NEWSLETTER
May 2013

Day trip to Windermere and a lake cruise.
Saturday 15th June 2013
See inside for details

Tyneside Kidney Patients Association
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CALENDAR OF EVENTS 2013
*Tuesday 11th June 2103 Committee meeting
*Saturday 15th June 2013 Lake District, Windermere cruise.
*Saturday 22nd June 2013 Westoe Village Fair, South Shields
*Saturday 6th July 2013 South Shields Festival, Bents Pk. So Shields
*Tuesday 9th July 2013 General meeting
*Saturday 13th July 2013 Easy Walking Group, Shaftoe Craggs
*Saturday 10th August 2013 Day trip to Flamingoland
*Tuesday 13th August 2013 Committee meeting

All meetings to be held in room 138 Education Centre
Freeman Hospital and will begin at 7:00pm prompt
Tea, coffee and biscuits served from 6.50pm

Iain Partis

Iain joined our committee in 2011 having been proposed by his friend and fellow
HD patient Brian Jones, he was an enthusiastic member who took on the task of
managing our supply of wristbands to hospitals as well as participating in other
committee duties to assist patients who required our help.
In recent weeks Iain has been seriously ill and died on
Thursday 9th May 2013,
Iain will be mourned by his partner Caroline, family and
many friends.
Though I did not dialysise with Iain on ward 22 our
shifts did cross and I remember fondly the 6.00am conversations with both him
and Brian as my session ended and theirs began, he was a character that will
not be forgotten by his family and friends. The TKPA meeting on the 14th May
remembered Iain by marking his death with a minutes silence.
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As a mark of Iain’s popularity his funeral had so many attendees the service
was transmitted to dozens of people unable to enter the chapel and needed to
listen outside.
Keith Vickers

The largest kidney patient charity
in the UK. Run by kidney patients,
for kidney patients

The nkf today launches a brand new website to serve the 60,000 patients with
End Stage Renal failure, and the 2,000,000 UK residents with early stage
chronic kidney Disease. The website is also intended as a central hub for all
renal specialists. It can be found at www.kidney.org.uk

TKPA Committee membership
The TKPA are looking for new committee members, if you are interested please look out for
an application form in this copy of the newsletter

Our current committee is made up entirely of dialysis/ transplant
patients, renal staff and family/supporters but friends or relatives of
patients who feel they could fulfill a role would also be welcome.
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COMMITTEE ELECTIONS
We elect the whole committee every year. There are 4 honorary posts: chairman, vice
chairman, secretary and treasurer. In addition there are 7 posts for committee members.
We need nominations for each post. So will you please help by completing the nomination
form at the end of this newsletter? Nominations need to reach the secretary by Wednesday
31st July 2013.
Please note the following:

Nominations must only be made with the approval and signature of the person being
nominated.

A person can serve in a committee post for three years.

The list of candidates will be sent out with the August newsletter as we have to
give 4 weeks’ notice before the A.G.M. Please either send the form below or print one off if
you want to make a nomination.
Nomination forms should be sent to arrive by 31st July to
Keith Vickers.
87 Harton House Road
South Shields
NE34 6EB
YOU MUST HAVE THE CANDIDATE’S CONSENT BEFORE NOMINATING HIM/HER
Position

Nomination

Candidate's
signature

Proposer

Chairman
Vicechairman
Secretary
Treasurer
Committee
member
Committee
member
Committee
member
Committee
member
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Seconder

Current committee
Chairman: Simon Lloyd (1 year)
Vice-chairman: David Errington (1 year)
Secretary: Keith Vickers (1 year)
Treasurer: Ian Gill (1 year)
Committee members:
Laura Tough (1 year)
Joan Longstaff (1 year)
Iain Partis (deceased)
Robert Brown (1 year)

