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Chair’s letter
Welcome to the first LIVErNEWS
of 2014. I hope you had a restful,
peaceful and enjoyable festive
period. They should call the period
before Christmas ‘HSW’ - standing
for hectic stress week. I gained about
7 pounds and lost about 16 hours
sleep so I’m now trying to get back to
normal by sleeping large and eating
small. I’m sure I am not alone in this
aim but winter is such a poor time to
get outside and exercise so I guess
making up the lost sleep will be my first
achievement of ‘14.
Rousing myself from lethargy, time for
my LIVErNEWS page. Fiona is sitting
at her desk putting it all together and
I’m last as usual so I better get my
clogs on.			
This year LIVErNORTH is twenty
years old so we will be looking at
ways to celebrate our anniversary with
our readers. If you have any ideas,
please get in touch by email, letter or
facebook to let us know. As long as
it doesn’t involve shopping, wrapping
presents or losing sleep then I’m
all for it. Speaking of presents, we
always provide Ward 12 and 16 with
Christmas gifts for the patients who
overnight on 24th December. There’s a
lovely email from the ward manager on
16 in the letters page so we do know
these gifts are appreciated.
Back to our twenty years. We have
been reviewing the way we operate
(see revised meeting dates and times)
and need your advice about how the
group should run and evolve to adapt
to the needs of patients, carers and
families. The average liver patient age

is going down every year and hospital
admissions for the under 30s with
liver problems is rising at an alarming
rate. The average age of members
who attend our talks - and receive
vital information for liver patients - is
probably over 60 so we need to make
the group more accessible to younger
patients. Is it important for people
to attend our meetings or can they
get all the support and information
they need from the internet? Is social
media (facebook & twitter) replacing
personal contact? Our helpline people
constantly receive calls from those who
are worried, frightened or distressed
because they don’t know enough
about their liver disease. We can often
provide real help when people ring
us but what about those who don’t
ring? Do we need short videos on our
website? Our PBC DVD video goes
all over the world and demand for
it never ceases so this may be one
idea worth developing. Please give it
some thought and let us know your
ideas: how to celebrate 20 years of
successful liver patient support and
how to engage the next generation of
liver patients.
Good luck and good health in 2014,
John Bedlington
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Letters
Thank you for the DVD I found it very helpful. I only wish I had it when I was first
diagnosed with PBC. Please find enclosed cheque to help with your costs.
Thanks
LB
****************
Dear Tilly,
Thank you very much for the DVD you sent to us, it was very informative. The enclosed is
to cover your expenditure.
Kind regards
CG
****************
Thanks so much for the information about autonomic dysfunction from your last
LIVErNEWS. I will show this to my doctor and also will give him the reference for the
original article. I’m so impressed with the research being done in Newcastle. It gives me
hope that some day my symptoms can be relieved or at least mitigated.
Sincerely,
AC
****************
Dear John,
Thank you for the cheque from the LIVErNORTH Numbers Club Prize Draw. What a
lovely surprise. Please find enclosed Cheque as a donation to the LIVErNORTh Funds.
My congratulations to you and all members of LIVErNORTH for the excellent work that is
achieved. With my very best wishes.
Yours sincerely
Jim Buchanan
(Jim was the Catering Manager when LIVErNORTH first began, and was instrumental in
helping us organise the Christmas Dinner. Thanks Jim!)
****************
Dear Friends of LIVErNORTH,
Please find enclosed our cheque for the Numbers Club and a donation towards postal
costs. We and our four friends had a fantastic night at the Christmas dinner - well done to
everyone.
Best wishes for 2014
J&S Sunniside
**************
Dear LIVErNORTH,
Please find enclosed a cheque in respect of payment for accommodation at the Freeman
Hospital. Thank you for providing such a valuable facility.
AW & SWM Cumbria

✍
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Dear LIVErNORTH,
I’m the new ward manager on ward 16 at the Freeman Hospital. I would
just
like to express our appreciation on behalf of the trust, ward, staff and
patients for the kind gifts you have sent us once again. This will make
Christmas day a little more cheerful for those who are present with us
through the festivities.
May we all wish your team a very Merry Christmas, and all the best for
2014.
Many Thanks
Chris Bill, Senior Charge Nurse
Ward 16 Freeman Hospital
***************

Dear LIVErNORTH,
We have just made a donation to Livernorth and would like the funds
counting towards donations made already in memory of James FarrellJones from Holywell. The staff here at Jones purchased raffle tickets in
the memory of James for our Christmas raffle and raised £199.50 and the
company directors wanted to make a donation of £200 instead of sending
Christmas cards to clients.
Although the donations haven’t been designated to a specific fund, we
know that the monies will be put to good use.
Kind regards
All the Staff and Directors
Jones Environmental Forensics Ltd
__________________________________________________________
NUMBERS CLUB WINNERS
The family of S. Measor from Cleveland won £250 with number 172, and
J. Buchanan from Newcastle won the jackpot prize of £2500 with number
80. Both were drawn by Laura at our Christmas Dinner on 11th December
2013.
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In Memoriam
Our sincere condolences go to the family of ANNE COULSON
who sadly died on 24th January 2014. Not only was Anne a much
loved wife and mother, she was also very special to the group and
she will be missed by all those fortunate enough to have known
her. LIVErNORTH had a great supporter in Anne, who not only
worked tirelessly making all kind of items for our Annual Autumn
Fair but also recruited her many friends at Whitburn Craft Club to
do likewise through her infectious enthusiasm and friendliness.
Our thoughts and prayers are with her husband, Ralph, son David,
daughters Alison and Jackie together with all her family and friends.
_____________________________________________________
Maureen Robson died at the end of January 2014. Maureen had
PBC for many years and at one time was a regular attender at the
lunchtime meetings. She was a very friendly and warm woman
who lived with several other health problems but tackled them
all with great dignity. We offer our sincere condolences to her
husband, Frank, and her children, and her sister, Irene McGill.
_____________________________________________________
Carol Jackson of Lanchester sadly passed away on 28th.January
2014. Carol had always been a staunch supporter of Livernorth
for over 15 years. The family would like to thank all the Doctors
and Staff on Ward 12 at the Freeman Hospital. Our thoughts and
prayers are with Brian, Philip and Christopher at this sad time.
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NORTH

LIVER PATIENT SUPPORT

MEETING & TALK
for LIVER PATIENTS

The Freeman Hospital
Post Grad. Centre, Level 1

6.30 - 8.30 pm, Mon. 10th March 2014

Dr Laura Griffiths

Newcastle University

Clinical Trials in
Hepatology
All welcome. (Postcode for the Freeman Hospital is NE7 7DN)
Patron: Miss Denise Robertson MBE
President: Professor OFW James MA BM BCh FRCP FAMSci, Chairman: JE Bedlington MSc MIFE MILM
Medical Advisory Committee: Professor MF Bassendine FRCP FRCP(Edin), Professor CP Day MA MB Chir PhD MD FRCP,
Professor DEJ Jones MA BM BCh PhD FRCP, Professor DM Manas FRCS, Mr R Charnley MA DM BChir FRCS, Dr PT Donaldson BSc PhD, Dr H Mitchison MD FRCP

FREEPOST NEA2762 STANLEY Co. Durham DH9 0BR Tel 0191 3702961 www.livernorth.org.uk e-mail info@livernorth.org.uk facebook & twitter: livernorth

Registered Charity No. 1087226
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LIVErNorth Talks 2014
Following discussion at the October meeting, it was agreed that we should move the
meetings to a Monday night, rather than the Wednesday night, and the time is changed
slightly to 6.30 – 8.30. We hope these changes will make it easier for people to get to the
meetings, and that the earlier start and finish is better for those of you who come by public
transport. It also means that the corridor is still open (this usually closes at 7pm which can
cause problems for people coming through the hospital).
The meeting dates for 2014 are as listed. If you are coming from the Main Entrance which
is on Level 2 you should take the lift (or the stairs) down to Level 1. Coming out of the
lift you turn left (right from the stairs) and go through the double doors into the corridor
of the Education Department. You walk to the far end of this corridor, passing various
classrooms, offices and female toilets. You then turn right through double doors and the
Functions Room is on the left hand side. Hopefully the earlier starting time will mean the
doors to the corridor are still open but if they should be locked you need to go out of the
exit double doors on Level 1 and turn right and walk to the double doors.
You will notice there are no parking permits in this issue of LIVErNEWS. The system has
changed - we now have to email our registration numbers to the Freeman Hospital the
next day to stop a fine being raised. If you are attending a LIVErNORTH meeting, park
without paying (obviously, you can’t do that where there is a barrier) and give us your
registration number, which we will then email to Freeman.

10 March
6.30 – 8.30
Dr Laura Griffiths – Clinical Trials in 		
				Hepatology
12 May 		
6.30 – 8.30
				

Dr James Orr – d-LIVER, Technology to 		
give liver patients their lives back.

14 July		
6.30 – 8.30
				
				

Dr Kieren Hollingsworth – Non-alcoholic 		
fatty liver disease and interventions for 		
cardiac health: an MRI perspective.

