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A TRIBUTE TO STEVE FROM KIRIT.

I

t is with great sadness that I have to inform you

intelligence and commitment to get things done.

that Steve Gilbey, LAKPA Home Therapies liaison

Despite his relatively short involvement he was

and Newsletter Editor died suddenly on Easter

instrumental in the revamp of the renal reception

Monday. Although Steve had only joined LAKPA

area, in orchestrating the very successful World

in 2017, soon after he started dialysis, he was

Kidney Day, and had also agreed to take on the

quickly committed to doing whatever he could

Newsletter editorship with his wife Ros.

to support the organisation. He was so grateful

Steve was a lovely person. I greatly valued his

for the care he received, the friendliness of the

contribution to LAKPA; he was passionate about

organisation and ‘most of all’ for the unstinting

supporting kidney patients and had lots of ideas

support of the renal team that he really wanted

on what more we could do.

to ´give something back´.
He therefore took on the role of Home Therapies
liaison with enthusiasm, knowing how his own
move to home-Haemo had made so much

There was so much more he wanted to do - he will
be much missed.

AUTHOR : Kirit Modi.

difference to improving his quality of life.
As a valued member of the LAKPA committee his
contributions drew on his career in public sector
procurement and demonstrated his trademark

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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Welcomes.
MESSAGE FROM YOUR CHAIRPERSON.

I

• Explaining the change in law:
Deemed Consent or Opt Out

Finally, LAKPA welcomes ideas on how we can do more to

all kidney patients, carers, their families, Lister

am pleased to write this positive message to

Hospital staff and others. The change in law on

• Relocation of the Luton unit

are always looking for new people to help us. In you are

• Patient transport

interested; please do not hesitate to contact me by e-mail

organ donation in England from Spring 2020 is a
huge step forward in increasing kidney transplants
and LAKPA has set this as a key priority for us over
the next 12 months.
I am delighted that, following our AGM, we will continue
to have a strong and active committee. Ros Aird has kindly

• Shared Decision Making
• Funding innovative projects
• Better liaison with managers of services
provided

taken over as our Editor and we have reviewed the role

I am most grateful to Dr Suresh, Dr Greenwood and Maria

of our excellent liaison persons for the dialysis units, home

Da Silva Gane for their continued support for LAKPA.

therapies unit, ward 6B and for transplanted patients.

Overall, we have established excellent relations with

The Committee has identified its priorities for the next 12

many staff who care for us on a regular basis, and we will

months which will be:

continue to build on these.

improve the lives of kidney patients and their families. We

or phone.
Enjoy the summer!

Best wishes,

Kirit Modi.
Chairperson.

YOUR EDITOR’S WELCOME.
Dear Readers,

Organ Donation into English Law. This means that

perspective and it is obvious that this is a time of great

It is with a mixture of sadness and pride that

from Spring 2020, all adults in England will have been

developments for kidney patients, whatever form

I introduce myself as the new editor of the

considered to have agreed to be an organ donor when

of therapy they are receiving. I hope to reflect these

LAKPA Newsletter. Sadness because Kirit had

they die unless they had recorded a decision not to

faithfully in this and future editions of this Newsletter

asked my husband Steve and me to be joint

donate or are in one of the excluded categories. This is

and would be delighted to receive any comments,

editors, but Steve died suddenly before we

a very important piece of legislation given that so many

suggestions or feedback on this publication so that

could complete the preparation of this first

kidney patients die before a transplant can be offered

it continues to be relevant and informative. I can be

Newsletter under our editorship; pride because

to them and LAKPA will be doing all it can to support

reached at ros.aird@ntlworld.com or, if you prefer to

I can honour his memory by continuing to

the information campaign that the government will

write, address it to me c/o your renal unit who will pass

inform and support kidney patients across our

be running over the next year to inform and prepare

it on.

area. Although I am not a kidney patient myself

the public for when the law comes into effect. There is

I have seen at first hand the effect of kidney

lots more information on the organ donation website

failure and dialysis on both my husband and

(www.organdonation.nhs.uk) and anything we can

brother and have come to understand the life

do both personally and through LAKPA to support this

transforming impact of kidney transplantation

change will help change attitudes and save lives.

so I hope to bring all these perspectives to the

In addition to the information on ‘Deemed Consent’

developing Newsletter.

you can see from the contents page that this

The theme of this Newsletter is ‘Deemed Consent’

Newsletter contains lots of other information on the

and considers the impact of this crucial legislation

way in which services for renal patients in the area are

which earlier this year enshrined Deemed Consent for

being developed – both from a medical and a support

With very best wishes,

Ros
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News.
ORGAN DONATION (DEEMED CONSENT) ACT 2019.

From spring 2020

the law around organ donation
in England is changing.

F

rom 2020, adults in England will be

considered potential donors unless they
choose to opt out or are excluded. A new
system for organ donation that will save
hundreds of lives has come into law, with the

individual’s wishes are respected.
80% of people in England support organ donation but

PASS IT ON

vital step will presume consent unless people choose to
opt out of being a donor.

only 38% have opted in. This means families are often

It’s important that everyone takes the time to discuss

left with a difficult decision when a loved one dies.

their choices on donation with their families and
register their wishes, whatever their preference may be.

