the online shop - www.kidneycareuk.org/christmas - then just 
place it in a prime position and start collecting. 

However you choose to join the big Christmas collection, it’s a great way to spread a 
little festive cheer whilst also raising awareness and funds for Kidney Care UK. 

3. Text now to donate
If you’d like to help but you’re short on time or change, no problem. Simply text 
KIDNEYCHRISTMAS followed by your chosen amount to 70085 to make a donation to 
Kidney Care UK’s virtual big Christmas collection. 

You’ll be charged your donation plus one standard rate message and you’ll be opting in to hear more about the work 
of Kidney Care UK via telephone and SMS. If you’d like to make a donation but do not wish to receive marketing 
communications, text KIDNEYCHRISTMASNOINFO followed by your chosen amount to 70085.

Together we will ensure that no one faces kidney disease alone this Christmas. 

Get involved!Get involved!

Christmas cards and gifts that make a difference
Show your support for kidney patients this Christmas by buying  from our Christmas shop. 

Here you will find a wonderful selection of traditional and contemporary cards, wrapping paper, labels and gifts. Not 
only will your Christmas look great, but you can be assured that every single purchase you make, helps us support 
even more people affected by kidney disease. You can even add a FREE Christmas collection box to your order!

To place your order go to:  www.kidneycareuk.org/christmas 

www.kidneycareuk.org
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Our team of 
Kidney Warriors 
smashed it at 
this year’s Virgin 
Money London 
Marathon. 
Following 18 months without a London 
Marathon, it was great to cheer on the 
team and see so many smiling faces 
along the way. Thank you for raising 
so much awareness as well as over 
£50,000 to help kidney patients and 
their families. 

Inspired by our team of 
#KidneyWarriors? You can apply 
for a place at the 2022 TCS London 
Marathon by visiting:  
www.kidneycareuk.org/LM2022

A big thank you toA big thank you to

          Get in touch
w: www.kidneycareuk.org/get-involved
t: 01420 541 424
e: fundraising@kidneycareuk.org

   

Carys, Nicole, Isla and 
the Northern Ireland 
Classic Scrambles 
Club who raised a 
whopping £11k for 
Kidney Care UK at 
their Classic Motor-X 
event

Our 2021 Great North 
Run team who raised 

over £10,000!

The Tin Snails’ 2CV 
club who raised 

£400 through an 
array of collections, 

bake sales and a 
summer raffle

Barry and Marie 
who asked for 
donations in lieu 
of gifts as they 
celebrated their 
golden wedding 
anniversary and 
raised £670 

Lorraine, Nicola, 
Stuart, Darren and 
the rest of the family 
and friends for their 
kind donation in 
memory of Lorraine’s 
husband, James.
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Donal O’Donoghue OBE

Amjid Ali
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We say a sad farewell to two dear 
friends and colleagues
A farewell to Amjid Ali
We were all devastated to hear of 
the death our dear friend and work 
colleague, Amjid Ali who passed away on 
17 September having been admitted to 
Southmead hospital with Covid-19. 

Amjid was a wonderful, compassionate man who did 
so much to promote organ donation and inclusion 
through his work with Kidney Care UK and NHSBT as 
well as with commissioners from a number of regions 
across the UK. Having spent 23 years on dialysis, he 
put his kidney transplant – a kidney donated by his 
nephew – to very good use, supporting and improving 
the experiences of other kidney patients. 

He was a courageous, kind and often, funny, man 
hugely respected by everyone who knew him. 
His talent for bringing people together produced 
extraordinary results, never hesitating to ask or 
challenge when it came to ensuring the experiences 
and needs of people from South Asian and Black 
communities were represented at every step.  

His work was instrumental in bringing together 
influential Scholars and Imams, umbrella groups, 
community organisations and clinical leads to look 
at the challenges that need to be addressed to move 
the organ donation debate forward. His perseverance 
and hard work over the course of five years led to the 
development of an updated religious edict (Fatwa) on 
Transplantation and Organ Donation in Islam, issued 

June 2019. Amjid, we will miss you! Our thoughts are 
with his wife, Lubna, and daughter, Sophia.

Farewell prayer for Amjid 
O Lord of the heavens, elevate Amjid’s station 
among those who are guided. 

Send him along the path that leads to You and 
forgive us and him. 

