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Chair’s letter
Welcome to the Summer 2014
LIVErNEWS - issue 48. On the
subject of ‘issues’ perhaps you might
be interested to know that we have
to send a copy of every LIVErNEWS
to the British Library - it’s six copies
actually, one for each of the provincial
book repositories and a spare. Every
copy since No. 1 is held by them and
we are legally obliged to send them
hard copies of each issue. Just thought
you might like to know that little snippet
of information.
On the subject of publications, ours
have been quietly growing over
the years and now we produce 16
different leaflets with the latest one
‘Travel Insurance for Liver Patients’
proving very popular. On the horizon
are ‘Transplant Tales’, a collection of
personal stories of the transplantation
experience and a bumper ‘Helen’s
Howlers’ collection booklet. If you
would like any of our leaflets they can
be downloaded from our website or
by scanning the QR (quick response)
code on any leaflet cover.
A new idea we have adopted is ‘drop
cards’ - basically business cards
with our contact details on them.
These can be used by doctors,
nurses and members to refer others
to LIVErNORTH for support. If you
would like to help publicise the group
by distributing some of these cards,
please email us with your name and
address.
Our DVD on PBC is more popular that
ever and Tilly is constantly posting
copies off to all corners of the earth.
Another DVD is in the pipeline and I

expect it will be as popular or even
more so - it will deal with all types of
liver disease and will address many of
the concerns people have when first
diagnosed.
As you read this, entries for the 2014
Great North Run will have closed
but do look out for our runners on
7th September. This year we have
no less than 40 runners, all wearing
the LIVErNORTH shirts so hopefully
you should be able to spot them. We
also have someone (Chris Tolley)
running in the Chester Marathon on 5th
October so if you are at either event,
please cheer our runners on. All of
the sponsorship money raised goes
to support liver patients, their carers
and families or to fund research and it
is important to remember that no one
in LIVErNORTH is paid, everyone is
a volunteer. Not many charities could
make that claim and it’s something we
are all very proud of.
Our 20th Anniversary will be covered
in more detail in the next issue but
I would just like to thank everyone
for their brilliant fund raising efforts
over the past few months - well
done! Everyone gets a letter of
acknowledgement and all monies
raised are published in our accounts (a
public document).
As usual, I’m running out of space so
I’ll just wish you a healthy and happy
Summer with lots of sunshine - enjoy
your LIVErNEWS, enjoy life.
John Bedlington
Right: John with
Dr Laura Griffiths
at the March 2014
meeting
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In Memoriam
It is with regret that we have to announce the death of Chrissie Burchill
earlier this year. Her partner, Graham, contacted me and asked that I let
people know.
We met Chrissie through the PBC Foundation and she came to
conferences held in Newcastle on two occasions and was always
interested in what was going on at LIVErNORTH.
Chrissie was a livewire, she had a nursing background and so had a
good understanding of her PBC, which was a help to all of us with that
particular disease. She had time for everyone, was a very kind person,
and we send our deepest sympathy to Graham and her family.
Tilly Hale

Letters
Dear Sir/ Madam,
Further to receiving your PBC DVD on information about the disease, I would like
to thank you for all the work that has been put into making the video and the staff
who describe the illness. I have enclosed a cheque for the DVD & postage.
Thanking you
SC,
Milton Keynes
-----------------------------------------------------------------------------------------------------------Dear Tilly,
Thanks for the PBC DVD. I found it very helpful in explaining the disease, even
though I diagnosed in 2008, it helped me understand why I feel the way I do.
Please find enclosed a cheque to cover costs.
Many thanks
CC,
County Durham
-----------------------------------------------------------------------------------------------------------Many thanks for the DVD - this was very much appreciated and very informative especially for my family. Please accept the donation enclosed
JN
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Many thanks for the PBC DVD - cheque enclosed, a little extra for funds. Most
helpful, I have been able to understand a lot more about this condition since
watching the DVD even though I have been diagnosed with PBC almost 12
years.
Thanks again
SH
Chesterfield
----------------------------------------------------------------------------------------------------------Hello LIVErNORTH:
I have just become aware of you through a posting for PBC people on Yahoo. I
almost want to move so I could be involved in your great association. It was very
uplifting and informative to read your newsletter. Could you please subscribe me
to the newsletter?
Thanks so much,
KQ
USA
----------------------------------------------------------------------------------------------------------Dear LIVErNORTH,
Today I received your newsletter, I was diagnosed with PBC two years ago
and read with interest about the disease and all that goes on at The Freeman
Hospital, Newcastle.
I therefore enclose a donation towards your expenses and any other way to help
research into this disease.
Yours sincerely
JC
Carlisle
----------------------------------------------------------------------------------------------------------Happy Birthday! Please find enclosed a donation. This is for your second fund for
day to day running costs. I am very impressed with LIVErNORTH, how they show
exactly how they spend donations. I do not require a receipt. Say Hi to Tilly for
me.
All the best
LC
London
-----------------------------------------------------------------------------------------------------------Dear Tilly,
Thank you very much for the excellent DVD on Primary Biliary Cirrhosis. It was
so clear and helpful to me and my family. Would you please convey my thanks to
those responsible. I attach a cheque to help your fine work.
Yours sincerely,
DL
Hornchurch

✍
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Dear Sir/Madam,
My sincere thanks to all at LIVErNORTH for their exceptional work in providing
the flat and other help for the families of liver patients, if it had not been for you I
would have been separated from my husband for his whole stay in the Freeman
hospital,which amounted to nearly 12 weeks. As we live over 50 miles away it
would have meant an expensive 100+ mile round trip and I don’t know how we
would have coped. Thankfully his transplant was a success and he is well on the
road to recovery, which is due to the Doctors, staff and yourselves for which we
will be forever grateful. As my husband’s condition continues to improve we hope
to attend some of your meetings/lectures in the near future, so for now, once
more I thank you for your help and assistance.
A&JR
Cleveland

Numbers Club winners
On July 14, during our Annual General Meeting in the Freeman Hospital,
our guest speaker Dr Kieren Hollingsworth drew two winning tickets for
the £250.00 prizes, number 67, Mrs A Warkcup of Wallsend and number
114, Mrs P Bullock of Ashington.
(We have fewer meetings this year therefore an extra draw was
necessary to ensure there are seven prizes of £250.00)
On May 12, during our General Meeting in the Freeman Hospital, our
guest speaker Dr James Orr drew the winning ticket for the £250 prize,
number 113, Mrs L. Pinkney of Roker.
On March 10, during our General Meeting in the Freeman Hospital, our
guest speaker Dr Laura Griffiths drew the winning ticket for the £250.00
prize, number 145, Mr A.M.D. Moore of Newcastle.
Congratulations to the Numbers Club winners. If you would like to
join the Numbers Club, please fill in the form near the end of this
issue.
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Learn about your liver disease
LIVErNORTH Briefings, Seminars and Lectures give you a unique
opportunity to hear up to date information relating to liver disease,
research and treatments, as well as a question and answer session
with the Consultants and Scientists, who give their time free of
charge.
Events Diary:
Mon 15 Sept
6.30 - 8.30pm Mr Jeremy French
				
‘The Nanoknife - a new treatment’
Sat 20 Sept
1.00 - 3.00pm Denise Robertson MBE opening the 		
				LIVErNORTH Annual Fair
Mon 13 Oct
6.30 – 8.30pm Professor David Jones & Dr Jessie Dyson
				