Organ Donation (Deemed Consent) Bill receiving

Currently, less than half of families give consent for their

Royal Assent on 15 March. Royal Assent means

loved one’s organs to be donated if they are unaware

I also want to thank those who have campaigned

the bill is now an act of parliament.

of their wishes. When families know what their loved

tirelessly to raise awareness of this issue, and pay

one would have wanted, they are much more likely to

particular tribute to Max, Keira and their families for

honour these wishes.

making this historic change happen.

to opt out or are excluded. The act is known as Max

The government’s public awareness campaign will help

Jackie Doyle-Price, Parliamentary Under Secretary of

and Keira’s law in honour of a boy who received a heart

raise awareness of the new system before it comes into

State for Mental Health and Inequalities, said:

transplant and the girl who donated it.

force in spring 2020, and give people the time to have

The Organ Donation Act will mean adults in England
will be considered potential donors unless they chose

There are more than 6,000 people currently waiting for

the conversations they need.

This is a remarkable change that will make a real
difference to so many lives and it has been a privilege

an organ in the UK. Three people die each day while

Those who do not wish to donate their organs will

to have supported the efforts of so many brilliant

on the waiting list. The new law will help to reduce the

still be able to record their decision on the NHS Organ

campaigners to pass Max and Keira’s law. The new system

number of people waiting for a life-saving transplant.

Donation Register. They will be able to do this through

will mean hundreds more lives are saved every year.

Changes to the way consent is granted will take effect in

NHS Blood and Transplant’s website or helpline.

Organ donation is a deeply personal decision for

2020. Before this happens, the government will launch

The government will also consult on whether certain

everyone, which is why we will be launching a public

a public awareness campaign to make sure people

organs should be excluded from the opt-out system.

awareness campaign to ensure people understand the

understand the new system and the choices they have.
The Prime Minister thanked campaigners for their
Those excluded from the plans include:
• children under 18

support in getting the law passed.
Prime Minister Theresa May said:

• people who lack the mental capacity to understand
the changes for a significant period before their death

I’m delighted Max and Keira’s law has passed today.

• people who have not lived in England for at least 12

in need of a life-saving transplant, and could save as

months before their death

many as 700 lives a year.

Under the new law, being an organ donor will still be
your choice – organ donation
will remain a priceless gift.

It marks a momentous step for thousands of people

There will also be strict safeguards in place and specialist

With significantly more people willing to consider organ

nurses will always discuss donation with families so an

donation than are actually registered as donors, this
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new system and the choices available to them.

Laura Banner
TRANSPLANT

jee.

NURSE.

Article.
ORGAN DONATION – A STORY OF HEARTBREAK AND HOPE.

M

y husband Paul suffered a stroke, totally

do. Paul and I didn’t have deep conversations about his

family, it gives a glimmer of hope and comfort in a

out of the blue and his condition deteriorated

decision, but he kept his donor card up-to-date and we

time of sorrow and what better way to remember my

quickly in hospital so I was in shock and denial

talked about his decision with humour. I didn’t think

lovely husband?”

when the Doctor told me there was nothing

Paul was the ideal donor, he was a middle-aged man

more they could do for him. My recall of that

who had lived life to the full!

conversation is impaired by dealing with this
heart-breaking news, however my memory is

I’ve never had any doubts about the decision, helped
by the wonderful, respectful support given by the

that the Doctor quickly and calmly asked if we

donor nurses. It allows me to talk positively about

had considered organ donation and as soon as

Paul’s death, and gives Paul’s family and myself,

he asked the question, it made sense to me.

great pride in him.

The decision to go ahead with organ donation therefore

AUTHOR : Kate Stockley.

I would encourage everyone to think about donation,

was an easy one, considering it came at one of the most

discuss it with your loved-ones and hopefully make

painful and shocking moments of my life. Paul was a

the decision to carry a donor card. Quite rightly, organ

kind, generous man who was happy to help anyone

donation gives hope and improved quality of life to

and I knew instantly donation was the right thing to

Recipients, but I can say with sincerity, for a bereaved

TWO SUCCESSFUL STORIES - TARSEM AND TONY.

W

e are delighted to be able to report that

liaison for the Luton Unit and who has worked so hard

Tarsem Paul - who is the LAKPA liaison for the

on the Luton relocation project, has also received a

Bedford Unit received a kidney transplant in the

kidney transplant. We hope to bring further details to a

early hours of Valentine’s Day at Addenbrooks

future edition of this Newsletter

hospital. Although Tarsem’s recovery has not

AUTHOR : Ros Aird.

been entirely plain sailing he is now starting
to feel the benefits, although, with so many
hospital visits in these initial stages, he is still
finding it very tiring.
Tarsem had been dialysing at the Bedford unit
prior to his transplant where his enthusiasm and
commitment to LAKPA were second to none organising fundraising at local supermarkets and
raising awareness and funds for LAKPA within
his local community. I am sure you will join me in
wishing Tarsem all the very best for his recovery and
we look forward to reading about his experience in a
later edition of this Newsletter.
There is further good news that Tony Heath, LAKPA

Tarsem Paul.

