CALENDAR OF CHARITY STALLS AND MEETINGS
Thursday 21st February Stall 10-3pm Atrium Freeman Hospital.
Friday 1st March 10-3pm Stall Atrium Freeman Hospital.
Tuesday 12th March 7-9:00pm Committee Meeting, Freeman
Thursday 14th March World Kidney Day Renal Atrium
Thursday 21st March Stall 10-3pm Atrium Freeman Hospital
Friday 5th April 10-3pm Stall Atrium Freeman Hospital
Tuesday 9th April Committee Meeting 7:00pm Freeman Hospital
Guest Speaker Han Davidson, Specialist Pharmacist talking on
the ADPKD drug treatment Tolvaptan with a Q and A to follow
Thursday 18th April Stall Atrium Freeman Hospital
Friday 3rd May Stall 10-3pm Atrium Freeman Hospital
Tuesday 14th May Committee Meeting 7:00pm Freeman Hospital
All TKPA meetings to be held in room 139, Education
Centre
Freeman Hospital and will begin at 7:00pm prompt
Tea, coffee and biscuits served from 6.45pm
If you wish to attend but require a lift, we may be able to
organise one.
Please contact me to check if this would be possible or
you would like any further details on these events.
Keith
07588 724530

Christmas 2018
This year’s gift giving to dialysis patients on ward 31, ward 32, ward 38
Institute of Transplantation, the satellite units in Alnwick and North

Tyneside, and home HD and PD Patients was held in the week prior to
Christmas Day.
Our volunteers arrived the weekend before at our great supporters
Malones and Sons Ltd engineering workshop and stores where we are
lucky enough to be provided with a storage area for all our equipment to
pack the gift bags.
The main gift was a fleece throw which we purchased in November from
The Range store in Sunderland, I picked one off the shelves that was
suitable and took it to the Service Desk and asked, “can I have 480 of
these please”.
After a few clicks the computer said yes but they’re in Plymouth and they’ll
be in next week. Good to their word they came in the following week and
thanks again to Malones were picked
up in a van and taken to our storage
area.
The TKPA also send out Christmas
Cards to our members and thanks
to a couple of volunteers they wrote
out 900 cards, no mean feat!
Thank you to all our volunteers for
packing and delivering all the gifts
over two days and evenings

Pictured left, Santa aka David
Errington TKPA Chair and Jane
Miller as Santa’s helper Elf.

Newcastle Young Person Group

There are over 3,500 children and young adults living with kidney disease
in the UK. Kidney disease is tough for every patient, but for young people
it can be particularly challenging. Children are robbed of their childhood
and young adults become isolated when all they want is to feel normal
and fit in with their peers. Time lost through dialysis or treatment means
school is often disrupted and restricted diets and fluid intake makes it
hard to fit in with the social activities of peers.

The activity breaks funded by Kidney Care UK offer some much needed
respite from the day to day challenges of living with kidney disease.
The young people arrive on Friday afternoon feeling isolated,
overwhelmed by their condition and not knowing where to turn. They
leave on Monday morning with a renewed sense of purpose, feeling more
in control of their lives and saying “I can” do anything if I put my mind to
it.
During the weekend they can
take part in
numerous challenging outdoor
activities such as kayaking,
archery, abseiling and raft
building which helps them
develop new skills and build
confidence. Informal
workshops provide useful
support and information on
topics such as diet and
exercise, medication and treatment enabling
patients to feel more in control of their
illness. And, plenty of free time is built in to
the programmes to encourage social

interaction and sharing of experiences which helps them build solid peer
to peer relationships and support.
Newcastle young adult renal patients have been attending this amazing
residential since its inception 6 years ago.
It is with huge thanks to the Tyneside Kidney Patients Association that
travel is funded to enable the Newcastle adults to go.
Further video of the weekend https://youtu.be/Tt4-e_pPxAU

Thank you!
Helen Ritson
Young Persons Coordinator

Electronic edition
Regular readers of the newsletter will have noticed I include additional
online content with the use of hyperlinks to support articles and to give
far more information than I can include in the printed addition.
If you wish to receive the newsletter as a digital addition in future please
contact, Alan Bond (membership secretary) with your name and mailing
address together with your email address Tel.0191 4281 702 or email
bond504@btinternet.com
Not only does the digital newsletter give enhanced content but also does
away with the cost of postage.

COMING SOON!!

