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       ear Readers

Welcome to the Autumn Edition of the LAKPA Newsletter which 

covers exciting developments in kidney services at both a national 

and local level, but the main theme of which is dialysis.  Do read 

the fascinating article on the history of dialysis by Dr Roger 

Greenwood.  As many of you know, Dr Greenwood was instrumental 

in the development of kidney services at the Lister and in the roll 

out of systems such as Peritoneal Dialysis and transportable home 

Haemodialysis machines that were ground breaking at the time 

but which are now accepted as mainstream. 

We also have an update on how home dialysis strategies are developing to 

reduce stress on patients and to harness new technologies.  In addition to 

this Dr Andrew Findlay reports on an exciting new project being developed 

at the Luton Unit on Shared Decision Making  - this focusses on a formalised 

approach to presenting information to patients so that they feel fully involved 

in the decisions on their care.

Your Chairman, Kirit has been heavily involved in the efforts to raise  

awareness of the implementation of the law on ‘Deemed Consent’ and its 

associated information campaign.  Covering one of the most important 

changes to legislation to affect kidney patients, Kirit reports on the progress 

of raising awareness across the general public of this important legislation 

which comes into force in early 2020.

Added to all this, updates on the progress of the relocation of the Luton 

Dialysis Unit – now to be called  the Luton Kidney Centre - as well as reports 

on Organ donation week and various social and support events make this a 

packed edition which I hope you will enjoy.  

Do contact me with any comments or suggestions on the content or structure 

of this Newsletter – I can be reached at ros.aird@ntlworld.com or by letter 

to Ros Aird, LAKPA Newsletter Editor c/o the renal office at Lister Hospital.   

I look forward to hearing from you.

With very best wishes   

Ros Aird

EDITOR

  

D  

Ros 
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A MESSAGE FROM YOUR CHAIRPERSON.

Chairperson’s message.

   am very pleased to report that we are making 

good progress on our key priorities for this year. 

Work on the relocation of the Luton unit is making 

good progress, we are discussing with staff how 

patients can be better involved in making key 

decisions about their health, the membership 

of LAKPA is increasing and we are publicising 

the change in law to Opt Out in England from 

spring 2020. On patient transport matters, we 

are continuing to meet with the provider and the 

commissioners.  A patient leaflet on transport has 

been published but there is a long way to go in 

improving the service patients receive.

We should aim to explain the change in law to Opt Out 

in England to everyone in our local area. We are working 

closely with David Brewer from the Trust to arrange a 

number of ways we can do this together. We will arrange 

stands at the Lister hospital, distribute leaflets around the 

hospital, attend staff induction meetings, use the internal 

newsletter to inform staff at the hospital and use local 

media to publicise the changes. We also want to work with 

local companies to get the information to all their staff. We 

need help from everyone with this. If you are able to help 

with, please do let me know. We can easily get leaflets and 

other information published by NHSBT on the change in 

law.  Thank you.      

Best wishes.

Kirit Modi 
Chairperson

I          

  
ORGAN DONATION WEEK 2ND – 6TH SEPTEMBER.

  or a number of years, LAKPA have linked 

up with members of The Organ Donation 

Committee (ODC) at Lister to participate 

in this event.  A space for a display stand 

is booked on the concourse, near the shop.  

This year only two days were available to us, 

the Tuesday and Friday.

The purpose is to capture and talk to visitors and 
staff alike in order to increase awareness in Organ 

Donation and to expand on the impact of Deemed 

Consent. My turn came on the Tuesday afternoon 

in the company of Sue Pick, the Chair of The ODC. 

The morning shift had gathered 20 additions to The 

Register which increased to 32 by the end of the 

day. In the event the final total was 56

Chairman Kirit and Seema Dahad also represented 

LAKPA over the two days. This and World Kidney 

Day in March are occasions when it’s a case of “the 

more the merrier” so join us next year if you can. 

Best wishes.

Peter Surridge
LAKPA Secretary

F          
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Highest ever numbers of organ donors and recipients from black,  
Asian and minority ethnic communities last year, but shortage remains critical.

ore black, Asian and minority ethnic people 

are giving the gift of life through organ donation 

and receiving lifesaving transplants than ever 

before, but too many donation opportunities are 

being missed because families are not discussing 

the subject and making their decisions clear.

New figures from NHS Blood and Transplant reveal 

that 121 people from these ethnic backgrounds 

donated their organs after they died last year, the 

highest number to date. This figure has increased 

by 51 percent in the last five years (1).

And 969 black, Asian and minority ethnic patients received 

an organ from a deceased donor last year, accounting for a 

quarter of all deceased donor transplants.

But there is still a stark imbalance between the numbers of 

black, Asian and minority ethnic donors and those patients 

in need of a lifesaving transplant. People from these 

communities represented eight percent of all deceased 

donors last year compared with 31 percent of those on the 

transplant waiting list.

Although consent rates have risen, with 42 percent saying 

yes to organ donation when asked in hospitals, still only 

around half as many black, Asian and minority ethnic 

families support donation compared with families from a 

white background (2).

Not knowing if their relative wanted to be an organ donor 

is one of the most common reasons for refusal, leading to 

130 black, Asian and minority ethnic families to say no to 

donation over the last five years.

The figures are revealed in NHS Blood and Transplant’s 

annual report into organ donation and transplantation 

in black, Asian and minority ethnic communities for 

2018/2019.

Millie Banerjee, Chairman of NHS Blood and Transplant, 

said: “Although the steady rise in donors and transplant 

recipients from black, Asian and minority ethnic 

communities is positive progress, the shortage of organs for 

transplant remains critical.

“For every person from a black, Asian and minority ethnic 

background who gave the gift of an organ last year, there 

were 15 in need of a transplant to save or drastically 

improve their lives. Tragically, many will die waiting.

“We know that families who haven’t discussed organ 

donation often decide it’s safer to say no when faced 

with the possibility of donating a relative’s organs. Not 

having the conversation means opportunities for lifesaving 

transplants are being lost.