‘UK-PBC’ A progress report of this National
				Consortium
Sun 7 Dec
2.30pm		
LIVErNORTH Carol Service
				Freeman Hospital Chapel
Wed 10 Dec
6.30 for 7pm
LIVErNORTH Christmas Dinner
				Freeman Hospital Restaurant
Unless stated otherwise, the venue is The Function Room, Level 1 Freeman
Hospital.
Directions:
From the Main Entrance (Level 2), take the lift or stairs to Level 1. Coming out
of the lift you turn left (right from the stairs). Go through double doors into the
Education Department corridor. Walk to the far end of this corridor, Turn right
through double doors. The Functions Room is on the left hand side.
Free parking instructions:
We are no longer able to print free parking tickets in the Newsletter. If you are
coming for a LIVErNORTH event, you can still park free of charge, as long as you
remember to give us your car registration number when you arrive. Instructions
and directions are on the next page.
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Parking for LIVErNORTH Volunteers

Parking for volunteers is free at the Freeman Hospital but you must
park in the multi storey car park and give your registration number
to a LIVErNORTH organiser at the function.
Once parked, walk towards the main building and turn right. You
are now walking past the windows of our meeting room (on your
left). Turn left at the corner of the building, go through the double
doors and we are half way down the corridor on the left.
The route is shown with a thick black arrow on the plan below.
Please remember to give us your registration number.

Transplant
Institute

Maggies
Cancer
Centre

Cardio
Centre

Main
Hospital
Building
MAIN
ENTRANCE
TEACHING
CENTRE

STAFF
CAR
PARK

The Multi Storey Car Park
is a short walk away here:

STAFF
CAR
PARK

MAIN
CAR
PARK

FREEMAN ROAD

MULTI
STOREY
CAR
PARK

Our general meetings are always held in
the Post Graduate Teaching Centre on
level 1 of the Hospital here:
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PBC Meetings 2014
Unfortunately, it has not been possible to arrange further meetings for the LN PBC
Lunchtime meetings, so we only have the one in November.
Tuesday

11 November

12.00 – 2.00

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: We are able to park without paying at Newcastle Freeman Hospital, but
due to changes in the parking plans, you are asked to park in the Multi-storey Car Park,
at the back of the Hospital and then give me your car registration details. 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. PLEASE DO NOT PAY AT THE PARKING METER AS I CANNOT REFUND
THIS – JUST PARK THE CAR AND GIVE ME YOUR CAR REGISTRATION NUMBER
WHEN YOU ARRIVE. (TO BE ON THE SAFE SIDE IT IS WISE TO PUT A SLIP IN YOUR
WINDOW SAYING YOU ARE ATTENDING THE LN PBC MEETING IN THE FUNCTIONS
ROOM.) See the previous page for parking instructions and directions.
Tilly Hale, 01670 714901, tilly.liveliver@gmail.com
-----------------------------------------------------------------------------------------------------------------------HOSPITAL NEWS
DR LAURA GRIFFITHS
Dr Laura Griffiths will be married on Saturday 14 June, and is spending her honeymoon
on Safari in Tanzania and Zanzibar. Laura has given several talks to LIVErNORTH and
is also running the Rituximab Trial so is well known to many of us. We send her our
warmest best wishes for a lovely wedding day and we wish her well for the future.
DR. JESSIE DYSON
Jessie has been awarded her NIHR (National Institute of Health) Fellowship in Rare
Diseases and will be working for her PhD in this field – looking at the environmental
triggers for Autoimmune Liver Disease. Jessie has been active on Ward 12 and also
in clinic. She will disappear from Freeman for three months or so whilst she does her
rotation but we are delighted that she will be returning to the Liver Unit at the end of that
time. We send our warmest congratulations to Jessie.
Tilly Hale
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Tilly Tattle
TILLY TATTLE
Here we are in July, the year is
rushing over as usual. I think the
old saying about how the years go
faster the older we get is definitely
true. I will be 71 in August and it
seems only weeks since I was
talking about being 70.
There have been lots of
Conferences and workshops since
the last newsletter. I attended the
UK-PBC Conference in London in
April and Joan and I both attended
a Conference in Birmingham
on Autoimmune Diseases. We
have also been to Leeds as
patient and public members of the
Elucidate Trial which is being run
by Leeds University and recently
we attended a Patient and Public
Involvement workshop at Matfen
Hall, organised by Dr Chris Elliott.
Chris is well known to many of
us as she has given a talk to the
lunchtime group and has also
been involved in various research
projects with various liver patient
groups. Joan and I will soon be
attending the NHSBT Lay meeting
in London – this group looks at
organ donation and Joan and I
have attended several meetings in
the past. Does this all sound very
glamorous? Well, of course it isn’t.
It is very interesting but it usually
involves an very early train, going
to the meeting and then catching
a return train and getting home
late in the evening, so it is quite
exhausting. Plus we have to be as

alert as possible (getting harder
for me the older I get) to listen to
the various presentations. John
also attends various meetings and
of course he is a Governor of the
Freeman Hospital Trust. Now that
LIVErNORTH is a national charity
it is important that we are seen at
these meetings and that the various
organisers realise we exist.
Our Annual Fair and Grand Draw
will take place in September
and elsewhere you will see I am
appealing for volunteers to help sell
raffle tickets in the Charity Booth
at Freeman Hospital and also we
are keen to hear from anyone who
would be willing to help at the Fair,
either to run a stall or to assist. Of
course, we also need people to
come along and spend money so
there is always some area in which
you can help.
In this issue of the newsletter you
can read about two companies
who are working with Prof David
Jones to improve treatments for
PBC – one is Lumena and the
other is Intercept. Both companies
are American based and are keen
to find answers to some of the
problems. You can also read an
article by Elizabeth Bennett who
took part in the Rituximab Trial,
telling how her life has changed
as a result of the trial. Volunteers
are still needed to take part in this
trial so if you have PBC and have
fatigue do think about taking part.
It is only by taking part in trials that
the specialists and companies find
out if the trial drug is working and
if people do not take part then that
proof may not be forthcoming. I
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think some of us get so used to our
fatigue that we stop seeing is as a
problem because we have found
ways of coping and think that we
do not have fatigue which is severe
enough for trials – we all think this
way to some extent, especially if
we have lived with the problem
for many years, but why not let
the liver doctors decide if you are
suitable.
Wishing you all a happy, sunny and
warm summer,
Tilly Hale
____________________________
LIVErNORTH AUTUMN FAIR – 20
SEPTEMBER
As always, the annual Fair is our big fund
raising effort for the year. To be successful
we need people to help run the stalls,
people to donate items for the stalls, and
people to come and spend money.
If you have any items which would be
suitable for the Tombola Stall or the
Toiletries Stall, Peggy Oliver, Joan
Bedlington and I would be delighted to
hear from you.
Items can be left with Sarah Murphy in
the Ward 12 office, or can be brought to
the LIVErNORTH meeting on Monday, 15
September (6.30 – 8.30). Alternatively, if
you contact Tilly or Joan we will happily try
to arrange collection.
So, do have a look in the backs of those
cupboards, the drawers which rarely get
opened, and all the other places where
things get put away, and if you do find
anything which would be suitable do get in
touch. We can only sell what we have.
Very many thanks, in advance.
Tilly Hale (01670 714901) and Joan
Bedlington (0191 3702961).