As many of you know the Renal Department Holiday Fund owns and runs
caravans for the use of our patients, they are situated in Seahouses and
Keswick.
The Holiday Fund and the Tyneside Kidney Patients Association have
purchased a brand new caravan for the Keswick site, to replace the
current one.
The caravan is situated in a lovely site on the shores of Lake Derwent
Water
Delivery is expected in late March 2019
Look out for further information in the coming weeks

Norovirus and Flu
Keeping them out of hospitals and keeping you healthy

NOROVIRUS
Norovirus also called the "winter vomiting bug", is a stomach bug that
causes vomiting and diarrhoea. It can be very unpleasant, but usually
goes away in about 2 days.
What are the symptoms?
❖ The symptoms start suddenly within 1 to 2 days of being infected.
❖ Normally you start to feel sick then quickly develop diarrhoea and/or
vomiting (often projectile).
❖ The diarrhoea and/or vomiting usually only lasts 4-6 hrs. but can
last longer in people who have a chronic illness and/or are
immunosuppressed (such as dialysis and renal transplant patients).
❖ Other symptoms may include:
o a high temperature of 38C or above
o a headache
o aching arms and legs
If symptoms last longer than a few days seek advice for your health
professional.
• When the symptoms stop you will feel very weak and possibly unwell
for a few days, but you will then start to feel better.
Treating norovirus
There is no treatment for norovirus apart from letting the illness run its
course. You can usually treat yourself at home. Make sure you drink
plenty of fluids (within the limits of your medical condition) and eat as
soon as you feel able.
Preventing the spread of norovirus
Norovirus is VERY infectious and causes most of the outbreaks in
hospitals and care homes.
Tips:
✓ Washing your hands frequently with soap and water (alcohol hand
gels don't kill norovirus).
✓ Avoid contact with people if you have symptoms
✓ Clean toilets and other surfaces that may have become
contaminated
✓ Don’t prepare food for others if you have symptoms
✓ Stay away from work/school/hospital for 2 days (48hrs) after
symptoms stop (as you will still be infectious during this time)

IMPORTANT NOTE: If you do need to come into hospital; e.g. for
dialysis or an outpatient appointment, it is important that you seek
advice from the department BEFORE attending.

FLU
Flu is a common infectious viral illness spread by coughs and sneezes. It
can be very unpleasant, but you'll usually begin to feel better within
about a week. You can catch flu all year round, but it's especially
common in winter, which is why it's also known as seasonal flu.
What are the symptoms?
Flu symptoms come on very quickly and can include:
• a sudden fever – a temperature of 38C or above
• an aching body
• feeling tired or exhausted
• a dry cough
• a sore throat
• a headache
• loss of appetite
• diarrhoea or tummy pain
• nausea and being sick

Treating flu
People usually don’t need specific treatment for flu, you can stay at home
and:
o rest and sleep
o keep warm
o take paracetamol or ibuprofen to lower your temperature and treat
aches and pains
o drink plenty of water to avoid dehydration; within the limits of your
medical condition
✓ Ask your pharmacist for treatment advice and recommend flu
remedies, however, be careful not to use flu remedies if you're
taking paracetamol and ibuprofen tablets as it's easy to take more
than the recommended dose.
You may need to seek medical advice if your symptoms become more
severe than those described above or last longer than a week.

× Antibiotics - GPs do not recommend antibiotics for flu because they
will not relieve your symptoms or speed up your recovery.
Preventing the spread of flu
Flu is very infectious and easily spread to other people. You're more likely
to give it to others in the first 5 days.
Flu is spread by germs from coughs and sneezes, which can live on
hands and surfaces for 24 hours.

✓
wash your hands often with
warm water and soap
✓
use tissues to trap germs when
you cough or sneeze
✓
bin used tissues as quickly as
possible
✓
Ensure you have had your flu
vaccination
✓
Stay away from
work/school/hospital until symptoms
stop

IMPORTANT NOTE: If you do need to come into hospital; e.g. for
dialysis or an outpatient appointment, it is important that you seek
advice from the department BEFORE attending.
Produced on behalf of the TKPA with thanks by
Allison Sykes, Senior Nurse (Practice Development IPC)

