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Welcome to this late summer edition of the 

LAKPA Newsletter.  

What a strange and worrying time the last 18 

months have been and the opening up of society 

has just made many kidney patients even more 

aware of their vulnerability and nervous of 

taking advantage of the new freedoms.  In this 

edition of the LAKPA Newsletter we attempt 

to provide you with the information to help 

manage these concerns.  There is guidance on 

the vaccination strategy which has just been 

published by the UK Kidney Association along 

with an update from Dr Jeevaratnam on the 

position for the Lister Area.  

Despite the concerns, there is however much to 

celebrate - September is an exciting month for LAKPA  

– the new Chiltern Kidney Centre, which replaces the 

existing dialysis unit at the L&D Hospital will finally open 

at the end of the month and, once dialysis services are 

running smoothly, the innovative plans for improving 

the patient experience will start to be put in place.  

We will be reporting on progress.  September 26th 

also sees the annual Organ Donation Week.  LAKPA 

will be supporting this although, as I write, it is not 

clear whether we will be able to do any face to face 

events.  Plans are afoot to ensure that this week gets 

the message across in the most effective ways available 

at the time, especially as transplant activity has largely 

returned to pre pandemic levels and generally a kidney 

transplant is the key to kidney patient being able to live 

a virtually normal life.

The Peer Support service has continued throughout the 

pandemic – although contact has been by telephone, it 

has proved a lifeline for those struggling with a kidney 

diagnosis in the lonely world of Covid lockdown – it is 

only one of the support avenues available through the 

Renal support team.  

I hope you enjoy reading this Newsletter – do contact 

me if you have any comments or suggestions : my email 

is ros.aird@ntlworld.com, or you can use the contact 

LAKPA page on the website www.lakpa.org/contact 

or by a message on our new facebook page www.

facebook.com/lakpa.org

Ros Aird

EDITOR.
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Chairperson’s message.

    am very pleased that overall life for kidney 

patients and their family members seems to 

be getting slightly better, although we are all 

anxious about the future. Let us hope that booster 

vaccinations are offered to all kidney patients 

earlier than last time. We discussed this at our last 

LAKPA Committee meeting and were reassured 

by Dr Praveen that they are ready to provide 

these boosters as soon as the Government makes 

decisions on this. 

We know that the last eighteen months have been hugely 

challenging for us and adjusting to new circumstances 

will take time.  We are keen to offer more support to 

kidney patients and their families and are discussing 

options with colleagues at the Lister Hospital. We 

will, of course, provide funding to arrange social 

events for kidney patients and their families as soon 

as it is safe to do so.

I am delighted that the Chiltern Kidney Centre will be 

open soon. We have waited a long time for this and 

the initial feedback from Luton patients about the 

new centre is very positive.

Finally, I want to thank all members of the LAKPA 

committee for their commitment and hard work in 

difficult circumstances and staff at the Trust for their 

dedication and support in exceptional times.   

 

Kirit Modi Chairperson.

Many congratulation to Kirit on his 70th birthday.
        e send our heartiest congratulations to our Chairperson, Kirit who 

recently celebrated this special birthday with a small, al fresco family 

lunch party.  Kirit has been chair of LAKPA since 2018 and has been a 

kidney patient for over 25 years.  He initially received a transplanted 

kidney from his wife Meena, and when that failed after 15 years, he was 

fortunate to receive a kidney from a deceased donor five years ago.

For many years he has been passionate about supporting kidney patients.  He 

has unstintingly contributed his time and expertise to kidney charities, both 

local and national, and worked hard to promote organ donation across the 

board but particularly from BAME communities.

This commitment to kidney patients is demonstrated by the number of voluntary roles 

he holds.  In addition to LAKPA Kirit is the President of the NKF, honorary president of 

the National BAME Transplant Alliance (NBTA), and chair of the Jain and Hindu Organ 

Donation Alliance (JHOD).  He received a Points of Light award in 2018 from the prime 

minister for his work on organ donation.  

Kirit said ‘I had a lovely birthday and fortunately the weather was kind so I was able to 

enjoy the time with my wife, daughters, son in law and granddaughter.  I count myself 

lucky that I was able to enjoy this milestone birthday thanks to the generosity of my 

wife and my deceased donor family to whom I will always be grateful. I have had 

amazing care from staff in three hospitals; the Lister, Addenbrooks and the Royal Free. ’

I

W
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      e are delighted to report that The 

Chiltern Kidney Centre, a brand new, state 

of the art facility will be opened at the end 

of September, replacing the existing dialysis 

unit at Luton and Dunstable Hospital, and 

with the intention in future to provide a 

range of further services to kidney patients 

in the area.  LAKPA has been represented on 

the Luton relocation Project Board over the 

last five years. Tony Heath and Kirit Modi are 

members of the Board and have ensured that 

the patient and carer voice has been taken 

into account at every stage of the process.

Regular readers of this Newsletter, as well as those 

patients directly affected, will be only too aware that 

is the replacement of the Luton Dialysis Unit has taken 

a lot of planning and discussion.  The unit is currently 

housed within the Luton and Dunstable Hospital 

and is no longer fit for purpose as a modern dialysis 

unit.  This unit will close at the end of September and 

will move to its new home – a purpose-built unit in 

Nimbus Park, Dunstable.  

This project has had its difficulties – in 2014 the trust 

was given notice to vacate the premises once suitable 

alternative provision could be put in place as the 

space was needed for other purposes.  It was clear 

that it was no longer tenable to remain on the L&D 

site and that significant updating of the facility was 

needed but, as ever, the problem was with funding a 

replacement.  A number of potential solutions came 

to nothing until eventually, in 2018, the Department 

of Health announced a £1 billion pound capital fund 

and invited bids for specific projects.  This was the ideal 

opportunity - a bid was put together and just before 

Christmas of that year we heard that the proposal for 

funding for a replacement for the Luton Dialysis Unit 

had been successful.