Hep C Trust
We are the UK patient charity
for Hepatitis C and offer support
and information to those
affected by the virus.
The Trust has a confidential
helpline run by staff and
volunteers with personal
experience of living with Hep C.
The helpline is open from
Monday to Friday, 10.30am 4.30pm.
You can contact The Hepatitis
C Trust’s helpline on 0845 223
4424 or 020 7089 6221 or email
your query to
helpline:hepctrust.org.uk.
Our website offers information
on Hepatitis C, the different
types of treatments available,
advice on living with the virus
and how to access a whole
range of support.
Log on: www.hepctrust.org.uk

Have you heard of The Hepatitis
C Trust?
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Retirement of Pam Yanez OBE
Friday the 30th May 2014 was the last day of the remarkable and outstanding
career of Pam Yanez. Many people knew Pam as Pam Buckley, Transplant Coordinator and Manager of the Newcastle Transplant Games Team.
Pam’s long and distinguished career spanned 40 years, starting in June 1974 as
a student nurse:
June 1977
Staff Nurse, Ward 15, Royal Victoria Infirmary.
March 1979
Staff Nurse, Ward   9, Royal Victoria Infirmary.
November 1979		
Sister, Haemodialysis Unit, Freeman Hospital.
November 1985		
Renal Transplant Co-ordinator.
1989			
First Thanksgiving Service for donor families and
			recipients.
1990			
First Donor family support group.
May 1991		
Most important role of all - Motherhood.
1992			
Pam helped to set up the liver transplant service in
			Newcastle.
28th January 1993
First liver transplant in Newcastle.
17th April 1996
First Asystolic donor at Royal Victoria Infirmary,
			Newcastle.
1998			
Wrote a chapter on organ donation for ‘Principles and
			
Practice of Renal Nursing’ by P Challinor & J Sedgwick.
2001			
Chair of United Kingdom Transplant Co-ordinators
			Association.
December 2001		
Directorate Manager, Urology & Renal Services, 		
			Freeman Hospital.
2002			
Received O.B.E. for her contribution to Transplantation.
30th May 2014		
The end of a glorious career.
On the evening of the 30th May, a celebration of Pam’s career was held at the
Marriot Hotel, Gosforth. Pam was joined by her husband, Alfonso, daughter
Sophie as well as friends, members of the Newcastle Transplant Team and over
200 colleagues past and present. All were there to express their gratitude for her
outstanding dedication and to wish her well for the future.
Pam’s number one priority was always patient care, ensuring that whatever need
to be done was seen to be done. She will be greatly missed by her colleagues
and all the friends she has made over her forty years of loyal and devoted service
to her patients and the NHS.
John & Susan Harty.
Everyone at LIVErNORTH would also like to offer their appreciation and thanks to Pam
for the tremendous support she has given to so many people - we wish you a long, happy
and healthy retirement.
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Lumena Pharmaceuticals
Recently, we have mentioned that Lumena Pharmaceuticals, a USA
company based in San Diego, has been working with Dave Jones
on a treatment for PBC known as LUM001. The trial is taking place
at Newcastle, Oxford, Birmingham and Imperial College, London.
In the last newsletter, we ran an item from Lumena about the trial
which is called “CLARITY”.
In May, I had an email from Mike Grey, the President and CEO of
Lumena, to tell me that Lumena had been taken over by Shire, a
global pharmaceutical company. Lumena feel this is a great move
because Shire are very committed to continuing with this work.
Philip Vickers, the Global Head of R&D at Shire expressed that
commitment in the following quote which he asked Mike Grey to
share with us:
“We are impressed by the tremendous effort of the clinical
investigators and the patient advocacy organisations
who have worked together with the Lumena team to raise
awareness for the need for treatments for rare cholestatic liver
diseases and get the development of LUM001 off to such a
great start. We look forward to joining this effort and brining
LUM001 across the finish line and to the patients in need”.
Ciara Kennedy, Vice President, Operations, at Lumena, telephoned
me to say how pleased they were with this move and how they
feel it will be a great step forward for the PBC population who
suffer from itch. The same team will remain in place, working with
Newcastle and Birmingham. Lumena have added LIVErNORTH to
their website and are very active in keeping us informed.
Tilly Hale
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LIVErNORTH in transplant talks
Towards the end of last year a number of members of LIVErNORTH, as well as
other transplant patients and family members, took part in group and individual
discussions with Lynne Stobbart and Rebecca Patterson from IHS in order
to identify research questions about transplantation that patients and their
carers consider to be important. These discussions were most informative and
contributed to the development of a number of applications for research funding,
including Rebecca’s application to the Economic and Social Research Council
(ESRC) for funding for a PhD.
The application was successful and based on ideas and issues raised by
participants in the discussions noted above, Rebecca, supported by Dr Lynne
Stobbart and Dr Catherine Exley (Institute of Health and Society) and Professor
Andrew Fisher (from the Institute of Transplantation), will be conducting research
to explore how, and in what ways, family members of transplant patients are
affected by the transplantation process. This will involve Rebecca conducting
interviews to explore the pre- and post-transplant experiences of close relatives,
particularly the impact of a transplant on their everyday lives, relationships and
family roles. In addition to this, participants will have an opportunity to discuss the
quality of support provided for family members of transplant patients.
Lynne, Rebecca and colleagues are very grateful to all participants for their
initial contributions and for the formal support provided by LIVErNORTH for
Rebecca’s application. Rebecca will take up the award in the coming academic
year (2014/15) and will be delighted to make contact with family members who
would be willing to participate in the research, either as study participants, or as
members of the study steering/advisory group and by facilitating dissemination of
information and study findings.
Dr Lynne Stobbart
Julie Pyburn, John and Susan Harty, Gill McLachlan and myself took part in this
discussion with Rebecca and Lynne. Susan Harty was able to give the view from
the carer’s side which was very interesting. The rest of us talked about life before
and after our transplants.
LIVErNORTH also wrote a letter supporting Rebecca’s application and
expressing our willingness to support her through our meetings, one to one
discussions and in a variety of ways.
Tilly Hale
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LIVErNORTH Raffle Tickets
CAN YOU HELP WITH SELLING RAFFLE TICKETS AT FREEMAN?
The raffle tickets have now been sent out in the post, and can I remind people
that if they do not wish to sell these they should return them to Joan Bedlington
as soon as possible so that we can try to sell them.
As always, we will be selling tickets in the Charity Booth at the Freeman Hospital.
This booth is located opposite the lifts so is an ideal place to attract customers.
We do have a large poster which advertises the group and helps to attract
attention. If you could spare a couple of hours for any of the following dates,
it would be greatly appreciated. Ticket sales in the booth are usually around
£1,000 total which makes a huge difference to our overall sales.
As you know, LIVErNORTH is run entirely by volunteers and all money raised
through the raffle and the Autumn Fair goes to fund research, education or liver
unit equipment and amenities, so you can see how worthwhile the fund raising is
for the Liver Department.
If you can help on these dates, please contact me. If you have a friend or family
member who can sell with you, so much the better, but if you are on your own
we will make sure someone else is partnered with you. Selling is much easier
if there is more than one person, and also it makes it more fun. The booth
is booked between 6pm and 8.30pm but obviously you can start at anytime
although finishing around 8.15 – 8.30 means you have people leaving after
visiting so sales then are usually very good.
The winning tickets will be chosen at the Autumn Fair which takes place on
Saturday 22 September, and will be opened by our patron, Denise Robertson,
MBE.
The dates are as follows:
Friday			1 August
Wednesday		
6 August
Monday			11 August
Wednesday		
20 August
Wednesday		
27 August
Friday			5 September
Wednesday		
10 September
Monday			15 September
Tilly Hale, 01670 714901, tilly.liveliver@gmail.com
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LIVErNORTH turns 20!
“The active involvement of patients and the public in medical research is always thought
to be an idea which arose with the National Institute for Health research (NIHR) in the last
decade. We of course know better! LiverNorth has been an absolute pioneer in the area
of patients and the public actively working with researchers and clinicians to express the
patient voice, to help design studies (and to fund them) and to be a critical friend helping
us to get things right. The input we get on which studies are important to do has made
a unique contribution to many research programmes, our MRC-funded work on fatigue
in PBC being a perfect example. We are friends and colleagues - and other centres
both in the UK and internationally look on with some envy. People always ask me is the
relationship we have with patients through LiverNorth really that close? Given that Tilly is
Godmother to my son the answer is probably yes!”
Professor David Jones
Dean of Translational Research, Newcastle University