“To save and improve the lives of more people from 

black, Asian and minority ethnic backgrounds, we 

urgently need people to decide they want to be 

a lifesaving organ donor and share that decision 

with their families.”

Another reason commonly given by black, Asian and 

minority ethnic families for declining to donate a relative’s 

organs is the belief it is against their religion or culture (3).

However, all the major religions support organ donation 

and transplantation in principle, and a great deal of work 

is being done within faith communities to break down the 

myths and perceived barriers to donation.

Shivum Kakkad, 30, and his family agreed to organ 

donation after his father Bharat died earlier this year 

following a cardiac arrest. Shivum, who runs the family’s 

children’s nurseries business, says their Hindu faith helped 

their decision.

Bharat, 63, fell ill suddenly one morning at home in 

Middlesex. He was taken by ambulance to Harefield 

Hospital where scans revealed he had also suffered 

hundreds of strokes to the brain. Doctors told the family he 

was unlikely to recover

Shivum said: “They said we should spend time with him 

over the next few days. It was then that we as a family 

talked about organ donation. My father was a very giving 

person. He did charity work and the Hindu act of Sewa, of 

service to god, was important to him.

HIGHEST EVER NUMBERS OF BAME ORGAN DONORS. 

Mrs Kakkad with her sons Shivum and Shyamal.

M
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“When the specialist nurse approached us about 

organ donation, we had already made our 

decision. There was no hesitation. We knew that 

helping others in need was exactly what my father 

would have wanted.”

The family have since received a letter from NHS Blood and 

Transplant informing them that a woman in her 50s and a 

man in his 60s benefited from kidney transplants following 

Bharat’s donation.

There were 1,883 black, Asian and minority ethnic patients 

on the transplant waiting list in March 2019. Although this 

figure is four percent smaller than in 2014/15 (4), these 

communities still make up almost a third of those waiting 

for a lifesaving transplant. 

The new figures show that patients from these backgrounds 

continue to wait longer for an organ. Just 19 percent of 

black, Asian and minority ethnic patients have received a 

transplant one year after being listed for a kidney, the most 

commonly transplanted organ, compared with 31 percent 

of white patients.

NHS Blood and Transplant, with support from National 

BAME Transplant Alliance (NBTA), is leading a Government 

campaign to address the urgent need for black, Asian, 

mixed race and minority ethnic donors.

Kirit Modi, Honorary President of the NBTA, said: “The 

2018/19 report is reassuring because it shows a small 

increase in the number of black, Asian and minority ethnic 

organ donors.

“The introduction of opt out in England and 

Scotland in 2020 provides a unique opportunity 

for black, Asian and minority ethnic communities, 

NBTA and NHS Blood and Transplant to work in 

partnership to explain this important change and 

I hope that this will result in greater increases in 

the number of organ donors from black, Asian and 

minority ethnic backgrounds in the future.”

In 2020, the law around organ donation will be changing 

in both England and Scotland. Both countries will be 

introducing an opt out system for organ donation, just as 

Wales did in December 2015 and Jersey from July this year.

While being an organ donor is down to individual choice, 

there is some concern that many people are making a 

decision not to be an organ donor based on incorrect 

information, because they are worried about the donation 

process or don’t think their faith or beliefs will be respected.

Find out more and register your decision by visiting NHS 

Organ Donor Register at www.organdonation.nhs.uk and 

share your decision with your family.

Videos answering some of the common myths and 

misconceptions about organ donation can be viewed at 

the NHS Organ Donation YouTube channel .

Author :  A joint statement from NHSBT and NBTA.

HITCHIN HEALTH AWARENESS DAY – Saturday June 15th.

f you need reminding this is an event organized 

by Hitchin Priory Rotary Club.  Through our 

Immediate Past Chairman, Andrew Bullen, LAKPA 

has attended this day for more than 5 years. 

Ordinarily, our purpose has been to promote 

interest in Organ Donation and sign up members 

of the public to the Organ Donation Register. In 

addition, this year we were seeking to sign up 

those willing to join LAKPA as members. We had a 

degree of success on both fronts.

As you will see, our stall in Hitchin Market Place was manned 

by Andrew, Fiona, myself and once again with welcomed 

and enthusiastic support from Liz Turner who is an A&E 

doctor and a member of the Organ Donation Committee. 

Seema also joined us though missed the early photo shoot. 

Author :  Peter Surridge LAKPA Secretary

Article / Events.

I
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A   round 100 staff, patients and their 

relatives attended a family fun day and 

garden party on Sunday 1st Sept at Harlow 

Renal Unit. It was to celebrate 6 years since 

the opening of the  unit.

All enjoyed the day and there was an array of delicious 

food to sample. A patient, Alan Walton, brought a 

big celebration cake for the day. In a raffle of many 

prizes , over £400 was raised for three members of 

staff (Demi, Krisa & Sam) to complete  their sky jump 

in October. This in turn will raise money for Kidney 

Care UK.  Thank you to each and everyone who came 

along on the day.

Author :  Peter Surridge.

 
SEEMA’S EVENT.

T  eema Dahad holds an annual fundraising 

coffee morning on the death anniversary of 

her husband Shivchandra, who was on dialysis 

for several years and passed away in July 2013.  

This year the event raised approximately £450 for 

NKF, both from those who attended the event as well 

as donations received during the days that followed 

from those who couldn’t take part. This year’s event 

held on the 2nd August saw 24 people come to enjoy 

a variety of cakes, Indian sweets and savouries, fruits 

and nuts.   Author :  Andrew Bullen.

S
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T   he patients and their family members spent 

a wonderful day at the sea side . With a trip 

along the longest pier and with a beautiful 

view of the coastline’

Many of the patients  were able to enjoy viewing the 

vintage car show which was held along the sea front, 

Many of them participated in a small ice cream at 

the end of he pier. Thanks to Michelle our  local 

LAKPA  representative  for  arranging this year trip.

Author :  Tarsem Paul.

 
THE BEDFORD SOUTHEND TRIP : Sunday 21st July.

T

Events.
 

 NKF CONFERENCE : October ‘19.

