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Editorial
Welcome to the Winter edition of your newsletter, a year that
seems to have flown past. It has been a year which has seen the
launch of the RLHKPA website (www.rlhkpa.org.uk) and the
Facebook group (RLHKPA).
There is also a Twitter account @RLHKPA. Both sites are for
Barts renal patients and relatives as a social media forum
There is a lot of information available on the website including
current and past copies of the Newsletter
Thanks to Adrian Capitan for the website and Anthony Fernandes
for the Facebook and Twitter pages.
There has been a high number of patients entering the Barts Health
dialysis world which has resulted in a change of unit operating
times and the filling of spare spaces. Whilst the number of
patients has increased, unfortunately the nursing staff are operating
with a number of vacancies and the Trust is promoting, apart from
the Peritoneal Dialysis option, patients opting for home
haemodialysis and this is being championed by Richard Endicott,
himself a home haemodialysis patient. Richard has been touring
the satellite units with a roadshow along with Agnes Manuel of
Barts Health Renal. Apart from home haemodialysis, Self-Care or
Shared-Care is also being promoted within the units although the
logistics of this need to be finalised. Whatever comes of the
various initiatives currently being looked at, changes are likely in
2

the future.
This all linked in with the explosion in diabetes, obesity and heart
disease which has been the topic of World Kidney Day this year.
The Chairs Report for the previous year is included in full in this
edition as is a statement from The Renal Patient Forum Chair.
One of the problems experienced by renal patients is the control of
their bloods. Potassium (K) and Phosphate (ph) are two of the
chemicals we need to control and one of our renal dieticians,
Annemarie Visser has produced an article on this subject. This is
well worth reading if you are having problems with this.
Some of you may be aware the Transport contract with ERS was
ended at the end of September 2017 and on 1st October the
transport was taken in-house. The booking number and details are
replicated later in this newsletter.

2018 is the 50th Anniversary of Hanbury Ward.
How far we have come in the Renal world. But so far to go. What
will the next 50 years bring?
Christmas will soon be upon us and we at the RLHKPA wish you
all a very happy Christmas and a prosperous New Year. Enjoy
yourselves over the festive period but, remember the dieticians and
doctors are watching those blood results.
Les Petchey
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Trustees Report 2016/17 – 13 October 2017
1.
2.
3.
4.
5.

Income & Expenditure
Engagement
Renal Patients Forum
British Transplant Games
Links with Renal Department

Income and Expenditure
As in previous years we have been fortunate to continue to receive the
support of our long standing members and donations and in particular
in memory of our former deceased members. Thanks to Lesley and
Norbert for managing our finances.
Our thanks go to all members and benefactors who have dedicated their
time to fund raising and holding events including Ann Spicer and Justin
and Deborah and Janet Emery as well as myself. Additionally, external
benefactors who have supported us with either matched funding (such
as Barclays) and others involved in fund raising or donation of prizes
time and resource.
We have provided funding for a Wellness & Health Awareness Day,
Ladies Day, the Annual Remembrance Service and Renal Research.
We have agreed to provide funding to extend the lease of the Patients
Flat in Poole. This will secure the long term value of this asset for our
future patients. Not forgetting Ann and Janice who have undertaken
vital work in opening and closing the flat.
After many years of managing the Poole flat, Margaret has decide time
has come to hand over the responsibility to the capable hand of Carl
who has been providing his professional skills to ensure the flat
remains safe for our members.
Engagement
Engaging with kidney patients and increasing membership of the KPA
will always be one of our top priorities and challenges and we must
continue to seek new ways to do this. Attracting new members to a
committee can traditionally be challenging but lately we have seen a