15 September 6.30 – 8.30

Mr Jeremy French - The Nanoknife

20 September 1.00 – 3.30
LIVErNORTH Annual Fair – To be opened
				by Denise Robertson, MBE
13 October

6.30 – 8.30

Speaker to be confirmed

Tilly Hale, 01670 714901, tilly.liveliver@gmail.com
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PBC Meetings 2014
I have been trying to sort out dates for 2014 and I have managed to book two dates at
Freeman Hospital. We had a meeting at Sunderland and at Bishop Auckland in 2013
but both were difficult to organise and the parking at Sunderland is proving to be a real
problem for everyone. At the Bishop Auckland meeting, where Dr Laura Griffiths also
spoke, Dr Dhar who is a gastroenterologist at Bishop Auckland stayed for the meeting and
we really appreciated his input.
However, he did say that future meetings at Bishop Auckland would not be easy to
organise and that really he felt we should think about moving the meeting to Durham. At
the moment this is still all in the air but Durham would be a good compromise for both
Sunderland and Bishop Auckland. I do regret leaving both hospitals, especially Bishop
Auckland which has always had very good support from the members but unfortunately I
do not think we have any option.
The two Freeman dates are as follows:
Tuesday 29 April		
Tuesday 11 November

12.00 – 2.00
12.00 – 2.00

Professor Julia Newton: Aspects of fatigue.
Freeman Hospital, Functions Room 137

The meetings are open to everyone. Tea, coffee, orange juice and biscuits are served,
and we have a small raffle – the proceeds of this are given to Professor David Jones’ PBC
Research Fund. Please feel free to bring your own sandwich.
PLEASE NOTE: While we clarify the new parking system, please continue to let me
have your car registrations at least three weeks before a meeting, so I can pass them to
Freeman Security. You are asked to park in the Multi-storey Car Park, at the back of the
Hospital. Obviously, if you have a disabled badge and are able to obtain a space in the
front car park you may prefer to do this.
Tilly Hale, 016670 714901, tilly.liveliver@gmail.com
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PBC DVD
This DVD continues to be very popular. During January I have posted one copy
to Australia and three to the USA and Canada, as well as several to people in the
UK, and February has also been busy.
Everyone seems to find it helpful and one lady has told me she wishes she lived
in Newcastle because the doctor/patient meeting is just so unlike anything she
has experienced.
You can order the DVD direct from me, or from John and Joan Bedlington. The
addresses are:
info@livernorth.org.uk, telephone 0191 3702961 tilly.liveliver@gmail.com
telephone 01670 714901 Tilly Hale

Great North Run 2014

Why not run in the Great North Run 2014
and raise funds for LIVErNORTH?
Limited spaces available so please apply now.
Email your full name, date of birth, postal address and tee shirt size (s,m,l,xl) to:
info@livernorth.org.uk and put GNR2014 in the subject box. Use your personal
email address, not a shared one as this is how Nova International will contact you.
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Tilly Tattle
A rather belated “Happy New Year”.
I hope everyone had a good Christmas
and that there were few health
problems over the festive season.
2014 is the twentieth anniversary
of LIVErNORTH. As you will read
elsewhere in the newsletter we set
up in March, 1994, thanks to the help
of Professor Oliver James, Professor
Maggie Bassendine, Pam Buckley
who at that time was the Transplant
Co-ordinator (now Yanez) and Alison
Rogers from the British Liver Trust.
In the first years we were a support
group within the BLT but we became
independent in 2000.
I look back over those years and
remember many friends from the early
days, and of course the many friends
who have come more recently. It has
been a privilege to meet so many
other liver patients and their families
and friends. I also look back and
think “where have all those years
gone?” Whilst we seem to have been
going for many years, at the same
time it seems no time at all. When
Prof. James came to give a talk at
LIVErNORTH last year we commented
on the fact that we are now both 70 –
in 1994 we were both 50 and in those
days reaching 70 for me seemed
very unlikely. Thanks to all the care
from Freeman, and all the care and
friendships from LN members I am still
here, and very thankful for all LN has
done for me.
We have received comments from
various people who were around in
those early days and I am sure you will
enjoy reading them.

Elsewhere in the newsletter you
will also find the dates for the
LIVErNORTH meetings for 2014.
We have now moved to a MONDAY
evening, 6.30 – 8.30 pm, and hope this
makes it easier for people to attend.
At the moment I am still waiting to
complete the list of speakers but at
least we have the first meetings sorted.
We look forward to seeing you and
hope you will find the new night and
time more accessible for you.
In the last newsletter there were
photographs taken at the LN Fair in
September. As usual, the tombola stall
sold out quickly and I am very grateful
to everyone who donated prizes.
Can I please ask that you think about
this year’s Fair and if you have any
unwanted gifts that you pass them on
to me. The success of the Tombola
Stall depends on the generosity of
members and friends. Donations can
be brought to any meeting, or can be
left on Ward 12 with Sarah Murphy
who is in the Secretaries’ Office on
Ward 12.
As I type this, the wind is howling
around outside and it is very cold. At
least today, so far, it is not raining, and
certainly we in the north-east have
been lucky compared to people living
in other parts of the country. I heard
on the news today that it has been the
wettest January since records began.
I am sure we will all agree with that
statement.
Well, my friends, I wish you all the very
best for 2014 and I look forward to
seeing you at the various events.
Tilly Hale
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Christmas Dinner 2013
The Christmas Dinner took place as usual in the Freeman Dining Room.
The staff had set out the tables and they looked very festive with crackers
and fancy table cloths.
The Christmas Tombola and the various prizes also looked very festive
and Joan and Elsie had done a wonderful job with buying and wrapping
them. John had put together a Christmas Quiz and what a quiz – it was all
about shop names and their signs – considering most of us shop regularly
in these places it was amazing how hard it was to recognise them. A lot
of talk went on whilst answers were completed and a lot of laughs when
the answers were given and we realised how unobservant most of us
are. First prize went to Gill McLachlan, who had made a special trip from
Bolton to join us for the Dinner and it was lovely to have her with us and
see her looking so well. Once the tombola tickets were on sale there was
a frantic rush to check to see if we had tickets ending in 0 or 5 (I only had
two but many people, including my granddaughter, had lots of tickets and
had great fun claiming their prizes).
As always, the food was excellent. There was a fruit punch before the
meal, and during the meal orange juice was served. The starter was
soup or melon, followed by the traditional turkey dinner with all the
trimmings. The dessert this year was either Christmas Pudding or a fruit
pavlova. This was followed by cheese and biscuits with coffee or tea and
ended with mince pies.
The staff are fantastic – they make us very welcome, they serve the food
very efficiently, and altogether they are so warm and friendly that it is a
real pleasure to be with them.
Thanks as always to Julie Pyburn for organising the dinner, and as
previously mentioned, to John Bedlington for a really brain-teasing quiz,
and Joan Bedlington and Elsie Clayton for a marvellous tombola.
You can see photographs of the Christmas Dinner, and I think you can tell
that we are having a great time. Roll on the 2014 Dinner.
(A letter of thanks and gifts of bottles of wine have been given to the staff,
including the people in the Catering Office who organise the crockery for
all our meetings.)
Tilly Hale
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Christmas Dinner 2013
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LIVErNORTH Carol Service 2013
The Carol Service took place on Sunday 8 December at 2.30. As usual, it was
held in the Freeman Chapel.
The Chapel looked lovely, the Christmas tree was beautifully decorated, and a
stable scene was on display.
The Chaplain, Nigel Goodfellow, opened the service with a very warm welcome
to everyone. The theme of the service was “Do you see what I see.....a need
to be met”. The song “Do you see what I see” was sung by Helen Abela at last
year’s Carol Service and we thought it was just right for our theme this year.
As the group has been running for 20 years in March (yes we began in March
1994) I had asked Joan to do a reflection incorporating the 20 years and
LIVErNORTH’s place in those years. As you can see from Joan’s words, she
thought this was going to be difficult but after some thought she realised it was
appropriate. Joan’s reflection is printed after this article.
The other reflection was from Fiona Hale, and you can also read her words. As
Fiona said, she is a comparatively newcomer to LIVErNORTH, although as my
daughter she has heard about the group at great length during those years. Her
reflection is also given after this item.
Our first reader was Chris Tosh. Now, Chris is fairly new to LIVErNORTH,
although he did the Great North Run in 2013 and he kindly wrote an article on
the race which was given in the last newsletter. Chris’s wife, Mel, is waiting for
a liver transplant and has been spending a lot of time on Ward 12 due to various
complications. Chris, Mel and their three children all attended the Carol Service,
Mel being brought down from the ward by wheelchair. Chris read 1 John 4:7-12
which is entitled “God is love”. I have to admit I started with tears as soon as
the Tosh family arrived at the Chapel and these continued throughout the other
speakers.
The second reader was Katherine Walcot, a fairly new member of LIVErNORTH.
She read an anonymous reading “With love at Christmas” which was beautiful.
Nigel had found this reading and it was so fitting.
We then had a poem read by Laura Wakeford Hale called Gifts at Christmas,
written by Vivian Gouled, and the final reading was a Christmas Acrostic, read
with great charm by Matthew and Thomas Jones (sons of David Jones).
Helen Abela sang a solo for us, accompanied on piano by her friend Gillian
Richardson. The song was “Dear Lord, my Lord, how can it be?” and this was
written by a friend of Helen’s.
Dorothy Barker, Ward 12 Chaplaincy Lay Visitor, played the piano for all the other
carols and hymns.
Christingles were lighted and handed out to everyone, the lights were dimmed,
and the service drew to a close. I had volunteered to do the prayers, and this
year, for the first time, I really thought I would not be able to do it because I was
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so emotional. Apart from our own members, and the entire Tosh family, we had
various people who had heard about the Carol Service and decided to join us.
One of these was a gentleman from Ireland who had been in for a lung transplant
and I met him a few days later, just as he was about to leave for his home, and
he said how much he had enjoyed the service.
At the end we had the usual refreshments, coffee, tea, orange juice and mince
pies. This is a great time for people to chat together and as Nigel says, for him
the LIVErNORTH Carol Service is the start of Christmas.
Our thanks to Nigel for all his efforts, to Dawn his wife and Katie the assistant
Chaplain, who had put together the Christingles with Nigel. Thanks also to
Dorothy Barker for playing the piano, to Helen Abela and Gillian Richardson for
the solo, to Joan and Fiona for their reflections and to Chris and Katherine for the
readings. Special thanks to Laura, Matthew and Thomas for their poems which
we really enjoyed.
Tilly Hale
________________________________________________________________