A number of us attended a most enjoyable and informative National Kidney Federation’s annual residential  Conference in October 2019. 
Hope and Kirit spoke about our Peer Support Service and this generated a lot of interest from many kidney patients associations. 

The photo shows, from the left : Marcia Hamlin, Seema Dahad, Andrew Bullen, Marion Bullen, Meena Modi, Kirit Modi and Hope Clayton. 
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T he story of dialysis in this country is one 

of brilliant technical innovation combined 

with luck and opportunism and has brought 

us to today’s impressive position.  We will 

start this history by considering the position 

today.  In this country there are now 25,025 

patients with a mean age of 67 on haemo 

dialysis, 3608 patients with a mean age 

of 64 on peritoneal dialysis and 32,624 

transplanted patients.  When compared 

to the rest of the world the UK has a very 

balanced provision including a healthy self 

care programme, albeit one that has reduced 

slightly over recent years.  Furthermore 

having more transplanted patients than on 

dialysis is a major achievement, unequalled 

by most European countries.  This article 

looks at the highs and lows of the route 

that led us to this position.

The word ‘Dialysis’ had been coined a over a hundred 

years ago by Thomas Graham, a physical chemist 

who had studied the movement of solutes through 

semi-permeable membranes and came up with this 

term for the process.  It was known therefore that 

if you took blood and perfused it against a clear 

solution then waste products would move into 

that fluid so there was an assumption that kidney 

failure was an accumulation of things that should be 

excreted.  However the sheer practical difficulties of 

performing dialysis on a human being had prevented 

this knowledge being put into practice.  Up until very 

recently a diagnosis of end stage kidney failure was 

untreatable - famous examples were Jean Harlow 

who died at 26 from the disease and Duncan 

Edwards, the Manchester United player injured in the 

Munich Air Crash with crush injuries and acute renal 

failure. Despite a dialysis machine being flown out 

from the UK to give him emergency treatment, it was 

to no avail and he died some days later of acute renal 

failure at the age of only 21.

There had been some early developments:- during the 

Korean War in 1952 the need to deal with battlefield 

injuries drove the development of a form of dialysis 

machine using the Kolff Brigham rotating drum 

machine – a huge structure that took several people 

to build over 2 days.  A major problem was getting 

access to the circulation which had to be done using 

glass tubes and, whilst this was acceptable for acute 

situations, it was clearly not viable for the ongoing 

treatment of chronic renal failure.  

What was desperately needed was a technological 

breakthrough that could translate the theory of 

‘dialysis’ into the practical application of it to patients 

with CKD, and this came in the form of the Kiil 

dialyser.  This was actually quite a simple structure as 

it  was basically a ‘take down and rebuild’ structure 

composed of 2 bits of plastic clamped together 

with a membrane in the middle.  This was the first 

practical machine that could be put together in under 

an hour, while the difficulty of continual access to the 

circulation was addressed by use of a shunt which 

was where a piece of plastic, similar to the plastic 

catheter, connects the patient’s artery to the vein.  

This could be disconnected whilst dialysis takes place 

and reconnected when it is finished.  This Scribner 

shunt was developed by by Dr Belding Scribner in 

1961 and as a result of this breakthrough he was 

able to start a haemo dialysis programme in Seattle.  

We also have Dr Scribner to thank for grasping an 

opportunity when it arose for establishing dialysis 

as the accepted treatment for kidney failure.  It 

happened that, at the time the Medicare program 

Synopsis of a presentation by Dr Roger Greenwood  
to the LAKPA  AGM March 2019.

THE HISTORY OF DIALYSIS. 

T

THE KIIL DIALYZER

EARLY DIALYSIS MACHINE



was going through the US Congress, one of the 

congressmen had a daughter with kidney failure.  As 

a result, almost under the radar, dialysis was added 

to the treatments that would be funded, and this 

continues to this day.  This would almost certainly 

not have happened in any other country at the time 

but once it was established in America the rest of the 

developed world followed suit.  A story of invention 

and opportunism!

In 1964 dialysis was established in the UK by the 

Royal Free Hospital with 13 patients, (known as the 

lucky 13 given the stringent selection criteria) being 

picked for ongoing dialysis.  They had to be between 

20 and 45, emotionally stable, co-operative, live 

within a  reasonable distance from the dialysis unit, 

have a job, be studying or looking after a family and 

be without systemic disease or severe hypertension.  

So anxious were people to be included that some 

actually moved house to fulfil the distance criterion.

Fourteen years later I joined Barts (St Bartholemew 

Hospital in London) as a junior doctor – my first 

experience of a kidney unit.  It was an extremely 

well organised discrete unit and included highly 

experienced nurses, a social worker, a manager, a 

doctor, a workshop with several technicians and a 

domestic for tea and coffee.  There was no ‘in centre’ 

treatment and every patient had to have their kidney 

machine at home.  Again the criteria for acceptance 

onto the programme were stringent but, despite 

all the patients becoming very anaemic with a 

haemoglobin level of between 53 and 68, they were 

still coping remarkably well.  As I had a background 

in fluid mechanics I was very intrigued by the process 

particularly as, compared to the throughput of a 

healthy kidney of around 10,000 litres a week, the 

throughput through the dialyser was 400 litres and 

the amount of filtration across the membrane at 6 

litres per week compared to the 1000 in a healthy 

kidney so it was really surprising that the dialysis we 

were doing worked as well as it did.  However despite 

my questioning, it soon became clear that nobody 

really understood why it worked but proceeded on a 

basis of ‘What matters is what works’  

In developing the programme there had been 

considerable debate on the most effective length 

of dialysis.  It had been established that a 24 hour 

session once a week was life saving but exhausting, 

patients felt better if that was divided to 2 x12hour 

sessions, and even better on 3x 8hour sessions, but 

reducing it even further had not been cost effective 

and so the unit worked on a mandatory 3x8 hour 

sessions per week.  Despite its success there were 

serious challenges the worst of which was a terrible 

hepatitis outbreak in the 60’s and 70’s in 10 centres 

across the country affecting 360 patients and 120 

staff.  Edinburgh was the most seriously affected 

with 7 patients and 4 staff dying including 2 

transplant surgeons.  It was so serious that the whole 

programme was nearly shut down but just managed 

to survive.  Then patients in Newcastle started to 

become demented and this was traced to aluminium 

in the local reservoir.  A more continuing problem was 

arthritis – at the time everyone developed disabling 

arthritis after 10 years on dialysis and eventually the 

cause of this was identified as bacteria in the water.  