surge in support but we need to continually recruit members who are
capable of providing support and promoting our interests.
We are reaching out to our members and the general public to promote
and raise the profile of Kidney Disease. Thanks in particularly to
David, Glenn & Marie who have promoted World Kidney Day and our
interests at the Strawberry Fayre and Mind of Havering.
With the help of our Media team Adrian, Leslie and Tony we have
launched our website and Facebook pages and we have started to make
our newsletter available to members electronically. Going forward,
Tony has agreed to launch a discussion forum via Twitter. We will
need to continually review how we reach out to our members and be
prepared to adapt if we are to be relevant.
At this time we welcome the Prime Ministers proposal for adoption of
the long awaiting Opt out approach to organ donation.
Renal Patients Forum and Kidney Patient UK (formerly NKF).
Brian Gracey is continuing to work to see common areas of interest and
working closer with the Renal Patients Forum.
We have sponsored 4 delegates to attend the Kidney Patient UK
(formerly NKF) Roadshow later this month and Carl has agreed to be a
Representative.
British Transplant Games
This year we sponsored our athletes to attend both the World Games
held in Malaga with Team GB coming top and at the British Transplant
Games where The Barts London team won 18 medals an increase from
15 medals. We recognise without our help some members of the team
would have found it difficult to take part. Supporting members at the
games in this way not only promotes the interests of the Kidney
community but the contribution our members can make and the
example they give to other kidney patients when they may be going
through the challenges of having kidney disease.

Links with Renal Department
Following Neil Ashman stepping down from his role we welcome Raj
Thuraisingham, Consultant Nephrologist Clinical Director Renal
Medicine. Committee agreed funding for his request for funding of
Body Composition Monitor for Queens Hospital/ Redbridge DX.
At this time we also recognise the uncertainty which remains over the
provision of Barts Health Dialysis at Queens Hospital and the worry this gives
to our members there.
Mark O’Callaghan
Secretary and Interim Chair.
______________

*** ***

The Annual General Meeting (AGM) was held at Dagenham and
Redbridge Football Club on Wednesday 11th October 2017, starting
at 7pm. The Trustees resigned and the new committee of Trustee
officers was elected. The elected trustees and positions elected to
are shown on the back page.
All RLHKPA members are welcome to attend the AGM and, if
eligible to stand as a Trustee, may put their name forward for
inclusion. The Committee is seeking new blood so to speak to help
with taking your KPA forward into the 21st century.

The Two P’s in the Renal Diet
It is more than likely that the low potassium and low
phosphate diets have been discussed with you in the past. It
is however at times helpful to revisit topics that you are
familiar with. Let’s start with potassium.

What is potassium and why is it important to you?

-

It is a mineral found in many foods. Potassium is also an
electrolyte, a substance that conducts electricity in the body,
along with other electrolytes. Potassium is crucial to heart
function and plays a key role in skeletal and smooth muscle
contraction, making it important for normal digestive and
muscular function.
It is not naturally found in the body, therefor it is important
to have enough potassium in your daily diet. A balance of
gastrointestinal potassium intake and the amount of
potassium excreted by your kidney via urine is responsible for
more long-term potassium balance.
When is your potassium high?
The normal range for potassium = 3.3 – 5.5 mmol/L. On
dialysis the range is
3.3 - 6 mmol/L.
Following are some of the causes of high potassium levels
Poorly controlled diabetes
Destruction of red bloods cells due to severe injury
Blood pressure tablets such as Enalopril, Ramipril, Lisinopril,
Irbesartan, Losartan, Valsartan, etc.
Constipation
High dietary intake of potassium
Over-the-counter medicine (always check with your
healthcare provider)
Specific herbal supplements such as Aloe Vera: these are not
recommended in kidney disease

-

Salt substitutes such as lo-salt, no-salt, etc.
Immunosuppressants: Tacrolimus and Cyclosporine
Aspirin and Ibuprofen
Potassium sparing water tablet
What are the symptoms associated with a high potassium?
Symptoms are seldom experienced.
If high potassium comes on suddenly and you have very high
levels of potassium, you may feel: heart palpitations,
shortness of breath, chest pain or vomiting. Sudden or severe
high potassium is a life-threatening condition. It requires
immediate medical care. Call 999 or go to A & E.