This was a huge relief, but now the hard work really 

started.  Here was an opportunity to develop a 

modern unit that improved the patient experience, 

rather than just replicating the existing dialysis 

provision.  Initially a project team was established and 

the search for a suitable premises was undertaken. 

An existing building at Scott Road was identified as 

the most appropriate of those 

available and this became the focus of the planning.  

Unfortunately, when the plans were made and 

costings done it was clear that there would be a 

significant overspend if the vision for the new unit 

was to be delivered and so the team faced real 

pressure to find savings.  This was fiercely resisted as 

the opportunity to build a transformational unit was 

not likely to come again.

This was the position at the end of 2019 – at this 

point Kevin Howell, the newly appointed Estates 

and Facilities Director was tasked with looking at 

the project and determining the best value solution.  

It had become clear that incorporating all the 

proposed service enhancements to the Scotts Rd 

site was adding significant costs and, given that 

the property market had eased in the meantime, a 

further trawl of available properties was undertaken.  

At this point too the Covid pandemic brought a 

further complication in that amendments had to be 

made to the specification to incorporate measures 

for managing patients and keeping everyone Covid 

safe.

Eventually in late spring 2020 a site at Nimbus Park 

was fixed upon – it was of a size to allow delivery of 

the enhanced service that had been envisioned, there 

was sufficient car parking and it could be delivered 

within budget.  The Business Case was then built 

– the formal processes undertaken and the tender 

documents issued.  Following this the contract was 

W 
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Article cont.

awarded and the contractor, Sandycroft, started 

work, with a building completion date of 20 

September 2021.  Following building handover 

on that date, a week for cleaning and installing 

of equipment and consumables is planned, 

with a projected start date of 27 September for 

patients to come and start their dialysis in the 

Chiltern Kidney Centre.

Following the transfer of the dialysis service, 

there are ambitious plans to deliver other 

services to kidney patients in the area – e.g., 

transplant clinics, self-care facilities etc.  Initially 

however the building will only accommodate 

dialysis patients, along with those patients 

who are having to dialyse at Lister pending 

completion of the Centre.  Clearly the primary 

focus must be to ensure that the dialysis service 

is properly established, so it is expected that 

the first few months, to the end of the year, 

will be used for this bedding in. Once this is 

complete the other services will start to be 

introduced to deliver the truly transformational 

unit that has been planned.  Congratulations to 

all the team for their hard work in bringing this 

project to fruition

LAKPA has been involved and consulted 

throughout the process and has worked with 

the project team in bringing the patient’s voice 

to the process.  LAKPA has also worked with 

the Trust’s Communications Team in ensuring 

that patients, carers and families were kept 

fully informed of the process of moving the 

operation through leaflets, webinars and 

dedicated emails for queries

Further updates on the roll out of the 

kidney services will be covered in the future 

Newsletters

    Author Ros Aird.
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COVID AND VACCINATION UPDATE FROM OUR RENAL CLINICAL DIRECTOR.

      am happy to report that, as at mid August, Covid 

numbers are static and low in number, with no 

major outbreaks on the wards.  The Florence Unit – 

which is the dedicated Covid dialysis ward is still in 

operation but again numbers in it are low.  

In view of this the service has been able to move back as 

far as possible to normal activities in outpatients, dialysis, PD, 

Home Therapies etc. and I am delighted that transplantation 

is virtually back to normal levels.  It is worth noting that 

outpatients is significantly busier with both demand and 

referrals increasing.  Surgical activity has been increasing 

although staff holidays have slowed this slightly. Despite this 

it is pleasing to report that access surgery has increased.

A particularly important piece of work has been planning 

the process of flu and Covid booster vaccinations for the 

coming winter. We await national guidance and encourage 

all individuals to take up booster vaccines as advised.

The Trust is planning another vaccination hub, following the 

model that was used successfully last winter and will include 

a big push to ensure that patients and staff are vaccinated 

appropriately.  Further information will be available once the 

plans have been finalised and will be publicised in the LAKPA 

Newsletter and on our website and Facebook page

Articles / News.

    Author :  Dr Praveen Jeevaratam

I

    very year Kidney Care UK and the Renal 

Association carry out a countrywide kidney 

PREMs (Patient Reported Experience Measures) 

survey and many of you will have participated 

by completing the online questionnaire.

As this is a survey conducted by every year 

for all kidney centres across the UK it gives 

a valuable snapshot of the experiences of 

patients both locally and nationally.   It has 

three main aims:

• •   To help renal teams understand how 

patients feel about their experience of 

care.

• •   To show from a patient perspective 

where improvements could be made.

• • To provide a national picture of 

peoples’ experience of care.

The responses from all centres are analysed and the 

results reported so that units are able to use this data 

as a basis for improvement.

The 2020 results were published in April and the Lister 

area came out very well, given that this survey was 

carried out against the background of the first wave 

of the Covid pandemic and, for the first time, was 

completed entirely online. Dialysis units supported 

patients completing questionnaires with iPads and 

with showing them how to access and complete the 

questionnaire online.   All this effort contributed to the 

fact that we were among the top five responders in the 

country and scored above the national average across 

all areas.

Pleasing though the result was, it was also important 

to analyse and use the data from the survey to help 

plan and shape the future direction of our service in 

line with patients’ comments and expectations.  To 

do this a working group has been set up at Lister to 

identify and categorise the common themes.  This has 

been particularly focussed on analysing the ‘free text’ 

comments; picking up on criticisms and starting to 

work on how these could be addressed.  Despite this, 

it is important to say that the standout message from 

patients was how well staff had managed to provide 

support in a safe environment during such a difficult 

time, particularly from in centre dialysis units - staff 

shortages were noticed, but also how hard the staff 

had worked despite that.  