Tony Heath.
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Article.
WORLD KIDNEY DAY 14 MARCH 2019.

R

egular readers will know that every year

so this year we set out to inject some more

WKD logo and a competition to win a WKD teddy

we support World Kidney Day – an annual

energy into the day particularly as the issues

bear by guessing the number of beans in his jar. This

event that is aimed at increasing awareness

of Deemed Consent were so current.

gave us lots of attention and so many of the renal

of how widespread kidney disease is and

This year World Kidney Day was 14th March and we

staff gave up time on the day to spread the message

the importance of organ donation. It is not

set up our stall in the Lister main corridor attracting

and hand out organ donation leaflets that it was a

always easy to attract peoples’ attention

people with specially baked biscuits carrying the

really fun day – albeit a little tiring!

THANK YOU TO EVERYONE AT THE LISTER UNIT.

W

e were also delighted that Mandy and Jill and

adding considerably to the total collected. In all we

all the staff and patients in the Lister dialysis unit

raised over £170 after all expenses – the most we

supported us so enthusiastically – taking part in

have ever made on this day. The only problem is how

guessing the beans and buying the biscuits and

are we going to top that next year?

WKD at the LISTER UNIT
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WKD at the LISTER UNIT

AUTHOR : Ros Aird.

WKD at the LISTER UNIT

News.
TRANSPORT UPDATE.

B

edfordshire CCG, East & North Herts

• Renal dialysis patients now benefit from the

CCG, Herts Valleys CCG and Luton CCG have

provision of their transport being fully integrated into

been working with the East of England

EEAST’s services, replacing those previously provided

Ambulance Service NHS Trust (EEAST)

through the ‘Lister Shuttle Bus’ and ‘Mealing Taxis

and the renal units, to establish how the

Ltd’

overall efficiency of the patient transport
service can be improved. From this and
based on feedback from renal patients
and unit staff, various changes have been
implemented over the last few months.
These include:
• Making sure all journey bookings align to patients’
appointments.
• To maintain these improvements, the renal units
are now each month reviewing appointment timings
with EEAST, ensuring the appropriate transport

6051208. This will assist EEAST in coordinating the
availability of transport for other patients.

AUTHOR : Adrian Manning

Since January 2019, evidence indicates that more
renal dialysis patients are being transported to and
from their appointments in a timely manner. Feedback
from renal units supports this evidence, with the
number of patients arriving late, or experiencing
delays in their pick-up times, significantly reducing
over the last few months.
The patient information leaflet - referred to in the
previous newsletter - is soon to be published. In
the meantime, if a booking is not needed, please
Adrian Manning.

remember to contact EEAST’s call centre on: 0345 –

arrangements remain aligned.

REPLACEMENT SERVICE FOR THE SHUTTLE.

A

s of December 2018, patients who

patients arrive earlier than expected but the general

This information will also be a part of the Patient

previously used the Lister Shuttle Bus can

view of the new service is very positive.

Information Leaflet (soon to be published and

now use non-emergency patient transport

Patients are encouraged to contact EEAST with any

distributed on the Renal Dialysis ward).

services delivered by East of England

compliments, complaints or concerns they may wish

AUTHOR : Paulina Hosking (NHS East and

Ambulance Service NHS Trust (EEAST).

to raise:

North Hertfordshire Clinical Commissioning

We had confirmation from East and North

EEAST’s

Group).

Hertfordshire NHS Trust that in the past they had

Patient advice & Liaison service (PALS)

a few phone calls (primarily from families of the
patients) expressing concerns regarding punctuality.
However, these types of calls were mainly made
around December 2018, when the replacement
service for the Shuttle Bus first started. Since then
the service has improved as expected.
The Renal Dialysis department at the Lister Hospital
upholds this opinion. We were informed that there
may be an occasional delay but patients usually

Telephone: 01234 243320
Freephone: 0800 028 3382
Email: eoeasnt.feedback@nhs.net
LAKPA has recently sought the views of the patients who were previously using the Shuttle service
to find out what they think of the replacement service. Their views are mixed, some patients are satisfied
with the replacement service and others are not. Clearly this needs to be discussed with the CCG because
we need to address the concerns of some patients. We are pleased to work with the CCG in improving this
service. LAKPA has arranged a patient transport meeting on 25 June 2019, at the Lister Hospital, with the
CCG and the provider, to discuss this matter.

arrive within an acceptable timeframe. Sometimes
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Article.
GETTING HELP AND SUPPORT.