Tips
Follow the low potassium diet.
Keep an eye on the portions sizes of high potassium foods and
drinks:
o aim for fruit portions more or less the size of a tennis ball
o a vegetable portion = 2 table spoons
o milk; no more than one and a half cup (not mug) / day or 200
ml milk + 1 small pot yoghurt.
- When you buy tinned products such as kidney beans / butter
beans and chickpeas buy the ones in water, make sure you
drain the water before use and rinse it.
- Avoid fruit juice; rather have 2 fresh fruits as per the low
potassium diet. This way you will save on fluid and increase
fibre intake.
- Manage constipation before it becomes a problem. Use
laxatives as prescribed.
- Some people eat high potassium foods while on dialysis
thinking it will be removed during the session. This is however
not recommended as the food takes up to 4hrs to be digested
and absorbed and is therefore not removed in the dialysis
session.
-

-

Find out from other patients what they are doing to manage
their potassium levels.
There are a variety of low potassium diet leaflets, booklets
and other resources available. Speak to your dietitian or
named nurse should you want any written information. We will
try our best to help you get the information that will be most
helpful to you.

Phosphate
It is important to keep in mind that there is a close
“relationship” between phosphate, calcium and the
parathyroid hormone (PTH). In people with advanced kidney
disease or on dialysis the balance between phosphate, calcium
and the PTH is disturbed causing the risk of renal bone disease.
This is however a topic for another day. For the purpose of this
article we will focus on phosphate and mention calcium. By
doing regular blood tests irregularities can be identified earlier
and treatment adjusted to reduce the chances of serious
problems developing. In this article we will focus on
preventative measures.
What is phosphate and why is it important to you?
Phosphate is a mineral in the body, with the majority of it is
found in your bones and teeth. Phosphate, like calcium, is also
used in other parts of the body to ‘power’ muscle and is used
in many other chemical reactions. Our bodies get their
phosphate from the food we eat.
-

What phosphate levels are we aiming for?
Pre-dialysis: 0.8 – 1.5 mmol/L.
On dialysis: 1.1 – 1.7 mmol/L.
Phosphate can also be too low. Low phosphate can be an
indication of poor dietary intake.

-

-

What are the symptoms of high phosphate?
Itching
Red eyes
Bone and joint pain
Calcium and phosphate can be deposited in the soft tissue
that is in other parts of the body than the bones.
How can high levels of phosphate be prevented and
managed?
Diet: restrict phosphate intake by following a low phosphate
diet. Phosphorus found in animal foods is absorbed more
easily than phosphorus found in plant foods such as nuts,
seeds and pulses.
Phosphorus in additives or preservatives used in fast foods,
ready-meals, canned and bottled beverages and most
processed foods is completely absorbed by the body.

Phosphate additives are now being added to foods that were
previously seen as low phosphate foods such as:
- Flavoured waters
- Iced teas
- Sodas and other bottled beverages
- Breakfast (cereal) bars
- Non-dairy creamers
Avoid phosphate containing additives (always check the
ingredients list).
Phosphorus additives found in foods include: Dicalcium
phosphate Disodium phosphate, Monosodium phosphate,
Phosphoric acid Sodium hexameta-phosphate, Trisodium
phosphate Sodium tripolyphosphate, Tetrasodium
pyrophosphate

Absorption: reduce the absorption of phosphate by taking
phosphate binders. Please let the staff know should you not
manage with the binder you are taking as there are different
binders available.
-

Elimination: remove phosphate with dialysis when people
reach end stage renal disease.
By combining and following all three treatment strategies
optimal treatment of hyperphosphatemia is ensured.
What can you eat when following a low potassium and low
phosphate diet?
Dairy: 300mls cow, soya or goat milk or 100 ml milk + 1 small
pot yoghurt / custard / milk pudding.
Cheese: 120 g (4 oz) cheese per week. The better choices are
goat’s milk cheese, Brie, Camembert, Stilton and soft
spreadable cream cheese such as Philadelphia. Additional
cheese information is available.
Starchy foods: white, brown or wholemeal bread, chapatti,
pita, bagel. Plain cereals such as Weetabix, Cornflakes,
Shredded Wheat, etc. and porridge. Rice, pasta, noodles,
couscous. Boiled potato, yam, cassava, plantain.
Meat, fish, eggs, pulses: beef, lamb, pork, chicken, white
fish, mackerel, salmon, tuna. Quorn and tofu. Eggs: 4 per
week.
Pulses: Tinned versions are lower in potassium than fresh
sources but they must be drained and rinsed before use.
Broad beans (boiled), chickpeas (canned), lentils (boiled).
Two tablespoons = a portion.

