
For all Patients and Carers at Lister, Chiltern, Harlow, Bedford & St Albans Units

Latest News &
reports inside

Including: 

Summer outings for  
all the Units SEE PAGES 6 & 7

An MBE for Kirit  SEE PAGE 3

www.lakpa.org

LISTER AREA
KIDNEY PATIENTS 

ASSOCIATION

Supporting kidney patients

Autumn 2022Autumn 2022

L ISTER AREA KIDNEY PATIENTS ASSOCIATION

N E W S L E T T E RN E W S L E T T E R

HELP AVAILABLE :  
COST OF LIVING CRISIS  SEE PAGE 4

UPDATE :  
TOM COSTELLO BEQUEST SEE PAGE 5

NEWS : PREMS SEE PAGE 9



2

Contents.
 

INDEX.

For any change in contact details please contact Ros :  email: rosa@lakpa.org or or write to Ros Aird, 32 Lammas Rd, Watton at Stone, SG14 3RH 
Please note the address for our Treasurer, Anthony Byrne, at 8 Elm Walk, Stevenage, Herts SG2 9UY

 
EDITOR’S MESSAGE.

Welcome to this Autumn Edition of the LAKPA 

Newsletter.  I hope you have been able to enjoy 

the summer. On the plus side we have enjoyed 

glorious sunshine which has meant that the 

seaside trips that were arranged for each of 

the dialysis units were sunny and dry, and you 

can see from the photos how successful they 

were.  What’s not to like – a day at the seaside 

in glorious sunshine?

We are going to need all the boosts to our wellbeing that 

we can get as what is certain is that this is going to be 

a difficult Winter, with frightening levels of inflation on 

food and energy.  LAKPA is committed to working with 

the renal social work team in helping those of you who 

are finding life emotionally or financially challenging – 

do read the article on the Cost of Living Crisis to find out 

what we are doing and where to contact.  We are lucky 

to have the bequest from Tom Costello to help fund this 

support and we have been redoubling efforts to raise 

funds.  The partnership with the Ware BNI has proved 

particularly beneficial with well over £2,500 raised since 

January and more events planned.  There have also been 

wonderful efforts by individuals and congratulations to 

Nick Papé who has raised over £3,000 so far with his 

1,000km walk, and he’s not finished yet!

We are also delighted that the working groups set up in 

response to the survey that we carried out to determine 

priorities have been delivering on their remit.  A lot of 

work is underway to ensure that kidney patients and 

their families and carers are supported through these 

difficult times, and also that the dialysis waiting areas 

are being made more comfortable and accessible

On the operational side, you will be pleased to see that 

in the 2021 PREMS survey of kidney patients, Lister area 

received an above average score in all categories, but the 

work of analysing the results is not yet complete and we 

hope to be reporting fully on this in the next edition of 

the LAKPA Newsletter. 

This issue includes updates on a number of operational  

issues including Dr Jeevaratnam’s on challenging times 

ahead, including the plans to refurbish the home dialysis 

area.  LAKPA is committed to representing the patient’s 

voice in this planning process and we are looking 

forward to participating in this important initiative.

I hope you enjoy this Newsletter – please do contact 

me if you have any comments or suggestions either 

email rosa@lakpa.org, through the contact page on the 

website www.lakpa.org , or through a message to our 

Facebook page. Or write c/o Renal Reception at Lister 

Hospital.  I look forward to hearing from you

With all good wishes

Ros Aird

EDITOR.
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Chairperson’s message.

   am delighted that all patients on dialysis and 

their families have had an opportunity to go on 

a social trip this summer. This is the first time 

we have managed to arrange and fund these 

important events. I am most grateful to all staff 

from the six units, as well as LAKPA committee 

members, for their incredible work in arranging 

these. 

Increasing support to patients and their families continues 

to be our main priority. We have agreed ways in which 

grants can be given to patients in greatest need through 

our remarkable Renal Social Workers team. We have 

developed plans, in partnership with renal staff, on how 

we can improve waiting areas and hope to complete 

these in the next few months. We know that life for kidney 

patients over the next year is not going to be easy. LAKPA is 

committed to do all it can to offer practical support. Please 

do not hesitate to contact us if we can help you. 

Best wishes.

Kirit Modi 
Chairperson

I

KIRIT AWARDED AN MBE.

       e are delighted to report that Kirit Modi, 

our LAKPA Chairman, was awarded an MBE 

in the Queen’s Birthday Honours this June 

for services in supporting kidney patients 

and promoting organ donation. It is a great 

recognition both of Kirit and of the kidney 

causes which he has supported with such 

dedication and focus these many years.