W

Renal Psychology and Counselling Service.

service ask any member of the renal team or

Steve’s, kidneys were failing we felt quite

This service is set up to support you if you are

phone 01438 284957 email renalsupportservice.

disorientated – this was in no way a reflection

struggling with feelings of anxiety sadness or anger

on the medical care we received, just a sense

that are perfectly natural for patients and carers. It

Lister Area Kidney Patients Association (LAKPA)

of being on a journey we hadn’t wanted to go

is staffed by psychologists and counsellors trained

The Lister Area Kidney Patients Association (LAKPA)

on and no idea how to cope with it.

to identify how you can be helped to work through

is a small charity whose aim is to improve the lives of

these feelings. You can make contact by asking

kidney patients and their families served by the Lister

one of your renal health care team or you can

Hospital in Stevenage. LAKPA is a kidney patients

ring Leslie Shaughnessy 01438 284957 or email

association, run by patients for patients, carers and

renalsupportservice.enh-tr@nhs.net

their families. It is the voice of kidney patients and

hen we were told that my husband,

Many of us know what a challenging and
worrying time it is when we get a diagnosis
of kidney disease – there is so much to take
in, so much new knowledge to be absorbed

enh-tr@nhs.net

liaises at all levels with staff employed by the Lister

and, above all, the realisation that this will

Hospital. LAKPA is a member of a federation of

materially affect the rest of your life. For

Renal Nutrition and Dietetic Service.

patients and their carers and families the

Good nutrition is vital for all kidney patients but

financial and emotional impact can be severe

UK called the National Kidney Federation (NKF), and

working out a diet that is right for you can be difficult

and it is important to therefore for everyone

actively supports the work of the NKF at a national

and confusing. Renal dieticians are qualified to give

to understand the support that is available,

level. If you are not already a member do consider

advice on how to plan your diet to be enjoyable

joining – the application is on the back cover of this

both through the Lister renal services

while enabling you to eat healthily and manage your

Newsletter or via the website www.lakpa.org – it

and through the various kidney charities

condition. To contact the service you can ask any

is free to join and is run entirely by volunteers so

dedicated to improving the lives of kidney

member of the renal team or phone 01438 285533

administrative costs are minimal.

patients and those around them. You may

or email renaldieticians.enh-tr@nhs.net

All the above services are specifically designed

already be aware of some of the services but
the following is a brief synopsis of what is

Renal Peer support service.

available along with contact numbers. If, as a

This service is designed to give an opportunity for

patient or carer, you are struggling with any

kidney patients and their carers – particularly those

aspect of managing this most challenging of

who are newly diagnosed – to talk with more

conditions do consider contacting any of the

experienced patients and carers on a one to one

services below – they are specifically set up

basis in a non medical environment. To contact the

to help you:

Renal Social Work service.
This is available to all patients and carers and is
designed to give support on a range of personal,
emotional and practical matters.

These include

advice on finances, Housing, Social Care, Aids and
equipment, along with practical help at home, as well
as work issues. The team also includes a Benefits
Adviser to help you find what benefits you might be
entitled to as well as offering help in filling out the
forms. To use the service you can either ask one of
the renal staff to refer you or you can contact the
renal social workers directly on 01438 284957
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over 50 similar kidney patients associations in the

to help and support patients and carers
managing this very challenging long term
condition, so if you feel any of them could
help you – or you just want to explore the
possibilities do go ahead and contact them.

AUTHOR : Ros Aird.

News.
BENEFITS ADVISOR FOR RENAL PATIENTS.

H

ari Buyukertas joined the Renal Support

lump sum amounts (backdated payments) for 17

funding of the role.

funding

patients of £18,097.66. These amounts were mostly

Anyone wishing to be referred for benefits advice can

from LAKPA and in partnership with the

related to claims for Employment Support Allowance

call the Renal Support Team on 01438 284957 or

Money Advice Unit and E&N Herts NHS

(ESA) and Personal Independence Payment (PIP).

email on renalsupportservice.enh-tr@nhs.net and be

Trust, to provide a benefits service to all

Hari has completed full benefits checks, helped

booked in for an appointment.

renal patients. She works one morning a

people make their first claims for a range of benefits

week to provide specialist input to the

including Universal Credit, ESA, PIP, Pension Credit,

benefits work of the renal social workers

Carers Allowance and Attendance Allowance,

Alison Danbury-Lee and Clarisse Cunha.

advocated for people with local housing departments

Working from the Lister Hospital, Hari’s

regarding Housing Benefit and Council Tax Support,

appointments

telephone

prepared documentation for benefits tribunals and

assessments, with occasional face to

advised the renal social workers on benefits issues

face meetings to complete forms when

they are dealing with.

required.

Going forward, this year Hari’s post is funded by

Over the past 12 months, Hari has helped obtain a

the Lister Hospital Charity. The Renal Support Team

total of £140,556.62 for renal patients, including

remains extremely grateful to LAKPA for their initial

Team

in

May

2018

are

through

usually

AUTHOR : Alison Danbury-Lee

Hari Buyukertas with Alison and Kirit

STEP CLOSER FOR NEW RENAL UNIT IN LUTON.

T

he relocation of renal dialysis unit,

recently successful, allowing the relocation plans to

currently based at Luton and Dunstable

move forward in earnest.