NKF AGM - Birmingham 23rd March

The Annual General Meeting was held in a new
venue this year, in the centre of Birmingham at
the Studio Conference Centre and was an all-day
event.
Keith Vickers drove Joan Longstaff and myself down through roads made slow by snow and
included passing snow ploughs on the way and one strip where two lorries had gone off the
road. We made it just in time after ploughing through the snow in Birmingham city centre.
The return journey home was an hour shorter as the roads were clear.
The day included details of the new NKF logo and presentations from two KPAs showing how
they function in different ways.
Full details of the AGM will be included in Kidney Life.
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TKPA Charity Stall
A tombola stall is held the first Friday and third Thursday of the month in the
foyer opposite WH Smiths. I would like to thank everyone who has donated prizes
and a reminder that they can be given to the receptionists on ward 31 (marked for
the TKPA) during office hours.
Should you like to help on the stall or a summer fair please contact Joan
Longstaff dustywhippet@hotmail.com 0191 2576650

Doctors versus patients
Annual cricket match
The match will be held at the Blue Flame club on Tuesday 16th July 2013 starting
around 6.30pm For further details please contact David Lee 07606 577618 if you wish
to play or just spectate.
The trophy is currently held by the patients but I am sure the doctors will be keen to
win it back after a disappointing display last year.

SURVEY OF TRANSPORT FOR HAEMODIALYSIS PATIENTS AT THE FREEMAN
HOSPITAL

Introduction
A survey on the quality of transport provided
by the North East Ambulance service for
patients who dialyse three times a week was
carried out on the 15th and 16th April. It was done because of concerns expressed by patients about
getting a poor service and the need to measure the quality objectively for the last two journeys
taken by patients.
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Background
a) The national transport survey of 2008 results gave objective evidence of the very poor quality
of service provided to Freeman haemodialysis patients.
b) Commissioners set the North East Ambulance Service the target of getting good performance
95% of the time by the end of 2010.
c) A Rapid Process Improvement Workshop (RPIW) in February 2010 led to a lot of improvements
that were implemented over the next 3-4 months. Patient complaints dropped from 4-5/week
to about 1/month. The quality of the service was assessed over the next three months and
showed progressive improvements.
d) During the last year the standard of service has dropped and complaints increased. Attempts
to have a joint meeting with NEAS staff have been unsuccessful so this was raised at the
Regional network Meeting in March by a patient representative. A request for objective
information was made so specific details could be taken to the appropriate commissioners. It
was agreed that patients would carry out a survey.

Transport Quality Standards Resulting From the RPIW in 2011
a) Haemodialysis patients should be given a clearly defined collection time for the inward
journey to hospital.
b) Patients to be given a written statement that includes:
a. The standard of care they can expect from drivers from the time they come to the
door to leaving them at the ward.
b. What is expected from patients.
c. Contact details including their NHS number so they can contact the NEAS Control
if their transport fails to arrive.
c) Collection within 30 minutes of the stated time or prior notification if that time has to be
changed for a journey.
d) Journey times to and from the hospital limited to a maximum of 30 minutes where
distances allow it.
e) Patients arriving at the ward within 30 minutes before they are due to start dialysis.
f) After dialysis patients collected within 30 minutes of being ready to go home.

Survey Results
Defined collection time for the inward journey
Patients were asked if they had been given a clearly defined time for collection.
Of the 107 answers:


34% said they had a clearly defined collection time



66% did not have a defined collection time

A clearly defined collection time is very important as it defines a waiting period and when a
patient should get in contact if transport has arrived. Without one patients worry about being
ready for collection particularly if collection times are erratic as several reported.
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Written statement of transport details
Of the 107 answers:


21% had been given details



79% had not been given details

Written details are important so both patients and drivers can co-operate fully and provide
information if a patient needs to contact Control.
Inward Journey Collection Times
Collection times for inward journey of 97 answers:


5% over 60 minutes early



7% 30-60 minutes early



54% 0-30 minutes early



13% 0-30 minutes after defined time



19% 30-60 minutes late



3% over 60 minutes late

The aim of collecting patients within 30 minutes of a defined time actually creates a 60 minute
time slot. On that basis 67% of collections were on time.
 16 patients commented on very variable collection times from very early to being picked up

after dialysis start time.
 One patient had to have a reduced dialysis time as a result.
 3 patients reported ringing up to find their transport had not been booked at all on

occasion.
 5 patients gave their collection time as 30-60 minutes late yet they arrived at the unit

within 30 minutes of their dialysis time. Only one of these stated having a clearly defined
collection time. So there appears to be some confusion occurring about collection times.