“Since its first beginnings 20 years ago LIVErNORTH has been a fantastic asset to
patients, doctors and researchers in the Northeast. From my own perspective, perhaps
most important, is the number of ground breaking research projects that had their
beginning in the funding they received from LIVErNORTH in their early stages. This
funding enabled often speculative research get “off the ground” and generate the pilot
data that led to significant government funding and ultimately to major discoveries in
primary biliary cirrhosis, and alcohol and obesity related liver disease that have placed
the Liver Research Group in Newcastle at the forefront of international efforts in these
diseases. A personal thanks and congratulations from me to all involved in LIVErNORTH.”
Professor Chris Day FMedSci
Pro-Vice Chancellor and Professor of Liver Medicine
Faculty of Medical Sciences
Newcastle University Medical School

Dear Tilly
When I was in Freemans Hospital for my transplant in 2001 I did not realise that
LIVErNORTH was in its infancy. Congratulations on achieving such a prestigious self-help
group as you have become in the twenty years since you were formed, which is obviously
highly thought of by the various specialists in the Department.
Best wishes,
Clare Illing, Derby
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Congratulations LiverNorth on your 20th Birthday
Wes and I attended the first meeting proposing a Support Group, chaired
by Prof. Oliver James and Pam Buckley. During the meeting, Joan
Bedlington volunteered to be Treasurer and Tilly Hale to be Secretary.
Now, 20 years later, both are still doing an amazing job. John Bedlington
stepped in as Chairman about 18 years ago, proving to be a very
demanding job. The success of LiverNorth is mainly due to the time and
commitment of these three people.
In the early years we enjoyed outings and social events at the Federation
Brewery. One outing in particular I still remember well. A full coach set
off for Edinburgh during the Summer Festivals and on the way home
stopped at the Stair Arms Hotel in Pathhead where we were all prebooked for Fish and Chips! Delicious!
Another memorable task was the printing and production of the
Newsletter, pre-commercial printers. John would compose, type and edit
it, then on a specified day Peggy Oliver, Wes and I would arrive at their
house in Beamish. John would be banished to the garage, printing all
the sheets whilst Joan, Peggy, Wes and I congregated around the dining
table in a factory production style, collating the pages to form a booklet.
How things have changed!
We made many good friends at the meetings, which were held initially
at a nearby Church hall. I think one of the most important aspects of
LiverNorth meetings is the opportunity to see Liver transplant patients
enjoying a full and active life and to meet others with a similar condition.
As Wes was the 2nd Liver transplant recipient at the Freeman Hospital
in Feb. 1993 both he and John (the 1st transplant recipient) had not met
anyone else who had received a Liver transplant until two or three weeks
later at the outpatient clinic.
We both enjoyed and benefited from LiverNorth over the years and I wish
you continued success.
Elsie Clayton
Governor.
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Exploring unmet needs in PBC
PBC PATIENT GROUP ADVISORY BOARD:
EXPLORING THE UNMET NEEDS OF PBC PATIENTS
The meeting was held on 11 and 12 April at the Excel Centre in London. It was sponsored
by Intercept and was attended by several patient group representatives: Albi-France
with Raoul Poupon, British Liver Trust with Sandy Forsyth, Ingo van Thiel from Deutsche
Leberhilfe, Achim Kautz from the European Liver Patients Association (ALPA), Sari
Hogstrom from the Finnish Kidney & Liver Association, Robert Thain from the PBC
Foundation and myself for LIVErNORTH. The original invitation had been to Joan
Bedlington who dropped out to allow me to go – as she said, I was the PBC patient.
The meeting was run by Cheya Pope, Senior Director, Patient Advocacy, Intercept, and
facilitated by Valerie Carter and Kate Shaw. A lot of aspects of support group life and
dealing with PBC were covered, including a possible change of name for PBC (please see
details of a survey elsewhere in the newsletter). Before the meeting we had been asked
to give some ideas as to how the meeting should run. We had a discussion on potential
collaborations and we explored the PBC patient challenges.  The first day session ended
with a buffet meal so that we could all get to know each other a little more.
For me it was fascinating to meet Raoul Poupon. Sometime around 1993, when I was
first diagnosed with being at Stage 4, which is when cirrhosis is present, I had read up on
Ursodeoxycholic Acid which had been prescribed for me at that time. Professor Poupon’s
name was very obvious, he had written many papers on the subject of URSO. He was
often listed as Poupon et al, and as I had never met him I mentally called him Professor
Poupon et al.  When we met on the first day I told him how it was lovely to meet him as
I had been reading his items on Urso for over 20 years and I told him how I had always
called him “poupon et al” - he laughed at this and said he quite understood why I would do
that.
At the very beginning of the meeting we had to introduce ourselves and say a little about
our group and of course I talked about LIVErNORTH and about the fact that I was a PBC
post transplant person.  Ingo van Thiel was sitting next to me and when we had finished
the introductions he turned to me and said it was amazing that with all the groups there,
I was the only actual PBC patient. He and I talked a lot as we were partnered for a
workshop. I told him about the DVD and as you can see in the item on the DVD, he was
very interested in this (to the extent that he is now looking to produce a German version
which will credit LIVErNORTH). Raoul Poupon was also very interested in the fact that I
was the only person in the room who was taking URSO.
On Saturday 12 we started with breakfast at 8.30am. Cheya Pope of Intercept told us
about the press release which would be made later that day about their new drug which is
looking very promising for the treatment of PBC patients. This is called Obeticholic Acid
and has been through several trials.
As I mentioned at the beginning of this article, the meetings were held at the Excel Centre
in London. I took a taxi from where I was staying which took about 10 minutes (depending
on traffic).  When I got to the Excel it took me 20/25 minutes to walk through this massive
conference centre and get to the right room. I had to giggle because on the Saturday,
knowing breakfast was at 8.30 with the meeting beginning at 9am, I had ordered the taxi
for 7.45 (well actually my son-in-law ordered the taxi!). I was outside the building at 7.55
and thought I would have plenty of time to find the room (which was different to the room
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used the day before).  I set off and after a marathon hunt I finally got to the room at 8,35
– 40 minutes.  Never mind, I was one of the first to arrive so had time to have coffee and
a doughnut type cake. I had to leave a little early on the Saturday as I was going to a
baptism at St. Mary Undercroft which is the chapel in the House of Commons (brag, brag).
I had arranged to have a taxi meet me at the entrance at 11am. After the lengthy walk I
decided I had better leave at 10.15 to be there in good time to meet the taxi. Having no
sense of direction I got lost on the way out, getting more and more frantic I marched along
as fast as I could (not very fast at all these days) and at 10.55 I had a text message to tell
me the taxi was outside. I stumbled along, very nervous that the taxi would drive away
without me.  When I finally got outside there were several taxis waiting and I had no idea
which was mine.  Thank heavens for mobiles, I tried to ring the taxi firm and could hear it
ringing but could not pick out the taxi. However, the taxi driver kindly got out of his car and
waved to me and so I made it to the baptism in good time.
Intercept are giving an honorarium of $500 (500 dollars US) to all the groups who
attended, for which we are very grateful.
Tilly Hale