Hospital, has moved a step closer.

Strategic Projects Programme Director Kieran Wright,

Head of terms have now been agreed

who is leading on the relocation project, said: “Plans

between East and North Hertfordshire

are progressing well. We are looking to submit a

Trust (ENHT), which provides the renal

planning application for the new unit in the coming

service and the owners of a unit at the

months. If all goes well, we hope to start construction

Scott Road Industrial Estate, to develop a

work early next year.

new dedicated renal unit on the industrial

“This great news for renal patients in the Luton area

estate.

and for our staff providing this service. It will ensure

The development of a new renal centre in Scott Road,

the long-term future of the unit.

which is just two miles away from the current unit,

“We’ve been working closely with LAKPA to ensure a

will secure the future of the unit which has been

new site be found and they continue to be an integral

in limbo since Luton and Dunstable Hospital Trust

partner as we start to look at the design and feel of

served notice on East and North Hertfordshire Trust

the new unit.”

to relocate renal unit from its current location.
Steps to secure funding to develop a new unit were

Kieran Wright.

AUTHOR : Kieran Wright.
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News.
PROGRESS IN RENAL SERVICES AT THE LISTER IN 2018 AND PLANS FOR 2019.

B

efore I start to detail the progress in

We are now successful with our peritoneal dialysis

have been the introduction of a Benefits Adviser,

Renal Services over the last year I would

programme with ambitions to have 40-45 patients

Complementary Therapist along with Cognitive

like thank our patients, carers and LAKPA

doing CAPD/APD in 2019. This means that we are

Behavioural Therapy and contribution to the research

who support, advise and promote the

meeting the target of 15% of our patients on home

project ‘Prepare me study’. Overall we can be proud

services we offer – only a few weeks ago

based therapies. We want to further increase this

of the high quality sustained development that has

we had a fantastic World Kidney Day,

so that patients are having their treatments at home

taken place over 2018.

spreading the message of Kidney Health

as that has been shown to be associated with best

at the Lister Hospital and our Satellite

outcomes. We are very thankful to our patients and

Units. It is humbling and powerful to have

their carers who have supported and participated in

the support of the patients’ association in

our road shows. The input continues to shape how

helping us deliver our agenda.

we deliver the service.

GIRFT:
On 1 March there was a visit from the NHS GIRFT
(Getting It Right First Time)* team to which Kirit
was invited as patient representative and I quote his

Another proud moment was the nomination of the

comment

Harlow unit for the Trust’s ‘Celebration of Excellence

“I am grateful you invited me to this important

We continue to be the fourth largest NHS dialysis

Awards’ for quality of care. This is remarkable as the

occasion. I was very impressed by the presentation

provider in the country and probably the largest for

Harlow Unit has only been in existence since 2013

and the positive atmosphere throughout the meeting.

the East of England. I can summarise our activity in

and the nomination is a validation of all the work

You should be proud of your team!”

the following numbers:

that has been done in this new patch. This is very

The Head of the GIRFT team commented that this

much down to team working – including socially,

was only the second or third time they had seen a

with events such as Christmas parties breaking

patient representative as part of the submission and

down barriers and developing a less medicalised

underlines the close working relationship between

environment. In fact a key success point for us for

LAKPA and the clinical team – we are very proud of

the future is the ongoing development of multi

our team but equally we don’t lose sight of the fact

disciplinary teams where everyone is involved in

that there is more that can be done.

SO... WHAT HAVE WE DONE IN 2018

• Approximately 500 Haemodialysis patients
treated across our 5 units
• We performed over 73000 dialysis sessions for
our patients
• Over 2000 patient attendances in our Transplant
clinic
• Around 130 patients started Renal Replacement
Therapy in 2018
One area of particular pride is our home dialysis

identifying and establishing a culture of continuous
improvement.

To summarise what has been achieved over
the past year:

Conclusions from the GIRFT visit:
• Strong Multi Disciplinary Team Working sustained
and developed over 25 years
• Above average growth in Renal Replacement

unit which goes from strength to strength; led by

REVAMP OF OUR ADVANCED

Therapy which can be put down to an increase in the

our brilliant Home therapies Team: Dr(s) Vilar and

KIDNEY CARE SERVICE

area covered and the particular demographic in the

Sridharan with Senior Nurses Pedro Martin and

Tight integration of our advanced kidney care clinic

Luton/Bedfordshire and West Essex areas

service with the transplant service and Home Dialysis

• Evolved Care services for all groups of patients

Service so that it appears seamless to patients. This

with Kidney Disease

In 2018 there we were able to increase our patient

keeps the patient focussed care at the forefront of

• Strong partnership working with Kidney Patient

numbers on Home HD to 41. There were 4 patients

all that we do. Key to the delivery of this work has

Association

training. We wish to increase our numbers further to

been the contribution from Maria and her team in

• Strong growth in Home therapies

have between 50-60 patients dialysing at home in

delivering some excellent concepts that have been

• Shared Care has become ‘business as usual’