Fruit: two portions per day. For example one portion is: 1
Apple, 8 cherries, 12 grapes, 2 clementines / satsumas, 1
peach, 1 plum, 10 strawberries. No juice.
Vegetable: three portions per day. Three tablespoons = 1
portion. Boil vegetables and pulses in plenty of water and
throw away the water to reduce the potassium content.
Broccoli, sweet corn (canned), cabbage, carrots, cauliflower,
marrow, mixed frozen vegetable, onions, runner beans,
pumpkin, aubergine, courgettes, ocra (canned).
Salad: a small portion with lettuce + 2 cherry tomatoes / 5
thin slices of cucumber / 2 slices of beetroot / 2 spring onions
/ 4 thin rings of pepper
Sweet and savoury snacks: Biscuits: plain, cream and jam.
Boiled sweets, jelly sweets, ladoo, jalebi, marshmallows.
Cream cakes, jam sponge, Danish, apple slice. Bread sticks,
water and cream crackers.
Drinks: tea, clear fizzy drinks, fruit squashes, coffee essence
e.g. camp coffee®
Contact your dietitian should you want to discuss the diet in
more detail.

0203 594 1101

Annemarie Visser
Renal Dietician
Barts Health

RLHKPA Holidays
Poole Flat
There are holidays for all members: Pre-dialysis, CAPD, Home and Unit based
Haemodialysis and Transplant patients and non-patient members.
How to book a holiday
1.
2.
3.

4.

Check with your Unit that you are well enough to go on holiday.
Choose the date(s) you wish to go – giving second and third choices.
You may also request a second holiday, perhaps to follow on giving you
two consecutive weeks, if bookings allow. Second holidays are allocated
from March.
Complete the Booking Request Form, sign the declaration then send to
Margaret Craddock (address on form). Send no money at this stage.

Please book early to avoid disappointment!
Confirmation of your holiday will be sent to you together with payment slips,
details of the home and a map of how to get there.
APD/CAPD patients
Your dialysis supplies can be delivered direct to your holiday home provided
you give the Home Dialysis Manager at least three weeks’ notice.
Haemodialysis patients – Unit/Satellite based and Home patients
Arrangements may be made for haemodialysis patients staying at the Poole flat to
dialyse at the KC Holiday Dialysis Centre at Bournemouth. The arrangement of
dialysis treatment is subject to availability at the time of booking. The RLHKPA
pays, where necessary, for transport to and from the dialysis centre.
Important:

Unit/Satellite based patients must ask their Unit’s advice before booking.
Haemodialysis patients must be stable on treatment for six months
prior to their holiday.

HOLIDAY
HOME
Poole Flat

CONTRIBUTION*
Inclusive for up to
six persons

DATES FOR 2017
(w/b = week beginning)

£200 per week
£75 (except during
£125 school hols.)

w/b Sundays
weekend (12 noon Fri – 12 noon Sun)
Mon-Fri (12 noon Mon – 12 noon Fri)

* Requests for financial assistance towards contributions are considered on
an individual basis. The KPA is unable to fund alternative holidays.

Accommodation for up to 6 persons
Bedroom 1
two single beds

Bedroom 1 (partitioned)
Two child bunk beds

Bedroom 2
one double bed

The Association runs a self-catering holiday flat at Poole (Bournemouth) in
Dorset. Administration and maintenance are carried out voluntarily and no profit
is made. The home is available to ALL members.
The flat is on the ground floor of a block of six residential flats and, being
centrally heated, is available for holidays throughout the year. Bournemouth
town centre is a short bus ride from the bus stop outside the flat and, for those
more energetic, a gate at the rear of the property opens onto the Central Gardens
and affords a pleasant walk to the main beach, pier and shops. The flat is ideally
situated for enjoying the south coast with its picturesque villages and the New
Forest. (Haemodialysis treatment may be arranged, subject to availability at time
of booking.)
The home is well appointed and provides:
• accommodation for up to six persons;
• lounge with colour television/integral DVD;
• well-equipped kitchen with fridge, electric cooker, microwave and a
washing machine;
• central-heating / hot water;
• shower;
• facilities for safe CAPD exchanges and APD; and
• garage parking .
NB It is advised that Members on Haemodialysis book early.