PBC PATIENT ADVISORY BOARD PART TWO : PBC – A CHANGE OF NAME?
As I reported in the first paper on the Patient Advocacy Meetings, we covered a lot of
points about life with PBC but one of the discussions centred round the name PRIMARY
BILIARY CIRRHOSIS and the stigma that can go with the word “cirrhosis”. Now, we know
that word just means “scarring” but many people do not realise this. Sadly, people hear
the word and make assumptions – quite frankly, even if people have alcohol related liver
disease it may not mean that they are heavy drinkers but that they have livers which are
flawed – as are the livers in patients with PBC.  As Professor Oliver James told me many
years ago, you can have 100 people standing at the bar, 100 men or 100 women. All of
these people will be the same size and build, drinking the same drink, and one or perhaps
two people will end up with alcohol related liver disease.
In PBC cirrhosis does not present until Stage 4 of the disease, so for many people, they
never get to this stage. This can cause them problems when telling their families and
friends what is wrong with them. Having lived with the name since January 1986 I am
immune to any unpleasant comments and always feel able to respond in an “I can give as
good as I get” manner, but I do understand only too well how difficult it is for many people
At the Advocacy meeting the subject of changing the name came up and this time there
was a real groundswell of opinion that it should be changed. In fact, Robert Mitchell-Thain
of the PBC Foundation gave a presentation at the Milan Liver Meeting in June on this
topic and we now have a very short questionnaire on this subject. If you feel able, please
do look at the survey and give your opinion The survey can be found at:
https://www.surveymonkey.com/s/PBCnamechange
It is a very short survey and doesn’t take long – and even I found it easy (and I am one of
the illiterates on the internet so I am sure most of us can manage to do it).
Many thanks,
Tilly
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Why get involved in research?
Joan Bedlington and I recently attended a workshop at Matfen Hall, organised
by Dr Christine Elliott of Newcastle University entitled “Patient, Carer and Public
Involvement and Engagement Day.
The day was well attended by a mixture of patients, carers, support groups,
medical people (nurses, doctors etc) and was very interesting. After an
introductory welcome and coffee session we were divided into two groups and
had talks and spent time looking at problems to do with involving patients and
agreed that despite all the efforts the NHS has still not made an impact because
they have not engaged properly with patients.
After lunch we had talks from several people including Christine Proctor, a
woman with Parkinson’s Disease. This woman gave a fascinating talk about
how she has tackled her illness by being very proactive and getting as much
information as possible about Parkinson’s. She wanted to share what she
discovered and she thinks it is important to raise awareness that everyone with
illness can participate in Research, even if it is just for yourself. She very kindly
gave me her slides as I thought that LIVErNORTH members would find them
interesting and they are summarised following this item.
Dr Elliott is very keen to get patients involved in research. Her main aim is to
demystify research across the whole of the region – the North East and North
Cumbrian, and she is keen to include as many patients as possible.
Tilly Hale
RESEARCHING HEALTH – MY JOURNEY SO FAR, BY CHRISTINE
PROCTOR, PARKINSON’S DISEASE PATIENT
Her research route map was
R each-out
E ducate
		S hare
			E mpower
				A ction
					R eward
						C ommunity
							H ope
She said that she had gone down the path of social engagement and networking.
This had been her personal choice of health tool.
It had helped her research fact and fiction.
It had helped her to manage her illness.
She had learned from other patients and valued their experience and expertise.
It had helped her to understand the value of research at every level.
She had become her own patient expert, the manager of her own illness.
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She said the journey begins when you are ready for the ride. Research is a bus
stop of choices from your arm chair to the outside world. Offer what you feel
we can. Passenger or driver, you are the measure of your own health. When
she was asked to do this presentation she said yes without hesitation. If she
had been asked to bake a cake she would have said no without hesitation. This
was because she had managed to educate herself about her disease and was
comfortable talking about it, whereas baking a cake would have been much more
of an ordeal.
She found that Clinical Studies are a social occasion. Often they are a health and
pamper day. When you take part you can enjoy them and be well looked after.
They make you feel that you are contributing to research. She said the real
pioneers and innovators are the patients and family carers.
Christine ended by saying that Research helps us live well with illness and gives
us hope for the future.
I found Christine’s talk very moving. Her ideas are similar to mine, that being
involved in research is something very helpful for patients. We get an MOT at
the start of any clinical study, we are monitored throughout, we meet doctors
and nurses who are really interested in our condition, we meet other patients
and learn from them, their coping methods and their experiences. Occasionally
the research project comes about from conversations between consultants and
patients. Sometimes we do not realise how much what we have said has struck
a chord with our doctors and has made them look at an aspect of our illness in a
different way.
Taking part in research through Patient, Carer and Public Involvement and
Engagement is open to most of us. There are lots of ways in which patients,
carers and members of the public can become involved. It really is for our own
benefit, so do think about it and do consider whether you could be interested in
this form of research.
I would like to thank Christine for kindly allowing me to use her notes. Her talk
was inspirational.
Tilly Hale
MAKING RESEARCH BETTER
If you are interested in getting involved in this way you can go to the database of
the website and there is a form to complete about how you would be interested in
taking part: www.makingresearchbetter.co.uk
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Eureka! One year on from Ritux
Fatigue???
I was diagnosed with PBC in 2009 and since then I have taken part in any
suitable medical trial I could, to try to aid research into finding treatments
that could help this condition. I inherited the disease from my Mother
whose suffering I observed first hand with horror, particularly the itch
and the fatigue. Like me she took part in any trials available thinking not
just of herself but for those in the future. At this time I was undiagnosed,
and we were not aware of the fact that the disease could be inherited.
Unfortunately, there were no medications for her. Urso, the only real drug
we have today for PBC, was only developed after she died.
Can you imagine how I felt when diagnosed and what I thought I had to
look forward to? I was so poorly, I struggled with working full time and
eventually had to give up the I work I loved and was feeling pretty sorry