The analysis of the results is still work in progress and 

the working party will report its findings at the next 

LAKPA committee meeting.  We will publish more 

details once the group has completed its work.  

The 2021 PREMS Survey is planned for the autumn 

and, despite a generally good response in 2020, we 

want to improve on this with as many patients as 

possible completing the survey.  We are asking all 

patients to complete the next survey as this is the best 

way that you can shape the service.  

More information on the PREMS data and 

details of how services across the country 

performed can be accessed at https://www.

kidneycareuk.org/news-and-campaigns/

prem/

 
PREMS (PATIENT REPORTED EXPERIENCE MEASURES).

E

    Author :  Maria da Silva Gane   
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Articles / News.

 Read the full statement on the LAKPA website www.lakpa/news

     he UK Kidney Association is calling for the Joint 

Committee for Vaccination and Immunisation 

(JCVI) to urgently prioritise third dose 

vaccination to protect those who are clinically 

extremely vulnerable (CEV) due to kidney disease, 

along with other CEV groups, and ahead of any 

planned ‘booster’ vaccination programme for the 

general population.

New data has now confirmed that, unlike 

the general population, many people who 

are CEV because of kidney disease are 

not adequately protected by two doses 

of vaccine. This is particularly the case for 

exposure to the delta variant.

There is also new evidence that people with kidney disease 

have a better antibody response to an mRNA vaccine 

(such as Pfizer) than an adenovirus vaccine (such as Astra 

Zeneca). Extensive international data has confirmed that 

protection is considerably improved by receipt of a third 

mRNA vaccine dose.

We are recommending that a three-vaccine course 

should be considered as standard treatment for 

CEV patients.

In the meantime, we continue to recommend that:

All people who are CEV because of kidney disease continue 

to follow enhanced precautions, following the lifting of wider 

restrictions on 19 July.

      

Healthcare facilities should maintain full, protective 

environments in kidney dialysis units and kidney outpatient 

areas and should continue to provide COVID-19 protected 

“green” pathways for kidney dialysis patients, transplant 

recipients and patients who are on or have recently received 

significant immunosuppression for autoimmune kidney 

disease. This should include the provision of COVID safe 

hospital transport for CEV kidney patients.

UKKA POSITION STATEMENT ON SARS-COV-2 COVID 19 
- Third dose of vaccine for clinically extremely vulnerable adult kidney patients.T

 
RENAL SUPPORT TEAM – DON’T FORGET THERE IS HELP AVAILABLE.

        one of us would have foreseen that there 

would still be some restrictions in place now due to 

Covid when we were all first locked down in March 

last year. People are feeling the strain of extended 

periods of isolation and health issues arising during 

this time and our psychological service has been 

very busy providing support. 

Although we have had to change the way we currently work 

and do much more telephone and virtual assessments than 

face to face work, we have also been continuing to assist 

kidney patients and their families with appointments to 

speak to our benefits adviser, Hari, to navigate the system 

and to challenge/appeal award decisions. 

We are also here to help with housing issues and rent 

difficulties, applying to Kidney Care UK for grants where 

appropriate and to LAKPA for assistance in specific 

circumstances. The financial pressures for some people 

affected by furlough or by losing their jobs during the 

pandemic have been noticeable and we have tried to assist 

however possible. 

If you need advice or support about any social, 

emotional or practical matter, please contact the 

Renal Support Team on  01438 284957.

N

    Author :  Alison Danbury-Lee



       s lock down restrictions ease and people 

are yearning to be able to get away on 

holiday, dialysis patients have conflicting 

emotions.  Whilst everyone recognises 

how beneficial it is for our well being to 

be able to spend some relaxing time away 

from home, on the other hand, in an age 

of Covid, kidney patients having ‘in centre’ 

haemo dialysis remain extremely clinically 

vulnerable.

For those on PD or HHD via the NxStage machine 

there are arrangements in place to deliver 

consumables to the holiday destination and the 

Home Therapies Unit will be able to advise on 

this.  However for other haemo dialysis patients 

the planning is more challenging.  

In order to provide some clarity on the steps 

and precautions haemo dialysis patients need 

to consider when planning time away from 

home, the professional and patient societies 

dedicated to kidney patients have joined 

together to develop a guidance document and 

risk assessment tool.  

This Joint statement from professional and 

patient societies on dialysis away from base 

(DAFB) which includes input from the UK Kidney 

association, KquIP, Kidney Care UK and the 

National Kidney Federation can be accessed at 

https://www.kidney.org.uk/Handlers/Download.

a s h x ? I D M F = a 7 0 f 0 d 7 1 - 7 6 b a - 4 7 f d - b 5 9 d -

7bc44d62a6e6

It is also available by clicking the link in 

the News section of the LAKPA website on 

dialysis when travelling away from home  

www.lakpa.org/news

Do read it if you are thinking about having a break 

– not only does it cover a lot of information, it 

also includes links to other websites that provide 

support or offer dialysis
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Articles / News.
TRANSFORMING RENAL SERVICES.

   e are delighted that the kidney 

community has initiated a Renal 

Services Transformation Programme 

(RSTP) to address long standing issues. 

This 3 year programme is led by NHS 

England and Improvement.  

It is a multi-agency programme which 

was launched a couple of months ago.  

It has five work streams: 

1 Dialysis

2 Transplantation

3 Chronic Kidney Disease

4. Acute kidney Injury

5. Systems

and 2 cross cutting themes

Health Inequalities and  

Psycho-social health

This is an important initiative, supported 

by UK Kidney Charities, including the NKF, 

which should have far reaching benefits for 

kidney patients. We are well represented on 

a number of groups and Dr Enric Vilar, Sandra 

Cruickshank, Alison Danbury-Lee and Kirit 

Modi are involved.   Initial meetings have 

taken place so the project is well under way 

and this Newsletter will bring reports on 

progress as the project unfolds. 

