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A MESSAGE FROM YOUR EDITOR.

D

ear Readers,

Welcome to this Spring edition of the LAKPA

by Praveen Jeevaratnam, our Clinical Director

– as always I welcome any comments or suggestions.

Newsletter and, after such a difficult Winter,

reflecting on a year of Covid and plans for the future.

You can contact me through the ‘Contact us’ form on

we are all hoping that the light at the end of

Do read the synopsis of his talk which is on pages 4-6

the LAKPA website (www.lakpa.org), by emailing me

the tunnel keeps getting brighter and we can

We were very sad that this year we were not able

at ros.aird@ntlworld.com or by writing c/o LAKPA,

emerge from lockdown at last. As I write the

to celebrate World Kidney Day on 11 March with our

the Renal Office, Lister Hospital, Stevenage, SG1 4AB

welcome news is that the government has

usual event, but we took the opportunity to work

updated their advice and no longer advises

with Lister Hospital’s communication team to issue

those who are classed as ‘clinically extremely

a press release to support the ‘Leave them Certain’

vulnerable’ to shield. Shielding has been the

campaign. As we know kidney transplants are a life

reality for many kidney patients and this
is welcome news, although the advice is
tempered by the need to stay at home as much
as possible and maintain social distancing

transforming event and progress is hindered by the
chronic lack of available organs, so anything we can
do to support this will save lives.

in any contact with others. However, it is

Although Covid 19 continues to restrict our activities

wonderful that the vaccine programme is going

there is progress on the relocation of the Luton

so well with over 50% of the UK population

Dialysis Unit as well as a number of other initiatives.

having received at least their first dose and

However nothing disguises the fact that this has

hopefully the government’s programme for

been a very difficult year for so many of you, if you

easing restrictions will proceed as planned.

are struggling there is help available and the renal

LAKPA’s Annual General meeting was held last month,
the highlight of which was a fascinating presentation

With all good wishes and hopes for a safer, easier
summer.
Ros Aird
EDITOR.

Ros

support team is there for you.
I do hope that you enjoy this edition of the Newsletter

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
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Chairperson’s message.
W

e have gone through a very difficult year.

Kidney patients and our families have been

committee members as well as the team of Trust staff who

Executive members recently and I will continue as the

attend our meetings regularly to advise and support us.

President of the NKF. Please do not hesitate to contact me

shielding, been anxious about our health and

if you want us to raise any issues at a national level through

well-being, as well as the care we have received

There are clearly many lessons to be learnt from the pandemic.

from the NHS. We all probably know of loved

One is the importance of dialysing at home to better protect

ones who are no longer with us. As we move to

kidney patients on dialysis from COVID-19. LAKPA will

My best wishes to you and your family.

the next stage, with restrictions being lifted over

fully support the National Kidney Federation (NKF) in

Stay safe.

the next few months, many of us are anxious and

its campaign to increase home dialysis in the context

will continue to need support. I am pleased that
LAKPA has continued to offer support to kidney
patients and our families and worked closely with
Dr Praveen Jeevaratnam and his team throughout

of COVID-19 and we have offered our support to
Dr Praveen in how we can do this at our Trust. We
will continue to monitor this and will report back

the year. We will, of course, continue to do so.

on progress.

I am delighted that our excellent LAKPA committee was

We now have a strong voice on the NKF Executive

re-elected at our recent AGM. I am most grateful to all

Committee. Ros Aird and Tarsem Paul were elected as

I

the NKF.

Kirit Modi
Chairperson.

FINDING LIFE HARD ? DON’T STRUGGLE IN SILENCE.
n our last Newsletter we reminded you

you the need to keep warm and to manage a restricted

emotional. They cannot solve everything but they can

of the support that is available through

diet whilst struggling with a reduced income has

point you at services which exist to support you.

the renal support team. We now reiterate

become a nightmare

Living with kidney disease is hard and unrelenting.

that advice as this second lockdown has

If you, or a patient that you know, have emotional,

Everyone needs help at some point. The Renal Support

probably been more difficult than the first,

money or food worries please do not suffer in silence

Team’s main purpose is to help you in dealing with this

with the cold and dark of winter making so

– do speak to the renal support team. They have so

and you have nothing to lose by contacting them and

many problems worse.

much experience and knowledge of systems and

probably a great deal to gain.

For so many people this year of Covid has been a

organisations that can help. They will work with you

hard financial hit and this is particularly true for kidney

in the strictest confidence to help you through your

patients and their families. We know that for some of

difficulties whether these are practical, financial or

01438 284957
or email: renalsupportservice.enh-tr@nhs.
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Article.
HOW WE HAVE CARED FOR KIDNEY PATIENTS DURING THE PANDEMIC. . .

. . . and how we will manage the future – Dr Jeevaratnam reflects on a year like no other.

I

t will come as no surprise when I say that

well from a Covid infection, increasingly, we are

this has been a challenging and difficult year

recognising that a number of people who contract

for everyone and particularly for the NHS.

the disease get ‘long covid syndrome’ with a variety

I would like to start by thanking my whole

of symptoms. Particularly for those who have had a

team for the magnificent way in which they

serious infection, recovery can take a very long time.

have worked to help everyone get through
the last year.