for myself. Not long after this my husband also gave up work in order to
look after me, as I was really incapable of doing work in the house.
Fortunately, we decided that this wasn’t going to be the end and thankfully
I joined the LIVErNORH family. They are the most supportive group and
have regular meetings and talks from specialists who give us both a
greater insight into not only PBC but the range of other liver conditions as
well as information on the availability of trials, and their potential benefits.  
Trials have specific criteria which must be met before patients can be
accepted and in some cases involve some people getting the actual drug
while others receive the placebo this is done at random to make the trial
statistically viable. In addition, the trials have to get a specific number
of volunteers in order for any results to be accepted by the medical
community before the drug involved can begin the process of approval for
release to patients.
Initially, I went on the so-called Piano trial for fatigue. This was
an intravenous treatment and we all were given the actual drug.
Unfortunately I didn’t feel any difference but equally didn’t feel any worse.
Then in January 2013, I took part in the Rituximab trial where you are
given fluid intravenously and you are picked at random whether you get
the drug or a placebo.
I firmly believe I was given the drug, as very quickly I was feeling so much
more alert, less sleeping on and off during the day and more energy. I
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was even getting involved in doing some lighter housework and helping
around the garden. I am now able to go dancing once a week.
Yes, I’m tired, but so are others and it’s so good that my husband and I
can do this. We couldn’t have anticipated this earlier. I thought, “Well, this
has to be because of Rituximab”, and I wonder how long this good effect
will last. At the moment, the person who I am is light years away from the
fatigued individual pre-Rituximab. As my husband says, he now has his
wife back.
Well, here we are May 2014 and I still feel well. Don’t get me wrong, I’m
not cured and still have some off days - and no way could you say I’m
“normal” ( whatever that is). But I truly believe this good life is due to the
drug trial. Thank God I did it.
Drug trials like these need participants! PLEASE PLEASE, don’t ignore
this plea for yourselves, others and those in the future who you could help
by going on a trial. Ask yourself, if someone close to you was suffering
and there was only you could help, wouldn’t you do it!! And in diseases
that can be inherited by your family, you would be doing this not only for
yourself but future generations.
I just cannot understand why people do not volunteer for trials for there
is a lot of complacency out there. Being on a trial is not unpleasant. The
Rituximab trial involves only a commitment to a few sessions, some of
which are at the hospital, while others are done over the phone. It is an
enormous help that the nursing staff and doctors are extremely good at
the job of making you feel at ease, and the attention you get is second
to none (not to mention the MOT you get with all the health checks they
do: this check-up which is something you would never get under normal
circumstances through normal medical routes is a real ”bonus”). In
addition, you also meet with people suffering from the same condition and
it is good to share experiences and discuss the different coping methods
people have for dealing with the disease.
Personally, I would not hesitate to go on any future trials, for they are WIN
WIN events. Take this from someone who is currently feeling the benefits.
With Rituximab, the future for fatigue sufferers could be bright. PBC
sufferers have the possible solution in their own hands….
SEE IF YOU MEET THE CRITERIA FOR THE TRIAL!
Elizabeth Bennett
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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 PLUS RTHL - UHKL JKCR, LIVErNORTH 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
FREEPOST PLUS RTHL – UHKL – JKCR
LIVErNORTH DH9 0BR
(No postage stamp required)
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UK-PBC meeting, 8 April 2014
This meeting took place during the London Liver Meetings and Prof Dave
Jones invited Fiona and myself to attend. I am on the UK-PBC Steering
Committee and Fiona is on the Access Committee. We travelled down
to London on the morning of the 8th and then arrived in good time for the
meeting.
The meeting was entitled PBC – Past, Present and Future. It was
sponsored by Intercept, which is an American company, presently
involved in working to find answers to some of the problems of PBC and
to come up with better treatments.
The meeting opened with a brief talk by Dr Gideon Hirschfield who is
Senior Lecturer/Honorary Consultant Hepatologist at the University of
Birmingham, followed by Dr David Shapiro who is the Chief Medical
Director and Executive Vice-President, Development, Intercept
Pharmaceuticals, USA.
Sir Ian Gilmore opened the session on PBC Past and Prof David Jones,
who is Dean of Translational Research at Newcastle University, as well as
our PBC Consultant, then gave a talk on the History of PBC; followed by
Professor Alan Hofmann who is Professor of Medicine, Emeritus, at the
University of California, San Diego, USA.
The ‘PBC - the Present’ session talked about the Global Study Group,
was introduced by Professor Keith Lindor and the first talk was from Dr
Henk van Buuren, Erasmus MC, The Netherlands, which was followed
by a second talk by Dr Bettina Hansen. After a coffee break Dave
Jones gave an Overview of UK-PBC Consortium, and then we had three
workshops from Dr George Mells, Dr Marco Carbone, Prof John Kirby,
Prof Simon Taylor-Robinson and Dr Gideon Hirschfield.
We then had an interlude when Travel Bursary Prizes were awarded
by Dave Jones to Dr Laura Griffiths, Dr Vinod Hegade from Newcastle
University, Dr Andreas Kremer from Friedrich-Alexander University,
Germany, and Dr Gwilym Webb from Birmingham University.
PBC – The Future, was a discussion on the unmet needs in PBC and
there were two speakers – Dr Jessie Dyson, Hepatology Fellow at
Newcastle, and Dr Gideon Hirschfield.
Prof Keith Lindor, Executive Vice Provost and Dean, College of Health
Studies, Arizona State University, USA, then rounded off that session with
“Where Next”.,
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The final session was a panel led discussion. During this Dave Jones
asked that the people from the patient groups in the audience speak
about PBC from their point of view. Collette Thain and her son, Robert,
from the PBC Foundation spoke about their charity and the work they
do. This was followed by me, speaking about living with PBC and life
after transplant and Fiona rounded it off by speaking about living with
PBC from the younger person’s perspective. Lynda Hayward of the
PSC Support Group was also at the meeting and I included some of her
thoughts in my comments.
After the formal part of the day, there was a reception and then Dinner
where people were able to mingle and speak to doctors from all over the
world. The meeting was attended by 125 people from all over the UK,
Europe, the USA and Canada, Egypt and Japan and was very interesting.
UK-PBC has been awarded the grant of £6,000,000 (yes six million
pounds) to look at PBC from all angles.
Tilly Hale