ADPKD and Tolvaptan Therapy
Autosomal Dominant Polycystic Kidney Disease (ADPKD) is an
inherited condition that affects approximately 1 to 2 in every
1000 people in the UK. The outlook of this condition is highly
variable, with some people progressing to end stage kidney
failure relatively early in life, others may retain some kidney
function throughout their life.
Until recently, there was no treatment available that could alter
the progression of the disease. Management of ADPKD largely
consisted of achieving good blood pressure control, maintaining
a healthy lifestyle, and treating any associated symptoms such
as pain, urinary tract or cyst infections and kidney stones.
Tolvaptan (Jinarc®), the first disease modifying medication
available for this condition, was approved by the National
Institute of Clinical Excellence (NICE) in 2015 for ADPKD
patients with chronic kidney disease stages 2 or 3 (stages 1 – 3
in Scotland) and evidence of rapid disease progression. It can
slow down the formation of cysts on the kidneys, thereby
reducing overall kidney growth and preserving kidney function
for longer, delaying renal replacement therapy or
transplantation. However, it cannot stop the disease altogether
and it cannot shrink existing cysts or reverse damage already
inflicted on the kidneys.
As with all medication, tolvaptan has a range of side effects.
Some are unavoidable, and can be a barrier to successful
treatment:
1) Increased thirst and fluid requirement (can be up to 4 – 6
litres a day in sedentary/lightly active lifestyle, more if
patients are very active)
2) Increased urinary frequency (can be up to every 30
minutes during the day and variable overnight)
3) Fatigue (mainly due to disrupted sleep)
Whilst these can be managed by thorough education prior to
starting therapy and careful planning of day to day activities, it
can be restrictive for the patient. This is especially true for

those who frequently travel, work irregular patterns, or those
without reliable access to fluids and toilet facilities. Patients will
also need to attend for appointments much more frequently
than they might have previously, as this drug requires monthly
liver function monitoring for the first 18 months of treatment.
To facilitate the initiation and management of tolvaptan
therapy for our ADPKD patients in Newcastle upon Tyne
Hospitals NHS Foundation Trust, a dedicated pharmacist-led
clinic was set up under the clinical supervision of Professor
John Sayer.
Our first patient commenced treatment in March 2016
(excluding those who took part in clinical trials), and we’ve
initiated 54 patients in total since then. 74% of those patients
remain on treatment currently, and experience has largely
been positive. Many patients have now completely adapted to
the lifestyle changes required from the increased urinary
frequency and fluid requirements and boasts of knowing “all
the best toilets in the city”. It has also made them feel more in
control of their condition and more motivated to do all they can
for their kidney health.
Han Davidson
Specialist Pharmacist – Renal

Want to hear more about Tolvaptan and ask
questions? Han will be speaking at our April
members meeting. 7:00pm. Tuesday 9th April,
Seminar Room 139, Education Centre, Freeman
Hospital, Newcastle.
Everyone welcome, Tea and biscuits from 6:45pm

Holidays

Most people need a break from time to time, and kidney
patients are no
exception! Holidays
are a great way to
reinforce the fact
that you can still
enjoy the good
things in life as a
kidney patient – and
they also provide a
welcome break for
carers.
Business travel is also a common requirement of many jobs
nowadays, and again there is often no reason why kidney
patients should not be able to make business trips from time to
time – either in the UK, or abroad.
For most patients — whatever therapy they are on — travel
and holidays will be actively encouraged by the medical team,
who will help with the arrangements. Of course, it is essential
that you check with your renal unit before planning or booking
anything – even if you have had a transplant you will still need
a letter from them confirming you are fit to travel in order to
secure travel insurance, and advice on immunisation.
Travel for kidney patients on dialysis does require more
planning, so last minute bookings are not a realistic option.
However, the limitations in terms of where you can take a
holiday and what sort of holiday you can take are probably far
fewer than you would imagine. There is also plenty of help
available to assist with the planning process and to help make
sure you have a holiday to remember for all the right reasons.

The Freeman Hospital can help you to plan for dialysis away
from base whether you are PD or HD.
Please contact Hazel Marchant who is the Data Manager on the
Renal Unit at
Hazel.Marchant@nuth.nhs.uk

Renal Social Workers
What We Do
There are three part-time Social Workers based in the Renal
Unit at Freeman Hospital. They are Jo Bates , Ang Thompson
and Corinne Nichol. Our work covers Ward 32 (in-patient
ward), Ward 31 (dialysis ward), Renal Clinical Investigations
Unit, Out-patients, all home dialysis patients (haemodialysis or
peritoneal dialysis) and pre-dialysis patients.
The Social Workers are required to work within a statutory and
legislative framework and are required to consider both the
patients and their carer’s needs. They are also responsible for
understanding appropriate safeguarding procedures.
The Social Workers are part of a multi-disciplinary team in the
renal unit and regularly discuss patients with other
professionals within the renal unit to ensure that the
appropriate services/support is being considered.
Most referrals come from nurses or doctors involved with
patients but people are able to refer themselves to us.
The majority of referrals about patients on Ward 32 are made
because patients may require an assessment for services to
support them when they are discharged home. (It may be
because the person has been struggling to manage at home or
that they will need short term support on discharge from
hospital until they have recovered from their acute illness).