In addition to his role in LAKPA, Kirit is also honorary 

president of the National Kidney Federation, Chair 

of the Jain and Hindu Steering Group for Organ 

Donation and is a member of the project board for the 

community investment scheme run by the NHS Blood 

and Transplant.  You may also remember that Kirit 

was awarded a Points of Light award from the Prime 

Minister in 2018 for his work on organ donation.

As many of you know Kirit has been a kidney patient 

for over 25 years and has received 2 transplants in that 

time.  This has made him a passionate supporter of the 

need to raise awareness of the importance of organ 

donation along with his unwavering support for kidney 

patients generally

We send him our heartfelt congratulations on receiving 

this richly deserved recognition.

Kirit said:- “ This award is for numerous dedicated 

LAKPA committee members and others with whom I 

have had the privilege to work with for many years. I 

am most grateful to renal staff at the Lister and the 

Royal Free who continue to provide excellent care to 

me. Kidney patients face huge challenges at present, 

and I hope this award will help strengthen the patient 

voice both locally and nationally.”  
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Dear Readers,

W

        e are saddened to hear of the death of Her 

Majesty The Queen. For over seventy years she 

has dedicated her life to service for her country 

and the Commonwealth and been a figurehead 

of national unity and stability at a time of 

enormous change.

She represented so much that was good and 

was a constant in all our lives; she will be much 

missed.  We send our sincere condolences to the 

Royal Family

W
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Reports.Reports.
 

ACTIVITY REPORT FROM DR JEEVARATNAM.

  ctivity continues to grow - in-centre 

dialysis and acute dialysis patient numbers 

are up to 583 and there are now 79 patients 

on home therapies.  Advanced Kidney Care 

has grown around 10% in the last year, 

some of which may be due to Covid.  In 

addition, patients requiring immuno-

suppression for auto-immune conditions 

have increased.

There are around 435 transplanted patients we 

follow up, but acute transplant numbers compared 

with 2017, have dropped by 5% due to a reduction 

in the number of available donors during the COVID 

pandemic. Transplant work up had also slowed down 

due to sickness and staffing related issues, such as 

redeployment to cover COVID related problems. 

These are expected to resolve over the next few 

months as workforce and recruitment plans come 

to fruition. An increase in the number of nursing 

staff is being budgeted into the planning for the 

next financial year so that a more resilient nursing 

workforce can be established for the long term.

The Florence Unit has now been closed down and the 

portacabin removed.  It did an excellent job in helping 

manage Covid, but its use had reduced to nothing 

over the last months.  Covid positive patients are 

now managed in side rooms in the units, particularly 

in the Chiltern Unit where the infection control 

arrangements are excellent, and this model will be 

continued in any future such building programmes.

Capital projects – funds have been approved for a 

full revamp of the home therapies unit and work is 

under way to appoint a project director so that the 

work can start.  In addition to this project, both 

the Harlow and St Albans units have capacity and 

infrastructure issues that need to be resolved in order 

to care for their patients into the future.  Preparatory 

work for these projects has been done and further 

reports on all these areas will be covered in future 

issues of this Newsletter.

AUTHOR  Praveen Jeevaratnam.

 
KIDNEY CARE NATIONAL PSYCHO SOCIAL WORKING GROUP.

    he last few years have been difficult for 

everyone, particularly for kidney patients and 

their carers and, after the difficulties of Covid,  

we are now faced with a cost of living crisis.  

It is not surprising that this is affecting many people’s 

mental health and, recognising this, Kidney Care 

UK, have recently published ‘Psychosocial Health 

– a Manifesto for Change’.  The term psychosocial 

is used to refer to the full range of psychological, 

psychiatric, and social care needs. A chronic kidney 

disease diagnosis can have a significant impact on all 

aspects of a person’s life, particularly their emotional 

wellbeing and mental health. Research tells us 

supporting the psychosocial needs of people with 

kidney disease helps them live longer in much better 

health, allowing them to enjoy time doing what they 

love with the people they care about.

We are fortunate to have a renal social work team 

supporting our patients and we will be working with 

them and the renal clinical team to consider how the 

recommendations of the manifesto can be reflected 

in the service.

If you or your career feel that your well 

being or mental health is impacted by your 

kidney diagnosis do contact the renal social 

work team on 01438 284957

COST OF LIVING CRISIS – WE ARE HERE TO HELP.

        ith inflation running at nearly an all time 

high and the cost of heating and lighting 

our homes skyrocketing, this is a frightening 

time for everyone.  It is the more so for 

kidney patients, who often have to follow 

special diets and need to be able to keep 

warm, and whose condition means that they 

have little opportunity to increase their 

income to cope with these demands.