O Lord of the worlds, enable him to reap the 
rewards of all the good he did in this life. 

Enlarge for him his grave and shed light upon  
him in it. 

And make it a source of peace and rest for him. 

In memory of Donal  
O’Donoghue OBE
Kidney Care UK Chair of Trustees Professor Donal O’Donoghue OBE, 
passed away due to Covid-19 on Sunday 3 January 2021. 
A memorial service was jointly hosted by Kidney Care UK, the Royal 
College of Physicians and UK Kidney Association on Wednesday 6 
October and featured the inaugural O’Donoghue lecture, delivered by 
Professor Chris Witty, presentations and reflections on Donal’s life and 
career from family, colleagues, and the patient community. 

A video of Donal’s memorial service may be accessed on the Kidney 
Care UK YouTube channel.

http://kidneycareuk.org


Kidney Care UK team receiving the national 
‘2021 Charity campaign of the year’ award.  
From left, Sharon Woodward, Media and 

PR Manager, Fiona Loud, Policy 
Director, and Paul Bristow, Chief 

Executive Officer. 
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From left: Veronica, Steve, Gracie and Gloria.
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Gloria and the new dialysis machine 

Brexit campaign is a win 
for kidney patients! 

Looking around her dialysis unit at the Broomfield 
Hospital, Gloria Nichols was all too aware that she was 
surrounded by a selection of out-dated, noisy and 
often broken dialysis machines (some with sticky-tape 
keeping them together).

Knowing she will require dialysis for the rest of her life, 
Gloria approached her trust to ask them to replace 
the machines, but the Trust was not able to help. 
So Gloria, never afraid of a challenge, has set about 
raising £15,000 to purchase one new dialysis machine 
herself - to ensure she and her fellow dialysis patients 
at the unit achieve the optimum dialysis experience.  
She also knows she will need to fund adequate staff 
training for the amazing team who look after them, so 
that everyone benefits from the advanced dialysis 
technology available in the UK.  

Gloria, and her fundraising banner now make regular 
appearances at Rotary and charity events local to her. 
With the help of a grant from Kidney Care UK and a 
donation from Brentwood Breakfast Rotary Club, of 
which she is a member, she is getting very close to her 
target of buying her dream machine. 

Good luck and well done, Gloria. We’d like to see a 
photo of the new machine in place, soon!

Thanks to all your support, our Brexit campaigning successfully 
protected and enhanced the rights of kidney patients to receive 
dialysis care within the EU as part of the Global Health Insurance Card 
(GHIC).  This vitally important achievement has been recognised by 
winning the national ‘2021 Charity campaign of the year’ award.

Brexit presented multiple challenges, especially were there to be a 
no deal but Kidney Care UK was uniquely placed to understand and 
champion the rights of patients by keeping our community’s collective 
voices at the very heart of negotiations. 

Almost 30,000 people would potentially have lost the right to freely 
travel to the EU and receive life-maintaining dialysis through reciprocal 
healthcare agreements. There were threats to the supply or potential  
disruption of life-maintaining and enhancing medications and 
consumables which would have impacted  almost 
67,000 people with kidney problems.

Kidney Care UK’s patient-led Brexit Campaign 
saw us undertake research and share 
patient stories in the media whilst our Policy 
team engaged with and put pressure on the 
government.  What a positive difference we 
have made together!



How much do HD patients know  
about fluid management? 
Decisions about how much fluid is removed during haemodialysis (HD) are made at every 
treatment session. However, it is not clear how involved patients are in these decisions, 
nor are their understanding and experiences of their fluid management during dialysis well 
understood. Researchers from Leeds decided to find out.   

Healthy kidneys control the balance between fluids 
taken in and excreted in the urine. When kidneys are 
not working properly, the extra fluid is retained in the 
body. This is why fluid management is so critical for 
dialysis patients, and why it is essential to agree and 
regularly reassess your target weight (also known as 
dry weight or ideal weight). 