THE LISTER RENAL SERVICE.

OUR RESPONSE.

• Increased renal bed base cover
• Support Acute medical admissions
We were also proud our success in persuading
the Trust to go above and beyond government
recommendations during the early part of the
pandemic in putting in place the following:

As the pandemic reached Britain and cases started
to climb it was clear that we needed to plan and act

• Early recognition of the need for our
patients to shield

Our service covers Hertfordshire, Bedfordshire and

quickly to protect our vulnerable groups. We were

West Essex – with its population of 1.5million

very alarmed by an analysis of the likely course of

people and we provide renal services to those

the disease which was plotted by Dr Vilar based on

afflicted with kidney disease within this area. This

a model produced by the West London Hospital.

includes those with acute kidney injury, Chronic

This was from their data as Covid had taken hold in

• Encourage patient self-transport

kidney disease, autoimmune conditions and those

London before spreading to the rest of the country. It

• Temperature and symptom screening

needing renal replacement therapy i.e. dialysis and

predicted that, if no action was taken, we would have

kidney transplantation. Transplants are carried out

over 400 haemo dialysis patients contracting Covid

Despite all this we needed to think of other ways

at Addenbrookes, Royal Free and the West London

i.e. 80% of the in-centre dialysis population

to reduce the risk of exposure for in centre dialysis

Renal Unit

A majority of those we care for are classed as

Of these therapies, the most resource hungry area

vulnerable and this was particularly so for those

is the provision of dialysis and the need for this has

who have to come to the hospital or to a dialysis

grown over 50% in the last 10 years, with currently

unit.

600+ patients on this therapy.

centre dialysis patients, as well as patients needing

Kidney transplants have also shown a significant
increase, up from 300 five years ago, to over 400
now. Increasingly too, the ongoing care of these

and chemotherapy, and those who needed regular
reviews – outpatients and home therapies.

centre to our team at the Lister

prevention measures were put in place which was

COVID 19.
Covid-19 is an infectious disease which causes
severe respiratory syndrome, with the first cases
being reported in Wuhan in December 2019. It is very

key in helping reduce the spread of the virus. In
addition the following operational measures were
instituted:• Daily COVID-19 management group meetings [led
by the Clinical Director and Heads of Nursing]
• Out of hours renal senior nurse cover

infectious and, in this increasingly globalised world, it

• Pandemic Medical rota

spread rapidly. Although many people recover

• Support critical care

4

patients – and the following were put in place.

day care management e.g. renal access, biopsies

It was important to act quickly and strict infection

unwelcome arrival of Covid-19 had to be managed.

• Using standard PPE in HD units

These included – hospital in-patients, in-

patients is being transferred back from the transplant

This then is the background against which the

• Face masks use for patients and staff

1. Where possible patients were reduced to
twice a week dialysis. This was safe as our
standard practice of measuring residual renal
function made this easy to implement.
2. Isolation requirements were assessed
based on an analysis of our patients’ issues.
3. Appointments were rescheduled to improve
distancing of patients in dialysis bays.

Article cont.
Other plans included clearing the evening shift at

Another source of pride has been the collaboration

• Introduction of remote patient monitoring for

the Lister dialysis unit and doing the groundwork

with the intensive care team to provide SLED

advanced kidney disease and transplant patients

for a potential night shift. Some patients were also

(sustained low efficiency dialysis) – this is a gentle

transferred to other units. Importantly we sourced

form of dialysis that does not stress the body and can

and installed the Florence Unit – a group of 6

be used in critically ill patients. This saved haemo-

portacabins stationed in front of the renal unit– this

filtration resources which were in high demand and

meant that patients with Covid, or potentially with

of which there were significant shortages - we were

Covid, could be dialysed in isolation. Patients were

one of the very few renal units nationally to achieve

• Nurse led dedicated phlebotomy and vaccination

also organised into groups based on their home

this

clinics.

OTHER AREAS THAT HAD TO BE CONSIDERED.

• Face to face reviews moved to Hertford County

address to reduce crossover -all of which allowed
increased social distancing and isolation and helped
reduce transmission in the units
The pandemic required us to make a number of major
infrastructure changes. The main one of these was
the Florence Unit, an 8 station unit with 8 side rooms
for dialysis, with different entrances to ensure that
there could be no cross infection between patients
with Covid 19 and those with suspected Covid. At
its peak there were 52 HD patients being treated in
the unit.

Patient transport was a further risk area if we were
to avoid cross infection. Patients were strongly

Hospital – reduce the risk to our patients from
attending an acute hospital site at Lister

outpatient pharmacy

There were also a

number of named patient volunteer drivers. However
there was still a need for the Patient Transport
Service and a close working relationship has now
developed between ourselves, the PTS and the CCG.
This includes dedicated links with the control centre

• Telephone service for autoimmune and transplant
patients to ensure they didn’t run out of medication
and providing prescriptions to ensure continuity of
supply.

for renal patients and the development of national

We are proud to say that, despite the pandemic, out

transport guidelines

patient activity greatly increased, in contrast to most
of the country where this activity went down. Most
of the contact was done virtually.

who were doing home therapy were more protected

Transplantation: Addenbrookes was one of the few

because of the reduced risk of exposure. The only

centres to remain open throughout most of the

interruption to this was at the height of the second

pandemic. Between March and February 55 patients

wave when staff had to be redeployed to in centre

were transplanted, compared with an average of 70

patient care. Despite this there have been 37 new

done in previous years. Unfortunately transplant

home dialysis patients in the last year 26, on PD and

work ups had to be put on hold as it was not possible
to get the relevant investigations done.