2019. Our patients have a choice of using NxStage

identified during 2018 – the Peer Support initiative

• Comprehensive Supportive Care pathways

or Fresenius dialysis machines and this makes our

has been a spectacular success and is something that

• Fewer Bed Days for Dialysis patients in hospitals

programme very patient centred, matching needs

can be built on and developed. We have introduced

than average

with the type of dialysis system best suited to life

a Youth Worker into the team and we are one of

• Second best outcome in country for Acute Kidney

style and preferences.

the very few services to offer this. Other successes

Failure with great benefits being derived from

Tracey Bellwood along with a small but dedicated
Nursing Team.
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News.
: Synopsis of a presentation given to the LAKPA AGM by Dr Suresh Mathavakkanan..
employing an AKI specialist nurse

for the life changing impact of renal replacement

patients to 60 and 50 CAPD patients.

• Best performing in Transplant work up service

therapy on their quality of life is intense. We are

For young patients we are looking to give more

•

Nascent East of England Renal Network has

therefore in the process of setting up a hub within

choice and the employment of a renal youth worker

been in place for approx 2 years but needs more

the hospital to focus on these patients, giving them

will underpin this – there is currently a clinic every

development

all the support they need whilst they start on dialysis.

other month for this group of patients, but the aim

• Innovation – part of the DNA

Maria’s team, the pharmacy team, the transplant

is to double this.

team and the vascular access team are all involved

In summary therefore our work programme for 2019-

1. Patient Reported Outcome Measures (PREM)

so that these patients are supported in managing

20 includes the following:

survey – We are proud to be the second largest Unit in

their condition and achieving better outcomes e.g.

the country when we look at the numbers of patients

getting them on the transplant list sooner or getting

who participated in the survey. There were 362

vascular access for dialysis created quickly. This is a

dialysis patient responses and 16% of our transplant

major piece of work and we will be only the 2nd or

patients (7-8% National average) responded with

3rd unit in the country with a service of this nature,

a sizeable number of patients attending a clinic

with Liverpool and Manchester being the others in

also contributing. We are very pleased that these

this country.

numbers show a service improved from 2017, whilst

c. Other areas of work are setting up specialist clinics

not losing sight of the work that still has to be done

for patients with vasculitis and other conditions and

which is included in the 2019 plan.

there is also a particular need to focus on improving

2. Finally for 2018 it was very nice to win the East
of England Tele-medicine Innovation award for which
we were nominated by Sir Oliver Heald MP
WHAT ARE THE PLANS FOR 2019-20?

specialists in other hospitals with whom we work

the NHS, and by sharing best practice between trusts,

when patients get admitted with kidney problems.

GIRFT identifies changes that will help improve

patients the emotional shock of coming into the
system in an unplanned way with no time to prepare

efficiencies.

AUTHOR : Suresh Mathavakkanan.

show us as better than average in terms of making
shared decisions, informing about choices, but we
need to improve on informing patients on why tests
are being carried out, what the results are and what
dietary advice that we need to get better at.

need for dialysis within days to weeks. For these

care and patient outcomes, as well as delivering

We are encouraged by the PREM survey results that

patients should be doing, particularly in respect of

care with kidney failure, needing dialysis or reaching

i) Caring for Young Adults with kidney disease

variations in the way services are delivered across

development of a service entitled ‘ The Transition Care

in advance and have, unpredictably, come under our

h) Ambitious Home Therapies Programme

NHS by reducing unwarranted variations. By tackling

b. Other initiatives on the agenda include the

dialysis patients annually who are not known about

g) Pr-emptive Transplants and Live Donation

specialists in diabetes, with GPs in Primary care and

from feedback from our patients and carers.

Hub. This is specifically aimed at the up to 30% of

f) Communication regarding Tests

well, we will also look to partnership working with

2020. Work is progressing well and we are pleased

self-care dialysis.

e) Transport

designed to improve the quality of care within the

working together and listening and improving

century dialysis hub with out-patient facilities and

d) Patient Survey Improvements

d. We will continue to do more of what we do

satellite dialysis unit which is due to open in summer

on the outskirts of Luton will be converted to a 21st

c) More Specialist Clinics

* Getting It Right First Time is a national programme

In summary, we have had a successful year

Road in Luton. The intention is that the agreed site

b) Transitional care Hub

transport services.

a. The biggest priority is the relocation of the Luton

to report that we have identified a premise in Scott

a) L&D Satellite Unit Relocation

With regard to the transplant service we have a target
to improve further on the numbers transplanted
pre-emptively and we also need to improve on the
numbers of live donations. Compared to 2017-18
there were 15 more live donation clinics, we are
looking to increase the number of home haemo
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Recipe.
BEAT THE SUMMER HEAT : MANAGING YOUR FLUIDS.