I was asked to say a few words at the LIVErNORTH Carol Service in December 2013
about the value of support.
Where would I be without LIVErNORTH? LIVErNORTH has been part of my life now
for 20 years – first as the daughter of a liver patient, and now as a PBC patient myself.
That’s pretty much all my adult life. When my mum (a founding member of LIVErNORTH)
had her liver transplant in 1999, thanks to LIVErNORTH, I had already met a number of
people who were living very well after transplant. It made it a lot easier; it meant I knew
she wasn’t the only person to face this operation, and I knew people who had come out
the other side.
When I found I had the AMA aged 29, and later when I was pregnant at 37 and
developed obstetric cholestasis, LIVErNORTH was somewhere to turn. And now, having
been diagnosed with PBC myself, I’m a fully-fledged liver patient.
Thanks to LIVErNORTH, I get the chance to meet other people in the same position. It’s
a great support to know that other people have the same problems with fatigue and other
symptoms, and find out how they deal with them. I have been part of a number of studies
thanks to LIVErNORTH, and it’s great to feel that I can make a contribution to solving
some of the mysteries of PBC and finding new ways to address liver disease. It also gives
us the chance to meet the doctors and researchers outside the clinic, and hear about the
work that is going on in liver disease. And when I was recently sent to the heart clinic,
who referred me for an MRI, well, I had been at two LIVErNORTH talks about cardiac
functioning and MRI in liver disease – I had plenty of information, which really helped.
Being part of a group gives me a feeling of support – of knowing others facing the
same problems. It means I have information about my disease, which makes it so much
easier to manage it. It’s fun – the Autumn Fair and the Christmas Dinner are now annual
highlights for my family. And LIVErNORTH is playing a really important role in research to
advance knowledge about liver disease, so that by the time my daughter is an adult, the
understanding and treatment of liver disease will have been transformed. I’m really glad to
be part of that. 							Fiona Hale
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Gifts at Christmas
by Vivian Gouled - Read by
Laura Wakeford Hale
There are gifts to buy,
And gifts to make,
But there are other gifts worth
while.
Being helpful,
Being kind,
And ready with a smile.
Being friendly,
Doing things to please --I’ve made up my mind
at Christmas time
I’m giving some of these!
CHRISTMAS ACROSTIC – Read
by Matthew and Thomas Jones
C is for candle giving us light
H is for holly with red berries
bright.
R is for reindeer up and away
I is for icicles on Santa’s big sleigh.
S is for Santa with presents for me.
T is for tree so pretty to see.
M is for Mary the mother so mild.
A for the angel that sang for the
child.
S is for the star that shone so
bright.
MERRY CHRISTMAS TO ALL,
and to all a good night!

Dear Lord my Lord – sung by Helen
Abela, accompanied by Gillian
Richardson.
This song was written by a friend of
Helen’s and we are very grateful that
we were able to hear it and print it for
you.
Dear Lord, my Lord, how can it be,
I’m just a humble village girl you see.
So how can such a lowly one
Be fit to bear your holy son?
Dear Lord, my Lord, how can it be?
Dear Lord, my Lord, why is he there
Inside a manger, cold and dark and
bare?
Should Christ, whom Heaven and
earth adore
Be cradled in a bed of straw?
Dear Lord, my Lord, why is he there?
Dear Lord, my Lord, why simple men?
Just shepherds from the hills of
Bethlehem.
For kings should surely bend their
knee
To such a noble child as He?
Dear Lord, my Lord, why simple men.
Dear child, my child, it must be so.
A lowly maiden, shepherds bending
low.
This stable door, this cattle staff
Will show my son has come for all.
Dear Lord, my Lord, then let it be.
For now a humjble village girl can see
That he has come to show the way,
To rich and poor, this glorious day.
Dear Lord, my Lord, then let it be.
Dear Lord, my Lord, then let it be.
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WITH LOVE AT CHRISTMAS
This
Xmas
I would
like to put
up a tree in my
heart, and instead
of hanging presents
I would like to put the
names of all my friends.
Close friends and not so close
friends. The old friends, the new
friends, Those that I see every day
and the ones I rarely see. The ones
that I always remember and the ones that
I sometimes forget. The ones that are always
there and the ones that seldom are. The friends of
difficult times and the ones of happy times. Friends
who, without meaning to, I have hurt, or without meaning
to have hurt me. Those that I know well and those that I only
know by name. Those that owe me little, and those that I owe so much.
My humble friends and my important friends, The names of all those who
have passed through my life, no matter how fleetingly. A tree with very deep
roots and very long and
strong branches so that
their names may never
be plucked from my
heart. So that new names
from all over may join the
existing ones. A tree with a very pleasant shade
so that our friendship may take a moment to
rest from the battles of life. “May the happy
moments of Christmas brighten every day of
the new year”. These are my sincere wishes.
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Following in the footsteps
When I was asked to say something at the Carol service, reflecting on what I saw
as the role of LIVErNORTH under the heading: ‘Do you see what I see - a need
to be met’, I immediately asked myself “Does the role of LIVErNORTH relate to
the Christmas story?”After some thought and to my surprise, the answer I came
up with was “yes, I think it does”.
Back in 1994 Professor Oliver James had the vision, he saw the need for a liver
patient support group and along with many others I received an invitation to
attend an introductory meeting at the Freeman Hospital. I was a patient of Prof.
James, however, unless there was something he wasn’t telling me, I was not a
liver patient so although I didn’t question his vision, I could not see how I had any
role to play in his plans. As the invitation had come from a man for whom I had
and indeed still do have the greatest respect, I decided to go along. This was
to be the start of a journey which I could never have foreseen nor could I have
known where it was to take me... but I wasn’t alone and it was on this basis that
the advent of LIVErNORTH came about.
The road has not always been an easy one and there have been stumbles along
the way but not carrying on was never going to be an option. Our guidance came
in the form of those seeking answers, help and support at a time when fear of the
unknown had become a big part of their lives. LIVErNORTH might not have had
all the answers, however, it did have people who were willing to listen, learn and
when necessary offer words of kindness and hope.
LIVErNORTH will mean many different things to many people but it has always
been important for the group to be open to anyone who, for whatever reason,
has the need to contact us. The group can be whatever people want it to be: a
source of information relating to liver disease; a regular meeting place to hear
eminent consultants talking about their area of expertise; an opportunity to speak
to others who find themselves in a similar position; receipt of a newsletter, which
offers information and the incredibly popular section known as Helen’s Howlers
or simply someone who is willing to listen, at the end of a telephone.
In my role as treasurer I have been, and continue to be, humbled by the
generosity of people; the gifts we have received over the years have been
amazing. Of course, without such gifts the group could not continue in its
endeavours to help those who are affected by liver disease. The concept of
altruistic giving is embodied in the highest form when someone agrees to
become an organ donor in the event of their death. Those who give the ‘Gift of
Life’ through organ donation are following in the steps of the man whose birth we
celebrate at Christmas and whose death was the ultimate sacrifice.
Joan Bedlington
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LIVErNORTH turns 20!
This year, 2014, LIVErNORTH turns 20! We asked people who have been involved
during that time for their thoughts in this anniversary year. If you would like to share your
memories and opinions on LIVErNORTH’s twentieth anniversary, please send them to
Fiona (fiona@fionahale.com) or John (info@livernorth.org.uk), and we will print them in
the next issue.