2021
The Renal Support Team was key in helping support
Out patients was another key area and one where

infrastructure from 10 to 32 critical care HD capable

renal multi disciplinary team

friends within their bubble.

11 on HD and there is a drive to increase this for

and there was thus a need to increase the inpatient

• Introduction of Virtual Quality Assessments by the

• Organising a new delivery service from the

keep going as there was evidence that patients

Lister is a regional centre for acute kidney injury

advanced kidney care team

encouraged to drive themselves or use family and

Home therapies – this was one of the key areas to

FLORENCE UNIT IN FRONT OF LISTER.

• Virtual Home Visits by the renal support and

virtually all patients were affected and where the
existing arrangements had to be reconsidered. The
following were therefore put in place.

patients, particularly in the community. There was
an increased number of referrals to social workers
for financial issues, loss of employment, housing and
general anxiety. They were also very proactive in

bed spaces so that we could provide haemo dialysis

supporting Covid positive patients and their families

(instead of haemofiltration) on critical care. In the

and in contacting

renal wards there was an increase from 21 to 34

Support Service continued but moved to a telephone

bedside HD spaces

only service

bereaved families. The Peer

5

Article cont.
SCREENING PROGRAMME.
During the first wave we had recognised that a
number of patients were entirely asymptomatic
despite testing positive. A screening programme
was instituted, even for asymptomatic patients – this
identified a number of such patients who were able
to dialyse in isolation areas and after this the number
of new positives reduced. Asymptomatic screening
therefore was a main strategy to reduce transmission
in the units. The benefit of this was underlined when
the antibody test data was examined - in one unit we
found that of 23 patients who tested positive, half
had symptoms, whilst the other half did not. Staff
testing across the whole team was another early
introduction to reduce the risk of passing on any
infection.
CURRENT POSITION.
When the actual infection data is compared against
the original projection this proved to be considerably
lower than feared – either because of the strategies
put in place, or because this area was not so badly
impacted in the first wave. However the second wave

There is now light at the end of the tunnel – the

of SLEDF in the unit and the increase in virtual

vaccination programme has meant that more than

working where this type of review is as effective.

50% of the adult English population have received

KEY DRIVERS FOR 2021.

at least their first dose of the vaccine. Supported by
the Trust we pushed for our patients to be vaccinated
early on, we held a vaccination day at the hospital
where nearly 400 of our patients received their first
dose – a mix of dialysis, transplant and auto immune
patients. Most patients who were not included in
this group are getting their doses in the community.
The Trust has also agreed that a number of people
who are about to go on the transplant list should
be vaccinated as a priority along with chemotherapy

Virtual CKD – a project is underway led by Dr Findlay
and it is intended to reduce the progression of CKD
and prevent renal injury in the long term. This is a
long term project and the effects are likely to be seen
over years rather than months (5-10 years).
Much more renal transplantation, especially preemptive and live donor transplantation which will
reduce the numbers attending in centre dialysis and
will give a better prognosis.

patients.

OTHER PROJECTS OVER THE LAST YEAR.
We changed the renal IT system – this was very
necessary as it was old and there was a risk that it
could collapse - if that happened we might not be
able to provide our proper levels of service. This was
a big change and its success, particularly against
the background of the pandemic, is a tremendous
achievement.

was much more problematic, both for in centre and

The relocation of the Luton Dialysis unit to a new

transplant patients, possibly a feature of the higher

facility at Nimbus Park, - the Business Case has been

Increase Home Dialysis as this empowers patients

prevalence of the virus in the community during the

completed, the site identified and we are expecting it

and helps with their own health management and

second wave.

to be completed by the end of this year.

offers better protection in times like these.

LESSONS FOR THE FUTURE.
One major challenge has been setting social
distancing protocols – people are naturally sociable
beings and the whole team has embraced the need
to maintain proper social distancing across all their
activities outside their homes. We realise now that
it will be important to keep up social distancing and
infection control procedures as we do not know
when the next virus might arrive and one small
benefit has been has been that there has been very
little flu this year.
A further bonus has been the increase in collaborative
working across different specialities, the introduction
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Improvement in some of the HD infrastructure, such
as the St Albans Unit and expansion of the capacity
of the Harlow Unit
Finally a major requirement is to ensure we have
strong support mechanisms for our staff.

Their

hard work and dedication has meant that we have
successfully navigated this pandemic and their
wellbeing is key to maintaining the levels of service
that we expect to achieve.

AUTHOR : Dr Praveen Jeevaratnam.

News.
INCREASING HOME DIALYSIS IN THE CONTEXT OF COVID -19.