 

    Author : Kirit Modi  

W

KIRIT MODI ALISON DANBURY-LEE

DR ENRIC VILAR SANDRA CRUCKSHANK

HOLIDAY DIALYSIS, OR DIALYSING AWAY FROM BASE (DAFB).

    Author : Ros Aird 

A 
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Articles / News.
IMPACT OF COVID ON ORGAN DONATION AND TRANSPLANTATION AND NEW STRATEGY.

NHS Blood and Transplant (NHSBT) has 

recently published Data on organ donation 

and transplantation for the year 2020/21, 

as well as a new strategy on organ 

donation and transplantation both of 

which are summarised below.  

The last 12 months have been the most 

challenging in our history due to the Covid-19 

pandemic. The whole NHS was put under intense 

pressure and the effects were also seen in Organ 

Donation and Transplantation. In April 2020, 

during the peak of the first wave, we saw a sharp 

reduction in deceased donors and transplants – 

the lowest monthly number ever recorded with 

just 100 transplants taking place. However, with 

a great effort across clinical teams, deceased 

organ donation and transplant activity continued 

for the most urgent patients during the first 

wave of Covid-19 and returned to preCovid 

levels quite rapidly. Indeed, July and August 

were record summer months. Despite further 

waves of the pandemic, numbers of transplants 

never fell so dramatically again and the year 

concluded  with 75% of proceeding deceased 

donor activity (1,180) and 78% of deceased 

donor transplants (2,947) compared to the 

previous year, which compared favourably with 

many of our international peers. Even during 

the pandemic’s worst weeks, we saw incredible 

family support for organ donation with record 

numbers agreeing to donation, providing those 

patients on the waiting list with lifesaving organ 

transplants. This is testament to the strong 

foundation of altruism and support for donation, 

across the UK.

The consent/authorisation rate for organ 

donation was at its highest ever last year, 

reaching 69% - a 1% rise on the previous year 

and representing the sixth consecutive year of 

continuous improvement. The organ donation 

and transplantation system changed in 2020/21, 

with England adopting opt-out legislation in 

May 2020 and Scotland in March 2021. This 

change has seen an increase in the number of 

opt-in registrations on the NHS Organ Donor 

Register from 26.0 to 26.7 million at the end of 

March 2021. There were also 2 million people 

who chose to opt-out of donating their organs 

after death. However, this is much lower than 

the initial estimates when the law changed – the 

forecast was 8% of people opting out, when in 

fact it’s just over 3%.

LIVING DONATION 

Unfortunately, Covid-19 also had an impact 

on living donation just as it did in most other 

countries. Living donor transplants fell by 58% 

to 444; this was due to the fact that we had 

to pause the UK Living Kidney Sharing Scheme 

for the safety of both the patient and the donor 

during the peak of the pandemic. This has now 

resumed, and every effort is being made to 

ensure that it continues to run smoothly. 

NHSBT recognises that this has been a very 

worrying time for those patients who are waiting 

for a transplant and the families supporting 

those patients. They would like to reassure 

them that the recovery of organ donation and 

transplantation, both living and deceased, is well 

underway and deceased donation rates are back 

to pre-COVID levels thanks to the huge support 

of all those families who agree to donation and 

the clinical teams who work tirelessly to get the 

best outcome for patients.

NEW STRATEGY ON ORGAN DONATION 
AND TRANSPLANTATION

A ten year strategy called “Meeting the Need” 

has been published by the four UK governments 

and NHSBT. The strategy has two aspects:  to 

increase organ donation and to increase organ 

transplantation and the following summary is 

included in the strategy. Previous strategies have 

delivered by concentrating on organ donation 

initiatives. While there remains great potential 

for this, there are also opportunities for the 

UK to increase organ utilisation using new 

technologies and techniques. We will focus on 

addressing organ utilisation challenges common 

to all organ groups, and each group individually. 

We will also develop models of organ recovery – 

where organs can be assessed and treated with 

precision medicine prior to transplantation. The 

ambition is that the UK will deliver a step change 

in transplantation, which will reduce the wait for 

a transplant and improve outcomes for those 

who receive this life changing gift.

Stakeholder events highlighted the importance 

of a strategic approach to issues related to 

BAME communities and other disadvantaged 

groups. This has been brought into sharper 

focus because of the disproportionate impact 

of COVID 19 amongst people from a BAME 

background and the greater awareness of 

systemic racism in society and efforts to address 

it through the Black Lives Matter movement.  A 

focus on diversity and inclusion, ensuring that 

we deliver the best possible outcomes for all, 

irrespective of ethnicity or social circumstances 

will underpin the strategy. We will transform 

the UK’s donation and transplantation services 

to provide a sustainable service that is well 

prepared for the future and engenders public 

and patient confidence. We will further develop 

the UK’s pioneering culture of research and 

innovation in donation and transplantation.

IMPLEMENTATION OF THE STRATEGY

The strategy does not include any measurable 

key performance indicators at present and these 

will now be developed. Also, the implementation 

plan will be developed and the NKF will, of 

course, support this through its work.

 

    Author :
    Kirit Modi
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       any of you will be aware of the Peer 

support service which has been running now 

for 3 years. The aim is to support kidney 

patients by enabling conversations between 

kidney patients and carers and trained 

volunteers.  The volunteers are all kidney 

patients or carers who have experience of 

some form of renal replacement therapy, 

or caring for someone with kidney disease.  