I am thrilled to be able to congratulate LIVErNORTH on its 20th birthday.
Although “patient involvement” is now all the rage in the NHS, and rightly so,
this was certainly not the case 20 years ago. While there were national medical
charities, mostly aimed at raising much needed money for research into
Cancer, heart disease, or diabetes for example, there were few local charities
which mostly aimed at supporting patients close to home with good advice and
information, and most important, fellowship from other patients and their families.
In liver disease there were really no such groups. So when one or two of the
medical and surgical staff at the Newcastle liver unit on Ward 12 at Freeman got
together with patients like Tilly, and friends like John, we none of us had much
idea about what to do.
But the speed with which things took off showed us that there was a need
for such a group. And the group grew into a fully formed charity. Among the
reasons LIVErNORTH has succeeded and prospered, where others have
been less successful, are brilliant leadership, the fact that it is entirely run by
very committed and hard working volunteers, the close and warm relationship
between LIVErNORTH and the doctors, nurses, transplant coordinators, and
other health professionals from our region, and the fact that the regular meetings
and events are really enjoyable.
Of course, over 20 years LIVErNORTH has raised large sums of money for all
sorts of much needed extra equipment, and for clinical research projects. But the
main thing is that LIVErNORTH belongs to its members.
LIVErNORTH has now been imitated elsewhere, it is the model on which other
charities supporting the other main UK liver units and their patients have been
established.
I am proud to have been associated with LIVErNORTH since it’s inception, I am
equally proud to regard many members of LIVErNORTH as old friends.
Congratulations, here’s to our silver anniversary in only a few years time.
Oliver James
Emeritus Professor of Hepatology
Newcastle University
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I started working in PBC research around 2000 when I first began to
investigate fatigue in PBC. I had been involved in the clinical care of patients
with liver disease all the way through my undergraduate and postgraduate
training, having first met Dave Jones and Chris Day while a junior doctor
on Ward 16 at Freeman Hospital. Working with PBC patients has been very
important to my research career, it has directed the research that I have
performed and for which I am now known. I will often say to people when giving
talks, emphasising the importance of involving patients, that working in the area
of PBC was always made so easy for me and as a consequence encouraged
me initially to start working in the area, and to continue working in it. Tilly has
always been a role model and has helped to develop our research ideas, and
to encourage recruitment and participation in what are sometimes difficult trials.
She has given so much to our research and it has always been important for us
to give back by participating in the meetings and disseminating the research to
those who have taken part. LIVErNORTH is an example of a huge success and I
wish it the very best of luck in the next 20 years.
Best wishes
Professor Julia Newton, Dean of Clinical Medicine, Clinical Professor of Ageing
and Medicine, Newcastle University
I have been associated with the Liver Transplant program in Newcastle
since just after its inception in 1993. LIVErNorth has been one of the best
‘spin-off’ groups that evolved from those humble beginnings. Supporting the
patients and clinicians alike. I am extremely proud to have been involved with
and supported by the charity and it has been amazing to see its evolution from
a simple patient support group to an essential part of our program. It has been
instrumental in supporting some ground breaking research and helping to
establish the Institute of Transplantation – a most unique achievement.
Professor D M Manas
Professor of Transplantation Surgery
Director of the institute of Transplantation
Vice-President of the British Transplant Society
Consultant HPB and Transplant Surgeon
Newcastle upon Tyne University and
NHS Trust
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I’ve been involved with LIVErNORTH since being diagnosed with PBC in 1996/1997
and going along to hear a talk about PBC by Oliver James – that was one of the first talks.
It was jam-packed full. Having just been diagnosed, that was very important for me. I
started going to the regular meetings and later became a governor.
I’ve received excellent support from LIVErNORTH and met some lovely people and made
some special friends. We have been privileged in being kept up to date in research,
techniques and technology in liver disease through attending our LIVErNORTH meetings.
In the early days we enjoyed annual outings, to Edinburgh, Whitby, North Yorkshire steam
railway, and we held some very good social events. We attended the 10th anniversary
of the first liver transplant at the Gosforth Marriott hotel, and we visited the LIVErNORTH
research lab at Newcastle University which LIVErNORTH supported with funds. I’d just
like to say that I’d like LIVErNORTH to continue from strength to strength, welcoming old
and new faces at our meetings in support of LIVErNORTH.
Peggy Oliver, LIVErNORTH Governor
When I was diagnosed with PBC in May 1998 I was told I was already stage 4 and
needed a transplant. This was such a shock and I was desperate for information, this led
me to contacting LIVErNORTH. After a phone call to Tilly Hale I started going to meetings
and getting to know people who were also dealing with liver disease on a day to day basis.
Their advice and friendship has been invaluable to me over the years especially when I
had my transplant in 2002. The meetings are a great way to keep up to date with both
medical advances and other patients and I still like to attend whenever possible.
Julie Pyburn
I have been a Consultant Surgeon here at the Freeman Hospital for 6 years now –
how time flies!
In the final part of my training for Liver Transplantation I was lucky to receive support
from LIVErNORTH to experience a very useful clinical attachment in St James Hospital in
Leeds. This experience has stood me in very good stead during my practice in the team
here at Newcastle.
Since then I am involved with the LIVErNORTH Committee, give talks, write articles for the
magazine and raise money - I have done the Great North run 4 times! Also my father-inlaw and sister-in-law (and this year my wife) have run for the charity!. My research fund is
kindly held by LIVErNORTH.
I very gladly give my time and effort to LIVErNORTH as I can see the energy and
commitment that other people donate to the charity. I enjoy the company of the people
involved and will continue to be as helpful as I possibly can.
Jeremy J French BSc MD FRCS (Gen Surg)
Consultant in Transplantation, Hepatobiliary and Retroperitoneal Sarcoma Surgery
HPB Surgical Unit
Freeman Hospital
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Supporting liver research – A big thank you to LiverNorth
On the wonderful occasion of LiverNorth’s 20th anniversary I want to express my sincere
thanks for the generous support I received with my PhD research.
My study followed patients with advanced liver disease to learn about what it is like
to live and cope with the disease in everyday life, and to understand the challenges
that the illness presents to patients and their families. I interviewed patients and their
family caregivers up to three times over the course of a year. I also spoke with different
professionals involved in supporting people with advanced liver disease.
Alongside this, I was keen to collaborate with a group of liver patients to discuss my
emerging ideas and hear their thoughts and concerns as the research unfolded. This
would help to ensure that the project focused on issues important to patients and
caregivers, and help me understand the study findings. I contacted LiverNorth in the
hope of recruiting volunteers to form an advisory group to my study. John Bedlington
confirming LiverNorth’s support was wonderful news. Joan Bedlington in particular did all
of the ground work for me, identifying interested individuals and helping me make contact
with them. I am immensely grateful for all her efforts to help get the advisory group off the
ground. The group met approximately every 3-4 months at the Freeman hospital over tea
and biscuits, where people shared their experiences, thoughts and advice on a variety of
issues relating to the study.
The research benefitted immensely from the involvement of the volunteers. Our
discussions gave me opportunity to compare and confirm some of the issues that study
participants had raised in their interviews, and to explore some of them in more detail. As
research interviews are often rather fast-paced and time-pressured, it is difficult to pick up
on everything that is said during the interview itself. The advisory group thus helped me to
consider some issues in more depth and to evaluate their relative importance. Especially
as a PhD researcher working mainly independently it was reassuring to be able to link
with a group of ‘expert’ co-researchers, and to have my thoughts and perceptions both
confirmed and challenged as I went along.
I am incredibly grateful to everyone who came along to these meetings and generously
shared their time, experiences, and opinions with me. Their support has not only enriched
the research itself, but also my own experience as a researcher and an individual. I want
to say a special thank you to Tilly Hale for facilitating the meetings, and for the many lifts
to and from the train station - I could not have done it without her. I have met the most
kind-hearted, generous, and inspiring individuals through LiverNorth, and hope to continue
linking with the organisation in the future. I wish LiverNorth a very happy 20th birthday and
much success for the next 20 years!
Barbara Kimbell, Doctoral Researcher, University of Edinburgh
My sister Maureen who was diagnosed with PBC 22 years ago, died last week. Going
to the Freeman, Liver North and knowing Tilly helped us both enormously, it was hugely
helpful to know they were always there. I thank both Joan and John, and all those who
are involved and so freely give of their time. I especially thank Tilly who was always there
to listen and to put things into perspective. Many thanks to all those kind people who
continue to be involved in Livernorth and offer knowledge and support, may they long
continue.
Irene McGill
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Congratulations to LIVErNORTH on your fantastic achievement on reaching 20
years as a support group. Today LIVErNORTH has on of the best newsletters, reaching
people from all parts of the country. I can remember when LIVErNORTH was set up, the
newsletter was just a few pages long. Today it is over 40 pages long and is in a nice-sized
booklet. For LIVErNORTH to have reached this great milestone is down to the dedication
of its unpaid volunteers, from the Chairman right down to its members, and across to our
Patron, Denise Robertson MBE. One thing that makes LIVErNORTH so special is that
every penny raised or given in donations is used solely for liver patient support or research
into the many liver diseases.
Today LIVErNORTH has its own helpline, run by trained volunteers who are on hand to
listen and offer support. Back in November of 1994, when I was on Ward 12 (the liver
unit) with liver failure, there was just not the help for my wife Susan – she had only the
doctors and nurses to turn to. There was no accommodation for family members to stay
at the Freeman Hospital – unlike today when LIVErNORTH can offer the use of an onsite
flat, which has two secure bedrooms each with twin beds as well as a shared bathroom,
lounge and kitchen.
I would just like to end in saying a big thank you to John and Joan Bedlington, the
governors of LIVErNORTH, all its support volunteers, and everyone who has played a part
in making LIVErNORTH what it is today – a fantastic support group. Here is to the next 20
years.
John and Susan Harty
Happy Birthday LIVErNORTH
Myself and my family became involved with LIVErNorth about a year ago and I can
certainly say that our biggest regret is that we didn’t make contact sooner. We have been
visiting James Cook Hospital in Middlesbrough and The Freeman for well over 4 years
now and would see the LIVErNORTH notice boards full of posters and leaflets staring
back at us as we waited for our appointment with various doctors and consultants but
sadly we never made the effort to make contact.
In Spring 2013, we were all sat at home with lots of unanswered questions regarding my
wife’s liver condition and it was then that the penny dropped that LIVErNORTH were there
for help and support. Mell gave Tilly a call and you could see and hear the sheer relief
come over her as she talked on the phone for over half an hour with somebody who could
empathise with how she was feeling and the challenges that we as a family felt too.
We attended the Christmas Carol concert in December and it was lovely again to meet
such warm people who are dedicated to making liver disease more understandable for
everyone. I hope that by distributing some left over Christingles to the ladies on Ward 12,
made them aware that LIVErNORTH was there for them too!
We now feel as though LIVErNORTH is part of the family and class Tilly and the
volunteers as dear friends that were, and still are, there supporting us and I am sure
many other along difficult journeys.
So Happy 20th birthday to LIVErNORTH, and next time you see those notice boards in the
hospitals, take a note of the contact details and get in touch, it’s the best thing we have
done!
Chris Tosh
LiverNorth 20 years old! How marvelous and what a fantastic achievement! I remember
back in 2008, sitting in a consulting room at the Freeman PBC clinic. Professor David
Jones asking me, very gently, whether I thought I may benefit from talking to someone
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who has the same disease as me. Of course I agreed and he said he would pass on
my contact details to LiverNorth. I didn’t have any expectations really as I had felt very
isolated and alone for so long with my liver disease.
The very next day I got a call from Tilly Hale. I can honestly say that call was life changing.
I was no longer alone.Tilly arranged to come to the Freeman at my next appointment and
meet for coffee. At that meeting, Tilly brought along Julie Pyburn. What an absolute relief
! to share my worries and fears with these two wonderful people, who listened to me and
were honest about their own experiences. More than anything, they were positive and
understood.
Over the years I have really struggled with managing my disease and have really been
at the end of the line psychologically. Fortunately my dear friends at Livernorth have
always been at the end of the phone or made time to catch up with me when I came to the
Freeman.
I really think the last few years would have been a very different journey for me, had I not
had the support from LiverNorth and I can’t thank them enough.
My mum always refers to my friends at LiverNorth as ‘ My family from the Noth East’ . I
think that says it all.
Congratulations to all at LiverNorth, you are invaluable.
Gill McLachlan
I first became involved with LiverNorth in 2010/11 when I started a research degree
in the field of autoimmune diseases. The interest, encouragement and support I found
in the LiverNorth community not only inspired me to go on to a career in liver disease
research (now working in liver surgery at the Freeman Hospital) but also allowed a unique
and invaluable insight into the issues that really matter to people living with chronic liver
diseases. I have seen the unfailingly proactive involvement of Livernorth and its members
in the clinical and scientific fields of liver disease direct and shape the cutting edge
research that goes on at Newcastle Hospitals and University, and consequently have a
direct impact on the quality, standards and breadth of care available for liver patients in
the north east, the UK and Europe. The scope of what LiverNorth has achieved in the
world of research continues to grow and expand, and has already laid down foundations
for continuation of this work for many years to come, by encouraging young doctors and
researchers such as myself to take up a career in liver medicine and continue this exciting
research into the issues directly raised by LiverNorth members.
Greta Pells
Happy Birthday LIVErNORTH!
It seems forever since I attended the meeting to discuss setting up the Group. I recall
Prof Oliver James being the instigator and a lady representative, whose name escapes
me, attending on behalf of the British Liver Trust. I was there as the Senior Transplant
Coordinator having had a role in setting up the Liver Transplant Unit. Gerry who was to
become the first Chairman was also there. We met in Room 137 of the Education Centre.
You have done so well to develop the Charity and provide much needed support to many
patients and their families in addition to supporting the research teams etc. I know many
members personally and whilst at a bit of a distance keep up by reading the Newsletter
kindly sent to me.
Good luck for the next 20 years!
Pam Yanez (formerly Buckley)
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20 years ago.... A quiz
So what was going on in the world when LIVErNORTH was founded?
Answers at the bottom of the page!
1. Who was British Prime Minister in 1994?
2. Which British cricket commentator died in January 1994, aged 81?
3. In February 1994 which painting by Edvard Munch was stolen from a
gallery in Oslo?
4. Which Steven Spielberg film won seven Oscars in March 1994?
5. Which English football club won the 1994 FA Cup?
6. Which US singer did Lisa Marie Presley marry in May 1994?
7. Who took over as host of BBC’s Question Time In January 1994?
8. Which US Olympic figure skater attacked her rival Nancy Kerrigan
during a 1994 practice session?
9. Which band had a 1994 Christmas number one single in the UK with ‘Stay
Another Day’?
10. In 1994 US actress Cameron Diaz made her feature film debut in which film?
11. In 1994 which consortium was granted the licence to run the UK’s first
National Lottery?
12. In which European country were the 1994 Winter Olympic Games held?
13. Which Brazilian Formula One racing driver was killed during the 1994 San
Marino Grand Prix?
14. Who was inaugurated as South Africa’s first black President in May 1994?
15. Which nation won the 1994 FIFA World Cup?
16. In which month in 1994 was the Channel Tunnel officially opened between
England and France?
17. Which boxer won the WBA and IBF World Heavyweight Championships in
1994, becoming the oldest heavyweight champion in history?
18. Which US singer received the Legend Award at the 1994 Grammy Awards?
19. Which well-known TV quiz show was revived in 1994 with Jeremy Paxman as
host?
20. Which Roman Numerals depict the year 1994?
________________________________________________________________
1. John Major. 2. Brian Johnston. 3. The Scream. 4. Schindler’s List. 5. Manchester
United. 6. Michael Jackson. 7. David Dimbleby. 8. Tonya Harding. 9. East 17. 10. The
Mask. 11. Camelot Group. 12. Norway. 13. Ayrton Senna. 14. Nelson Mandela. 15. Brazil.
16. May. 17. George Foreman. 18. Frank Sinatra. 19. University Challenge. 20. MCMXCIV
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* EVERYONE WELCOME *
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Liver disease: who holds the key?
Who holds the key to unlocking the mysteries of liver disease?
Due to the dedication and painstaking work of researchers, the causes of
liver disease will be discovered, resulting in treatments being established and
crucially, cures being found. Research is not carried out on a whim; before
any work can commence, researchers must demonstrate that their proposed
research is valid, ethical and most importantly will not put any participant at risk
of harm. There is a huge spectrum of research ranging from the highly technical
which might involve new equipment, clinical trials involving new drugs and
treatments, monitoring experiences and the completion of questionnaires. No
matter how complex or how simple the research question might be, each comes
with one aim - finding an answer. The involvement of the public and patients
(PPI) is now of great importance when research applications are considered
by the various authorities. PPI assists in ensuring that the research question is
relevant and that participants are comfortable with whatever is required of them.
Critically, researchers rely on having fully informed volunteers to participate
in their research and it is with this in mind LIVErNORTH has set up a register
of people who are willing to be approached for this purpose. You do not need
to be a liver patient, as researchers often need a cohort of people who will act
as ‘controls’ i.e. people who are not suffering from the disease in question but
will undertake the same role in the research as the liver patients in order that
comparisons can be made.
If you are interested in being involved in research then please complete
the form. In doing so, you will be consenting to your details being held on a
password controlled database. Any information you provide will be confidential.
LIVErNORTH never shares any details with any other organisation. Researchers
based at the University of Newcastle upon Tyne and Newcastle upon Tyne NHS
Foundation Trust Hospitals will not have direct access to the register but will be
able to request that LIVErNORTH contacts potential participants.
Please consider becoming involved because the answer to who holds the key
lies with you.
Joan Bedlington
For further information please contact me: Tel/Fax: 0191 370296, Email: info@
livernorth.org.uk or write to LIVErNORTH, FREEPOST NEA2762, Stanley,
County Durham, DH9 0BR.
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LIVErNORTH Research Register
Name:
Address:

Telephone:

Mobile:

Email address:
Do you suffer from liver disease: Yes □
box)

No □ (please tick appropriate

Are you interested in helping with research into any of the following?:
□ Hepatitis A

□ Hepatitis B

□ Hepatitis C

□ Autoimmune Hepatitis

□ Non Alcoholic Fatty Liver Disease

□ Primary Biliary Cirrhosis

□ Primary Sclerosing Cholangitis

□ Alcoholic Liver Disease

□ Liver Cancer

□ Cirrhosis of the Liver

□ Any research project

□ Other (please specify)

I am interested in being involved in liver disease research and consent to
being contacted by LIVErNORTH if participants are needed for a
research project.
Signed...............................................................................................Date............
.................................
When completed, Please return to:
Joan Bedlington, LIVErNORTH, Freepost NEA 2762, Stanley, County
Durham, DH9 0BR
(No postage stamp required)
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NanoKnife for liver ablation
In 2012, LIVErNORTH provided funding towards a new liver ablation machine called a
NanoKnife, which uses cutting-edge technology on tumours that are not accessible to RFA
(radiofrequency ablation) or Microwave. It is used in Hepatocellular Carcinoma (HCC),
Colorectal Metastases and inoperable pancreas tumours. Newcastle is only the second
unit in Europe to be offered this machine, and it is a great asset. In this article, Jeremy
French describes its use in pancreatic cancer.