Patients who are referred from other parts of the unit may be
referred because they are struggling to cope with their illness
or physical condition. They may be struggling financially and
need assistance to apply for benefits or grants or may need
information about moving to more appropriate accommodation.
The Social Workers will consider the practical, social, emotional
and psychological needs of the patient and other appropriate
support where possible.
The Freeman Renal Unit is a regional unit and so the Social
Workers regularly need to provide assessments for other local
authorities or liaise with organisations across the North of
England.
Occasionally we are approached with questions or queries that
we are unable to deal with ourselves but in these situations, we
will try and find out who would be appropriate to deal with the
issue and pass on the information.
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.

ADPKD in Renal Patients

Polycystic Kidney Disease is inherited and can effect many
generations of your family, in mine we can track it back to my
great-grandfather and foreword to my niece. In those five
generations there has been numerous kidney transplants
something that many people with PKD are very familiar with,
and as such are some of the best educated to their renal
health.
I cannot be the only person that believes they know more
about the disease than their GP or other non-renal health
professionals.
If you want a better
understanding of ADPKD
including current research the
best place to find it is at……

https://pkdcharity.org.uk/

World Kidney Day 2019 takes place on Thursday March 14 th.
World Kidney Day is an annual global awareness and education
event; it is held on the second Thursday in March every year.
WKD is part of the Worlds Health Organization’s health-related
celebrations it was first celebrated in 2006. The WKD Theme
for 2019 will highlight the burden of living with a reduced
kidney function and “Kidney Health for Everyone, Everywhere”
aims to advocate a healthy lifestyle and awareness of how to
maintain healthy kidneys and prevent kidney failure.
The National Kidney Federation (NKF) is part of the Kidneys
Charities Together which supports World Kidney day in the
UKhttp://www.worldkidneyday.co.uk/about-us/

Come along and see us in the Freeman Hospital Renal
Atrium, that’s opposite WH Smith, from 9:00am4:00pm.
There will be an information and meet and greet stand
operated by volunteers from the Tyneside Kidney
Patients Association.
The renal team and anyone who wants to put in a few
miles (or yards) will be cycling the length of Hadrian’s
Wall on a static bike.

Great North Run
September 2019

FREE RACE ENTRY
FREE RUNNING VEST
ACCESS TO FUNDRAISING
MATERIALS
OPEN TO PATIENTS, FAMILIES
AND FRIENDS
Limited places act now!

Contact us at

tkpa.greatrun19@yahoo.com

Summer Patient Trips Summer 2019
We are planning a number of events this summer.
In June-July we
will be visiting
Alnwick Gardens,
an evening at the
Rumba
Restaurant in
Newcastle (last
years event was
a sell out and a
great night out).
In September we
have our annual visit to Newcastle Race Course in an Executive
Box including lunch courtesy of H Malones and Sons Ltd.
All our events are subsidised so we only charge £5:00 a
person, and even then, we rarely collect that!
The Races visit is free.

Details for these
events will follow so
keep your eyes out
for the adverts.

Renal Recipes
Lamb Passanda
Serves 4
Ingredients

450g/1lb cooked lamb,
sliced thinly
2tbs Plain yoghurt
1tsp ground Cumin
1 small onion, finely
chopped
½ tsp chilli powder
1 larger onion
1 clove garlic, crushed
½ pt./250mls water
Method
Make the marinade - mix the yoghurt, cumin onion and chilli
powder. Cover the lamb with the marinade. Leave for an hour.
Fry the onion and garlic. Add the lamb, marinade and water.
Bake at 180º for 20 minutes.
Serve with rice.