A

key lesson of the of Covid-19 pandemic is that

In the light of this the NKF arranged a Home Dialysis

Further details, including the full report, can be

patients who were dialysing at home, were able

webinar in September 2020 to understand the situation

accessed on the NKF website: www.kidney.org.

to protect themselves better from the pandemic

better. The outcomes of this have been published in

uk/home-dialysis-campaign

compared to patients who dialysed in a centre.

a report which includes recommendations for urgent
action on reducing the Covid risk to dialysis patients

Our renal team at Lister have a good track record of

Data published by the UK Renal Registry, based

through an increase in the provision of home dialysis.

supporting home dialysis so if you are interested in

on information up to 25th November 2020 in

The findings on the benefits of home dialysis are so

England, shows that 3,115 (15%) of in-centre

compelling that the NKF is starting a campaign to

haemodialysis (ICHD) patients were infected

increase the incidence of home dialysis across the

with Covid-19 and 3.1% died within 28 days of

country. The report makes seven recommendations

infection. In comparison, 5.3% of patients who

which include: All adult renal units in the UK should

dialysed at home in England became infected with
Covid-19 and 1.3% died. This shows that patients
who dialysed at home were able to protect
themselves significantly better from Covid-19
compared to those who dialysed in a centre.

hesitate to contact your renal nurse.

reach a minimum prevalence rate of 20 per cent of their
dialysis population on home dialysis (peritoneal and
home haemodialysis) by the end of 2024 and; Clinical
directors of renal services in the UK are asked to publish
a plan of action by the end of 2021.
We know that patients and carers have many issues

Home dialysis removes the need to attend in-centre

to consider before starting dialysis at home and it can

dialysis units and reduces the risks of cross-infection.

be quite daunting. The NKF will set up a national peer

It follows that increasing those on home dialysis

support service for home dialysis patients and carers by

(peritoneal and home haemodialysis) could offer

the end of 2021 so that there will be opportunities to

significant benefits to patients by reducing the risk of

talk in confidence to patients and carers with first-hand

Covid-19 and other infectious diseases.

experience of home dialysis.

A

exploring this for you, or someone you care for, do not

s a kidney patient or carer you will be

The Leave Them Certain campaign aims to highlight the

what their loved one wanted, this figure falls to around half

only too aware of the constraints on activity,

impact not knowing has on the families who are left behind

(51%) when a decision is not known .

and of the life changing effect of receiving a

and encourage people to talk about their decision.

This is where you come in - encourage everyone you know

successful kidney transplant. There is still a

It follows the law change last year in England, which means

to talk to their loved ones about their wishes – for tips

chronic shortage of organs for donation and

that all adults are seen as willing to donate their organs,

on how to approach this difficult subject and for more

the more people who understand the issues,

unless they opt out or are in one of the excluded groups.

information on the campaign follow the following link :

However, many don’t realise that families will still be

www.organdonation.nhs.uk/get-involved/news/

approached before any donation goes ahead. Even though

new-nhs-campaign-urges-people-to-talk-to-

The NHS has launched a new campaign to urge families

80% of people are willing to donate their organs, only

family-and-leave-them-certain-about-organ-

to talk about organ donation following research that less

39% say they have shared their decision . And while a

donation/

than half of adults in England have had the conversation.

huge 9 in 10 families support organ donation if they knew

the more likely it is that we can expand that
pool of potential donors.
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News and Events.
ALISON FUNDRAISER.

C

ongratulations to Alison, our renal social worker who has completed her target of running 50 x 5k runs before her significant birthday in

March. She told us . . . . .

“

I could only run for about 1-2 minutes prior to setting myself this challenge and am very proud that

I managed to run 50 5km runs. Spurring me on were thoughts of kidney patients who have such incredible

“

stamina to keep going - whether going to dialysis when the weather is cold and dark, or managing a

home treatment, or monitoring their symptoms and sticking to a medication schedule. When I felt like
giving up, I remembered all of these people and kept putting one foot in front of the other.

Alison raised the magnificent total of

£1,362 + £258 gift aid for LAKPA and we send her our most grateful thanks for this and for

all the work she does on your behalf. If you would like to make a donation to LAKPA please visit our website www.lakpa.org.

UPDATE ON RENAL PATIENTS TRANSPORT.

T

T hroughout the pandemic the consortium

Under the current guidance, where it is clinically

of

North

safe and with the relevant patient consent, up

Hertfordshire CCG, Herts Valleys CCG

Bedfordshire

CCG,

East

&

to 3 people can be transported in one vehicle.

and Luton CCG and the East of England

However, EEAST have been flexible and taking

Ambulance Service NHS Trust (EEAST)

into consideration a number of additional factors

have been working closely together to

such as the patient’s medical condition(s),

continue to deliver non-emergency patient

vulnerability

transport service safely.

preferences.

EEAST implemented the national COVID infection

It is worth noting that the contract management

and prevention controls and continue to update

arrangements are changing from the 1 April

these to take account of new national guidelines.

2021, linked to future proposed changes within

EEAST continue to contact patients in advance
of their journey to check on their medical
condition and to find out their preference for
the transport arrangements.

to

infection

and

patient’s

the NHS. Bedfordshire CCG and Luton CCG and
the Hertfordshire CCG’s (East & North Herts

should not impact on the service.
The restoration and recovery of clinical services
has continued throughout the second wave
of the pandemic.

Hospital appointments are

gradually starting to increase as the pandemic
slows down and demand for non -emergency
patient transport service is expected to increase.
The CCGs will continue to work closely with
EEAST in monitoring the delivery of the service.