Then there were pyrogenic reactions which turned 

out to be caused by the formaldehyde employed 

when reusing the Kiil dialysers.  However by the late 

seventies these problems were largely overcome and 

dialysis had become an established therapy.

In 1978 the Wellcome Institute gathered together 

all the main protagonists in the field to produce a 

History of Dialysis 1950 to 1980 – I was the youngest 

person in the room and felt privileged to be included 

in such an eminent gathering.  I had the sense at the 

time that dialysis was now completely sorted and I 

was struck by a quote by my old boss Bill Cattrell: 

‘…. dialysis, especially in the home, 

changed the face of British medicine.  

It introduced the nurse specialist, 

teamwork, informality between staff, 

nurses and doctors, and it gave patients 

the chance to have their say’   

                                   CONT :

Article.

9

THE LUCKY 13  :  1964.
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So people were healthy and transplantation was well 

on its way – problem solved!!

Then – it was a huge shock to attend my first 

international conference to be confronted by 

headlines such as ‘Over 50’s kidney failure equals 

death in the UK’ and articles written, largely by 

Americans, on how disastrous dialysis was in the UK.  

It turned out that the UK had quarter the number 

of kidney units and dialysis stations as in mainland 

Europe, largely because we were so very restrictive 

on who could be taken on to dialysis.  To give some 

examples: a 50 year old man with a minor heart 

trouble would probably not be put forward by his 

GP as 90% of physicians and 50% of nephrologists 

would reject him as not fit enough.  Equally a young 

person with hepatitis B would have very little chance 

of being referred and even if they were 90% of 

nephrologists would turn them down.  To our horror 

in the early eighties we discovered that we were 

amongst the worst performers in mainland Europe, 

only matched by Greece and East Germany.  Why 

was this so? – it was because of the structure of our 

beloved NHS.

To understand why this should be we now need to 

step back and look briefly at the history of the NHS – 

a non negotiable and much loved bedrock of British 

Life.  The idea for the NHS was formed by politicians 

from the 1930’s who were determined never to go 

back to the poverty and deprivation of that time 

and to put in place a welfare state in the post war 

years.  The conditions were right – large parts of 

London and other major cities had been destroyed 

and the prospect of a cradle to grave welfare state 

appealed to an exhausted population, with the result 

that only 12 weeks after the end of WW2 a Labour 

Government was elected and Winston Churchill 

replaced as Prime Minister by Clement Attlee.  This 

effective nationalisation of health services brought 

great benefits and was highly popular, but also had 

its downsides as it was inefficient at planning, being 

a centralised bureaucracy, and access to capital was 

virtually non existent.  

In this environment dialysis was never going to 

be released into the mainstream by the teaching 

hospitals and some major intervention would be 

needed to break this cycle.  This turned out to be PD 

(Peritoneal dialysis) which had been developed in 

America and was a revelation to us in the UK as we 

had not even thought of patients walking about with 

a permanent catheter into their abdomen.  It was 

hailed as the solution to the problem and PD was 

adopted into the UK like ‘water into a dry sponge’ 

and by the 1990’s 52% of dialysis patients were 

treated with PD.  It is interesting to compare this to 

the situation in Europe where PD was hardly used 

because there had been a huge investment in dialysis 

centres in most major towns and home dialysis was 

virtually unknown.

Against the background described above we 

must also put the seismic political changes of the 

1980’s and the rise of Margaret Thatcher – this era 

marked the end of coal mining, steel, shipbuilding 

and big union power and the growth of the service 

and financial sectors.  The period also saw major 

nationalisations and the NHS also had to change to 

address major inefficiencies.  It had to become the 

universal insurer rather than the universal provider, 

still free at the point of delivery but the actual 

deliverer could be some other organisation and this 

could include private providers and private money.  

This purchaser/provider split was of real benefit to 

the development of dialysis as the money no longer 

went to the big hospitals, it went to the population 

and so kidney services could be developed at the 

most appropriate points.  

This led to 6 new dialysis units being built – a 

previously unheard of phenomenon – all in District 

General Hospitals rather than teaching hospitals and 

these were: Carlisle, Ipswich, Bangor, Stevenage and 

Gloucester.  Lister was set up as a home training 

Cont:

KIIL DIALYSER.QUINTON/SCRIBNER SHUNT 1961
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News and Events.

centre for Charing Cross Hospital with a catchment 

population of 250,000 and, rather than be a satellite 

unit for London, the Thatcher reforms allowed us 

the freedom to opt to be independent and develop 

the Lister unit which now has a catchment area of 

1.4million.  We have also used the freedom to go 

into a public/private partnership with Diaverum for 

the satellite units at Harlow and Bedford.  All these 

developments meant that the UK was able to catch 

up and contribute to further developments.

The Lister kidney unit has always had considerable 

technical confidence and this coincided with work 

that Herr Krick – the head of Fresenius, a multi 

million dollar family business, had initiated.  In 1986, 

knowing the major problems with arthritis etc. in 

dialysis populations he instructed his organisation 

focus research on how to purify the whole process 

and attain much more stringent water quality 

standards.  This was therefore an order to start 

developing HDF (haemodiafiltration) with no excuses 

for failure being allowed.  The Lister operation was 

known for being engineer savvy and after visits and 

discussions with the Fresenius Chief of Research and 

Development was awarded a big research contract to 

develop HDF.  Consequently Lister had a great part to 

play in this new process and some patients were the 

first to be given this new treatment – a new, complex 

but sensible way of dealing with dialysis fluid – I 

personally am very proud of our involvement in this 

new way of working.  