BOOKING REQUEST FORM – POOLE FLAT
Name
Please Tick:
Pre-dialysis¨ Haemodialysis ¨ CAPD ¨ Transplant ¨ Other ¨
Address

Post Code

Tel. No.

Holiday request – Week beginning Sunday:
1st choice
2nd choice
Sunday

3rd choice

For Weekend or Midweek break, phone 01277 810326
Please arrange Haemodialysis treatment for me at the KC Holiday
Dialysis Centre. (Please tick if required: ¨ )
Date of birth
Usual dialysis days

Dialysis unit

Please list the names of ALL your holiday party
Title
First Name
Last Name
(e.g. Mr)

1.

Age

(if under 18)

(patient/member)

2.
3.
4.
5.
6.
Send to:

Margaret Craddock, 90 Station Road, West
Horndon, BRENTWOOD CM13 3LZ

RLHKPA Poole Holiday Home ~ Terms and Conditions

PLEASE NOTE: THE FLAT IS A NO SMOKING PROPERTY.
2. Bookings are only taken from members of the RLHKPA.
3. A member must be in residence throughout the holiday period.
4. A non-returnable deposit must be paid on receipt of booking
confirmation and the balance paid a minimum of four weeks
before the holiday.
5. In the event of a cancellation, please inform the RLHKPA
promptly so the holiday facility may be offered to other members.
6. Guests must adhere to the stated times of arrival and departure.
7. No pets (except guide dogs) are allowed at the Poole flat.
8. Cars must be parked in the garage (No 4) and not left on the drive.
9. Please leave the garage UNLOCKED at all times as Dialysis
supplies are delivered directly into the garage throughout the year.
10. Report any problems or breakages so they may be quickly rectified.
11. Remove spare dialysis supplies and all food from cupboards and
fridge before you leave.
12. Domestic waste must be put in black sacks and placed in the wheelie
bin/recycle bins in the front garden. CAPD clinical waste should be
put in yellow sacks (provided) and put in the garage.
13. Cleaners are not employed so please leave the flat in a clean state
for the next guest.
14. For security and safety Please note the Check List on the notice
board before you leave.
15. Turn off electric sockets (except kitchen appliances) and lights, lock
windows and doors, turn down central heating.
16. Please return the key immediately you return home.
17. The RLHKPA reserves the right to refuse future bookings from
guests who contravene these terms and conditions.
18. Smoking within the property is NOT PERMITTED.
Declaration: I agree to abide by the booking Terms and Conditions
Signed:

Date:

/

/

European Cruises
Following meetings between the BKPA and NHS England, NHSE has chosen to
exercise its Discretionary tights to reimburse the cost of healthcare onboard
cruise ships subject to certain conditions:The treatment must be a regular long-term treatment for a chronic
condition that the patient usually receives in an English provider and
which is funded by NHS England.
The patient will only be reimbursed either (a) the published NHS
National Tariff or (b) the actual cost of the treatment, whichever is
lower. The patient will be reimbursed by their usual renal unit and
will need to supply original receipts and proof of payment when they
return from the cruise.
The patient must seek approval for the treatment in advance of their
cruise journey from their usual renal unit.
The treatment must take place within the boundaries of, or the
majority of the cruise ports of call are to a European Economic Area
(EEA) country, or a country with which the NHS has formal healthcare
bilateral agreements.
Further information about the policy can be viewed by viewing the
following web pages
https://www.england.nhs.uk/commissioning/wpcontent/uploads/sites/12/2016/02/a06-p-a-renal-dafb-policy.pdf
Dialysis Away From Base, Frequently Asked Questions PDF (Google).

NHS
Barts Health
NHS Trust

New bookings helpdesk for Non-From
Emergency Patient Transport Services (PTS)

From Sunday, 1 October 2017 there will be a new helpdesk to
request Non-Emergency Patient Transport Services at Barts
Health NHS Trust.