AUTHOR : Adrian Manning.
Contracts Manager.
Herts Valleys Clinical Commissioning Group.

CCG and Herts Valleys CCG) will have separate
contracts with EEAST. The only change is the
contract management arrangements and this

Patients should continue to contact EEAST through the following methods:
• Transport bookings: Monday – Sunday (08:00 – 18:00): 0345 6051208
• Patient feedback: 24 hour answer-phone service: 0800 0283382 / email: feedback@eastamb.nhs.uk
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World Kidney Day 2021.
E

very year LAKPA has enjoyed being able

Patients from across Hertfordshire and Bedfordshire

to mark World Kidney Day with awareness

have paid tribute to organ donors who have changed

raising events and fundraising drives at the

their lives for the better – with a message of thanks

hospital and in units in Bedford, Harlow,

on World Kidney Day today (Thursday 11 March).

Luton and St Albans. This year World Kidney
Day fell on 11 March and, like so much in this
year of Covid, we could not celebrate it as
we normally do. However we thought that
a press release in support of the ‘Leave Them
Certain’ campaign, illustrated with some real
life examples of LAKPA members whose life

at Lister, and feels fortunate that he only had to wait

because of their kidney problems have reflected how

a few months for a suitable match.

having organ transplants has provided them with an
“extra special gift” – the opportunity to live life how
they want to.

think about the subject and discuss it with their loved

be the most effective way of marking the day.

ones. Here are some of your stories some of which

Working with Lister Hospital’s press officers

were included in the press release.

the press release was issued on World Kidney

often experience constant tiredness, can’t pass urine
normally and have a restricted diet.

IAIN’S STORY.
Iain Loe from St Albans
used to be among them,
undergoing dialysis three
times a week in his home

They also have to spend 16 or more hours a week

city and being faced with

having dialysis – a procedure to remove waste

rapidly deteriorating kidney function.

products and excess fluid from the blood when the
kidneys stop working properly.

home in Welwyn Garden
City after receiving training

from the family of a deceased donor, would

Without a kidney transplant, those with kidney failure

have his dialysis at his

Stevenage-based Lister Hospital area renal team

has been transformed by the gift of a kidney

Stevenage Comet and the Welwyn Times.

David Green was able to

Six people who have all been under the care of the

We very much hope that it has prompted people to

Day and was immediately taken up by the

DAVID’S STORY.

But in 2015 he got an early Christmas present –
a call to say two suitable kidneys might become

The 66-year-old received his transplant in 2017 –
with the kidney donated by the family of a woman
who sadly died in an accident.
“That’s all I know of the donor, but will forever
be grateful to her and her family for this gift that
changed my life,” said David.

TARSEM’S STORY.
Tarsem Paul from Bedford
had dialysis three times
a week at the unit in his
home town for nearly 5
years before receiving his
second transplant on Valentine’s Day last year.
Despite undergoing cataract surgery and having
to shield because of COVID-19, the 67-year-old’s
kidneys continue to work well.

The solution is kidney transplants – but there remains

available. Tests confirmed it was a good match, and

a chronic shortage of donors, something the NHS

Iain underwent a successful operation the very next

Tarsem, who is now volunteering to support other

is seeking to address in the ‘Leave Them Certain’

day.

kidney patients and has been helping newly-

campaign.

“I will be forever grateful to the family of the

diagnosed sufferers to work through their issues,
said: “I am so very grateful to my donor family who

The campaign, launched last month, is encouraging

anonymous person whose kidneys they agreed to be

everyone to make sure their relatives know of their

donated and which have allowed me to benefit and

organ donation wishes should they ever have to

live a normal life – free from dialysis sessions and

make that heart-breaking decision.

a very restrictive liquid intake,” said the 71-year-old.

In the past 12 months, 16 life-saving transplants

“I can now pursue an active life and, when COVID-19

have been made possible thanks to donors from

restrictions ease, be able to travel again. Since my

ANTHONY’S
STORY.

Lister Hospital.

transplant I have become a great grand uncle twice,

Tony Heath from Dunstable

and a grand uncle for the fourth time. This might

who is the LAKPA Luton

not have been possible without my transplanted

unit liaison has battled his

kidneys.”

way through a range of

But dialysis three times a week is the reality for
many, with East and North Hertfordshire NHS Trust
providing this for patients at renal units across the
area – including in Bedford, Harlow, Luton and St
Albans, as well as Lister Hospital itself.

have given me the opportunity to live a life without
the constant treadmill of dialysis.”

health problems and has had two transplants. His
first which was carried out in in 2006 lasted

cont:
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Cont.
cont:
for 5 years, although a couple of major operations
including a brief period with a stoma bag made this

the USA and be part of the lives of my three other

you can imagine my joy and heartfelt gratitude to my

grandchildren who live closer to home – all born

donor’s family when I was called on 23rd June 2012

since I had my transplant.

to receive my transplant. Since then I have been able

a difficult time. When Tony’s body started to reject

“I will always be grateful to my donor and their

the donated kidney this meant going back on dialysis

family for all of this.”

and it was not until late 2018 that a further kidney
became available. Again the path to recovery was
not smooth but the transplant continues to work

MARION’S STORY.

well and Tony said “There are not enough words

Marion Bullen who lives in

that I can say to thank the relatives of my two kidney

Letchworth told us “I was

donors”

diagnosed with Kidney

to live a full and active life and continue to to give
thanks for the difficult decision taken by my donor
family to grant me this opportunity.”
All six are members of the Lister Area Kidney Patients
Association, which is dedicated to improving the lives
of kidney patients and their families served by the
Lister Hospital in Stevenage.