We have never been afraid of new technology 

– NxStage was brought in in 2009 where 

Lister patients were the first outside the US 

to use this machine and we are now looking 

at the introducing the Physidia machine so we 

are always keen to be at the cutting edge of 

developments in this field.  

Technology is one thing but development of the 

understanding of dialysis is vital and at this point 

pay tribute to James Tatershall who was really active 

in getting research going at Lister and after Ken  

Farrington arrived in the team carried out innovative 

and vital work.  Quite apart from the work on HDF we 

realised early on how important the preservation of 

residual kidney function is, even to people on dialysis, 

there was also work done on gender differences on 

dialysis, surface area energy consumption etc.  In 

fact the Lister unit has the biggest output of peer 

reviewed research of any in the UK.  

There are 3 major national projects going on at the 

moment: High Volume HDF, Residual Kidney Function 

and Prepare Me.  Maria is heavily involved with Ken 

in this latter project which is looking at how the 

emotional devastation of a kidney failure diagnosis 

can best be mitigated.  Over the years Maria has 

developed a renal support team to include social 

workers, a health psychologist, counsellor, peer 

support co-ordinator and volunteers, a benefits 

adviser and complementary therapist.  This is not 

unique in the UK but it is unusual and the clear need 

for the service is evidenced by the fact that in the 

year 2018-9 close on 800 referrals were received.  

This understanding of the holistic approach to kidney 

failure has enabled us to contribute to publicising 

the work through major national publications.  This 

brings us back to the quote from Bill Cattrell earlier 

on the importance of multi disciplinary teams - so 

the concept which started in 1978 still continues and 

long may it do so.

Finally to the patients themselves and the recognition 

that patients were empowered by dialysis because 

they were captive to the situation.  One in particular 

Austin Donohue, who died last year, was influential 

in developing the patient perspective.  Austin was 

diagnosed with CKD as a teenager and developed 

ESRF in his late thirties but he worked in finance in 

the city and was a shrewd operator.  When he had 

to go on to dialysis he could see that improvements 

could and should be made and approached me as 

President of the BRS with a view to writing a National 

Service Framework which he made happen.  

The Shadow National service Framework was 

published in 2001 with 100 copies produced.  We 

presented this to the Blair administration hoping 

for their support, but instead they officially adopted 

it which of course had the effect of pushing renal 

services up the agenda and the official National 

Service Standard was published within 2 years.  A 

definitive guide to how life should be for renal 

patients.

AUTHOR :  Dr Roger Greenwood

Article.   

Cont:

A PROUD MOMENT.
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DIALYSIS AT HOME – A SUCCESS STORY.

   ou look so well – are you really still on 

dialysis?” and “it has given me back my life” 

are just 2 of the comments that patients who 

have opted for dialysis at home have reported.  

For many kidney patients the opportunity 

to carry out dialysis in their home at times 

that fit in with their lifestyle is life changing 

and the clinical team for the Lister area are 

aiming to make home dialysis a reality for all 

those who are willing and able to do it.  The 

national target of 15% of dialysis patients 

managing their treatment at home has 

already been achieved – but this isn’t about 

meeting targets it’s about supporting any 

patient with the desire and ability to do their 

own dialysis at home.  Home Dialysis takes 

two main forms – Peritoneal Dialysis (PD) and 

Haemodialysis (HD) both of which are offered 

for home therapy and both of which have a 

consultant within the renal team leading 

the development.  LAKPA has talked to Dr 

Sridharan who is the PD lead and Dr Vilar for 

HD about the way they are developing the 

strategy for each type of therapy and what 

the future is likely to hold.

Peritoneal Dialysis  In PD, the process of dialysis takes 

place inside the body. The abdomen (tummy) has a 

lining called the peritoneal membrane, which can be 

used as a filter to remove excess waste and water.  

In order to dialyse through PD a tube (catheter) is 

inserted into the abdomen during an operation and 

this allows special dialysis fluid to be introduced into 

the abdomen. Excess waste and water pass from the 

blood into the fluid and after a few hours the fluid is 

drained out.  

The actual principle is simple one so developments 

have concentrated on streamlining the process 

and focussing on those areas that patients find 

stressful.  The main of these is inserting the catheter 

which, up until very recently, required an operation 

under general anaesthetic but which is now usually 

performed under local anaesthetic.  This has the 

benefit that there is no wait for a theatre slot, it is 

much less stressful for the patient – to the extent that 

it is rare now to even use sedation during catheter 

insertion – so recovery times are significantly 

reduced and, in very urgent cases a catheter can be 

inserted within the day and PD can start the next 

day  (although in this case the patient would have to 

dialyse whilst lying down) – generally though dialysis 

would not be started for a couple of weeks after the 

catheter was inserted.   This year for the first time the 

majority of catheter insertions have been carried out 

under local anaesthetic.   

The selection criteria for PD patients have also 

been challenged by Dr Sridharan’s team so, being 

slightly obese or having a scar from a caesarian, 

no longer always rule out having a catheter thus 

allowing a greater range of patients to access 

PD.  This is significant as PD is a gentler therapy 

than HD and tends to preserve any residual kidney 

function – it also means that veins are protected 

for fistula development for the point at which the 

patient has to move to home HD as, over time the 

peritoneal membrane can to lose the capacity to 

give adequate dialysis.

The biggest danger with PD is that of infections which 

are most likely to occur within the first 3 months 

and become very rare after 6 months – the home 

therapy programme includes up to 6 weeks training 

in the Home Therapy unit and a home visit within 

the first 4 weeks of home dialysis to ensure that the 

patient is confident and meticulous in their infection 

prevention procedures.  As the number of patients 

receiving home PD increases so the need for clinic 

consultations and home visits also grows so plans 

are afoot to develop nurse led clinics to build support 

relationships and to ensure that clinic waiting times 

do not increase.  

This then is the current process but evolving 

technology is bringing further benefits: these include 

remote monitoring of individual dialysis sessions 

and the ability for the clinical team to make changes 

to the prescription electronically thus giving great 

reassurance to patients who know they can get an 

immediate response to any problems .  