For more information visit www.bartshealth.nhs.uk
0330 416 767

bartshealthPTS@serco.com
Service available 24 hours / 7 days per week

0330 041 6767

MEMBERSHIP ADDRESS LIST
It is our continued policy to keep our mailing list up to date and avoid any undue distress to
relatives who may recently have suffered bereavement.
Please help us by advising any deletions, or other changes, by using the form below.
Should you wish to receive KPA News by email, please complete the form and send
your email address to the Membership Secretary.

PLEASE
TELL US

□ I wish to join the KPA
(FREE)
□ I am moving home
□ I have c h a n g e d my name
□ I have c h a n g e d my
’phone’ no.
□ I no longer want the
Newsletter □ I have

Previous

New

Name:

Name:

Address:

Address:

Post Code:

_

Post Code:

Telephone:

Telephone:

Email:

Email:

Please send completed form to the Membership Secretary:
90 Station Road, West Horndon, BRENTWOOD CM13 3LZ

_

WESTFIELD HEALTH

BRITISH
TRANSPLANT
GAMES
2nd – 5th AUGUST 2018 in BIRMINGHAM

The 2018 British Transplant Games will be held in Birmingham from
Thursday 2nd August to Sunday 5th August.
If you would like to join the team or find out more about the games
please contact Kelly at the address below for more details.
Transplant Office
9th floor
The Royal London Hospital
Whitechapel
Tel 0203 594 754

The Games – Adult Events
The British Transplant Games hosts around 60 teams each year. Each
team taking part in the games stems from hospital coordinator with the
team and recruits new members who then manages new members
every year. The biggest team has about 150 members and the smallest
just two. If you have had a life-saving transplant why not contact your
local team for further information and to register your interest.
Members of the British Transplant Games teams have been through life
changing experiences and the games are a great opportunity to hear
some stories of children and adults, both competitors and supporters
who have been directly affected by organ transplantation and who take
part in the British Transplant Games.
Athletes compete in events by gender and in age groups. (18-29) (3039) (40-49) (50-59) (60-69) (70+ ).
The Adult Events Are:
. Archery
.

Badminton

.

Bowls

. Cycling

.

Donor Run 3K & 5K

.

Darts

. Fishing

.

Snooker

.

Squash

. Swimming

.

Table Tennis

.

Ten Pin Bowling

. Tennis

.

Track & Field.

There are also many events for children at the Games:
Badminton
Swimming
Table Tennis
Track & Field.
The Junior Age groups are (5 and under) (6-8) (9-11) (12-14) (15-17)

---------------------------

GIFT AID
Help us through Gift Aid to help others – and increase every pound you
donate.
If you pay UK income tax and you make a gift aid declaration we can
claim back this tax (at basic rate) on your donation so your donation is
worth 25% more. Please complete the declaration below and send it,
with your donation, to the Treasurer (see back cover).
Please make cheques/POs payable to: ‘RLHKPA’.

Address………………………………………………….

GIVING THROUGH THE SELF ASSESSMENT
RETURN (INLAND REVENUE)
RLHKPA is participating in a scheme that will allow any individual to
nominate a charity to receive their tax payments as a donation. Our
charity’s name and code number are listed on the IR website.
For the purpose of this scheme the RLHKPA unique code is QAE95LG.

Renal Remembrance Service.
This year’s Renal Remembrance Service, which, was held
at the Great Hall of St Bartholomew’s Hospital on Sunday
24th September 2017, was very successful, in part due to the
very good weather. There was a very good attendance
from both patients’ relatives and staff. The readings, lovely
messages and music were greatly appreciated by everyone
who attended, especially the bereaved relatives.
On behalf of the organisers, I’d like to express our sincere
thanks to all those who, in one way or another have
contributed to the success of the service who are too
numerous to name individually here. You all know who
you are and again, thank you.
Thanks also to Fr Rory Murphy and Imam Faruq Siddiqi
for the service.
Thank you all for making this a meaningful event for
everyone who attended the service, especially the bereaved
relatives. We do hope that you will continue to support us
in the future. For those unable to attend, we do hope that
you will be able to attend next year.
Jaryn Go
Renal Supportive &
Palliative Care Service.