Arrival at Ward 31 before due to start dialysis
Arrival times for 97 patients:


4% over 60 minutes early



21% 30-60 minutes early



59% 0-30 minutes early



11% 0-30 minutes late



3% 30-60 minutes late



2% over 60 minutes late

Late arrival can lead to operating problems for staff and shorter dialysis times adversely
affecting patient health
Collection Time after Dialysis
Results from 86 patients:


70% were collected within 30 minutes
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27% were collected within between 30 and 60 minutes



3% were collected after 60 minutes

Patients are often very stressed after dialysis and delays in being collected add to this.
Advance Notification of Booking Changes
There were 34 answers to these questions:
 23.5% (8 patients) reported text or e-mail messages about bookings
 76.5% (26 patients) had not received any notification)

In 2011 collection time changes were phoned through the evening before. This is now being
done by text or e-mail but appears to be confirmation a journey has been booked rather than
notifying a change in collection time.
Journey Times
Inward journey
Results from 89 patients:


64% had a journey time of up to 30 minutes



24% had a journey time of 30-60 minutes



10% had a journey time of over 60 minutes

Outward journey
Results from 89 patients:


63% had a journey time of up to 30 minutes



26% had a journey time of 30-60 minutes



11% had a journey time of over 60 minutes

24 patients live over 20 miles away and a few < 60 miles. Patients did find long journeys round
multiple drops particularly stressful.

Recommendations
1. Patients should have a clearly defined collection time for the inward journey and need
reminding of this at least annually. This could be done by:
a. Clarifying who is responsible for notifying patients about their defined collection
time in writing.
b. Ensuring patients starting to use the service are given this time at least a day in
advance.
c. Give patients an annual reminder of the collection time.
2. Ensure each patient has written information about what is expected from them and
from drivers by:
a. Making sure each patient starting to use the service gets a leaflet giving details
including how to contact Control.
b. Putting spare copies of the leaflet in the waiting area of Ward 31.
3. Control staff were given training after the 2011 RPIW and produced a very good
service. However it is understood staff have been moved around and this training may
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not have been done for staff planning transport for dialysis patients. So we suggest
there is an urgent need to ensure all Control staff involved are properly trained to
appreciate the needs of dialysis patients.
4. The service of notifying collection time changes for a single journey or on a long term
basis needs restoring.
5. A 6-monthly review meeting between NEAS staff, renal staff and patients'
representatives is set up with dates arranged 12 months in advance.
Survey Details
1. This survey was carried out by volunteer members of Tyneside Kidney Patients
Association.
2. Included are results from some patients who arrange one of the journeys themselves.

Week and promote organ donation.
Aled Jones will head a cast of
performers including the award
Wessex Male Choir and the Transplant
formed especially for the event.

winning
Choir,

The evening will bring together the
community for a unique opportunity to
the benefits of group singing and
in a varied program.

transplant
share in
performing

And of course, let's use this occasion to increase the number of registered donors and pass
the message on to tell loved ones your wishes.