Failure in 1996, at the

There are so many other stories of lives

age of 53. The treatment I

transformed by organ donation. We hope you

received kept me off dialysis until 2005, but my lifestyle

or your loved will never be asked to make this

Marcia from Stevenage

was somewhat curtailed by dietary restrictions and

decision, but one you can make is to leave

was

with

general lethargy for a lot of the time. By 2005 I had

your loved ones certain of your own decision

kidney disease in the

to go onto dialysis, at first CAPD which only lasted 5

on donation.

early 2000s and received

months . This was followed by Haemodialysis, first in

a kidney transplant in

the Unit and later at home, with all the restrictions on

2012.

the quality of life which that entails. Having been told

MARCIA’S STORY.
diagnosed

“My donor really gave me an extra special gift,” said
the 63-year-old grandmother of four.

AUTHOR : Ros Aird.

in 2005 that the waiting list for a transplant would
be around 3/4 years, I was very distressed by 2012
when I was still dialysing and had received no offer

“As many know, a transplant is not a cure for kidney

of a new kidney. My husband was tested as a live

disease and the daily medication regime can take

donor but this showed that he had Prostate Cancer

its toll. However, the freedom a transplant gives

and so was unable to donate. The fear for him and

is so worth it. As well as continuing to work full

the belief that at my age (69 by then) I would never

time, I have been able to regularly visit my family in

be offered a new kidney left me very low indeed. So

UPDATE ON COMMUNITY NEPHROLOGY PROJECT.

L

ister Hospital department of Renal

and to reduce unplanned starts on dialysis.

record by a Consultant nephrologist in Lister Hospital.

medicine working with West Essex CCG,

The project fits in with the need to

The pathway was completed by the Consultant being

East & North Hertfordshire CCG and HBL-

transform outpatient services in lieu of the

able to write recommendations in the GP Patient

ICT services are pleased to announce they

COVID pandemic.

record for the GP to action.

a community nephrology project using a

In the second week of March a Pilot practice

Whilst this is an early stage the initial technology

virtual CKD model. The project is similar to

(South Street Surgery) successfully embedded the

pilot is successful and we need to focus on rolling

a successful model run from East London

new technology to allow detection of declining

out this technology across East & North Hertfordshire

and the Royal London hospital. The aim is

kidney function in the GP Electronic patient record,

CCG in a phased plan.

to improve detection and management of

automatically alert the patient’s usual GP and for

Chronic Kidney Disease in the community

AUTHOR : Dr Andrew Findlay.

the GP to enable a rapid review of the patient’s GP

have secured a bid for development of
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News.
A BIG THANK YOU TO RENAL NURSING & SUPPORT STAFF.

I

f you have read Dr Jeevaratnam’s article

and put together a little ‘thank you pack’ bag

on managing Covid you will appreciate

containing a renal hero badge, some hand cream

what a debt of gratitude we owe to

and a few sweet treats and these are currently

the renal nursing and support teams

being distributed across all the units. We hope

for the amazing way in which they have

that all concerned will accept this small token of

supported kidney patients over this most

our appreciation for all they have done during this

difficult of years. He remarked on how

most difficult and challenging year. We are indeed

they have been flexible and adaptable

immensely grateful.

and it would not have been possible to
have got through this year as well as we
did without their unstinting support.
Hearing these tributes we at LAKPA felt we
should do something to recognise this and to
thank them for their dedication to our patients
in helping everyone get through the last year.
We therefore consulted with senior nursing staff

I

RELOCATION OF THE LUTON DIALYSIS UNIT.
n the last edition of this Newsletter we

to ensure that all those concerned can remain fully

• Individual communication with patients to keep

reported that the project to relocate the

informed. Final plans for this are currently being

them informed of progress

Luton Dialysis Unit to a new site at Nimbus

finalised and include

• A dedicated email address for any queries:-

Park with purpose built facilities was

• A webinar hosted by the ENH Trust

admin@lakpa.org

• Up to date information on progress on the

AUTHOR : Rachel Fulton
ENHT Strategic Projects team.

progressing well. We can now report that
the preliminaries have been completed and
the lease was signed on behalf of the Trust
in early April. There will be a construction

LAKPA website news blog (www.lakpa.org/news)

ARTISTS IMPRESSION OF THE NEW UNIT

timetable available agreed within the next
few weeks and some early work on the
infrastructure (pathways etc) will commence
imminently. It has been agreed that the new
unit is to be named Chiltern Kidney Centre
(ENHT) and it is projected that it will be
fully operational towards the end of 2021.
A full report on the whole project will be
included in the LAKPA Summer Newsletter.
There will, naturally, be concerns and questions
from patients and carers who have dialysis at Luton
about the impact of these changes on their ongoing
care. LAKPA will be working closely with the Trust
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Events.
CONGRATULATIONS TO SEEMA ON HER 80TH BIRTHDAY.