NanoKnife® – a new treatment for some patients with pancreatic cancer
What does NanoKnife mean?
NanoKnife® is the company name (Angiodynamics: Lytham NY USA) - for a new
device that is licenced to ablate (destroy) soft tissues, including cancers. Nano
actually means a billionth. The name therefore is designed to promote the idea of
an extremely accurate instrument.
How does NanoKnife® cause its ablative technique?
NanoKnife® causes its ablative anti-cancer effect by implementing the
technology of Irreversible Electroporation (IRE). It does this by passing quick
bursts of electrical energy through a collection of electrodes inserted directly into
or around the cancer.
A cell within the electrical field will form pores (holes) in its fatty membrane,
allowing ions to rush through. (This process is called electroporation, and the
irreversible aspect of it creates “IRE”). Once exposed to higher voltages and for
a longer duration the pores in the cell remain permanently open and cause the
cancer cells to initiate a ‘programmed’ cell death. Crucially surrounding tissues
(veins, arteries, nerves and ducts etc) within the area are largely unaffected
by the process around them. The healing process of the damaged area is by
ingrowth of fibrous tissue forming a post ablation scar.
How is NanoKnife® different to other ablative techniques?
Microwave ablation and radiofrequency ablation are two other well-known
techniques. Both these techniques however use a thermal insult to damage
cells. During this heating process (to very high temperatures) unfortunately there
can be not only be damage cancer cells but also to important non-cancerous
structures (arteries/veins/nerves/ducts) within, and next to (collateral damage)
the ablative field. Furthermore, following this method of ablation the tissues are
susceptible to infection with the risk of abscess formation.
Which patients with Pancreatic cancer are suitable to receive NanoKnife®
therapy?
Patients with pancreatic cancer who are suitable for surgery will proceed with
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surgical resection. This technique is not a substitute for surgery. Unfortunately
however, in about 80% of cases of pancreatic cancer surgery is not possible
due to local cancer invasion of vital structures (locally advanced) or distant
(usually liver metastases) disease. Patient with locally advanced cancers that
are less than 5cm in size may be candidates for NanoKnife®. It is thought that
patients with larger cancers will not get as good an ablative effect and the risk
of complications will be higher. The decision to use NanoKnife® is by the MultiDisciplinary Team (MDT) through the Multi-Disciplinary Meeting (MDM). The
team consists of surgeons, gastroenterologists, oncologists, radiologists and
clinical nurse specialists. Importantly if patients are receiving chemotherapy, this
does not have to be stopped to receive NanoKnife®. Patients receiving external
beam radiotherapy to their pancreatic cancer or who have a metal stent (instead
of a plastic stent) in the bile duct (to relieve jaundice) are not usually candidates
for NanoKnife®.
How is NanoKnife® performed?
Patients are placed under a general anaesthetic. Using CT guidance the
electrodes are placed precisely around the cancer by the radiologist. Once in
place the generator sends a series of short, intense electrical pulses directly
to the cancer. A general anaesthetic is needed because; the electrical pulses
have to be gated (timed) with cardiac cycle (heat beat) to avoid alteration of the
cardiac function; placement of the probes and the ablative process would be
uncomfortable.
Newcastle is leading the nation in this technique. With the UK there are only a
small number of centres offering this treatment for cancer. A massive thank you
is due to LIVErNORTH for funding the NanoKnife.
Jeremy French, Consultant in Transplantation,
Hepatobiliary and Retroperitoneal Sarcoma Surgery
Left: Power unit that provides the electrical energy.
Below: Electrodes (enlarged) that are placed around
the cancer. These accurately deliver the quick bursts of
energy.
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New hope for patients with PBC

	
  

We have exciting news to share for patients with Primary Biliary Cirrhosis (PBC)
regarding an investigational study that may help alleviate the symptoms of itching
related to PBC. Lumena Pharmaceuticals initiated a new study and is currently
enrolling patients with PBC and moderate to severe pruritus (itching). The study
is a Phase II international, multi-center trial of LUM001.
LUM001, an investigational oral therapeutic, has been studied in 12 clinical trials
in more than 1,400 people. Previous studies have indicated that LUM001 can
reduce serum bile acid levels, which may be offer therapeutic benefit to patients
with PBC and manage the pruritus that affects patient quality of life. In previous
trials, LUM001 was generally tolerated, with the most common side effect being
gastrointestinal disturbance.
The trial, known as CLARITY, is a randomized, double-blind, placebo-controlled
study to evaluate the safety and efficacy of LUM001. The study will enroll
approximately 60 patients. The primary endpoint of the study is change from
baseline in pruritus compared to placebo. Secondary endpoints include changes
in liver enzymes and other biochemical markers of cholestatic liver disease
compared to placebo.
As patients know too well, cholestatic liver diseases are characterized by
elevated bile acids and severe itching, which can be debilitating for some
patients. To date, treatments with anti-pruritics typically provide only modest relief
and procedures that remove bile from the circulation can lower serum bile acids
and relieve symptoms in some patients, but tend to be invasive in nature. By
reducing serum bile acids with an oral, once-daily tablet, the investigational drug
LUM001 may offer a novel approach to the treatment of PBC and alleviation of
pruritus.
For additional information including clinical trial sites,
visit www.lumenapharma.com
(for readers in the UK, contact Professor David Jones)
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RITPBC trial update
Title

Targeting Fatigue in Primary Biliary Cirrhosis – RITPBC trial update

Authors

Professor David Jones, Professor Julia Newton and Dr Laura Griffiths

Location

Institute of Cellular Medicine Newcastle University

Many people with PBC suffer with debilitating, life-altering fatigue. At present we have no
treatments that specifically treat fatigue. We are running a clinical trial called RITPBC to evaluate
whether the drug Rituximab improves fatigue in people with Primary Biliary Cirrhosis. It is the first
ever trial in PBC that specifically looks at fatigue. Rituximab has already been studied to a limited
extent in PBC, showing some benefits in terms of liver disease severity but, importantly, also
evidence to suggest that it reduces fatigue.
The trial has been running for 14 months now and has recruited 36 of the required 78 patients. We
therefore still need to recruit a further 42 patients and the trial will be open to recruitment until
April 2015. If you are interested in finding out more about the trial please do not hesitate to contact
the trial team (laura.griffiths@ncl.ac.uk or 0191 282 0070)
This project was awarded by the Efficacy and Mechanism Evaluation (EME) Programme*, and is
funded by the Medical Research Council (MRC) and managed by the National Institute for Health
Research (NIHR) on behalf of the MRC-NIHR partnership.
*The EME Programme is funded by the MRC and NIHR, with contributions from the CSO in Scotland
and NISCHR in Wales and the HSC R&D Division, Public Health Agency in Northern Ireland. It is
managed by the NIHR Evaluation, Trials and Studies Coordinating Centre (NETSCC) based at the
University of Southampton.
The support of the PBC Foundation has been essential in getting us to the point where we are now,
able to understand why people get fatigue and measure it. Your support is appreciated in making
this trial a success so in the future we may have a treatment for this really important symptom.
Disclaimer
The views expressed in this publication are those of the author(s) and not necessarily those of the
MRC, NHS, NIHR or the Department of Health.
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LIVErNORTH Charity
Annual Report 2012 - 2013
Start: 1st April 2012

End: 31st March 2013

1.

The financial year to which this report relates:

2.

Brief summary of the main activities and achievements of the charity during the year in relation to the charity’s
objects:
a)

Offering support, advice and information to all those who suffer from liver disease.
1]
2]

3]
4]
5]
6]
7]
8]
b)

c)

e)

Free support newsletter ‘LIVErNEWS’. 2050 copies were distributed quarterly at a cost to the charity
of £7284.43. A PDF copy of each newsletter was placed on the LIVErNORTH website and the same
copy is sent electronically to 20 members.
Meetings of the main group every six weeks at the Freeman Hospital. Each meeting was addressed by
a qualified speaker who talked about some aspect of liver disease.
2012
May
Transplantation
Jun
PSC
July
AGM (Nutrition)
Sept
ALD
Oct
PBC
2013
Feb
Auxiliary Liver Transplantation
Mar
Hepatitis
The PBC group have held lunchtime meetings at various locations throughout the region, also having
qualified speakers attend to talk specifically about aspects of PBC.
2012
May
PBC Physiotherapy - Sunderland
Sept
PBC Research update - Bishop Auckland
Nov
PBC Research update - Freeman
Operation of the telephone helpline continued. The helpline coordinator is Revd. Nigel Goodfellow
M.A., (a governor of the charity).
Three notice boards/leaflet dispensers in two wards and one in the outpatients’ clinic have been
maintained at the Freeman Hospital as well as many leaflets provided free of charge to patients.
Approximately 12,000 leaflets were distributed during the period.
The group newsletter ‘LIVErNEWS’ was available to read online and all advice leaflets were made
available to download online.
Patient & carer accommodation has been provided within Beechwood House in the grounds of the
Freeman Hospital. This has been in use almost every day and has cost the charity £6347.87
One governor (a barrister] has continued to give free consultations to members with respect to
disability allowances and other legal matters of relevance to liver patients.
The group has continued to distribute copies of a DVD describing the disease PBC (Primary Biliary
Cirrhosis) both in the UK and abroad (a USA versions has been produced).