Peer support conversations are centred on 

giving emotional and personal support and 

reassurance to patients, many of whom 

have been newly diagnosed, or are facing a 

change in their treatment. There is so much 

evidence that the ability to talk to someone 

who is not a doctor, but who has experience 

of what you are going through and come out 

the other side, is of immense value to those 

feeling concerned or frightened about their 

diagnosis.

The programme has been so successful that Jacqui 

Byfield, renal support practitioner, is planning to 

recruit and train a new batch of volunteers as well as 

to arrange a get together of existing peer supporters.  

Given the need to be Covid safe with such a vulnerable 

group, the process is being carefully planned, but is 

likely to be carried out virtually through one of the on 

line meeting programs e.g. Zoom

Peer support continued to accept referrals 

throughout the pandemic although at a slightly 

lower level.  However referrals are now increasing 

and the necessary move to telephone peer support 

has proved successful

Jacqui paid tribute to her current list of peer 

supporters and their commitment to the patients 

seeking their help – it has been a heartwarming 

experience for her and her team.

She told us that, since January there have been 25 

referrals with some patients speaking to up to 3 

peer supporters in order to tap into their different 

experiences. The important message is that 

whatever your background or renal condition there 

are supporters who can talk from experience and 

demonstrate that it is possible to live with kidney 

disease and make the best of it.  

Evidence that the service is successful and 

appreciated can be seen from just a few of the  many 

instances of positive feed back from patients that are 

shown below.  Moreover peer support is not a one 

way street – the supporters too find that they get 

a lot out of being involved, comments such as the 

following: 

“I remembered when I was first diagnosed 
and not having anyone outside of the 
medical professionals to speak to and 
what that had felt like for me.  Sharing 
it and being able to support someone 
going through it felt good for me too.”

“We spoke of how they had mentally 
changed since their diagnoses. I was able 
to empathise with them on the emotional 
impact their diagnoses had on them. Our 
talk helped me to see how far I had come.” 

Or just simply 

“I enjoyed speaking with patient;  
it felt good to help someone.”

If you are interested in becoming a peer 

supporter please contact  : 

Jacqui on 01438 284957

FEEDBACK

Peer Support has helped prepare me; I was 
initially overwhelmed. I am looking forward 
to starting the training and looking ahead at 
starting PD. I am feeling more enthusiastic 
and feel more prepared to start PD.

Speaking with more than one Peer Support 
gave me overview of varied perspectives on 
dialysis and transplant; it evidenced how people 
from varying lifestyles had a life after dialysis/
transplant. 

I realised what I was experiencing emotionally 
with my partner’s health was normal and, 
although there were some differences in our 
partner’s symptoms, being able to share what  
I was experiencing really helped me.

The session had been absolutely amazing.  
It really helped me and made a difference in 
my attitude, thinking and my perception of my 
situation. The session gave me hope that there 
was light at the end of the tunnel.  I can’t 
thank Peer Support enough. 

Please thank the peer supporters; let them 
know they had been brilliant and hearing of 
their experiences has been invaluable to me.

It was lovely to speak to someone with 
experience. The Peer Support covered lots 
of aspects, some I hadn’t thought of. The 
conversation was really interesting; I found I 
was buzzing after and felt more positive. I 
was pleasantly surprised by what I got out of 
peer support and feel I have benefitted from 
speaking with Peer Support.

Speaking with the peer supporters was more 
important than they probably realise; for me 
it had proved invaluable.

 
PEER SUPPORT – PROVING ITS VALUE THROUGH THE PANDEMIC.

Articles / News.

M



Speaking with Peer Support had definitely 
helped relieve any apprehensions/anxieties I 
felt about donating. It has really put my 
mind at ease…it was really good to speak 
with someone who had donated and it was 
nice to hear they felt the same after donating.

Speaking with Peer Support about home HD 
helped me realise dialysis may not change 
my life as much as I feared.  I do not 
want to be tied to the hospital. Peer Support 
helped me  to realise although there would 
be some changes I would still be able plan 
my time so I could go out, plan holidays and 
still do things I like to do.     

11

HELP LAKPA BY SIGNING UP TO      

       o you buy things from Amazon?  If so you can help support LAKPA 

through your purchases from Amazon and it will cost you nothing.  

LAKPA have recently signed up to Amazon Smile.  This is a scheme by 

which Amazon donate 0.5% of the value of eligible purchases to your 

choice of charity.

It is very simple to do and once you have set up your charity just log 

into smile.amazon.co.uk  - it looks and reacts exactly like the normal 

Amazon screen. Be sure to use the Amazon.co.uk site as Amazon.com 

will not recognise LAKPA. 

The following are the instructions from Amazon.

How to use AmazonSmile on a web browser:

1.  Visit smile.amazon.co.uk

2.  Sign in with the same account you use for Amazon.co.uk

3.  Select your charity NB Write out in full Lister Area Patients Association

4. Start shopping! Remember to checkout at smile.amazon.co.uk to generate 

donations for your chosen charity..

Tip :  Add a bookmark to make it easier to shop at smile.amazon.co.uk.

How to use AmazonSmile using the Amazon app on your mobile phone:

1.  Open the Amazon Shopping app

2.  Navigate to the main menu (=)

3.  Tap on Settings and then select “AmazonSmile”

4. Select your charity and then follow the on-screen instructions to turn ON 

AmazonSmile in the mobile app

5. Once AmazonSmile has been activated in your app, future eligible app 

purchases will generate a donation for the charity you have selected.

If you use Amazon, please take advantage of this  

– it may be a small percentage but ‘Every little helps’

D

 
THE NFK ANNOUNCES A NATIONAL  

PEER SUPPORT SERVICE.
  t is testament to the value of existing Peer 

Support Services that the NKF is launching a 

national Peer Support service from 1 September 

and a number of our peer supporters have 

volunteered for the service.