Finally there are exciting developments in PD  

machinery and a machine which produces ‘on 

line’ diasylate – similar to the current NxStage HD 

machine - is under development  – this reduces the 

need for storage and enables more flexibility for the 

consultant to tailor the strength of the dialysing fluid 

to the need of the patient.  This machine is expected 

to become available during 2020 so watch this space.

DR SRIDHARAN DR VILAR

“Y
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By contrast to PD which, apart from training 

and emergencies, is always done at home, 

Home Haemo Dialysis (HHD) replicates in a 

home environment the process carried out in 

the dialysis units. In HHD the process of dialysis 

takes place outside the body and involves 

diverting blood into an external machine 

where it’s filtered before being returned 

to the body.  Thanks to Dr Greenwood, who 

pioneered HHD in the Lister area we have for 

some years been offering and encouraging 

haemo dialysis in the home.  This is not the 

case in many areas of the country where 

only PD is offered as a home based dialysis 

therapy.  

The Lister HHD programme offers 2 types of machine 

to patients – one is the conventional machine 

generally used in the hospital setting and the other 

the NxStage machine which is not used in anything 

other than a home environment.  This latter is 

sufficiently portable to allow users to travel and go 

on holiday using pre-prepared dialysis fluid when in 

portable mode and plumbed in to the home water 

and waste for normal home use.  Around a third of 

home HHD patients use the NxStage system.  The 

advantage of the conventional machine is that is is 

very flexible system and can give a more intensive 

dialysis, whereas the NxStage offers the freedom to 

travel.  This means that the choice of machine for 

an HHD patient is driven by their preferences and 

desired lifestyle.  

Because Nxstage is only used in a home setting, 

portable dialysis machines are being developed that 

are suitable for both hospital and home use.  However 

there is  the problem of weight - NxStage users really 

appreciate  the freedom it gives them but, despite 

being described as portable, at 38kilos it is heavy 

and needs two people to lift it.  Work is under way 

to develop a lighter version and other lighter HHD 

machines are becoming available - two firms Physidia 

and Quanta are developing portable machines and 

Dr Vilar’s team will run trials as appropriate, but at 

the moment the alternatives do not appear to offer 

any significant advantages in outcomes.  

As with catheter insertion for PD patients procedures 

to develop access to the patient’s body in order to 

carry out dialysis can be stressful.  For HHD patients 

the process of making a fistula or inserting a line 

is exactly the same as for in unit patients so the 

transition to HHD from dialysing in the unit is easier.  

For the majority of patients a well developed fistula 

is the most effective means of achieving access 

and most patients will survive longer if they have 

a successful fistula. Constructing a fistula requires 

joining an artery to a vein and is the preferred 

type of access for dialysis because there is a low 

risk for blood clots or infection.  The procedure is 

carried out generally under local anaesthetic and, 

once matured, successful fistulas can last up to 10 

years, indeed there have been cases of  patients 

who return after a failed transplant and still have a 

functional fistula. Unfortunately there is a failure rate 

of around 20% for new fistulas so much research is 

underway on how this can be improved.  There are 

also important developments in maintaining fistulas 

through radiology procedures to increase the size or 

remove clots that may have formed – all focussed 

on ensuring that access to the blood supply is as 

smooth and stress free as possible.  Once the fistula 

has matured the next hurdle is successfully inserting 

fistula needles and the use of special ultrasound 

machines to ensure accurate needle placement while 

the patient is training for HHD is being pioneered   

The other means of access is through a line which are 

inevitable for some patients and it may be that they 

are better for some very elderly patients although this 

is another area of research.  Both types of access can 

be used with HHD 

As the HHD programme develops the drive is to 

start to blur the borders between home and in unit 

dialysis.  All the units now identify those who have 

opted for ‘Shared Care’ and encourage and train 

them in needling on the dialysis unit prior to entering 

home dialysis training.  This means that patients have 

already developed their confidence and technique 

in an area that most people find intimidating.  This 

leaves them free to focus on getting to grips with 

operating the machinery and makes for a more 

efficient and focussed training process.  

With the relocation of the Luton Unit the opportunity 

is being made to design into it a ‘minimal care’ area 

so patients can progressively move into more shared 

care and thus to ‘minimal care’ as a stepping stone 

to home dialysis.  Alternatively for those keen to do 

their own dialysis, but possibly without the home 

environment to support this or lacking the confidence 

to move completely out of the dialysis unit, to offer 

the opportunity to move into a ‘self care’ area within 

the unit.  Another big advantage could be  that, with 

the minimal care unit patients could book themselves 

in to the unit, possibly on line, in accordance with 

their job or family commitments, without being 

restricted to a specific dialysis time.

It is clear that, for many patients, the ability to take 

a greater part in managing their own care helps to 

make the burden of kidney disease less onerous and 

with the developments in machinery, remote access 

through improved technology and a clinical team 

committed to continuous improvement we are in an 

excellent position to face the future.

Author :  Synopsis of discussions with 

DrsSivakumar Sridharan and Enric Vilar
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THE LUTON KIDNEY CENTRE.

LUTON & DUNSTABLE DIALYSIS UNIT.

News.

F irst of all I wish to say thank all the 

people who have sent me their good wishes 

following my successful kidney transplant last 

November. Unfortunately I have developed 

some serious back problems, which are 

currently being investigated, that do not 

allow me to get about and live life as I would 

like. 

Work on the new dialysis unit in the Sundon Park 

area of Luton, which I believe will be called Luton 

Kidney Centre continues. Several designs for the 

unit have been submitted but because they were 

not affordable, new designs are being sought from 

a specialist contractor. The work should be put out to 

tender in November. It is hoped that the new centre 

will have 32 bed spaces. This takes into account the 

expected local increase in demand for places so some 

spaces will be vacant when the centre opens, which 

is currently scheduled for late 2020, will be taken up 

over time. 

The staffing situation remains problematical and it 

was particularly sad to learn of the departures of 

Emma and Gian, both of whom I got to know fairly 

well and I wish them well in their future careers.