Below, l-r: Prof Keith Lindor, Tilly Hale, Professor David Jones
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Photos

Above: Dr Laura Griffiths, Dr Vinod
Hegade, and Kath Haughton, at the
March meeting.
Above right: New LIVErNORTH
leaflet stand at the CRESTA Clinic at
the Campus for Ageing and Vitality,
Newcastle, pictured with Lynn Hogg.
Right: Tilly with TEDx Newcastle
organisers Lucille Valentine and
Herb Kim

Left: LIVErNORTH Chair John
Bedlington with Dr James Orr at
our May meeting
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Tilly at TEDx Newcastle
On Sunday, 8 June 2014, I was one of fourteen speakers at an event at Newcastle
University, entitled TEDxNEWCASTLE.
I was first approached to do this talk following a day long workshop at the Life Sciences
Centre in Newcastle, organised by the NIHR (National Institute for Health Research).
When Dennis Lendrum contacted me and asked if I would take part I honestly thought I
was just doing the usual talk. I mentioned this to my daughter and son-in-law and they
both were amazed as they knew about TEDx and knew what was involved – fortunately I
didn’t and despite their comments I continued to think I was just doing the usual talk. As
time went by I thought that it had happened and I had not been included which was fine as
not every workshop can fit in every speaker.
Then I got an email from Dennis and Lucille, telling me that the event would take place
on Sunday 8 June and that they would be in touch to give me further details. They also
sent me some details of TED events in the USA. That was when the penny, or perhaps
I should say the bomb, dropped. I went on line and saw a list of people who had taken
part. Amongst many famous names was Sting, a host of well known academics and
medical people and lots of interesting people. What was I doing in this company? Later
I received a list of the people taking part on 8 June, there were fourteen of us including
four professors, several doctors, a young girl who is a saxophonist and who plays with
the National Youth Orchestra and was in the finals of Young Musician of the Year.  My
heart sank even further, what was I doing in this group. Dennis said they had listed my
talk as “Research – The Patient Perspective” and at least that was what I normally speak
about so I was in my comfort space as far as the talk was concerned. However, I would
be filmed, I would wear a microphone, I would be on a stage, and the event was a sell-out
with 350 people attending. It got worse and worse as far as my nerves go. I don’t use
power points (have no idea how to set that up), nor do I use notes (the talk changes every
time depending on what I remember and how I get side tracked). Of course, usually when
I speak at functions there is a question and answer session which breaks things up for
me; this time I would speak for 15-18 minutes and there is no question and answer.
In the week before the talk I wondered if I could break a leg or an arm, lose my voice,
have the car breakdown, anything to legitimately let me get out of it. None of these things
happened and not being a person who feels they can just drop out, when the Sunday
came I had to face up to the event.
My daughter, Fiona, had been given a ticket so that she could accompany me. She
had asked if I would like her to go and in the early stages I had not realised we were
speaking to an audience so had said there was no need, but when I realised just what was
happening I decided it would be good to have Fiona there with me.
We decided not to go for the whole day as it ran from 9.30 until 4.30 and I felt that hearing
all the speakers before me would be intimidating. We turned up at 11.30 and were shown
into the speakers’ room. There I met Jess Gillem, the saxophone player, who was there
with her father and younger sister (who plays the clarinet). Her mother was at home in
Ullverston as they run a cafe which is open on Sundays. Jess was so calm, and she has
done this sort of thing so often, that it was a help to me. If this young lady (just about to
turn 16) could cope, surely I could get through.
At 12 we were taken through to the lunch area. This was great as it gave me a chance
to see the audience and also I met some people that I knew. One was a man who had
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been one of the speakers at the Matfen Hall event the previous Wednesday, and the other
two were Dr Lynne Stobbart from Newcastle University who had involved me in a focus
group on transplantation and also Tom Wooldrige from the Ethics Committee that Joan
Bedlington serves on.
After lunch we were taken into the King’s Hall and I was fitted with my microphone and
had a sound check done.  I was the third speaker in the afternoon session.  The first
speaker was Professor Janet Ayre who spoke about problems with children with cerebral
palsaiy and her talk was fascinating. It explained how games are excellent for helping
with mobility, not just in children but in older people and I decided I would do more trying to
use my hands and play with my granddaughter on the Wii.
Then it was my turn. By then I was ok, I got up on the stage after being introduced by
Lucille, and just gave my usual talk about being diagnosed with PBC back in 1986, having
my transplant in 1999 and being a co-founder of LIVErNORTH in 1994. I explained how
I have been involved in research and have also facilitated other people to take part in
research projects for Prof Dave Jones. There was a slight hitch in that my microphone
suddenly stopped working and the sound man came forward with a hand held microphone
but I was quite happy about that as I am more used to those than the clip on ones. I had
been told that there were two timers on the stage so that I could see how long I had left to
talk.  The first time I looked it showed 3 minutes and then it clicked into 2 minutes 59 and
I realised I needed to round up the talk. I had missed out several points that I wanted to
make but that cannot be helped. When the timer showed 10 seconds I told the audience
that I had been warned that if I went over time I would be pulled off with a shepherd’s
crook – whilst I knew this was a joke I told the audience and said that as I did not want to
have that happen I would have to thank them for listening to me and get off the stage –
which I did.  I got a very big round of applause and Fiona said I had been fine.
Jess then played two pieces on her saxophone and was interviewed in between. She
was a delight. We then had a talk from Professor Chris Done about black holes. She
had worked for NASA before coming back to England and taking up the University post.
After her talk we had a coffee break and several people came up and congratulated me
on my talk. After the break there were another four presentations including one from
Annie Russell who works at the Dove Marine Laboratory at Cullercoats. Annie is a Marine
Biologist and runs a summer school for children 8 and up.
At the end of the day some young Chinese students asked if they could have a
photograph taken with me. What an honour. They said they had really enjoyed the talk.
On my way out so many people came to say how much they had enjoyed it that I was
quite overwhelmed. I don’t do twitter but my daughter has told me that there are several
complimentary remarks and when she put it on her twitter account she had 54 hits by
Monday, all very complimentary.
I am pleased it is all over, but glad that I did it because now LIVErNORTH and PBC have
got a lot of publicity out of it.
Tilly Hale
To watch Tilly’s TedX talk, you can google ‘Tilly Hale tedx youtube’, or go to the link
at www.youtube.com/watch?v=v1Ml1djOyB8
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Focus Group thanks
THANK YOU FROM JAMES ORR AND MARK HUDSON
Earlier this year, James Orr approached me to ask for some help with setting up a focus
group to look at a research study he was putting together. As Joan Bedlington has the
list of people willing to be involved in this way, I passed the information to her and Joan
organised the meeting.
In March a group of LIVErNORTH people met with James Orr and Dr Mark Hudson, at
Freeman Hospital, to look at James’ proposal.
James had brought in special coffee, tea and biscuits which was so kind of him and was a
great way to start off the meeting.
He showed us his plans and we discussed them and were all agreed that they were fine
as far as we were concerned.
He also asked for a letter from LIVErNORTH to support his application and Joan and John
were very happy to provide this on behalf of the group.
Both James and Mark have sent emails thanking us for our involvement. They asked that
their grateful thanks be passed to all those who took part. We were only too happy to be
able to help and delighted that we had a core group of people who are willing to attend
such meetings with our various doctors.
If you would like to be involved in this area of research, please contact Joan Bedlington
by completing the form in the newsletter . It goes to show, this is not just one of those
things, it is a really useful way of helping the liver specialists.
Tilly Hale
-----------------------------------------------------------------------------------------------------------------------THE PBC DVD
The DVD continues to sell well, both in the UK and Europe and also in North America,
both Canada and the USA. We have two formats as the North American market has a
different setting for DVDs to that of most of the rest of the world.
People are still replying after viewing the DVD and saying how helpful they and their family
members and friends have found it.
When I was at the UK-PBC Meeting in London, in April (more of this elsewhere) I was
talking about the DVD to Professor Heinz Hartmann who works in Germany. He was
very interested and asked if I would send him a copy. I did this, and recently I have had
a request from Dr Ingo Van Thiel, who runs a German Patient Support Group, asking
if he could have a copy, and they are planning to produce a German version which will
acknowledge LIVErNORTH. This shows the need for such items and we are delighted
that our DVD is being used in this way. I am sure Harold Hueston (now deceased) who
gave the initial £3,000 donation to fund the DVD would have been thrilled, I know I am.
Do remember, if you have not had the DVD but would like a copy, you can either contact
John Bedlington or myself.
Tilly Hale, 01670 714901, tilly.live.liver@gmail.com
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The Patient Voice
In May, Tilly and I were given the opportunity to go to the Falk
Forum: Dissemination of best practice in autoimmune liver
disease: Setting the agenda for patient centred care.The forum
was supported through an unrestricted educational grant from Dr
Falk Pharma UK Ltd with the Scientific organisers being Dr Gideon
Hirschfield and Professor David Jones. The note to the delegates
outlines the purpose of the day:
Dear Colleague,
Autoimmune liver diseases are rare chronic inflammatory
conditions, that include primary biliary cirrhosis (PBC), primary
sclerosing cholangitis (PSC), and autoimmune hepatitis (AIH). They
continue to represent a major indication for liver transplantation,
highlighting an ongoing need for better therapies.
Additionally the symptom burden for patients can be significant.
Because of the relative rarity of autoimmune liver disease,
practicing clinicians frequently only manage a few complex patients
at once.
To overcome this, and to offer interested clinicians an opportunity
to update their knowledge of practical management concerns,
we have assembled a busy one-day, highly clinically relevant
conference, targeting the real world management of autoimmune
liver disease.
We welcome delegates from across the UK to Birmingham for this
one-day forum, which will be highly interactive and clearly focused
towards the concerns of patients and clinicians, seeking the best
care for those with PBC, PSC and AIH.
Dr Gideon Hirschfield		
University of Birmingham		