Middle Eastern Chicken wrap
Serves 2
Ingredients
8 chicken thighs
80g plain yogurt
1 cucumber, peeled and deseeded
4 wraps, flatbreads or pitta breads
1 lettuce, shredded
Marinade
80g plain yogurt
½ tsp ground cinnamon
½ tsp ground cardamom
½ tsp ground pepper

2 cloves garlic, crushed
1 small onion
Juice of 1 lemon
Method
Mix all the marinade ingredients together. Add the chicken and
make sure it is well covered in the marinade. Leave for at least
2 hours, preferably overnight.
Heat the oven to 180ºC, 350ºF or gas mark 4.
Put the chicken on a greased oven proof tray and cook for 30 –
40 minutes until the chicken is thoroughly cooked, turning
occasionally.
Meanwhile, grate or slice the cucumber and add to the yogurt
with a little lemon juice.
Slice the chicken.
Serve with wraps, cucumber yogurt and shredded lettuce.

Should you have any queries regards your renal diet
please contact>>
Liz Rai, Renal Dietician. Elizabeth.Rai@nuth.nhs.uk
You may find further inspiration at these approved
websites
www.kidney.org.uk/help-and-info/books
www.kidneypatientguide.org.uk/diet.php
www.bda.ukcom/foodfacts/home

www.newcastle-hospitals.org.uk/services/renal.aspx
www.kidneyresearchuk.org/healthinformation/resources/free-recipe-book
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National Kidney Patients’ Helpline
0845 601 02 09

Helpline@kidney.org.uk
The NKF runs the only UK Helpline dedicated to kidney
patients with two fully trained, experienced advisers
providing a 5 day per week service to kidney patients,
carers and healthcare professions and Renal Units.
The NKF Helpline is open from 9am until 5pm Monday
to Friday on
0845 601 02 09
Telephone Helpline and Peer Support
David Errington Chairman (01670) 790300
E-mail daviderrington@tiscali.co.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

Fund raising stalls
We have a tombola, jewellery and gift stall on the 1 st Friday
and 3rd Thursday of every month 10am-3pm situated in the
Renal Centre Atrium opposite WH Smiths.

These raise important funds for our charity, but they also give
us the opportunity to talk with patients and give them any help
they may need particularly if they are new to the Freeman
Hospital.
If you have any spare time and would like to help us, please
contact
Keith Vickers 07588 724 530
If you have any gifts that you wish to donate as tombola or
raffle prizes, we will be happy to accept at the stalls or at the
ward clerks’ station on ward 31 at other times (Mon-Fri 9am6:30pm)

Keith Vickers Secretary 07588 724530

House of Lords 1st February 2019
The Organ Donation (Deemed Consent) bill has passed the
Committee Stage in the House of Lords today, which means
that it’s one vital step closer to becoming law. The Committee
Stage itself featured a healthy debate into organ donation, the
importance of education and an awareness raising campaign
about the change in the law.
There is hope that the bill could become law in the next few
months and will be named Max and Keira’s Law in honour of
two children who have been bound together by the power of
organ donation; Keira Ball’s heart was donated by her parents
last year, saving Max Johnson’s life.
Baroness Randerson and Baroness Thornton both thanked
Kidney Care UK for our work supporting the Bill, and Baroness
Thornton highlighted that it is important not to forget that
every single day people are dying waiting for a kidney
transplant.

Lord Philip Hunt
(right), who brought
the bill to the House of
Lords, highlighted the
importance of making
sure your loved ones
know how you feel
about organ donation,
stating that nothing in
the new law would
override the vital
importance of families
talking about their
wishes and making sure they know how they all feel about
organ donation.
Fiona Loud, Policy Director for Kidney Care UK, who attended
the reading today, added: “We’re delighted that Parliament has
continued to show its support for the Organ Donation (Deemed
Consent) Bill, reflecting strong public support for it. As we get
closer to the Bill becoming law this brings hope for kidney
patients in England. The new law has the potential to save
many lives and is a positive step towards reducing the number
of people who die every day waiting for a transplant.”
You can see the latest progress of the bill on the Parliament
website.

twitter.com/kidneycareuk
www.facebook.com/kidneycareuk.org
We have arranged for those coming to
Committee Meetings to park free on
Level 0,1 and 2 in the Multi-Storey car
park.

This is a new system in
operation
Enter multi storey car park, at the barrier a ticket
will be issued, the barrier will open then park in a
bay on floors 0,1 or 2 only.
Ask at the meeting for a free to park ticket.
When exiting the Car Park pull up to the barrier
and insert the free to park ticket into machine
the barrier will then lift.