Your target weight is a compromise between your 
having symptoms from removing too much fluid 
during dialysis and leaving too much fluid in your 
body between dialysis treatments, and it is used as 
a target at each dialysis treatment. If target weight is 
too high and not enough fluid is removed, you will have 
symptoms of fluid overload. These include swollen 
tissues (oedema), breathlessness due to fluid on the 
lungs, raised blood pressure (hypertension), and in 
the long term enlargement of the heart and heart 
failure. Conversely, if target weight is too low and too 
much fluid is removed, you may suffer from thirst, 
dry mouth, cramping, nausea, low blood pressure 
(hypotension) and fatigue (feeling ‘washed out’). You 
may also find that you produce less urine, and there is 
also a risk of fistula failure.

Key findings from the study
• People dialysing in centre (in hospital or in 

a satellite unit) feel in control of their fluid 
management—for example, being able to 
influence how much fluid is removed during 
dialysis—but their knowledge and willingness to 
report fluid-related symptoms are limited

• Home HD patients feel more in control of and are 
more knowledgeable about fluid management 
and are more willing to achieve their target 
weight, but gaps in their knowledge remain

• HD patients would benefit from more 
information and educational opportunities 
to help them better understand decisions 
about target weight in the hope that this could 
improve their fluid management and support 
them in shared decision making with staff. 

To find out how much HD patients understand about 
decisions on fluid management, the researchers 
surveyed people dialysing at home and in centre 

(people dialysing in hospital or a satellite unit), across 
11 NHS Trusts. The survey was completed by 1,189 
in-centre patients and 99 home dialysis patients. The 
patients answered questions about fluid removal, 
symptoms, decision making, staffs’ understanding, 
and target weight.

“Symptoms best 
understood were 
cramping, drop in blood 
pressure and swelling“  
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Three main topics were identified among in-centre HD 
patients:

• Patients generally felt that staff had a good 
understanding of their fluid management, but non-
White patients rated understanding lower did than 
White patients

• Patients generally felt in control of their fluid 
management—for instance by being more able 
to influence how much fluid is removed during 
dialysis—but those aged 18-65 felt more in control 
than those aged 66 and over

• Just over half of patients felt aware of possible 
long-term implications for their health of poor fluid 
management. Women, previous kidney transplant 
recipients, and people passing less urine were more 
likely to feel more knowledgeable.

The survey also examined patients’ knowledge of 
fluid-related causes of symptoms/signs.

Greater knowledge was linked with age 18-65, higher 
education, receiving HD for longer, or feeling that 
staff had a good understanding of fluid management. 
Symptoms best understood were cramping, drop 
in blood pressure and swelling. Least understood 
symptoms were thirst, fistula failure risk and passing 
less urine. When asked about reporting symptoms 
to staff, patients would on average report 4.5 out of 
7 listed symptoms (swollen tissue, feeling tired after 
dialysis, dizziness, shortness of breath, passing less 
urine, thirst and cramping). Greater reporting was 
linked with being aged 18-65 or feeling staff had a good 
understanding of fluid management. 

The researchers compared responses by home HD 
patients and in-centre HD patients. Patients dialysing 
at home:

• Felt more in control of their fluid management

• Were more willing to achieve their target weight

• Were more knowledgeable about fluid 
management. 

However, there were still gaps in knowledge. When 
patients were asked which of nine common symptoms 
could be caused by too much or too little fluid 
removal, the average number of correct answers was 
6 out of 9 for home HD patients compared to 4 out of 
9 for in-centre HD patients. (Listed symptoms were 
swollen tissue, feeling tired after dialysis, dizziness, 
increased risk of fistula failure, shortness of breath, 
passing less urine, thirst, cramping, and rapid drop in 
blood pressure.)

Next steps
In-centre HD patients generally feel in control of fluid 
removal during HD, yet their knowledge and reporting 
of related symptoms are limited. Home HD patients 
feel more in control and are more knowledgeable, 
possibly due to extra training and education, as well as 
greater flexibility in their HD treatment and dietary/fluid 
restrictions. The researchers conclude that education 
is needed to help all HD patients better understand 
decisions about target weight and fluid removal in the 
hope that this could support shared decision making 
about their fluid management. They are currently 
planning how to implement this education.