T

he days are getting longer and the

cravings by not only cutting back on salt added at

ice cubes to help relieve a dry mouth.

weather is getting warmer. Most people

the table and in the cooking, but also by cutting back

• Keep your mouth hydrated! If you struggle with

enjoy the change in season, but if you have

on the hidden salt in processed and packaged food.

a dry mouth, try a spray or gel, available from most

to follow a fluid restriction, this time of

Beware of processed meats, foods canned in brine

pharmacies. Alternatively, chewing gum, boiled

year can be difficult. Below are some tips

and especially takeaway foods like burgers, pizzas

sweets and lolly pops can help keep the salvia in your

and tricks to help sticking to your fluid

and Chinese.

mouth stimulated.

• Keep it small! Throw away the coffee mug or pint

• Keep your blood sugars well controlled! If you’re

• Make sure you know what your fluid allowance

glass. Switching to a teacup or small tumbler makes

diabetic, having unstable blood sugar levels can

is! Everyone is a little different. Knowing what your

the number of allotted fluids go further and leaves

make you feel thirsty. If you think your diabetes

allowance is makes following it a little easier. If

you feeling like you have drunk more.

control needs improving, chat to the dietitian about

restriction a little easier.

you’re not sure, ask your dietitian or doctor.

• Frozen treats! Freezing fruits like berries, grapes

• Avoid salty foods! Having a high salt diet will

and even tinned fruit can make a refreshing snack.

make you EXTREMELY thirsty. Curb those fluid

Use flavoured cordials to make up some interesting

diet and diabetes, or consider a review with your GP
or diabetes specialist.

AUTHOR : Joanna Finney.

CRUNCHY COUS COUS SALAD.
SERVES: 6

SERVING SIZE: ½ CUP.

Don’t skimp on salad during summer. There are lots of salad options available for when the weather is warmer.
This recipe is low in both potassium and phosphate, and would be a great accompaniment at a BBQ or by itself.
Ingredients

Method

• 1 medium cucumber

1. Thinly slice and quarter the cucumber. Chop the

• 1/2 cup red bell pepper

bell pepper, onion, olives and parsley.

• 1/4 cup red onion

2. In a medium saucepan, heat water to a boil and

• 2 tablespoons black olives

add couscous. Return to a boil. Remove pan from
heat, cover and let stand for 5 minutes. Fluff with a

• 1/4 cup flat-leaf parsley

fork and let cool while preparing vegetables.

• 1/2 cup couscous, uncooked

3. Add the cucumber, bell pepper, onion, olives and

• 3/4 cup water

parsley to the couscous.

• 2 tablespoons olive oil

4. Combine the olive oil, vinegar, feta cheese, basil,

• 2 tablespoons unseasoned rice vinegar

and pepper to make dressing. Mix the dressing with
the couscous salad.

• 2 tablespoons feta cheese crumbles
5. Refrigerate at least 1 hour. Serve chilled. For
• 1-1/2 teaspoon dried basil
• 1/4 teaspoon black pepper
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some extra protein add shredded chicken or tinned
chickpeas

Membership update.
LAKPA MEMBERSHIP.

W

hen the GDPR was introduced in May

Unit Liaison Representatives and at the

for events such as outings to the seaside, Christmas

2018, LAKPA members will remember that

LAKPA AGM on 26/3/2019 I was able to

dinners, visits to shows etc. will be given only to

we carried out a refresh of our database

report that the number of members had

those who have registered as LAKPA members.

and, in accordance with the new data

increased by 78.

Membership of LAKPA is free and registering only

protection laws, had to request that all
our members at that time gave LAKPA
consent to keep them on our database and
to contact them by returning an updated
membership form.

Like the majority of

small charities this exercise led to an initial

However we still need more members to make us an
even stronger voice for the community of Stevenage
Kidney Patients, Carers and Staff, which will in turn
help us in supporting our members and all kidney
patients in our area along with their families and

entails filling in and returning our membership form,
but please note that in order to be sent your personal
copy of our quarterly magazine, you will need to tick
the relevant box on the form indicating that you
consent to us sending you material through the post.

friends.

AUTHOR : Marcia Hamlin.

done very well since then in increasing the

To help fulfil the aim of increasing our membership

Membership Secretary.

number of LAKPA members, which is in no

numbers, the LAKPA Committee have unanimously

small part due to the tireless work of our

decided that from now onwards, subsidy from LAKPA

drop in our overall membership. We have

DATES FOR YOUR DIARY.

SAVE
THE
DATE

Organ Donation Week date revealed : 2nd-8th September 2019.
We are delighted to announce that Organ Donation Week 2019 launches on Monday 2nd September.
LAKPA will plan local activities to mark organ donation week . Details will be published nearer the time.

National Kidney Federation (NKF) Annual Conference
for patients, carers and other.
40 Years and Beyond Annual Patients’ Event 2019 Programme

4th and 5th October.
Radisson Blu Hotel, East Midlands Airport

LAKPA Committee Meetings.
LAKPA’s committee meetings are held every two moths at the Lister Hospital. They are on Tuesdays between 7 and 9 pm.
We welcome new members as well as items for us to discuss at our meetings. Please contact Kirit Modi (kiritmodi1@hotmail.com )
to suggest items for discussion or if you are interested in becoming a member of the committee.