S

eema Dahad, who is a much valued

and, seeking to take comfort from supporting other

gave her a sari. She is in a bubble with her younger

member of the LAKPA Committee celebrated

kidney patients, joined LAKPA, and has been an

son and granddaughter so they could be with her.

this milestone birthday on 2nd February.

active supporter and fundraiser ever since. LAKPA is

Many of you will know her for fundraising for

not her only way of helping others – she is in the

LAKPA, which is normally through her

50+ group, the Lions Club International, and is very

magnificent annual summer party in memory

interested in health issues for old people, providing

of her late husband, Shiva. Unfortunately,

telephone contact and support for lonely old people.

Covid meant that the party could not be held

She also helped Indian schoolchildren by reading

last year, but this did not deter her and she

to them over the internet. She is much respected in

canvassed all her friends for donations to

her family for her wisdom, and her mother’s sister

LAKPA, raising over £458.

refuses to take any prescription medicine without

Seema was born in the Indian state of Maharashtra
and came to England in 1968 without knowing a
word of English. She felt isolated and unhappy at
first, but with her trademark determination, she set
about learning English with the help of her husband,
by studying childrens’ books from the library. The
couple started out living in North London and
subsequently spent time in Skelmersdale, Wigan and
Leamington Spa, before coming to Letchworth,
at which point Seema decided she had enough of
moving, and that the couple and their 2 sons would
put down roots there. Seema and her husband worked
hard to support both her own family in England, as
well as her in-laws in India. She was developing a
career in London, working on computerisation of
the rail network, as well as taking a part time job
to help the family finances, which she says she could
not have done without the help and support of her
boys. Seema now has 3 grandchildren, and one of her
granddaughters has 2 year old twins - she is longing
for the end of lockdown so that she can play with
them again.
Seema became involved with LAKPA following her
husband’s death from heart failure in July 2013. Her
husband’s health problems started in 2010, when he
had an angioplasty and a subsequent e-coli infection,
leading to his kidneys failing and needing to attend
Lister for dialysis. He continued on dialysis for two
and a half years, becoming progressively weaker
until he sadly passed away. Seema was distraught
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first checking it with her. Seema tells us that she had
a wonderful birthday despite being in lockdown. Her
daughter-in-law arranged for a lovely hamper of all
of Seema’s favourite foods and her granddaughter

Seema’s younger granddaughter also organised a
surprise Zoom call with all her friends in the morning,
followed by a call with all her relatives in India, and
she was able to take a walk with her granddaughters
and twins at lunchtime.

We send our heartiest congratulations
and thanks to Seema and wish her many
more happy returns of the year.

News.
LAKPA ANNUAL GENERAL MEETING.

T

he LAKPA AGM was held via Zoom on 23

page 4 & 6 of this Newsletter.

Details of these appointments, are available on our

March and we were delighted to welcome

The formal business of the evening was to agree

website www.lakpa.org

a number of guests as Kirit reviewed what

the structure for the coming year: We have agreed

AUTHOR : Ros Aird.

has been a reasonably successful year for

to include a specific fundraising role and David

us despite the severe restrictions that the

Green has agreed to take this on. All members of

pandemic has brought. The highlight of the

the existing Executive have agreed to continue in

evening was a fascinating presentation by

their roles, as have the medical observer members

our Clinical Director, Praveen Jeevaratnam

and the non executive members.

and a synopsis of his talk can be found on

LAKPA WEBSITE.

I

I f you have looked at the LAKPA website
( www.lakpa.org ) lately you will have
noticed that we have recently completely
updated the site with the aim of making
it easier to use and more interactive.
Working closely with Beanebytes, our
web designer the revamped site went live
earlier this year and has received excellent
feedback.
The information on the site has been reordered
and updated to make it clearer and more
accessible and will remain under constant
review so that it is always current and we hope
that it becomes the ‘go to’ place for our kidney
patients and their carers to hear of news and
developments.

We have introduced a news

blog, which is regularly updated, a contact form
to allow you to send any comments, questions
or news and an online membership application
form which has already attracted several new
members.
Do look at the site and if you have any comments
or suggestions on how it might be developed
and improved, please do use the contact form
which you will find on the ‘Contact us’ section of
the site. We look forward to hearing from you.
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Recipe.

Mushroom & Pepper Pizza with Mascarpone.
Ingredients.

Method.

DOUGH

1. Mix the flour, salt and yeast together in a large

250gm strong plain flour

bowl and make a well in the middle. In a jug, mix

½ teasp salt
½ 7g pack fast action dried yeast
130-145 ml warm water

into the well of the flour mixture and mix to make
a soft but not sticky dough.
2. Knead for 10 minutes by hand on a lightly

2 tbsp olive oil

floured work surface or for five minutes in an

FILLING

electric mixer fitted with a dough hook. Bring the

1 large red onion
1 red pepper
2 cloves garlic
About 150 gm flat mushrooms sliced*
50 gram sweetcorn
Thyme

dough together to a smooth flat ball and place on
a large, lightly floured baking tray.
3. Cover the pizza dough loosely with oiled cling
film, making sure it is airtight. Leave in a warm
but not hot place for 30–40 minutes.
4. Preheat the oven to 220C/425F/Gas 7.