Royal London Hospital Kidney

Patients’ Association Registered
Charity No. 266660

with

You can make a donation online by going to:
www.justgiving.com/rlhkpa/donate
All major credit/debit cards are accepted.
25% is automatically added in Gift Aid if you're a UK
taxpayer.
Can you enter a Sponsored Event?
v You can simply create your own page with
details and a photo
v Email your friends and they can donate online
v The money goes direct to the Royal London
Hospital Kidney Patients’ Association.
To do this, go to:

www.justgiving.com/rlhkpa/raisemoney

The Renal Patient Forum
The Renal Patient Forum is run by patients for every kidney patient at
the Trust, whether they are at the RLH, Whipps Cross, Newham,
Queens or King George’s. 2017 has seen some major changes in its
development. In the past, meetings were held every six weeks or so on
a Saturday morning at the Renal Unit. Very few members of sta
were able to attend and we were finding it increasingly di cult to
attract more patients. Towards the end of 2016, a small group of
patients agreed to consider changing the way in which we work. As a
result, we now hold quarterly meetings for patients and sta on a
weekday, instead of a Saturday, to discuss broad general issues in a
more open and informal manner. In addition, we have set up a number
of sub groups to concentrate on specific issues with a smaller group of
patients attending.
The sub groups meet monthly and are all chaired by patients but with
help from members of sta . The sub groups cover the following topics:
i) Home haemodialysis, including a greater emphasis on shared and self-care.
ii) Improving our relationship with the local community within which we
operate. We are part of a project to increase awareness of organ, and
specifically kidney, donation amongst the Bangladeshi community in East
London and to increase numbers signing up to the Organ Donation
Register. This project is funded by the Department of Health and is
managed by Kidney Research UK and supported by the Renal Unit.
iii) Information. There is a great deal of information available in a range of
di erent formats and the purpose of this group is to ensure that the
information provided to patients is appropriate for their condition, is
available across all sites and presents a uniform approach to the di erent
topics.
iv) Transport. Given the problems that we have experienced over the past
three years with transport, both for dialysis patients but also for those
patients attending out-patient appointments, we have set up a group to
improve the relationship with our transport provider and to pick up and

address potential problems as early as possible.
v) The Well Run Ward: This is another area which has raised a variety of
issues. We have set up a group to ensure that the relationship between sta
and patients is as good as it can be. We have helped with matters such as
care plans and training, and also with non-medical issues including air
conditioning and the provision of televisions for those patients on dialysis.
We are still pursuing the issue of Wi-Fi!

Our quarterly meetings are held on a Thursday on the 9th floor of the
Renal Unit. The Clinical Director normally opens the meeting if he is
available and he will talk to the group about the recent developments
within the Unit. Members of sta from both the medical and nonmedical areas also attend. We discuss general issues and also provide
updates from the various sub groups.
We are always trying to attract more patients, wherever they may be on
their kidney pathway and everyone is welcome to attend the quarterly
meetings should they wish to. You would also be welcome to attend
any of the sub groups if you have an interest in any of the subjects
discussed.
The forum is run by patients and is for the benefit of patients. Our aim
is simply to improve the experience of patients wherever possible.
Should you wish to become involved, or should you have any
questions, please feel free to email me, Brian Gracey at
briangracey15@gmail.com and I will do my best to help. You may
only want to receive our minutes and that’s fine as well. Just drop me
a line