The research was led by Dr David Keane, Clinical 
Scientist, Leeds Teaching Hospitals. The 
researchers acknowledge the support of 
the British Renal Society & Kidney Care 
UK Joint Grants Programme and the 
Mary and Alice Smith Memorial 
Scholarship in funding this 
research. They would also 
like to thank the patients 
who took part in this 
research and staff for 
facilitating it.
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“It is essential to agree and 
regularly reassess your 
target weight”

To find out more about fluid 
balance in dialysis, visit  
www.kidneycareuk.org/learn-more

LEARN M
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Photography  
competition 

‘The life that I have’
It’s very clear from the beautiful photos taken 
by the amateur photographers in the Young 
Adult Kidney Group (YAKG) on pages 8 and 9, 
that they love their dogs and love spending time 
with them. It is also nigh on impossible not to be 
moved by the beautiful photos of Daz and his 
little baby son, Ethan on the front cover taken by 
Daz’s partner, Nikki. They capture such private 
moments filled with joy. But they also graphically 
demonstrate that we all have a life away from 
kidney disease; a life which makes us smile or 
which moves us. 

What image captures your life far away from 
kidney disease?

 Is it watching your grandchildren build 
sandcastles on holiday,  your garden, the sea or 
are we all just like everyone in the YAKG and love 
taking photos of our dog? 

We’d love to meet ‘the other you’, through one 
of your photographs. Richard Booth, one of 

our all-time favourite photographers and 
someone who regularly works with the YAKG, 
will be our judge and we will publish the 
winning three photos in the Spring 2022 
issue of Kidney Matters. 

Happy snapping!   

Entering is very simple.   All you need to do is send a photo to us which makes you smile, but that also 
tells us something about you. We need – 
• One high resolution digital photograph (no naughty ones!)

• Colour or black and white

• One entry per person

• Attach your photo to an email and in one paragraph tell us why the photograph means something to 
you. Don’t forget to include your name

• In the subject line, type ‘photo competition’ and send it to info@kidneycareuk.org

Competition T&Cs may be found at www.kidneycareuk.org/learn-more

www.kidneycareuk.org
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Applying for a Kidney Care 
UK grant

If you or someone in your family is a kidney patient, 
Kidney Care UK may be able to help you with a grant if 
you are struggling to make ends meet.

The application process is simple and speedy.

For more information go to:  
www.kidneycareuk.org/financial-support or call us 
on 01420 541424

Patricia’s storyPatricia’s story
Good afternoon,

At last, I am able to send you a little report of my 
holiday. I cannot express enough my gratitude for 
the grant that I received. My friends and I had a 
fabulous time, and we are hoping that between us 
we can save sufficient funds to go again. I know you 
probably can’t tell from the pictures but at the Dyfi 
Osprey Project I was treated like a VIP. The guy with 
the red mask under his chin is the chief warden there, 
and he reminded me that years ago in a telephone 
conversation I expressed my doubts as to ever being 
able to visit there. And there I was all thanks to Kidney 
Care UK.

All best wishes

Patricia Selman

Sign up for 
your free  
copy
Whether you are a kidney patient, 
friend, family member or health 
professional, Kidney Matters is 
your magazine. 

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

How to order your own copy of  
Kidney Matters.

1. Go to www.kidneycareuk.org/sign-up and join 
our mailing list.

2. Email info@kidneycareuk.org with your name, 
address, post code and request Kidney 
Matters.

3. Phone us on 01420 541424.

If at any time you want to update your 
marketing preferences or unsubscribe 
please contact us by phone or email 
or write to us at Kidney Care UK, 3 The 
Windmills, St Mary’s Close, Turk Street, 
Alton, GU34 1EF. 

Kidney Care UK will treat your details in confidence 
and in accordance with current data protection 
laws.  For further information on how your data is 
used and stored visit:

www.kidneycareuk.org/privacy
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2022 Kidney Kitchen calendar - A gift idea for patients

Show your support for kidney patients this Christmas 
Start your shopping today, for traditional and contemporary cards, wrapping paper,  
labels, and gifts for everyone. You can also add a FREE Christmas collection box to 
your order too!

Visit www.kidneycareuk.org/christmas

Christmas cards and gifts that

make a difference

If you love your kidneys and your food, then 
you’ll love the Kidney Kitchen!

This year, we are delighted to offer a special 
discounted rate for bulk calendar orders, 
which includes a FREE personalised front 
cover. Whether you treat yourself or give as a 
gift to the patients in your unit or KPA, every 
purchase makes a huge difference.

To find out more, call 01420 541424 or email fundraising@kidneycareuk.org

http://www.kidneycareuk.org/my-kidney-warrior