The dates for future meetings are

4 June 2019, 6 August 2019, 1 October 2019 & 3 December 2019.
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Your Committee.
YOUR COMMITTEE 2019.

Kirit Modi.
CHAIRMAN &
NEWSLETTER EDITOR
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 Herts
AL2 1UD
(01727) 823488
fiona.loud@live.co.uk

Anthony Byrne.

Fiona Loud.

TREASURER
Anthony Byrne
8 Elm Walk, Stevenage
Herts SG2 9UY
(01438) 224359 / 07941765599
anthonybyrne888@gmail.com

MINUTE SECRETARY
Ros Aird

LISTER ( HOME DIALYSIS ) LIAISON:
Ros Aird ( interim )
BEDFORD UNIT LIAISON:
Steven Walker / Patricia Fowler
Tarsem Paul
HARLOW UNIT LIAISON:
Peter Surridge

SECRETARY
Peter Surridge
01920 462754 / 07808 169908
peter.surridge@afp-partnership.co.uk

T

his year’s AGM was to my mind a very

RENAL MANAGEMENT TEAM:
Dr Suresh Mathavakkannan
Dr Roger Greenwood

LISTER UNIT LIAISON:
Andrew Bullen

MEMBERSHIP SECRETARY
Marcia Hamlin
49 Mandeville, Stevenage,
SG2 8JJ
01438 724407
marciahamlin@talktalk.n

Marcia Hamlin.

Peter Surridge.

TRUST MANAGEMENT LIAISON
Sarah Brierley
LEAD CLINICAL COUNSELLOR
Maria Da Silva-Gane
PHOTOGRAPHER			
Tom Costello
COMMITTEE WITHOUT PORTFOLIO
Sandra Byrne / Seema Dahad

LUTON UNIT LIAISON:
Anthony Heath
ST ALBANS UNIT LIAISON:
Diana Large

LAKPA AGM REPORT.
the event paperless. We were able to project

Chairman) to retire as a Trustee. Marcia Hamlin

‘Good News – Bad News’ story.

Chairman Kirit Modi’s Annual Report in full

(Membership Secretary) and I will be added. All

Let’s get the bad news out of the way

colour along with the agenda and a roll call of

Executive Members will then be Trustees.

first. Serious effort and a degree of

Committee Members.

The meeting started on time and finished

expense was applied in an attempt to

The spectacular part being the presentations

EARLY, allowing time to enjoy a cuppa and

swell the numbers attending. Sadly this

by Renal Consultants Roger Greenwood and

some cake to die for. Another good reason to

did not work. Fewer attended this year

Suresh Mathavakkannan. Roger on: The Story

add next year’s event to your diary.

than last. Beyond the Committee there

of Dialysis: History and Future and Suresh with

was only one guest. As a Committee,

Notice of the 2020 AGM will appear in the

Progress in Renal Services at the Lister in 2018

we will be analysing this outcome and

first issue of the Newsletter of the year and I

and Plans for 2019. These were interesting and

seeking to find a way to improve the

hope you will find the opportunity to join us in

informative and delivered with enthusiasm by

attendance at next year’s event.

greater numbers next year.

both. The audience showed their appreciation

On the upside, those who did not turn out

and Chairman Kirit thanked them both.

missed an excellent meeting. For the first time

The Executive and other Committee Members

in my five years, we enjoyed the facility to be

attending were re-elected. The Committee

able to project data to a large screen, making

agreed
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to

allow

Andrew

Bullen

(Past

AUTHOR : Peter Surridge.
LAKPA Secretary.

Application For 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.

SIGNATURE			

				

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

LISTER UNIT
Andrew Bullen.
01462 685 956
abullen45@gmail.com

HARLOW UNIT
Peter Surridge.

LUTON UNIT
Tony Heath.

07808 169 908

01582 271 424

peter.surridge@afp-partnership.co.uk. claudette.tony@hotmail.co.uk

DATE

page on our website www.lakpa.org

BEDFORD UNIT
Tarsem Paul.

ST ALBANS UNIT
Diana Large.

07840 623 672

07885 950 312

tarsempaul708@gmail.com

dianalarge@ymail.com

PLEASE SEND THIS FORM TO THE ADDRESS OVER LEAF, IN AN ENVELOPE, ALTERNATIVELY FOLD PAGE IN HALF AND TAPE AT THE TOP
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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LISTER AREA
KIDNEY PATIENTS
ASSOCIATION

PLACE
A STAMP
HERE

Supporting kidney patients

Marcia Hamlin,
Lister Area Kidney Patients Association,
49 Mandeville,
Stevenage,
Herts, SG2 8JJ

FOLD HERE

FOLD HERE

PLEASE SEND THIS FORM TO THE ADDRESS ABOVE IN AN ENVELOPE,
ALTERNATIVELY FOLD PAGE IN HALF AND TAPE AT THE TOP.
You can also hand this form in to any of the renal units/wards at Lister, Luton & Dunstable, Harlow, Bedford or St Albans. Reg Charity no: 1008961