This service will be available through the NKF 

Helpline and will operate in a similar way to that 

in the LAKPA region.  Although it is open to all 

it is particularly focussed on encouraging the 

uptake of home dialysis, in view of the significant 

benefits and lower incidences of Covid in home 

dialysis patients during the pandemic.

The NKF helpline can be contacted at 0800 

169 09 36 or email helpline@kidney.org.uk

I
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News.

UPDATE ON NON EMERGENCY PATIENT TRANSPORT (NEPTS)

   n 1st April 2021 Contract management 

arrangements for patient transport were split 

geographically.   Bedfordshire CCG and Luton 

CCG fall within the Bedfordshire, Luton and 

Milton Keynes ICS. East & North Hertfordshire 

CCG and Herts Valleys CCG fall within the 

Hertfordshire and West Essex ICS.

CCGs across the country are developing 

health and social care partnerships within 

their geographical boundaries (this is termed 

as Integrated Care Systems) and part of this 

process is aligning contractual arrangements.  

This is the main reason for the change.

NHS Herts Valleys CCG, with NHS East & North 

Herts CCG and NHS West Essex CCG, have been 

the members of the NEPTS (Non-Emergency Patient 

Transport Service) consortium since 1st April 2021.

Both the Hertfordshire and West Essex Integrated 

Care System (ICS) and the Bedfordshire, Luton 

and Milton Keynes ICS intend to commence a 

procurement contract for NEPTS. The new provider 

will be expected to operate the service from 1st April 

2023.  It is expected that there will be service user 

and LAKPA input into the procurement process.

Meanwhile, IPC measures such as social distancing 

(one metre distance) and Must Travel Alone (MTA) 

principles are still in force. The lifting of restrictions 

saw an increase in patient numbers accessing health 

services and a return to business as usual.  IPC 

measures remaining in place meant the pressure 

on EEAST as a patient transport provider continues 

to increase and adding more pressure on a system 

already being stretched to its limit

National directive has meant that full contract 

management and monitoring has not resumed. 

Informal catch up relating to activity, performance, 

quality issues are taking place fortnightly between 

the CCG and EEAST. Compliments from service users 

were reported to be high and complaints were low at 

EEAST for NEPTS so far, but this is not validated data.

Following a patient transport survey in 2020, 

ENHT ranked 27th (out of 70) for renal units 

that participated in the survey. Patient reported 

experience measures for transport seemed to have 

improved significantly from previous years and can 

be attributed to some of the collaborative work with 

providers to improve the service. 

The CCGs will continue to work closely with EEAST in 

monitoring the safe delivery of the service.

Authors : 

Aparna Garg Contract Manager Herts & 

West Essex ICS &  

Mahroof Nazir Senior ` 

Contract Manager BLMKCC  

 

    Author :  Fiona Loud

PATIENT TRANSPORT REVIEW.

   he NHS in England has released new 

proposals on transport to and from hospital, 

which includes people on dialysis in kidney 

units. It’s often called ‘non-emergency patient 

transport’ or NEPTS but to those on dialysis 

it’s the way you get to and get home from 

your treatment. As a member of its transport 

Expert Advisory Group Kidney Care UK has 

engaged extensively with NHS England on this 

report to make the case for improved quality 

and access to dialysis transport.. This is the 

first time that the NHS has reviewed transport 

for many years so it is much-needed. Subject 

to support for its recommendations this 

system will be brought in over the next two 

years and commits to introducing a universal 

commitment to transport support for all 

journeys to and from in-centre haemodialysis.

What does this mean?

This commitment means free transport and is either:

• •  Specialist transport (such as an ambulance), when 

adapted vehicles or staff with particular training is 

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 are able to drive yourself, or your 

family or friends take you, or you choose to use public 

transport, including any car parking charges not 

covered by the existing free car parking commitment.

This commitment is not income related and the 

decision on appropriate transport should be a shared 

one, reflecting people’s needs and preferences as 

well as the appropriate use of NHS resources. 

Fiona Loud LAKPA Vice chair who is also the Policy 

Director for Kidney Care UK said  “this is a very 

welcome commitment to improved dialysis transport 

travel and free dialysis transport plus choice and 

quality improvement”

The full report can be read at : 

https://www.england.nhs.uk/wp-content/

uploads/2021/08/B0682-fnal-report-of-the-non-

emergency-patient-transport-review.pdf 

with a lay version on the Kidney Care UK website

https://www.kidneycareuk.org/news-and-

campaigns/news/transport-new-framework/ 

      

T
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News / Fundraising. 
SEEMA’S LATEST FUND RAISING DRIVE.

     eema Dahad, a long standing member of 

the LAKPA Committee is also one of its most 

dedicated fundraisers.  This summer she 

committed to walking 100 km in memory of 

her late husband who suffered from kidney 

disease.  This is a remarkable feat as many 

readers will remember from the report in 

our last Newsletter that she celebrated her 

80th birthday last February.  Seema has now 

completed her walk which has raised  £690 

for LAKPA.

Thanking Seema for all her efforts, Kirit Modi, LAKPA 

chairperson said – “I am most grateful to Seema for 

her amazing dedication to raising funds in support of 

LAKPA.  Well done – you are helping us to support 

kidney patients across the Lister area”.

If you would like to make a donation to increase 

Seema’s total, the details of her Just Giving page are  

justgiving.com/fundraising/sindhudahad 

S

     he UK Kidney Association is calling for 

the Joint Committee for Vaccination and 

Immunisation (JCVI) to urgently prioritise 

third dose vaccination to protect those who 

are clinically extremely vulnerable (CEV) 

due to kidney disease, along with other 

CEV groups, and ahead of any planned 

‘booster’ vaccination programme for the 

general population.