We are committed to helping patients who find 

themselves struggling to pay for basic necessities 

and, working with the renal social work team, help is 

available to pay for food and energy through grants, 

supermarket vouchers and top up grants.  If you need 

this help speak to the renal social work team on:   

01438 284 957 

 
TOM COSTELLO BEQUEST UPDATE.

A T

S 

W

REIMBURSEMENT OF UTILITY COSTS FOR HOME DIALYSIS PATIENTS.

     he NKF have been addressing the increasing 

cost of utilities for home dialysis as part of 

their campaign to increase home dialysis, and 

have been working to ensure that the cost of 

home dialysis treatment is fully covered.

They are therefore very pleased to share the 

great news that NHS England will be actioning 

reimbursement of additional utility costs for patients 

receiving home dialysis and there are systems in 

place to enable patients to reclaim these costs from 

their dialysis provider (NHS Trust).

Those of you who are carrying out dialysis at home 

should be aware of the arrangements that are in 

place for home dialysis patients in the Lister Area – 

All patients on home HD are asked to provide up to 

date bills for electricity and water and the amounts 

used are calculated on the type of machine and the 

individual patient’s prescription.  Reimbursement is 

arranged quarterly.  

If you have any query on this you should 

initially contact the Home Therapies 

Department on 01438 284100

T

     ince the last Newsletter there has been 

a lot of work carried out, both in arranging 

and funding seaside trips for patients, and 

by the groups set up to deliver the key 

recommendations of the survey that was 

carried out earlier this year and to which 

many of you responded.  

These groups are focussed on 

a)  Increasing Financial Support to Patients

b)  Improving waiting areas

Increasing Financial Support to patients

This group led by Kirit, has met a number of times 

and is acutely aware of the increasing problems that 

the huge increases in the cost of living are bringing to 

kidney patients.  Kirit is working closely in with Maria 

and the renal social work team to develop a range 

of support that can be provided to those eligible.   

These include:

• •  Tesco vouchers for the purchase of foodstuffs etc.

• •   Assisting with energy costs

• •  Providing top up grants where appropriate

• • Funding the employment of a Money Matters Adviser

These initiatives have been agreed and all, apart 

from the Money Matters Adviser, are now in place.  

Suitable candidates for this post are being identified 

and further details will be published as soon as they 

are available

Improving Waiting Areas

This workstream is being led by Tarsem Paul whose 

first task was to consider all 5 dialysis waiting areas 

and to determine priorities.  Working with the Trust’s 

Estates team, it was agreed that the Lister and St 

Albans reception and waiting areas were most in 

need of improvement and a plan of action agreed.  

Accordingly, a set of replacement chairs and a 

table have been ordered, similar in style to those 

in the new Chiltern Kidney Unit, for the reception 

and waiting areas in both St Albans and Lister.  In 

addition, these areas will be redecorated during the 

Autumn and at Lister, automated doors to assist with 

access for those with wheelchairs, or limited mobility 

have been commissioned.  The work is planned for 

the Autumn and, as far as possible this work will be 

delivered out of hours to minimise any inconvenience 

to patients and staff.

The Bedford and Harlow units have been assessed 

for improvement as part of this workstream and 

landlord’s permission is being actively sought to put 

in place improvements that have been identified as 

this will be required before any work can commence.

This workstream also includes the provision of 

vending machines for the satellite units as this was 

identified as a facility that patients and staff would 

greatly appreciate.  Tarsem has worked with the 

dieticians to determine a suitable range of goods 

and we are now awaiting notification from the Trust 

that the existing vending contract will be extended to 

include this provision.

AUTHOR :  Ros Aird
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Article. Article.
SEASIDE TRIPS FOR DIALYSIS PATIENTS.

    ne of the first decisions made when we 

were told of Tom Costello’s bequest to LAKPA 

was that we would fund a coach trip to the 

seaside from each of the dialysis units, and 

also offer it to home therapies patients.  

Tarsem Paul has taken the lead on this and 

through his hard work and determination, 

every unit has either enjoyed a trip, or has 

one booked.

Lister unit kicked this off with a trip to Southend on 3 

July, followed by ones from Harlow Unit and Chiltern 

Kidney Centre, both to Southend on 14 August, and 

one to Clacton from the St Albans Unit also on 14th 

August.  Bedford unit’s trip to Southend took place 

on 4th September and a Home Therapies trip, also to 

Southend is booked for 17 September.