Offering support, advice and information to all formal and informal carers of liver disease sufferers.
1]

Carers attend group meetings at the Freeman Hospital often with their charges.

2]

The accommodation mentioned in item 2 a) 6] above is used by carers more frequently than by
patients.

3]

Many of the calls to the helpline are from carers.

4]

Carers are supplied with free information leaflets on request and avail themselves of the information
displayed on the notice board in the Freeman Hospital Ward 12 day room, Ward 16 and the clinics.
The website has several leaflets on liver diseases to download free of charge.

5]

A Liver Patient Welfare fund is held by the social worker on Ward 12 at the Freeman Hospital. The
fund is used to support both patients and carers.

Assisting in the funding of research into the causes of, treatments for, and prevention of all forms of liver
disease.
1]
Donations totalling £ 6.600.00 were made to research projects during the period.
Assisting with the provision of amenities, equipment and funding for the care of liver patients, their carers and
families providing that such provision shall be for the general benefit of a liver patient or liver patients.
1]

Christmas gifts to the value of £369.20 were distributed to inpatients on 24th Dec 2012.
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2]
f)

Equipment costing £1,426.39 was provided during the period.

Advancing the public awareness of liver disease, the treatment of liver disease and the prevention of liver
disease.
1]

Several articles and interview initiated by the charity regarding liver transplants, alcoholism and organ
donation initiatives were published/broadcast by the media.

2]

Talks were given to several community groups, schools and clubs (Rotary, W.I. & Lions Clubs etc).

3]

The Charity website www.livernorth.org.uk continues to receive several thousand hits each year with
information leaflets, the newsletter (LIVErNEWS) available for download.

4]

One member of the group has given many talks on organ donation to various groups and has
distributed approximately 400 organ donor register forms.

5]

The charity makes full use of social media and regularly issues tweets using twitter and posts using
facebook.

3.

The name of the charity as it appears on the register:

LIVERNORTH

4.

The number assigned to the charity in the register:

1087226

5.

The principal address of the charity:

LIVERNORTH
FREEPOST NEA2762
STANLEY
DURHAM
DH9 0BR

6.

The document which regulates the purposes and administration of the charity:

7.

a)

The objects of the charity dated 30 May 2001regulates the purposes of the charity.

b)

The constitution of the charity adopted on 18th October 2000 as amended on 30 May 2001 and accepted by the
members at the annual general meeting of 4th July 2001 regulates the administration of the charity.

Description of the objects of the charity:
The relief of persons suffering from liver disease and those persons caring for sufferers, in particular but not
exclusively, by;
a)
b)
c)
e)
f)

8.

Offering support, advice and information to all those who suffer from liver disease.
Offering support, advice and information to all formal and informal carers of liver disease sufferers.
Assisting in the funding of research into the causes of, treatments for, and prevention of all forms of liver
disease.
Assisting with the provision of amenities, equipment and funding for the care of liver patients, their carers and
families providing that such provision shall be for the general benefit of a liver patient or liver patients.
Advancing the public awareness of liver disease, the treatment of liver disease and the prevention of liver
disease.

The name and address of the charity’s bankers are:
National Westminster Bank PLC
2 Tavern Street
Ipswich
Suffolk IP1 3BD

9.

The name and address of the charity’s independent examiner is:
Mr. David Inch
15 Rickleton Avenue
Chester-le-Street
Co. Durham

10.

The names of any person or body of persons entitled by the trusts of the charity to appoint one or more charity
trustees and the method provided for such appointments:
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The trustees are the only body entitled to appoint new charity trustees. A candidate is proposed by a trustee and the
appointment is approved subject to a majority vote in favour.
11.

The trustees of the charity on the date when this report was signed were:
John Edward Bedlington
Elsie Clayton
Yvonne Gray
Peggy Oliver
Alan Rochelle

Joan Bedlington
Mr. Jeremy French
Tilly Hale
Julie Pyburn
Linda Turnbull

Margaret Bickle
Rev. Nigel Goodfellow
Sarah Murphy

There were no other trustees of the charity during the period:
12.

13.

The charity has the following relationships with related parties:
a)

A working relationship with the Freeman Hospital and has ex-gratia use of some facilities (meeting rooms,
lecture theatres, seminar rooms and one access permit).

b)

The charity actively pursues liaison with many community health care groups and health care information
sources, all of which have the charity listed as a resource. The charity is also listed on several community care
web sites.

c)

The charity has a medical advisory council to assist in assessing the merit of appeals received from the medical
community. All members of the medical advisory council with two exceptions are liver disease specialists
(clinicians & surgeons) from the region. The exceptions are one scientist from the University of Newcastle and
one governor of the charity. Recommendations from the medical advisory council are considered by the
management committee (governors) before any decision is made to give financial support to appeals of this
nature.

d]

The charity is part of the consultative process initiated by the Patient’s Forum. A Freeman Hospital Modern
Matron acts as liaison with the charity and chairs meetings to discuss patient centred matters and other
concerns.

This report has been dated and signed by:
the chairman of the management committee (governors of the charity), who has been authorised to do so by said
management committee.
Signature ..................................................

Date 28 January 2014

John Edward Bedlington, Chairman
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Helen’s Howlers
As LIVErNEWS readers will know, this
column goes by the name of Helen’s
Howlers, Helen Milburn being the original
jokes editor. They are now edited by
LIVErNORTH Governor, Margaret Bickle
(helenshowlers@gmail.com). Enjoy!
If you would like to contribute jokes for
Helen’s Howers, email Margaret Bickle on
helenshowlers@gmail.com
_______________________________________
Seeking
The boss of a big company needed to call one of
his employees about an urgent problem with one
of the main computers. He dialed the employee’s
home phone number and was greeted with a
child’s whispered, “Hello?”
Feeling put out at the inconvenience of having
to talk to a youngster, the boss asked, “Is your
Daddy home?”
“Yes,” whispered the small voice.
“May I talk with him?” the man asked. To the
surprise of the boss, the small voice whispered,
“No.
Wanting to talk with an adult, the boss asked, “Is
your Mommy there?”
“Yes,” came the answer.
“May I talk with her?” Again the small voice
whispered, “No.”
Knowing that it was not likely that a young child
would be left home alone, the boss decided he
would just leave a message with the person
who should be there watching over the child. “Is
there anyone else there in your house?” the boss
asked the child.
“Yes,” whispered the child, “a policeman.”
Wondering what a cop would be doing at his
employee’s home, the boss asked, “May I speak
with the policeman?”
“No, he’s busy,” whispered the child.
“Busy doing what?” asked the boss.
“Talking to Daddy and Mommy and the fireman,”
came the whispered answer.
Growing concerned and even worried as he
heard what sounded like a helicopter through the
earpiece on the phone, the boss asked, “What is
that noise?”
“A hello-copper,” answered the whispering voice.
“What is going on there?” asked the boss, now