Brian Gracey
Chair Renal Patients Forum

Barts Health Renal Patients Forum
(Minutes).
At the Renal Patients Forum held on Thursday 28th September in the
training room 9th floor RLH, Dr Ravi stepped in in the absence of the
New Clinical Director, Karl Metcalfe, to speak about developments in
the Renal Unit.
Dr Martin Raftery is retiring at the end of the year after 30 years
service. There is as yet no confirmation of his replacement but it is
likely to lead to some re-organisation of the department as a whole.
Dr Ravi stated he is actively encouraging the Trust’s pre-emptive
transplant programme to increase the number of live donors. Work is
being undertaken to streamline the out-patients clinic, with priority
being given to the more complex cases. Those patients who are stable
will be monitored through their blood results rather than having to see
the consultant each visit. This should reduce the time patients have to
wait and enable greater focus to be given to those who need it most.
Dr Ravi is keen to encourage suitable patients to train for home Haemodialysis. Their needs to be greater emphasis within the unit on self-care
and shared care. The focus will primarily be on the low clearance area
and suitable patients from the wards. We should not forget those
patients who have become accustomed to nurse supported treatment,
but they may be more of a challenge. Funding is available to train
suitable patients for six days a week, up from the three days previously.
Currently there are eleven patients on the home Haemo-dialysis
programme.
Given the issues surrounding staff shortages, currently there are 27
nursing vacancies, self-care is becoming increasingly important. This
is a national issue and, like many Trusts, we have had fewer
applications over the past 12 months, particularly from the EU. Of the
15 Philippine nurses recruited over the last couple of years, not all have
decided to come. This is an issue that is always current and has led to a
change in the patient/nurse ratios.
The number of patients requiring dialysis is increasing at 6-8% each

year, leading to greater pressure on dialysis slots. It is likely that we
shall need a new unit over the next two years or so.
Queens is now running 6 days a week and 3 sessions each day. It is
necessary now to look after patients in their satellite units more rather
than at the RLH. In the future, perhaps, more patients will dialyse
locally rather than at large centralised units. Whatever happens, though,
things will not change overnight, but it does emphasis the need for
patients to take on elements of self-care/shared care whenever they can,
to reduce the impact on large centralise units. If any patient is
interested in finding out more about self-care/shared care, please
contact Richard Endacott in the first instance.
richard.endacott@gmail.com
The question of patients being asked to provide ID at their clinic
appointments was raised. Dr Ravi explained that this was a Dept of
Health initiative and not a hospital one and that we were part of a pilot
scheme. There were some inconsistencies in how the policy was being
managed with some patients being asked to produce ID once and some
each time they came to the unit. The pilot was part of the Departments
requirement to check each persons’ eligibility for free treatment by the
HNS. It’s important for us to get your feedback so if you have any
comments, please get in touch with Brian Gracey who will be happy to
collate them.
Finally, Dr Ravi talked about improving communications with Barts
which is rebranding its entire website. There is talk of using apps more
frequently and the renal department is developing an app that will have
patient stories, educational films, health topics etc.

Richard Endacott
Minutes Secretary RPF

We would like to thank the following people for their kind gifts
which were most gratefully received between 24th July – 31st
October, 2017.
£ 10.00
£
5.00
£ 15.00
£ 85.00
£ 125.00
£ 2,707.58
£ 1,555.39
£
50.00
£
30.00
£ 100.00
£
30.00
£
5.00
£ 1,000.00
£ 342.00
£ 265.50

Donations.
Monthly donation J & P White
Monthly donation D Dasandi
Monthly donation Mr C Turner, Brentwood
Sarah Viner – donating Transplant Games refund
Norbert McGarr – Transplant Games refund
Vaseem Ahmed, Ilford – Snowdon Jolly
In memory of his Mum (via Just Giving)
Family & Friends in memory of Jane Davies (Jellyfish)
via Just Giving
Anonymous – In appreciation of care at Queens
Mr & Mrs Bate
Bhailalbhai Patel – Holiday appreciation
Mr Charalambou
Mrs B V Burrell, Hornchurch
Mr P Eade – In memory of wife Judith
Eileen Hand, charity shop, Stratford
Dr Suzanne Forbes – proceeds of sale of cakes made by
her children

Collecting Boxes
Foreign/Old Coins/scrap metal/stamps
£ 21.25
Fund Raising
Grants pending
Refreshments for Memorial Service
Grants paid out
£ 693.00 Three delegates to attend NKF Conference
£ 259.92 Ladies day refreshments
£ 2,245.00 Accommodation & travel for 10 team members
£ 5,750.00 Dialysis BCM machine (Queens)
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