This is the first time that all units have had this 

opportunity and even better, all the trips have 

enjoyed good weather, which really added to their 

success.  We are confident that Tom would be 

delighted that a small part of his bequest could bring 

so much pleasure.  Thanks are due to Tarsem, whose 

tenacity and commitment ensured that all dialysis 

patients had the opportunity to enjoy a day at the 

seaside.  A selection of the many photos taken on the 

day are included which really show that a good time 

was had by all.

Following on from this, further social events will be 

planned and if you would like to suggest any possible 

events, we would be delighted to hear from you.

You can contact us through the LAKPA website, 

or write to LAKPA c/o Renal Administration at the 

Lister Hospital. www.lakpa.org 

O
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    any of you will know that LAKPA have 

been BNI Endeavour’s Charity of the year and 

this is proving to be a happy and beneficial 

partnership having raised nearly £3,000 

already for us this year.  BNI is a business 

network group, established in many towns 

across the UK, each chapter only accepts 

one member from a profession, and they 

have to adhere to a set of ethics in doing 

business.  The Ware group has around 30 

members representing a wide spectrum of 

businesses from fine wine investment to 

building trades, from IT and accountancy 

services to cleaning supplies, osteopathy 

to photography, to name but a few and all 

of whom are committed to BNI for growing 

their business. Check out their website if you 

are interested in exploring this further.

Our Chairman, Kirit, was invited to speak at their 

Summer Barbeque in July and outlined the issues 

faced by kidney patients and the difficulties they 

have to manage day to day.  The talk was very well 

received and Kirit was delighted and taken aback by 

the goodwill and support that the group showed.  

Over £200 was raised for LAKPA at the barbeque to 

add to the significant financial contributions that we 

have already received from them.

Whilst writing this I would like to send condolences 

on behalf of LAKPA to the family and friends of  

Ian Deans.  Ian was a soil scientist and member.

of BNI whose sudden and unexpected death this 

August was a dreadful shock.  From the time LAKPA 

became BNI’s charity Ian was a committed supporter, 

donating over £500 personally to our funds.  He was 

a lovely, generous man and will be missed by many.

We cannot thank BNI enough for the way in 

which they have taken the support of kidney 

patients to their heart and the practical and 

business support that they have given us.  If 

you need work done, do consider contacting 

your local BNI chapter.

AUTHOR :  Ros Aird

Updates.

 
BNI UPDATE.

News.
 

‘PATIENT VIEW’ IS CHANGING TO ‘PATIENT KNOWS BEST’.

  f you use the Patient View platform to 

view your renal history you may be aware 

that this will be moving to a new system, 

‘Patient Knows Best’ at the end of this year.  

This development is intended to enable 

users to access a full treatment history and 

will address the access issues with Patient 

View that some users have faced in recent 

months.  A working group of clinical staff 

and other stakeholders is being set up 

to work with the renal IT team to ensure 

that the new system is comprehensive, 

is properly communicated to patients, 

includes robust plans for moving patients 

from Patient View, and seeks to encourage 

participation. A representative from LAKPA 

has been invited to join the working group 

to ensure that the patient voice is integral 

to the process

Further information on this development 

will be included in future editions of this 

Newsletter.

 
PREMS (PATIENT REPORTED EXPERIENCE MEASURES).

    any readers will be aware of annual 

survey of kidney patients run jointly by 

the Renal Association and Kidney Care 

UK which provides a valuable insight into 

kidney services across the country.  The 

survey is carried out every Autumn and 

the results of the 2021 survey have now 

become available.  

A full analysis of the PREMS data relating to Lister 

is still being worked on, but the key findings are 

shown here, and a fuller report will be in the next 

Newsletter.  Nationally  over 12,000 people across 

68 units responded, of whom the majority were in 

the age group 56-74 and generally showed an 

improvement on the previous year, although clearly 

there was still some way to go. 

For Lister, the work that the nursing teams had put 

in was evidenced by the results, which showed an 

overall improvement, including some high scoring on 

patient privacy and dignity, information and access 

to the team as well as some improvement on shared 

decision making although there is still work to be 

done on this.  What is pleasing is that, in each of 

the 6 categories the Lister score was higher than the 

national average.  

There was also an increase in the number of 

submissions from Lister area with 322 respondents.  

Work is now being carried out in analysing the free 

form comments and a full report on the results of 

the PREM as they relates to the Lister area will be 

covered in the next Newsletter.  

AUTHOR : Maria da Silva Gane.

Kidney PREM - Stevenage.

IAN DEANS 

I 

M
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Patient reported experience 
of kidney care in the UK 2021 

Stevenage 
Sharing the views of people with kidney disease 

 
 

National findings 
Overall experience of kidney care continues to be rated highly with many people providing written 
comments thanking staff for their commitment and effort. 