7. Spread the onion, pepper and mushroom
mixture over the Pizza base leaving a 2 cm border
all round. Slide onto a baking tray and cook 1215 minutes or until edges are puffy and brown.
Remove from oven, sprinkle with Parmesan and
put a dollop of Mascarpone on each slice as it
is served
Serve with a green salad

Small amount grated Parmesan

5. Remove the cling film from the dough and roll

Makes 2-3 servings

Half tub (125gm) Mascarpone

out to a 30cm/12in circle to knock some air out,

*If you need to watch the potassium
content this can be reduced if tinned
mushrooms are used.

olives to decorate (optional)
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the water and oil together, then pour the liquid

6. Whilst the dough is proving make the filling.
Peel and slice the onion and garlic, halve the
red pepper and remove stalk and seeds, cut into
strips. Heat 2 tablespoons of olive oil in a frying
pan over a medium heat – fry the onion and
garlic for 5-6 minutes stirring frequently, Add the
pepper, sweetcorn and mushrooms and toss well
to coat with the oil and cook for 2-3 minutes .
Take pan from heat and leave to cool.

Place on a baking tray and prick holes all over the
dough with a fork.

Information.
YOUR COMMITTEE 2021.

Kirit Modi.

Fiona Loud.

CHAIRMAN:
Kirit Modi
22 Chestnut Avenue
Edgware
Middx
HA8 7RA
0208 952 1131
kiritmodi1@hotmail.com
VICE CHAIRMAN:
Fiona Loud
37 Rosemary Drive
Napsbury Park
St Albans
AL2 1UD
(01727) 823488
fiona.loud@live.co.uk

Anthony Byrne.

Ros Aird.

Marcia Hamlin.
RENAL MANAGEMENT TEAM:
Dr Praveen Jeevaratnam
Dr Roger Greenwood
Dr Reena Popat
Sarojan Sajeev

TREASURER:
Anthony Byrne
8 Elm Walk, Stevenage SG2 9UY
07941765599
anthonybyrne888@gmail.com

YOUNG ADULTS LIAISON
& FUND FUNDRAISING LEAD:
David Green

SECRETARY &
COMMUNICATIONS LEAD:
Ros Aird
01920 427612 / 07901 666888
ros.aird@ntlworld.com

BEDFORD UNIT LIAISON:
Tarsem Paul

TRUST MANAGEMENT LIAISON:
Kevin Howell

HARLOW UNIT LIAISON:
Vacancy

LEAD CLINICAL COUNSELLOR:
Maria Da Silva-Gane

LUTON UNIT LIAISON:
Anthony Heath

LUTON COLLECTION BOXES:		
Keith Loud

MEMBERSHIP SECRETARY:
Marcia Hamlin
49 Mandeville, Stevenage
SG2 8JJ
07791 101140
marciahamlin@talktalk.net

LISTER UNIT LIAISON:
Andrew Bullen

ST ALBANS UNIT LIAISON:
Ben Wigmore
07779 770853
bnwigmore@gmail.com

COMMITTEE WITHOUT PORTFOLIO:
Seema Dahad

DATES FOR YOUR DIARY.

Committee
Meeting
dates:-

8 June 2
021
10 Augu
st 20
12 October 21
2
14 Decem 021
ber 2021
8 Februa
ry 2022

A G.M.

Tuesday
22nd March 2022.
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CUT HERE

Application For
Application
for Membership.
Membership.
FREE TO JOIN – WE WANT TO HEAR FROM YOU!
REGISTRATION FORM.

Please COMPLETE AND RETURN to: Marcia Hamlin, Lister Area Kidney Patients Association, 49 Mandeville, Stevenage, Herts, SG2 8JJ
Alternatively please hand this form in to any of the renal units/wards at Lister, Bedford, Harlow, Luton & Dunstable or St Albans
or to the LAKPA liaison persons for the units.

.
Y
L
R
A
E
L
C
E
T
I
R
W
E
S
A
E
L
P

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

Transplant recipient

Lister

St Albans

Haemodialysis at home

Pre-transplant/dialysis

Luton

Harlow

Peritoneal Dialysis (PD)

Other

Bedford

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. )

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.

				

Should you wish to make a donation to LAKPA please visit our 		

LISTER UNIT
Andrew Bullen.

HARLOW UNIT
Vacancy.

LUTON UNIT
Tony Heath.

DATE

page on our website www.lakpa.org

BEDFORD UNIT
Tarsem Paul.

ST ALBANS UNIT
Ben Wigmore.

01462 685 956

01582 271 424

07840 623 672

07779 770853

abullen45@gmail.com

claudette.tony@hotmail.co.uk

tarsempaul708@gmail.com

bnwigmore@gmail.com

CUT HERE

SIGNATURE			

PLEASE SEND ANY DONATION IN AN ENVELOPE WITH THIS FORM TO : Marcia Hamlin, 49 Mandeville, Stevenage, SG2 8JJ.
You can also hand this form in to any of the renal units/wards at Lister, Luton & Dunstable, Bedford, Harlow, or St Albans. Reg Charity no: 1008961
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