alarmed.
In an awed hushed voice the child answered,
“The search team just landed the hello-copper.”
Alarmed, concerned and more than just a little
frustrated, the boss asked, “What are they
searching for?”
Still whispering, the young voice replied, along
with a muffled giggle: “Me.”
A student came home from school rather
depressed.
“What’s the matter, son,” asked his mother.
“It’s my grades, Mom. They’re all wet.”
“What do you mean all wet?’”
“I mean,” he answered, “they are below C-level.”
John’s new job had him working really late. He
decides to get his wife a watchdog. He goes to
the pet store and asks for a Doberman.
The employee said, “If it’s a guard dog you want
I have a dog just for you.” The man walks to the
back of the store to get a dog and comes back
with a little poodle.
John says, “This small thing, a watch dog?
You’re kidding, right?”
The employee says, “No, this dog is special; he
knows karate.”
“Karate? I don’t believe it,” John says.
The employee puts the dog down and says,
“Karate the sign.” And he points to a sign
advertising dog food. The dog runs up and rips
the sign to shreds. John is amazed at this.
The employee then says, “Karate the chair.” And
he points to a chair in the corner. The dog runs
up and rips the chair to shreds. By now John is
convinced.
“I’ll take him,” he says.
When he gets home he surprises his wife and
she yells out, “This little thing, a watch dog? No
way.” John says, “But this dog knows karate.”
“Karate,” she yells. “Karate my butt!”
Continuous improvement
There was an engineer, manager and
programmer driving down a steep mountain
road. The brakes failed and the car careened
down the road out of control.
Half way down the driver managed to stop
the car by running it against the embankment
narrowing avoiding going over a cliff.
They all got out, shaken by their narrow escape
from death, but otherwise unharmed.
The manager said “To fix this problem we need
to organise a committee, have meetings, and
through a process of continuous improvement,
develop a solution.”
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The engineer said “No that would take too long,
and besides that method never worked before.
I have my trusty pen knife here and will take
apart the brake system, isolate the problem and
correct it.”
The programmer said “I think you’re both wrong!
I think we should all push the car back up the hill
and see if it happens again.”
Interview Question
Always self conscious of his lack of ears,
whenever Bob would interview a future
employee, he would ask him “what do you notice
different about me?”. If the employee would
mention his lack of ears (which often they did), it
would be a for sure “no” for the job. However if
the employee would mention something else, he
would hire the guy.
One year, at the yearly Holiday business party,
Bob approached his most recent employee and
asked him if he remembered the last question he
had asked him when interviewing him for the job.
“Sure I do” was his reply. “You asked me what
was different about you and I said that you were
wearing contact lenses.”
“Of all things to answer”, Bob questioned
curiously, “why was that the thing you noticed?”
“Well, to be honest, it was quite simple. How
could you possibly be wearing glasses if you
don’t have any ears!”…
Some Important Laws ... Newton Forgot to
State
LAW OF QUEUE
If you change queues, the one you have left will
start to move faster than the one you are in now.
LAW OF TELEPHONE
When you dial a wrong number, you never get
an engaged one.
LAW OF MECHANICAL REPAIR
After your hands become coated with grease,
your nose will begin to itch.
LAW OF THE WORKSHOP
Any tool, when dropped, will roll to the least
accessible corner.
LAW OF THE ALIBI
If you tell the boss you were late for work
because you had a flat tire, the next morning you
will have a flat tire.
BATH THEOREM
When the body is immersed in water, the
telephone rings.
LAW OF ENCOUNTERS
The probability of meeting someone you know
increases when you are with someone you don’t

want to be seen with.
LAW OF THE RESULT
When you try to prove to someone that a
machine won’t work, it will!
LAW OF BIO-MECHANICS
The severity of the itch is inversely proportional
to the reach.
THEATRE RULE
People with the seats at the furthest from the
aisle arrive last.
LAW OF COFFEE
As soon as you sit down for a cup of hot coffee,
your boss will ask you to do something which will
last until the coffee is cold.
Sherlock Holmes and Dr Watson go on a
camping trip. After a good dinner and a bottle of
wine, they retire for the night and go to sleep.
Some hours later, Holmes wakes up and nudges
his faithful friend. “Watson, look up at the sky
and tell me what you see.”
“I see millions and millions of stars, Holmes”
replies Watson.
“And what do you deduce from that?”
Watson ponders for a minute. “Well,
• Astronomically, it tells me that there are millions
of galaxies and potentially billions of planets.
• Astrologically, I observe that Saturn is in Leo.
• Horologically, I deduce that the time is
approximately a quarter past three.
• Meteorologically, I suspect that we will have a
beautiful day tomorrow.
• Theologically, I can see that God is all powerful
and that we are a small and insignificant part of
the universe.
But what does it tell you, Holmes?”
Holmes is silent for a moment.
“Watson, you fool!” he says. “Someone has
stolen our tent!”

*************************************************
This is a mini-version of Helen’s Howlers. Thanks
to those who sent their jokes. We will be back
to a longer Howlers section next issue. Please
send your contributions to helenshowlers@
gmail.com
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Seven chances to win £250 throughout the year and a
Jackpot prize of £2500 drawn at our Christmas Dinner.

That’s a total of £4,250.00 in prizes every year. Numbers cost only
£1.00 a week and every penny profit goes to support liver patients,
their carers and families or to fund research.

You know it’s a good cause

why not forget the lottery and go with LIVErNORTH?
Phone us on 0191 3702961 or email info@livernorth.org.uk for info.
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Insurance
We are still looking for some
expert help to put together a
leaflet on travel insurance for
LIVErNORTH members. If you
know someone who could help,
please let us know!
In the meantime, we have had
recent reports from members of
being able to get reasonably priced
holiday cover from the following
companies:
www.miaonline.co.uk
01268 782745
Post Office		
0800 1699999
JLT			0845 6886005

In the past we have also
had reports of success from
the following companies. But
beware! We’ve had a lot of people
mentioning that some of these
numbers no longer work, or that
they were refused cover (or offered
it at vast cost). Please, if you have
any feedback about insurance
companies, whether good or bad,
let us know. We’ll share the news in
this column.
Able2travel		
0870 7506711
Age Concern		
0845 6012234
Bib Insurance Brokers
01325 353888
www.bibinsurance.co.uk
FirstAssist Insurance
0800 1694078
City Bond		
0117 9246877
Churchills*		
0800 200388
CNA			01452 623623
Direct Travel*		
08000 681603
Freedom		
01223 454290
Intune (Croydon)		
0800 0223192
Jardine/Lloyd Thompson 0121 2246934

Leisure Care Insurance
01793 514199
Marcus Hearn		
0207 7393444
Norwich Union Direct*
0800 121007
RIAS*			0800 552100
SAGA			0800 0964556
Sainsbury’s		
0845 3161453
Sladdin & Co Ltd.		
0800 7313989
Tesco Insurance		
0845 3008800
www.the-life-insurance.co.uk
* not TX patients - check with others also.

____________________________

Next LIVErNEWS
If you have ideas, jokes or
articles, please send them in!
Margaret Bickle is the Howlers
editor. Any other items can
be sent to me or John. All
contributions welcome!
Any items for Issue 48 (Summer
2014) should be sent to me by
April 4 2014).
Thanks!
Fiona x
LIVErNEWS contact details:
Fiona (Editor)
fiona@fionahale.com
John (Chair)
info@livernorth.org.uk
Margaret (Helen’s Howlers)
helenshowlers@gmail.com
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CONTACT NUMBERS

LIVErNORTH
FREEPOST NEA2762
STANLEY Co. DURHAM DH9 0BR
www.livernorth.org.uk
Tel & Fax 0191 3702961
info@livernorth.org.uk
Addenbrookes Liver
Transplant Association (ALTA)
David Hyde, chairman@alta.org.uk
01480 891454
Jennifer Aspland
secretary@alta.org.uk
01353 721168

Gift of Life - Derby Liver Support Group
(for transplants and liver disease)
Contact: Sister Gerri Casey
0133 234 0131 bleep 1926
Haemochromatosis Society
Janet Fernau
Tel 020 8449 1363
info@haemochromatosis.org.uk
www.haemochromatosis.org.uk

Haemochromatosis West Midlands
Support Group
Kieran Lynch, Coordinator
Telephone; 0121 457 8986
info@HaemochromatosisWM.org.uk
www.HaemochromatosisWM.org.uk

Helping Hands Support Group
(BATH)
Helpline 01225 834966
helpinghandsblt@yahoo.com

Mersey Liver Support Group Tel
0151 2207066/ 2289866
or 01772 496987
leeandalan@aol.com
Norfolk & Norwich Liver
Support Group
Secretary: Marjorie Dingle
Telephone: 01362 695624
marjorie.dingle@hotmail.com

ICP Support (formerly Obstetric
Cholestasis
Support Group)
jennychamber@icpsupport.orwww.icpsupport.org
Registered Charity No :1146449
PSC Support
Martine Walmsley
chair@pscsupport.org.uk
www.pscsupport.org.uk
www.pscnews.co.uk
Somerset Liver Patient
Support Group
David
Tel & Fax 01823 662669
davidjgill2002@yahoo.co.uk
British Liver Trust
Tel: 01425 481320
info@britishlivertrust.org.uk
www.britishlivertrust.org.uk

To receive a regular FREE copy of the newsletter please contact LIVErNORTH
(details above)
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		SUSAN		01207 271707
		ANN			0191 4131827
		ALAN		0191 4821802
		JOAN		0191 3702961
		TILLY		01670 714901
		JULIE		0191 4873665
						
for alcoholism ring:
		MICHAEL

01228 810598

Information available online: www.livernorth.org.uk
LIVErNORTH is a Registered Charity (No 1087226)

LIVErNORTH meetings 2014
Freeman Hospital, 6.30-8.30pm

10 March Dr Laura Griffiths
		Clinical Trials in Hepatology
12 May
Dr James Orr
		d-LIVER, Technology to give liver patients
		
their lives back
14 July
Dr Kieren Hollingsworth
		Non-alcoholic fatty liver disease and 		
		
interventions for cardiac health: an MRI 		
		perspective
15 Sept
Mr Jeremy French
		The Nanoknife
13 Oct

Speaker to be confirmed

LIVErNORTH’s Annual Fair will take place on 20 September,
1.00 – 3.30. It will be opened by LIVErNORTH Patron,
Denise Robertson, MBE

New parking system in operation - see p. 5 for details.
PBC meeting dates
29 April
12.00 – 2.00
Prof Julia Newton:
					Aspects of Fatigue
11 Nov
12.00 – 2.00
Freeman Hospital