Finally, the staff and many patients may remember 

a fellow patient known to us as Crispin Shoe bridge, 

who I was very pleased to hear has recently had a 

successful transplant. I had a chat with him at the 

unit a few months ago and learned that he was a 

local teacher who had lived for some time in Saudi 

Arabia. During his time on dialysis he has written 

a book under the name of Tobi Tarquin entitled 

“To Fight My Own Battles” which is about a boy 

at a tough public school in the 1970s. The book 

is available on Amazon  and all proceeds will go 

towards helping dialysis patients in Morocco which 

I believe is his wife’s birthplace.

Author :  Tony Heath.

F 

he project board, leading the relocation 

of the renal unit from Luton Hospital to its 

own dedicated site, has given the go-ahead 

to tender for a construction partner.

The tendering process for a construction firm to 

undertake the renovations of a unit in Scott Road, 

Luton, just a few miles away from the current site 

of the renal unit, will start shortly.

The new site will provide a permanent location 

for the unit which has been seeking alternatives 

to Luton Hospital after the hospital trust served 

noticed on East and North Hertfordshire Trust 

which provides the renal service

Strategic Programme Director, Kieran Wright, 

who is leading the project, said: “We are making 

good progress on the relocation project which 

now sees us preparing tender documents for the 

construction work.

“While this takes place the project board 

have been busy looking at other renal units 

around the UK to ensure that we get the 

best fit for our patients and our staff.”  

The site is expected to be open to patients by the 

winter of 2020.

Author :  Kieran Wright.

T
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hared decision making (SDM) ensures that 

individuals are supported to make decisions 

that are right for them.  It is a collaborative 

process through which a clinician supports 

a patient to reach a decision about their 

treatment. The SDM conversation brings 

together: the clinician’s expertise, such 

as treatment options, evidence, risks and 

benefits and what the patient knows best: 

their preferences, personal circumstances, 

goals, values and beliefs. Shared Decision 

Making (SDM) is appropriate in almost 

every situation in community, primary and 

secondary care where a care decision has 

to be made and that decision is said to be 

“preference sensitive.”

For example:

•  In any case where there is more than 

one reasonable course of action and the 

decision involves trade-offs e.g. length of 

life v. quality of life.

•  Where there is uncertainty or unclear 

evidence for one option over another.

•   Where the options have different 

inherent risks or benefits or where 

individual values are important in 

optimising the decision.

Shared decision making (SDM) has been identified 

as a priority for renal Haemodialysis patients by the 

patients themselves in the regular Haemodialysis unit 

PREM surveys. In 2018 a template for introducing SDM 

within our Luton Renal outpatients was trialled. We 

approached patients with declining kidney function 

(eGFR 20 mls/min/BSA or less). These patients who 

are expected to decline their kidney function further 

were given factual written information about the 

choices ahead of them regarding haemodialysis, 

peritoneal dialysis, transplantation and conservative 

management. 

There were 3 meetings subsequently within the 

clinic environment by a doctor or nurse where a 

series of questions around the information provided 

were reviewed and audited using the aqua patient 

experience questionnaire. Only 13 patients were 

entered into the scheme (though this did represent 

over 1/3 of the 29 patients at the time that had not 

made a decision around future renal replacement 

therapies). Of the 13 – 7 completed the aqua 

questionnaire feedback. All 7 felt the information 

provided them with information to support their 

decision making. 

Whilst the feedback from this was very positive, 

with all patients involved feeling it was of benefit, 

the resources during the clinic meant that further 

implementation was not feasible. I am pleased to say 

that now there has been an increase in Luton Renal 

presence meaning that a separate clinic dedicated 

AKCC clinic has been instituted for patients with 

declining kidney function who will face these 

decisions. 

The new AKCC clinic template means more time 

can be spent with each patient and that the 

Liaison nurses, who help and audit the SDM, are 

adequately resourced to do so. A further recruitment 

of renal consultants providing in-reach services 

at Luton means there is more consultant time for 

haemodialysis patients at Luton and there will be 

an increased opportunity to implement more SDM 

within a haemodialysis construct. With increasing 

evidence of benefit SDM will hopefully enter most 

areas of healthcare in the future.

Author :  Andrew Findlay 

Consultant Nephrologist

SHARED DECISION MAKING FOR EAST & NORTH HERTS NHS PATIENTS.

S
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est Essex Clinical Commissioning Group 

(CCG) are leading on the pilot project. They 

are working as part of the Hertfordshire and 

West Essex Personalised Care Programme 

which is facilitating the development of 

Personal Health Budgets (PHBs) and the 

implementation of the Personalised Care 

Model in Hertfordshire and West Essex. NHS 

England are supporting the programme and a 

firm of consultants have been commissioned 

to work specifically with West Essex on the 

Renal Transport pilot. The CCG is working 

closely with the East of England Ambulance 

service who are the transport provider in the 

area.

The West Essex CCG together with the East of 

England Ambulance service agreed that up to 12 

patients currently using the transport service could be 

offered a personal health budget for their transport 

to and from dialysis sessions at Princess Alexandra 

hospital Harlow for a period of 3 months.  A survey 

was completed at the hospital with all the dialysis 

patients, 18 had said they would be interested or 

might be interested in having a budget if one was 

available.

Since then a few people have thought it through 

and changed their minds. The process of identifying 

people for the pilot has started and the pilot should 

start in October.

How does it work?

The basic process is that an individual’s needs are 

identified, a budget is set and they are able to 

outline in a document called a support plan how 

they will use the funds to meet their needs. Then 

the plan is submitted to the CCG for approval 

and the money transferred to the individual at an 

appropriate frequency.  All PHBs are reviewed after 

3 months then on an annual basis or when needed. 

This is a very simple explanation of a generic PHB 

process. The ins and outs of how the renal dialysis 

transport PHB offer will work is going to be refined 

and decided during the pilot. 

Further updates to follow in later issues.

Author : Peter Surridge, LAKPA Secretary.

RENAL TRANSPORT PILOT.

LAKPA have been invited to join in discussions surrounding the Renal Transport pilot.