Four in five people said their care during the last year of the pandemic had stayed the same or got better. 

Privacy and Dignity, Patient Information and Access to the Kidney Team continue to be high scoring and 
are the most consistent regardless of treatment. 

Sharing Decisions about care, particularly for those receiving in-centre haemodialysis is an area for 
improvement. 

 
 

How do we compare to national findings? 
 

12,416 
People with kidney disease 
responded from all 68 adult 
centres in UK 

322 
People with kidney disease 
responded from this unit or 
centre 

 
Patients reported overall experience: 

 

Nationally 6.24 
 

At our unit 6.36 
 
 

*These are the three highest and three lowest scoring themes nationally 

 

What’s next? 
 
 
 
 
 
 
 
 
 
www.kidneycareuk.org/PREM www.ukkidney.org 

 kidneycareuk.org @kidneycareuk  @kidneycareuk @UKKidney 
 
 

©Kidney Care UK 2022. Kidney Care UK is the operating name of the British Kidney Patient Association. A charitable 
company limited by guarantee. Registered in England and Wales (1228114). A charity registered in England and Wales 
(270288), and Scotland (SCO48198).

6.40 
Nationally 

5.96 5.54 Sharing Decisions 

6.22 5.73 Support 

6.01 5.75 Transport 

6.61 6.34 Access to the 
Kidney Team 

6.55 6.35 Patient 
Information 

6.54 Privacy & Dignity 

At our unit 

The Average scores for each theme over 10 years.

Key headlines from Kidney PREM 2021. 
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News. Fundraising.
 

LONDON BRIDGES WALK.

    n July 31st two of the nursing staff  

from the Bedford Dialysis Unit, Galya and 

Mel, supported by their families,  took 

part in the London Bridges walk – a 7.1 

mile challenge that starts and ends at 

Tower Bridge, taking in London Bridge, 

Southwark Bridge, Millenium Bridge, 

Waterloo Bridge, Hungerford Bridge and 

Westminster Bridge and, in doing so, 

raised over £500 for kidney research.  

Congratulations to them and here is their 

account of their day:-

“On the last Sunday of July, myself (Galya Paskaleva) 

my sister, Mel Crane (husband and son) took part 

in the above-mentioned event. We wanted to raise 

some funds for the Charity that we felt has touched 

our hearts, in one way or another, through patients or 

family members.

We wore the purple t-shirts with distinctive logo on, 

we crossed 7 bridges over River Thames, and we 

clocked 7 miles. 

We had some ice-cream on the way as we were 

trying to keep cool, and we took plenty of photos at 

famous London landmarks too.

Our feet were very sore at the end, but they gave us 

shiny medals, so that makes up for the pain. 

We also raised over £500 pounds between the 5 of us 

for the charity (Kidney Research UK), kindly donated 

by friends, family and our patients at Bedford Renal 

Unit.

We are very happy with the achievement, and there 

is plenty of interest by our patients too to take part in 

next year’s event.”

 

 
ALL PARTY PARLIAMENTARY KIDNEY GROUP  

(APPKG) PARLIAMENTARY RECEPTION. 

    n July 6th the NKF held a Parliamentary 

Reception at the Houses of Parliament which 

was attended by a number of the LAKPA 

Committee Members. It was sponsored by 

Brendan Clark-Smith MP and our chairman, 

Kirit Modi, who is also the honorary president 

of the NKF, opened the meeting.  The focus 

was the campaign to increase Home Dialysis 

and a number of excellent speakers, amongst 

them LAKPA member Alison Lawrence, 

presented powerful presentations on the way 

in which home dialysis had enabled them to 

follow their careers, travel and live life to 

the full.  Despite the fact that the reception 

was held amid mounting speculation on 

Boris Johnson’s impending resignation, it was 

attended by a number of MP’s and turned out 

to be a very successful day.  It was particularly 

helpful in raising awareness of the aim to 

increase uptake of home dialysis to 20% of 

eligible patients, and this was endorsed by 

Brendan Clarke-Smith MP who said:-

“One of the things that has been focussed on at 

the event is home dialysis and what we can do to 

encourage more people to take that up, it’s a choice 

not for everybody, but we want to make sure that 

everybody has got the option.  It may have a knock 

on benefit as well, the National Health Service we 

know is under great strain, we’ve got to try and get 

waiting lists down, a backlog to clear, and I think that 

giving people the option of doing things at home 

helps with that as well.”