Buy Tickets...
Adult
Concessions
Transplant Sport Member

£15
£10
£10

Please reserve you tickets through the Sheffield City Hall Box Office
Tel: 0114 2 789 789
http://www.sheffieldcityhall.co.uk/events/Donate-Life-with-Special-Guest-Aled-Jones
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A message from Linda Pickering,
NKF Advocacy Officer.
My job as Advocacy Officer for the
NKF can be very varied and on
occasions I am asked by patients whom I visit in renal units in the area I cover
if I can help them to gain access to welfare benefits. During my time as a
volunteer for the Lincolnshire KPA I had come across a website called Turn2us.
Turn2us is part of Elizabeth Finn Care, a national charity registered in England
and Wales. Turn2us helps people in financial need gain access to welfare
benefits, charitable grants and other financial help – online, by phone and face
to face through partner organisations such as NKF.
Stressful life situations, such as ill health, disability and caring for someone
are often significant factors why people suffer financial hardship
I was invited to a workshop to enable me to become an intermediary. I was
shown how to access Turn2us, how to use the benefits calculator to estimate
entitlement to means tested benefits, indicate possible eligibility to some non
means tested benefits (e.g. DLA soon to become PIP) and also search for grant
giving charities that may be able to help.
Benefits are often under claimed and it is estimated that each year there is
around £19.57 billion of welfare benefits unclaimed, some of the reasons being,
lack of awareness, not know entitlement, fear of form filling, stigma, language,
lack of access to information about sources of support and also embarrassment
about asking for help.
Charitable grants can also be accessed through Turn2us; there are over 3,000
charitable funds on the website which may be able to provide financial help and
other support services.
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The Turn2us website is easy to use but if you do not have access to a computer
I can help. I can go online and check your entitlement to benefits; I would need
details of your household income and your personal circumstances all of which
would be in the strictest of confidence.
www.turn2us.org.uk
0808 802 2000
Linda Pickering NKF Advocacy Officer.
North East, Yorkshire and Humber Region.
Tel 01964 625687
lindapickering@btconnect.com

Annual Dinner
The TKPA annual dinner was this year held at the Sea Hotel South Shields on Thursday 18th
April and was attended by 40 people, patients, family and friends. We had the use of a
private room that was set out beautifully and the choice from a 3 course menu that included
enough choice for every palate.
After dinner we were entertained by the resident DJ who supplied back ground music, bingo
a musical quiz and bizarrely but a very funny paper aeroplane building competition.
The musical competition needed us all to sing along and use anything at hand to use as
instruments so basically a high decibel racket! At one stage so enthusiastic were the guests
that two of them stood on the tables to play air guitars. The quiz ended in so much uproar I
don’t know who eventually won.
Thank you to all who attended and I hope you enjoyed the evening as much as I did and I
would like to thank the guests who donated prizes for the raffle and quiz.
While the event was not intended as a fund raiser I am happy to report that we were able to
make a small donation to our charity.
Keith Vickers
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REGIONAL DAY SATURDAY 14TH SEPTEMBER
we are holding a new event to support kidney patients and their carers
across the North of England. This is a Regional Day with a programme for
patients going to the 4 renal units to give support with a programme of
informative sessions and a choice of a workshop on welfare benefits or
understanding blood test results. Talks will include research developments
leading to better care, renal failure and what's involved, transplantation and
dialysis.
Full details will be sent out to all renal patients. This will give you the chance
to meet people from other units, discuss care and give each other support. We
have got sponsorship to help with the food costs. The event will cost £5/person
payable when places are booked. Our aim is to make this a really good event so
please come and help us do that.
For further information please contact
Simon Lloyd 01661 871399 lloydcarrhouse@gmail.com

Easy Walking Club
Review from Saturday 11th May 2013
On a cloudy, cool morning 5 people, Pamela Beckett and hubby, Dave Errington and his wife
set off at 10.00 am from the Southern Car Park of Bolam Lake. First stop was to view the
Swan's and Geese, Father and Mother Goose had 5 youngsters in tow. This intrepid Group
continued North West past the Western Car Park of Bolam Lake to the North West Corner
of Bolam Country Park. We did not go to Shaftoe Crags as I was recovering from a weekend
in the Wansbeck during April.
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The Group then headed east; upon sight of the Lake on our right we dropped down to the
Lake, and continued round the Lake back to the cars, keeping the Lake on our right.
Hope to see some more people on the next walk, which starts at 10.00 am.
Please contact me on 01670 731035 or 07789177577 if you intend joining our happy band.

Group’s next walk
Saturday 13th July Simonside.
We will meet in the Forestry Commission car park (free). Good walking
shoes/boots are recommended
Terrain, forest roads and paths. We will head along Forest Roads passing “Little
Church” a crack in a rock where it is alleged many years ago a number of people
gathered. After this we will continue along the Forest Road, shortly we will
follow a track/path which is stony, this will slow us down. The path will take us
to the bottom of Simonside Hill, we will return via Forest Roads to the cars.
The alternative option is to follow Forest Roads to the foot of Simonside,
picnic, return via the same route.
Distance – about 7 miles
Start time 10:00am
Further information Robert Brown email robarobr@btinternet.com
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EMERGENCY WRIST BANDs
Wear a wristband specially designed for
kidney patients so emergency services are
made aware of your special needs.
Wristbands are available @£1 from the
receptionists on Ward 31 or by post
@£2.00. Full details and order forms are
available from our website