RENAL YOUNG ADULT WORKER.

andy Dolby joined the Renal Support Team 

in March this year to work with the 16-25 

year olds who come through the renal service. 

Mandy is employed by YC Herts but her renal 

post is funded by Kidney Care UK and she 

works three days a week, Tuesday-Thursday. 

Mandy is based at the Lister Hospital but 

travels to all areas where the patients live.

Being a young adult can be a challenging time for 

many without the additional pressure of having a 

chronic illness. We recognise that young adults have 

a wide range of issues they are dealing with, such as 

education, work, training, volunteering, youth work 

projects and programmes, health (including sexual 

health), relationships, drugs and alcohol, housing 

and much more Mandy has had nearly 20 years of 

experience working with young people and offers 

information, advice and guidance to support and 

empower young adults to improve their quality of 

life, health and emotional wellbeing. 

Mandy is also working on bringing the Young Adults 

together, so that they can make new friends, with 

whom they can share their experiences, give each 

other support and build new relationships.

For more information please contact the Renal 

Support Team on 01438 284957. 

Author :  Alison Danbury-Lee. 

MANDY AND ALISON

W
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17

edfordshire CCG, East & North Herts CCG, 

Herts Valleys CCG and Luton CCG and the 

East of England Ambulance Service NHS Trust 

(EEAST), will continue to work together on an 

on-going basis, to review the provision and 

performance of the non-emergency patient 

transport service (NEPTS). Our focus includes 

establishing opportunities to further enhance 

patient experience.

Within the NEPTS contract, renal dialysis patients are 

one of a cohort groups of patients whose journeys 

are prioritised.

In June, a patient information leaflet was distributed 

to the Renal Wards. It is hoped that patients will find 

this helpful, if a booking is not needed, do please 

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

6051208. This will assist EEAST in coordinating the 

availability of transport for other patients.  A copy is 

available from your renal unit.

Author : Adrian Manning

CHRISTMAS CAKE RECIPE.

As the nights get longer and we start to think about Christmas many are faced with the old problem of how to avoid many festive foods because 

of their high dried fruit content.  The following recipe uses dried cranberries and cherries which are lower in potassium than most dried fruit but 

should still be seen as a treat to be enjoyed in moderation, limiting your portion to one slice which we hope you can enjoy with the whole family.

INGREDIENTS:

160g (5 ¾oz) plain flour

100g (3½oz) brown sugar

1 teaspoons baking powder

100g (3½oz) butter or margarine

2 teaspoons mixed spice

1 teaspoon of cinnamon

2 eggs, beaten

METHOD:

1.  Cream butter or margarine and sugar, beat in the egg, then fold in the sieved flour, baking powder and spice.

2.  Fold in the soaked fruit along with its soaking liquor, apple and add the lemon rind and juice and mix to form a soft dough.

3.  Place in a greased 23cm diameter ring tin, bake at (170ºC, 150º fan, 350º F, Gas mark 3) for 45 – 60 minutes or when a skewer comes out clean.

4.  When cooled, ice the cake with glace icing, made by sieving 100gms (3 ½ oz) icing sugar and very gradually adding hot water until the icing is thick enough 

to coat the back of a spoon.  Either pipe the icing using a zigzag pattern or place in even teaspoonfuls around the top of the cake, allowing it to run gently down 

the sides.  Decorate according to taste (The cake in the picture has been decorated with holly leaves made from shop bought roll out icing). 

100g (3½ oz) of dried cranberries – soak fruit - in 

100mls of whisky,  Amaretto or brandy overnight

100g (3½oz) chopped glacé cherries

100g (3½oz) mixed peel

1 medium cooking apple grated or finely chopped

Rind and juice of 1 lemon

Decoration  :  100gm icing sugar

B
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UNLOCK THE SECRET INGREDIENT.

Unlock the secret ingredient hiding inside your medication.  A free donation in every dose.

rugStars is a new award winning and 

scientifically validated App, which makes it 

even more meaningful for patients to take 

their medications.

As patients take their medication in the way 

prescribed by their Health Care Professional, they 

can share their real world experience with their 

meds via the DrugStars app and be rewarded 

with the opportunity to donate money to patient 

charities like LAKPA for free.

This data can then be used - anonymously of 

course - in new scientific studies. Pharmaceutical 

companies can also purchase this data on real 

world experiences to use as a basis for better 

decision making and for creating more user friendly 

products. DrugStars uses the revenue from 

sale of this anonymous data to pay for the donations 

made by the patients using the App.

For more information and to sign in, go to our 

website www.lakpa.org and click on the link at 

the bottom of the NEWS tab. I am enrolled so if you 

need any help please contact me: 

Peter Surridge, LAKPA Secretary. 

peter.surridge@afp-partnership.co.uk

07808169908.

Having most recently registered, LAKPA are at 

the bottom of the list of charities on the App.  We 

would like you to support us, so please take the 

time to scroll down and find us.

We call it Giving by Taking.

D
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PLEASE SEND ANY DONATION WITH 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

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. 

TITLE / NAME 

ADDRESS

COUNTY         POSTCODE

TELEPHONE         EMAIL

 FREE TO JOIN – WE WANT TO HEAR FROM YOU!

REGISTRATION FORM.

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

If you are one of the following please tick box: 

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

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

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

Haemodialysis at hospital

Haemodialysis at home

Peritoneal Dialysis (PD)

Transplant recipient 

Pre-transplant/dialysis

Other

Lister

Luton

Bedford

St Albans

Harlow

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

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

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

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

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

SIGNATURE                           DATE

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

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

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

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

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

LUTON UNIT
Tony Heath.

01582 271 424 
claudette.tony@hotmail.co.uk

BEDFORD UNIT
Tarsem Paul.

07840 623 672 
 tarsempaul708@gmail.com

ST ALBANS UNIT
Diana Large.

07885  950 312
dianalarge@ymail.com

PLEASE WRITE CLEARLY.

HARLOW UNIT
Peter Surridge. 
07808 169 908 

peter.surridge@afp-partnership.co.uk.
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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