Author: Ros Aird 

O

     e send our thanks and congratulations 

to Sebastian, a nurse on Ward 6 whose 

has recently been the recipient of a Daisy 

award on the recommendation of one of 

his patients .  Daisy Awards have been set 

up as ‘a way to say thank you to a nurse 

whose outstanding clinical care you will 

never forget’.

We are grateful to you Sebastian for your 

dedication to kidney patients.

 

 
CONGRATULATIONS TO SEBASTIAN MATUGAS.

O

W
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Fundraising.

METHOD:

1.  Prepare the vegetables: Peel the marrow/courgette and cucumber, split down the length and remove the seeds.  

Cut up into small pieces of the size you want in the pickle.  Peel the shallots and cut into a preferred pickle size, slice 

the beans and break the cauliflower into florets.  

2.  Place all the vegetable pieces into a large mixing bowl sprinkle well with salt.  Leave overnight covered with a 

clean tea towel.  

3.  Next day drain off the water that has come from the vegetables and rinse well in running water to remove the 

salt, Pat dry on clean tea towels or kitchen roll then put back in the bowl and cover with cold vinegar (a mix of 

mainly cider vinegar and white malt vinegar, around 2:1. although all cider vinegar is also fine).  

4.  Chop 6-12 chillies finely depending on how hot you like the finished Piccalilli. 

5.  Drain the mix of vegetables and vinegar through a colander into a suitably sized pan and add the chopped 

chillies to the vinegar in the pan.  Bring to boiling and then simmer for 15 to 20 minutes to infuse the chillies.  

6.  If a milder pickle is preferred, remove chillies, then add vegetable mixture to the hot vinegar and boil all together 

to the level of crunchiness required - I reckon 3 minutes is about right, but if you prefer softer pickles then increase 

the time. Remove the vegetables into a bowl using a slotted spoon

7.  In a separate bowl mix the sugar, turmeric, ginger, mustard powder and cornflour with a little cold vinegar to 

make a fairly liquid paste

8.   Add this mixture to the boiling vinegar, stir in well and allow the cornflour to thicken before returning the 

vegetable mix to the pan and stirring that in.  

9.  Turn out the heat, place in sterilized jars and seal.  

INGREDIENTS:

1 x Marrow or large courgette

1 x Cucumber

1 x Cauliflower

12oz/350gms Runner beans 

(approx.)

10 x Shallots or small onions

Enough cider and white malt 

vinegar to cover the chopped 

vegetables ( approx. 2 ½ pts 

or 1.5 litres ) in whatever 

proportion you prefer

8oz/225gms x brown sugar

½ oz/15 gms x turmeric

1½ oz/40 gms x white ginger

1½ oz/40gms x mustard powder

1½ oz/40gms x cornflour

Vinegar to mix to a paste

Aunty Kitty’s Piccalil li (Mustard pickle).
I have used this recipe every year (adapted slightly) after it was given me over 50 years ago by an old aunt who had lived her whole life on the Isle 

of Wight.  I begged the recipe after she served it when we went to tea one summer.  She always made it from the produce from her garden, but for 

those without gardens, vegetables from the supermarket also work.  I hope you find it as delicious as I did those many years ago.

 n our last Newsletter we reported on the 

fundraising challenges from two of our 

members:- Becky Gill and Nick Papé and 

here is an update.

Becky Gill

Becky Gill had long planned to do the annual 

charity abseil from the Harlow Water Tower in aid 

of LAKPA.  Unfortunately, Becky was extremely 

disappointed that she was not fit enough on 

the day to do the abseil challenge herself as she 

had to have emergency surgery on her kidneys 

just before the day of the abseil, so her mother 

bravely stepped in and did it on her behalf.  Those 

of you who see our Facebook page will have seen 

the video and it was certainly very high and very 

scary so hats off to both Becky and her Mum.  

However, she was very proud to have raised over 

£600 for LAKPA and hopes to be fit enough to do 

it herself next year.  She still has the prospect of 

more surgery on her kidneys, but is facing it with 

her trademark determination and is managing to 

progress her career in film production

We send our very best wishes to Becky for her 

recovery.

Nick Papé

There is now some very good news from Nick – 

readers will recall that Nick is a recent PD patient 

and waiting for a transplant.  He had committed 

to walking 1,000 km in aid of LAKPA and by the 

beginning of July he was half way to his target 

and had already raised over £3,000 which was 

amazing.

Then, at the end of July he received the call that 

a suitable kidney had become available, the 

transplant was successful, and Nick is now at 

home and recovering well.  This is fantastic news, 

and we send him all our good wishes for his 

continuing return to full strength.