BACKGROUND 

1. Those who are CEV because of kidney disease 

comprise the following groups of people:

(i) those receiving long-term haemodialysis

(ii) those with kidney transplants

(iii) those with CKD stage 5 (eGFR<15 ml/min/1.73m2) 

not yet receiving dialysis or receiving peritoneal dialysis

(iv) those who have received significant 

immunosuppression for autoimmune kidney disease

2. Most adults who are CEV because of kidney disease 

have received two doses of a COVID-19 vaccine.

3. The evidence shows that COVID-19 vaccination has 

saved the lives of many people with kidney disease, 

and others have been protected from serious illness.

CURRENT RECOMMENDATIONS. 
Whilst kidney patients were largely excluded from 

early trials of COVID-19 vaccines, significant scientific 

evidence has been collected about vaccine responses 

in these groups which now allows us to optimise our 
vaccination strategy. 

• We continue to strongly recommend that adults 

who are CEV due to kidney disease and who have 

not yet done so receive two doses of an approved 

COVID-19 vaccine as soon as possible. 

• We recommend that any CEV kidney patient 

beginning a vaccine course should receive an mRNA 

vaccine if possible. 

LATEST RESEARCH 
New data now confirms, unlike the general populous, 

many people who are CEV because of kidney disease 

are not adequately protected by two doses of vaccine. 

In particular with exposure to the delta variant. 

There is also new evidence that people with kidney 

disease have a better antibody response to an mRNA 

vaccine (such as Pfizer) than an adenovirus vaccine 

(such as Astra Zeneca). 

Extensive international data has confirmed that 

protection is considerably improved by receipt of 

a third mRNA vaccine dose. This evidence is being 

prepared and will be available shortly.

Therefore a 3-vaccine course should be considered 

as standard treatment for these patients. The case 

for this was made to the JCVI three weeks ago: the 

JCVI were shown a detailed summary of the evidence 

from the UK and around the world supporting this 

position, and were the first to see data on neutralising 

antibody responses in in-centre haemodialysis 

patients which was published 12/8/21. To date, the 

JCVI have not responded. The total number of CEV 

people in the UK (i.e. those who were on the ‘shielding 

list’ during the first wave ) was around 1.5 million, similar 

to the total number of 16-17 year olds in the general 

population. CEV patients have much higher susceptibility 

to infection. Many continue to practice some degree 

of ‘shielding’ due to valid concerns that they are not 

adequately protected, like the general population. We call 

again on the JCVI to act to correct this. 

Specifically, we are recommending prioritisation of people 

in groups (i) and (ii) to receive a 3rd SARSCoV-2 vaccine 

dose using an mRNA vaccine and for people in group (iii) 

and (iv) to receive a 3rd SARSCoV-2 vaccine and that this 

should be an mRNA-based vaccine. We recommend that 

these additional vaccine doses are given immediately to 

those who have received two vaccine doses. 

In the meantime, we continue to recommend that: 

a. All people who are CEV because of kidney disease 

continue to follow enhanced precautions, following the 

lifting of wider restrictions on 19 July. 

b. Healthcare facilities should maintain full protective 

environments in kidney dialysis units and kidney 

outpatient areas and should continue to provide 

COVID-19 protected “green” pathways for kidney 

dialysis patients, transplant recipients and patients 

who are on or have recently received significant 

immunosuppression for autoimmune kidney disease. 

This should include the provision of COVID safe 

hospital transport for CEV kidney patients. 

UKKA : SARS-COV-2 COVID-19 THIRD DOSE OF VACCINE FOR CLINICALLY 
EXTREMELY VULNERABLE ADULT KIDNEY PATIENTS – A POSITION STATEMENT T

    Author :  Ros Aird



14

Healthy Eating. 
    t is well known that a diet rich in fruit and 

vegetables is beneficial in preventing and 

treating many chronic and lifestyle-related 

diseases like diabetes, heart disease and 

obesity.  The Mediterranean diet and DASH diet, 

for example, is a recommended way of eating 

in many lifestyle diseases.  These diets are high 

in fruit & vegetables, whole grains, moderate 

in protein and includes unsaturated fats like 

olive oil, nuts and seeds. It is important to note 

that it’s not one component or ‘superfood’ 

from these diets which reaps health benefits, 

but the combination of all the nutrients that 

makes this such a healthy way to eat.

The long-standing recommendation for kidney 

patients has been to consume meat or fish for 

adequate and high quality protein and to be careful 

of eating too much fruit and vegetables, or cut out 

certain fruit or vegetables, especially if you are a 

following a low potassium diet. Some even thought 

vegetarian diets are incompatible with kidney 

disease. 

With growing understanding of how plant and 

animal-based protein work in the body and emerging 

scientific evidence, people with kidney disease can 

safely eat more plant-based or vegetarian foods, if 

you do it wisely. 

Benefits of plant-based eating.

If you have early kidney disease, recent studies have 

shown these health benefits by eating more plant-

based foods:

1.  Helps to maintain a healthy weight

2. Lowers blood pressure and cholesterol, which 

reduces your risk of heart disease 

3. Lowers your risk for diabetes or improve your 

blood sugar control if you have diabetes

4. Improves antioxidant levels

5. Helps maintain your kidney function for longer – 

there is scientific evidence which shows lowering your 

risk of heart disease, diabetes, cholesterol levels and 

by losing weight, in combination with medication, 

can slow down the progression of kidney disease

If you have kidney disease and receiving dialysis 

treatment, eating more plant-based protein can have 

these health benefits:

•   •   Lowers blood pressure

•   •   Improves anti-oxidant intake

•   •   Improves insulin sensitivity

•   •   Less inflammation

•   •   Reduces your risk for heart disease

People receiving dialysis treatment need to ensure 

they are eating sufficient amounts of protein daily 

to meet their needs and some patients need to be 

mindful of raised potassium levels. Speak to the 

Renal Dietitian at your renal unit to help you plan 

your diet if you would like to include more plant-

based protein sources in your diet.