Great North Run 2013

We now have 5 people running in this year’s event who
are raising funds for the TKPA.
The run will held on Sunday 15th September 2013 and
we hope that with the help of our members we can
make it our premier fund raising event of the year.
To make donating to these runners easy we have set up a page on the mydonate
web site, this site is run by British Telecom (BT) and has the highest standards
of financial security so rest assured when you’re giving information.
So should you wish to sponsor a runner their names are
Corinne Nichol
Josh Lovell
Kaziah Atkinson
Omar Boufhal
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https://mydonate.bt.com/charities/tynesidekpa

HOLIDAY DIALYSIS
The Renal department have compiled a new
information leaflet for patients who are
considering a holiday or a trip away, the
leaflets have been placed in the reception area
of ward 31 and the resource room in RCIU. If you are unable to come in to the
hospital to pick one up please contact Hazel Marchant (0191 223 1421) who will
be happy to help you.
Having a holiday or a trip away for a social event such as a wedding is not as
difficult to arrange as you would think it just takes time and planning. Dozens
of patients every year take advantage of dialysis away from base this may be to
units in the UK or any European destination that takes the European Health
Insurance Card (http://www.nhs.uk/NHSEngland/Healthcareabroad/EHIC) as well as
Australia.
Speak to Hazel if you need further information but please do not make any
arrangements before you have, also you can speak to TKPA committee members
who can give you their personnel experiences and also tips regarding travel
insurance. You may find a guide written by Joan Longstaff of interest if you are
a PD patient http://tynesidekpa.org.uk/bag-travel
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Your tips to help new patients
on haemo dialysis ward 31
I have been asked to put together a list of frequently asked questions (FAQs)
about haemo dialysis to those patients about to start treatment for the first
time. This list is not intended to include medical advice but more practical
things such as does it hurt? What happens if I need the toilet? Will I be hot or
cold?
So cast your mind back to your first few times and let me know about “what you
wish I’d been told” you can email or if you want to write something, you can
leave it for me with the receptionists on ward 31.
Keith Vickers
Secretary TKPA
keefbeer87@gmail.com
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SUMMER TRIPS
Windermere Lake
Saturday 15th June 2013
Leaving Freeman Hospital 8.00 am and
Gateshead Interchange 8.15 am
Return to Freeman 8.00 pm
Cost £25 per person.
Return timing is of course approximate.

We are organising this trip to include convenient pick-ups and wheel chair
accessible vehicles.
The bus will drop us off in Bowness on Windermere where we will join a cruise
to the head of the Lake at Newby Bridge, you can leave the cruise at this point
and visit the Aquarium of the Lakes www.lakesaquarium.co.uk . There is also a
free mini bus from here to the Motor Museum which is a mile away (entry fees
not included) www.lakelandmotormuseum.co.uk
The lake cruise is on an open ticket so no needs to follow the crowd just get on
and off as you wish remembering of course to be back at the bus pick up point
on time for our return to Newcastle.
You can book this trip by contacting >
Keith Vickers 0191 425 2379 keefbeer87@gmail.com
David Errington 01670 790300 daviderrington@tiscali.co.uk
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Flamingoland
Saturday 10th August 2013
Leaving Freeman hospital at 8.00am and
Gateshead Interchange at 8.15am
Return to Freeman approximately
8.00pm
Cost £30 per person entry fee, £20
concession. This includes transport and entry to the park, all rides are free
once on site.
The renal young person’s group can contact Laura Tough for special trip costs
lala-1991@hotmail.co.uk

You can book this trip by contacting >
Keith Vickers 0191 425 2379 keefbeer87@gmail.com
David Errington 01670 790300 daviderrington@tiscali.co.uk

Transplantees skin care
After I gave this advice last year a number of people blamed me for the
wettest summer in a century but even so here it is again.
I am sure you know this well but for those who are new to the club the effects
of sun damage to your skin are increased due to the anti-rejection medication
you take, this lowers your immune systems reaction to the damaging effects of
ultra-violet (uv) radiation. If you have any concerns about your skin you should
speak to your GP or the medical team at your next transplant clinic.
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The best way to minimise the effects of UV is to
use a high factor ( 50 ) sunscreen and take care
when outdoors as even overcast weather does not
lower the risk, factor 50 sunscreen is available free
from your GP on prescription.