Nick said:  When I set out on the 1000kms, I had 

no idea I would be fortunate enough to have a 

transplant this year given the average wait, but I’m 

delighted to have this amazing and unique gift. My 

thoughts go to my donor’s family at this difficult 

time. I’m recovering well at home and looking 

forward to enjoying my new life.

In terms of walking, I’ve still 300KMs to go and 

these will be even more special now. If you would 

like to donate to the cause, here is my JustGiving 

link:

https://www.justgiving.com/fundraising/

NicksKidneykms”

FUNDRAISING UPDATE.

TRANSPLANT GAMES 2022.

  he British Transplant Games took place 

at the end of July for the first time for 

two years.  The games are an incredible 

opportunity to unite the transplant 

community, especially after the struggles 

that many in the community have faced 

during this time.  

Next year’s event will take place in Coventry 

from 27 - 30 July 2023 and further details will be 

covered in the next edition of this Newsletter early 

in the New Year.  

I
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Organ Donation Week 
26 September 

to 2nd October

Meeting dates.  11 October 2022,  13 December 2022,  14 February 2023

              
  FACEBOOK

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 combating 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 overleaf, or on our website: www.lakpa.org/LAKPAmembership,  

or by writing to our membership secretary, Ros Aird, 32 Lammas Rd, Watton at Stone, SG14 3RH

N O T I C E  B O A R DN O T I C E  B O A R D

RENAL MANAGEMENT TEAM:  
Dr Praveen Jeevaratnam 
Dr Roger Greenwood 
Sandra Cruickshank

LEAD CLINICAL COUNSELLOR: 

Maria Da Silva-Gane

LUTON COLLECTION BOXES: 

Keith Loud

COMMITTEE WITHOUT PORTFOLIO:
Seema Dahad, Tony Heath,  

Ali Lawrence Nick Papé  

LISTER UNIT LIAISON:   
Andrew Bullen

BEDFORD UNIT LIAISON:   
Tarsem Paul

HARLOW UNIT LIAISON:     
Terry Downing

CHILTERN KIDNEY CENTRE LIAISON:    
Maurice Sullivan

ST ALBANS UNIT LIAISON:   
Vacancy

TRUST MANAGEMENT LIAISON: 
Kevin Howell

SECRETARY, MEMBERSHIP &  
COMMUNICATIONS LEAD: 
Ros Aird 
01920 427612 / 07901 666888 
rosa@lakpa.org

YOUNG ADULTS LIAISON  
& FUNDRAISING LEAD,  
ABRDN LIAISON:   
David Green  
davidg@lakpa.org

 

CHAIRMAN:   
Kirit Modi  
07929 778 440 
kiritmodi1@hotmail.com

VICE CHAIRMAN: 
Fiona Loud 
(01727) 823488 
fiona.loud@live.co.uk

TREASURER: 
Anthony Byrne 
07941765599 
anthonybyrne888@gmail.com

 
YOUR COMMITTEE 2022.

Reports.
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  t the request of the HomeTherapies 

department, we have recently funded the 

provision of fridge magnets for Patients 

dialysing at home.  

These magnets are intended as an aide mémoire 

to patients to ensure that they are fully aware 

of the processes that will keep them safe and 

well.  There are 3 versions of the magnets  

1 for PD patients and 2 for HD patients 

These magnets are being distributed by the Home 

Therapies department. 

 
FRIDGE MAGNETS FOR PD 
AND HOME HD PATIENTS.

  n view of a number of problems experienced 

with the patient transport provided by EEast, 

Sandra Cruickshank has been working with 

them and other stakeholders to address 

the problems and improve the service. 

Over the past months the HD managers at 

CKC and Bedford have established a great 

rapport with Bedfordshire/Luton and Milton 

Keynes[BLMK]transport services. 

They are now looking at establishing a similar 

relationship with the  transport teams within 

Hertfordshire and West Essex. They are exploring 

the possibility of a dedicated person or persons/

phone contact for renal dialysis transport. This 

more streamlined communication should ensure 

that nurses and CSW’s are not spending valuable 

time chasing up patient transport.  It will also feed 

into contract management meetings.

In this context, and following a campaign by 

KidneyCare UK amongst others, NHS England has 

confirmed a universal commitment to transport 

support for in-centre dialysis patients.  This means 

that the NHS in England will provide a universal 

commitment to transport support for all journeys to 

and from in-centre haemodialysis. This commitment 

does not depend on income and the right type of 

transport will be a shared decision reflecting the 

fact that some people prefer to travel to/from 

dialysis in different ways.”

AUTHOR :  Sandra Cruickshank

 
TRANSPORT UPDATE. 

.
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LISTER UNIT
Andrew Bullen.