It is important to remember there is not one diet that 

is suitable for everyone. What you can and can’t eat, 

depends on your individual health condition/s. That 

is why it is important to speak to your Renal Team 

about any changes to your diet.

What is a plant-based diet?   

There are different interpretations about a plant-
based diet. It means including fruit & vegetables, 
whole grains, pulses and legumes (beans, lentils, 
chickpeas), unsalted nuts and healthy oils/spreads, 
while having animal products like dairy, meat and 
fish in moderation or limiting these foods.

To make this diet as healthy as possible ultra-
processed foods are also limited i.e. ready-made meals 
or meat substitutes high in salt, refined starchy foods 
like white bread, low fibre cereals, salty snacks like 
crisps and high sugar drinks. Small changes are best 
when trying to make big lifestyle changes.  

  Here are 7 easy steps towards eating more healthily :   

•  •  Include 1 or 2 portions of fruit/veg every meal.

•  •  Change your thinking on meat, try smaller amounts 

or replace some meals/snacks with plant protein.

•  •  Choose good fat - olive oil, rapeseed or sunflower.

•  •  Cook a vegetarian meal at least one night a 

week, include plant protein i.e lentils, chickpeas, 

beans, tofu.

•  •  Include whole grains for breakfast.

•  •  Build a meal around a salad and include a 

portion of protein.

•  •  Eat fruit for dessert.

•  •  Try to avoid processed or packaged foods.

 
PLANT-BASED EATING AND CHRONIC KIDNEY DISEASE.

1 poached egg (50g) 6.7g protein   80g tofu    6.5g protein
100ml whole milk 3.5g protein   145ml soya milk   3.4g protein
40g cottage cheese 3.8g protein   1 tbsp peanut butter     3.7g protein
70g pork mince  17.1g protein   220g lentils               16.7g protein
1 chicken wing  6.8g protein   150g cooked quinoa      6.6g protein
100g beef mince 24.7g protein   100g Quorn mince  14.1g protein

I

If you would like to include more plant-based protein in your diet,  
here are a few easy swaps to make from animal to plant-based protein:

    Author :  Lize Van Rensberg  

                   Renal Dietician



Veggie Korma with Naan.
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Method
1.   Place the rice into a cup, take note of where the rice comes up to and tip into a large saucepan  

(it might be the whole cup). Fill the same cup with water up to the noted line and tip into the saucepan, 

repeat once more. Bring to the boil, cover then simmer for 10 minutes, then turn the heat off completely, 

leaving the lid on.

2.   Put the vegetable oil into a pan and fry the onion, garlic and ginger. Add the chopped vegetables and 

chickpeas.

3.   For the curry paste, mix all the ingredients together with 200ml/7fl oz boiling water in a jug. Pour into the 

pan with the yoghurt. Season with pepper and a pinch of salt. Stir well place a lid on the pan and simmer for 

10 minutes over a low heat.

4.   For the naan breads, mix all the ingredients together in a bowl and roll into a ball. Split into four and roll 

out into oval shapes on a floured, clean surface. Dry-fry (no oil) the naans for a few minutes, or until golden-

brown. Serve the curry with the naan and rice.

Recipe Tips
This recipe isn’t too spicy, so if your family likes a bit of heat, add a bit of chilli powder, 

or use a hotter curry powder.

Ingredients  
•   •   190g/6½oz rice 

•   •   2 tsp vegetable oil 

•   •   1 onion finely chopped

•   •   3 garlic cloves

•   •   1 thumb ginger grated

•   •   1 broccoli chopped into florets

•   •   handful of green beans or mangetout

•   •   1 carrot, peeled and sliced thickly

•   •   handful baby corn

•   •   400g tin of chickpeas, drained & rinsed

•   •   250g/9oz natural yoghurt 

For the curry paste
•   •   1 tsp ground cumin 

•   •   1 tsp garam masala 

•   •   1 tsp ground turmeric 

•   •   1 tsp mild curry powder 

•   •   2 tbsp tomato puree 

•   •   1 vegetable stock cube

For the naan breads
•   •   150g/5½oz plain flour, + extra for dusting

•   •   75g/2¾oz Greek-style yoghurt 

•   •   1 tsp baking powder  
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YOUR COMMITTEE 2021.

Useful Information.

For any change in contact details please contact:  Marcia Hamlin email: marciahamlin@talktalk.net or write to:  Marcia Hamlin, Lister Area Kidney Patients Association,  
49 Mandeville, Stevenage, Herts. SG2 8JJ /  Please note the address for our Treasurer, Anthony Byrne, at 8 Elm Walk, Stevenage, Herts SG2 9UY

 
NOTICES.

Organ 
Donation 

Week 
20 - 26th 

September 2021

Young 
Peoples’ 

week 
10-19 th

September 2021

Committee Meetings 
12 October 2021, 14 December 2021, 8 February 2022

LAKPA –FACEBOOK 2021

The LAKPA Facebook page is now up and 

running and we will be regularly updating it 

with both local and national items of interest.  

Do look at it and ‘Like’ it on www.facebook.

com/lakpa.org so that we can spread the 

message on combatting kidney disease and 

organ donation as widely as possible.

Follow us on 

YOUR LIAISON OFFICERS.

Membership of LAKPA is completely FREE as it is run by volunteers and depends entirely on donations and fundraising for its work in supporting kidney 
patients.  If you wish to join LAKPA you can do this by completing the membership form on our website: www.lakpa.org/LAKPAmembership,  

or by writing to our membership secretary, Marcia Hamlin at 49 Mandeville, Stevenage SG2 8JJ