SUMMER FAIRS
Our fund raisers led by Joan Longstaff will again be on the road this summer,
attending a number of regional events. We will be running tombola games,
raffles and children’s entertainment; this will give us the opportunity of raising
funds for our charity. If there is anything you would like to donate as raffle
prizes or you would enjoy spending a few hours in the sunshine and help on the
stall please contact
Joan Longstaff dustywhippet@hotmail.com 0191 2576650
Saturday 22nd June 2013 Westoe Village Fair, South Shields
Saturday 6th July 2013 South Shields Festival, Bents Pk. South Shields
We are onsite from around 9.30am until about 4.00pm
If there is anything you would like to donate as raffle prizes or you would enjoy
spending a few hours in the sunshine and help on the stall please contact
Joan Longstaff dustywhippet@hotmail.com 0191 2576650
We are onsite from around 9.30am until about 4.00pm
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USEFUL CONTACTS
Renal Social Workers
The best way to contact one of the renal social workers is to go by the
administration officer. You can do this by:
 phoning Newcastle Hospitals on (0191) 213 7393 and asking for the renal
social workers at the Freeman
 E-mail to socialworkadminFRH@newcastle.gov.uk
 Fax to (0191) 285 3455
 Post to Renal Social Worker, Adult Services Directorate,

Current committee
Honorary Officers:
Simon Lloyd Chairman
(01661) 871399
E-maillloydcarrhouse@gmail.com
David Errington Vice-chairman (01670) 790300
E-mail daviderrington@tiscali.co.uk
Keith Vickers Secretary/ Editor (0191) 4252379
E-mail: k.vickers@blueyonder.co.uk
87 Harton House Road, South Shields
Tyne and Wear. NE34 6EB
Ian Gill Treasurer
E-mail:joyce-and-ian@supanet.com

Committee members:
Laura Tough email laura.tough@nuth.nhs.uk
Robert Brown email robarobr@btinternet.com
Joan Longstaff dustywhippet@hotmail.com 0191 2576650
Lynne Cullen lynne.cullen@newcastle.gov.uk
Corinne Nichol Corinne.nichol@newcastle.gov.uk
Membership secretary Alan Bond (0191) 4281 702
emailbond504@btinternet.com
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Telephone Helpline – (01661) 871 399
TKPA Website: www.tynesidekpa.org.uk
National Kidney Federation: www.kidney.org.uk

URGENT RENAL CARE
Any Newcastle dialysis or kidney transplant patient who needs advice about an
URGENT medical problem that relates specifically to their underlying kidney
disease/treatment should telephone one of the following numbers:

Chronic haemodialysis patients: telephone Ward 31 on 0191 2137031
(or if unobtainable phone Ward 32 on 0191 2137032)
Peritoneal dialysis patients: telephone Peritoneal Dialysis Team on
0191 2448297(0830-1730hrs), or Ward 32 0191 2137032 (at all
other times)
Kidney transplant patients: telephone Ward 32 on 0191 2137032
A member of the nursing staff will discuss the problem with the oncall Renal Speciality Registrar before offering appropriate advice.
The advice may be to visit your General Practitioner, your local
Emergency Department or your closest NHS walk-in centre.
All patients should continue to telephone 999 in the event of an
EMERGENCY
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FREE PARKING FOR MEETINGS
We have arranged for those coming to meetings to park free in Level 2 or
above in the Multi-Storey car park, providing a permit is cut out and displayed
on the dash board
TYNESIDE KIDNEY PATIENTS'ASSOCIATION

Parking in Level
the Multi
Storey only
Tuesday
11th2 of
June,
9thJuly,
13th August 2013

Parking while at
Freeman Hospital
MEETING IN ROOM 138
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