01462 685 956 

abullen45@gmail.com

BEDFORD UNIT
Tarsem Paul.

07840 623 672 
 tarsempaul708@gmail.com

CHILTERN KC
Maurice Sullivan.
07808 741 121

maurices@lakpa.org

ST ALBANS UNIT
VACANCY

HARLOW UNIT
Terry Downing

01279 506 013
terence.downing@btinternet.com

LISTER AREA

KIDNEY PATIENTS 

ASSOCIATION

Supporting kidney patients

LAKPA recently made a purchase of these 

kidney shaped stress balls for use by 

kidney patients.  

Their use is known to be beneficial for 

patients developing fistulas and generally for 

maintaining circulation and mobility in your 

hands.  Supplies of these stress balls have been 

sent to all of the units for distribution, but if you 

haven’t already been offered one and would  

like to have one, please contact your renal 

nurse.

 
KIDNEY SHAPED 
STRESS BALLS.



Please COMPLETE AND RETURN to: Ros Aird, 32 Lammas Rd, Watton at Stone, SG14 3RH 
Alternatively please hand this form in to any of the renal units/wards at Lister, Bedford, Harlow,  Chiltern or St Albans   

or to the LAKPA liaison persons for the units. 

TITLE / NAME 

ADDRESS

COUNTY         POSTCODE

TELEPHONE         EMAIL

If you are one of the following please tick box: 

A Carer         A Patient              A member of renal staff              Relative of renal patient/carer              Friend of patient/carer            

If you are a Kidney patent please answer the next two questions:

      i) Type of patient  (please tick which applies to you)                 (ii)  Where do you go for treatment

Haemodialysis at hospital

Haemodialysis at home

Peritoneal Dialysis (PD)

Transplant recipient 

Pre-transplant/dialysis

Other

Lister

Chiltern

Bedford

St Albans

Harlow

I understand that my data will be held on a computer file by LAKPA, but is protected by the GDPR.  My information will not be shared with any third 

party, other than the companies that input data and distribute the LAKPA Newsletter.  I also understand that  LAKPA is a member of the National Kidney 

Federation (NKF) and my information will be shared with the NKF ,  in order that I may receive the NKF magazine ‘Kidney Life’ and their raffle tickets, as 

long as I have given consent to be contacted by post and to receiving fundraising material.  I will  notify LAKPA if I would prefer my information not to be 

shared with the NKF.  This consent is valid for five years and should I wish to opt out at any time I will inform LAKPA in writing.  Thank you.

SIGNATURE                           DATE

To comply with the General Data Protection Regulations (GDPR), which came into force on  25th May 2018, LAKPA requires your explicit 
consent to contact you. 

N.B. We won’t be able to send you a Newsletter unless you tick the box : I consent to the LAKPA contacting me by post.

I consent to the LAKPA contacting me by post    
    
I consent to the LAKPA contacting me by telephone   
   

I consent to the LAKPA contacting me by email   
    
I consent to receiving Fundraising items in the LAKPA Newsletter 
( Such as draw tickets. ) 

Should you wish to make a donation to LAKPA please visit our     page on our website www.lakpa.org

PLEASE WRITE CLEARLY.

 FREE TO JOIN – WE WANT TO HEAR FROM YOU!

REGISTRATION FORM.

Any donation you make will be gratefully accepted, but is not a requirement of membership, and is entirely at your discretion.

If you wish to make a donation, please enter the amount here :    £          (Cheques Payable to LAKPA) 

Are you a UK taxpayer?  If so, please help us by completing the declaration and returning it with these membership details.   Thank you.

Please treat all donations that I make to the Lister Area Kidney Patients’ Association (LAKPA) from the date below, until I notify you 
otherwise, as Gift Aid Donations. 

SIGNATURE:         DATE

Gift Aid Declaration.

1.  You must pay an amount of income tax or capital gains tax in the current tax year equal to the tax that will be reclaimed by the LAKPA. (Currently 25p for each £1 
that you give).  2.  If in the future circumstances change and you no longer pay tax on your income or capital gains tax equal to the tax that the LAKPA reclaims you 
should cancel your declaration.  3.  If you pay tax at the higher rate you can claim further relief in your Self-Assessment tax return.  4.  Please notify the LAKPA if you 
change your name and address while the declaration is in force.  5.  You can cancel the declaration at any time by notifying the LAKPA.

If there are any changes to your details please let us know at admin@lakpa.org or write to Ros Aird, 32 Lammas Rd, Watton at Stone, SG14 3RH 

Please note the address for our Treasurer, Anthony Byrne, at 8 Elm Walk, Stevenage, Herts SG2 9UY

Your application for membership.