Professor David Jones
Newcastle University
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The agenda included topics such as :
• UK-PBC and the justification for a national care pathway. David
Jones, Newcastle
• Autoimmune hepatitis - approaches to overcoming variability in
practice. Michael Heneghan, London
• IT solutions in the modern NHS and the opportunity to drive
patient centred care. James Ferguson, Birmingham
• Understanding and managing the patient symptom complex.
Julia Newton, Newcastle
During Julia Newton’s talk on fatigue one of the doctors queried
the cost to the NHS of treating fatigue in autoimmune diseases,
including PBC. Tilly was obviously very upset by this comment
and when questions were invited from the floor she rose from her
seat and eventually made her way to the centre of the room to
ensure her voice could be heard. Tilly pointed out that there were
many costs to be considered, requiring a wider view. For example,
if patients had to give up work due to fatigue then there was a
cost to the country due to loss of taxes as well as the possibility of
subsequent benefit claims. Following on from that, there is then
the cost to the family. Sudden loss of income impacts on the entire
family due to lack of disposable funds resulting in a fall in their
standard of living. Other consequences such as anxiety and stress
caused by a change in circumstances can lead to depression
adding further costs to the NHS. Tilly concluded by emphasizing
the importance of research into the causes and cures of fatigue,
pointing out that unless someone has actually been diagnosed with
a liver disease and is suffering from the associated fatigue, they
cannot appreciate the impact it has on quality of life, not only for the
patient but for their families and friends who offer care and support.
Overall, the day was extremely reassuring; the medical
professionals are dedicated to improving the patient experience
as well as patient outcomes and of course the importance of the
patient voice was made clear to all those who attended.
Joan Bedlington
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Experiencing Hepatitis C
Waqar Bashir Ahmad
In 1999 I had a stroke. I was sent to Cherryburn for
rehabilitation, but I kept having fevers. Something was
not right. They decided to do my liver function tests.
My wife was pregnant at the time. She came to visit
me, and while she was there noticed that a paper had
fallen on the floor under my bed. She picked it up, and
saw that it said Hepatitis C, positive. At that time, there
was a huge stigma to being diagnosed with hepatitis
C.  My wife got checked out, and she was fine.
My wife was ready to take me home, and the doctors told her she had to
be very careful. She was told that I should stay in one room, away from
the family, so that not a single drop of blood from me would be near them.
Later on, at my first appointment at the Freeman, the doctor was kind
enough and tried to explain things more, but we still did not have all the
information. And when we saw the nurse, she was still insisting that my
clothes should be washed with bleach. So I was isolated from the family,
and my wife was trying to decide what to tell people to explain why I
stayed in one room and sat in one chair which no-one else sat in. The
Stroke Association had been sending in a carer, but when my wife told
them about my hepatitis C, they stopped the carer coming to avoid any
possible risk.
It took years and years to come to terms with hepatitis C. It was much
later when I started seeing Maggie Bassendine at the Freeman that
she told me that in terms of risk to other people, it is really not such a
concern.
When treatment for hepatitis C became available, I was refused it at first.
I was told it was too expensive. My sister-in-law challenged that – she
came with me to my appointment, and thanks to her, I got it. I couldn’t
take the treatment in capsule form because of my other medication, so it
had to be injected. I took it for one year, but without success.
Three years later I asked again about treatment, and said I wanted to try
the capsules this time. I took them for one year, and by month 11 by LFT
results were normal and I was cured. I don’t need to go to a liver clinic
now, because I cleared the virus.
Hepatitis C awareness is a problem in Asian communities in the North
East. How many people in Newcastle are living with hepatitis C? I talk to
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people who tell me they have fatigue and their doctor wants to do liver
function tests. I say they must make sure they also test for hepatitis C.
But the worry is that if they test positive for hepatitis C and it goes on their
records, next time they need insurance or a mortgage, they would have to
declare it. There is a lot of reluctance to have the hepatitis C test.
Over the years I have done a lot of work with the Hepatitis C Trust,
including running a stall providing information on Northumberland Street.
More recently, I’ve been working with the Patient Advocacy and Liaison
Service (PALS), Diabetes Newcastle, LIVErNORTH, and the Stroke
Association. I’m also a member of the Newcastle Disability Forum. At the
Newcastle Mela, which takes place in late August during the bank holiday
weekend, for the last three years we have run a diabetes stall. I know that
at the London Mela, there is also awareness-raising about hepatitis C,
and even the chance to get tested. I think it would be good to think about
how we could raise awareness of hepatitis C at the Newcastle Mela. I
have the idea that LIVErNORTH could run a stall at the Mela, though it
is probably a bit late for this year – it could be something for next year’s
Mela.
This is something I feel very strongly about, because of my experiences. I
want people in the Asian community in Newcastle to know about hepatitis
C, and I want to help. There is so much stigma attached to it – and that
makes a hepatitis C diagnosis life-changing. It brings worries like, if I have
hepatitis C and my daughter is going to get married, what happens if the
future in-laws find out? Will they cancel the wedding?
My wife is a brave woman. People gossip, but she is not afraid to talk to
people about hepatitis C. We are completely open about the fact I have
had hepatitis C. It really needs awareness, and I hope the day will come.
People do not get enough information from the doctors. Many of the
people who go to the doctor are my age or older, and have a language
problem with English not being their first language. The Hepatitis Trust
does produce leaflets in Urdu and Hindi, but people don’t always get
these leaflets when they go to the doctor. When a patient goes to the
doctor, they are often very scared, and don’t understand. There should be
volunteers around who can provide peer support to people who want it.
I am keen for people reading this to take away a very positive message
about hepatitis C. Attitudes to it need to change. Everything is there –
testing, support, information, treatment. I hope that people will realise
that.
Thank you very much, Waqar, for talking to LIVErNEWS, and for all the
work you do to raise awareness of Hepatitis C.
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NORTH

LIVER PATIENT SUPPORT

BRIEFING

The Postgraduate Centre,
Freeman Hospital NE7 7DN
6.30 - 8.30 pm
Mon. 15th September 2014

Mr Jeremy French:

Consultant Transplant Surgeon

The
Nanoknife
ALL WELCOME
LIVErNEWS no. 48 - Summer 2014 - Page 34

NORTH

LIVER PATIENT SUPPORT

Registered Charity no. 1087226
Run entirely by unpaid volunteers

Liver Patient & Carer
Support, Information
Advice & Guidance.
NORTH

just drop us a line and ask
for some. You could ask
your local GP or clinic if
they would like a supply and
pass on their details to us we will do the rest.

LIVER PATIENT SUPPORT

Drop Cards - a great way to
introduce yourself and the
group. If you know
someone who might benefit
from our support or you
know a place where these
cards might be useful, then

Contact
information

FREEPOST PLUS RTHL - UHKL - JKCR
LIVErNORTH DH9 0BR
Tel & FAX 0191 3702961
email: info@livernorth.org.uk
www.livernorth.org.uk

PLEASE NOTE OUR NEW FREEPOST ADDRESS SHOWN ON THE CARD
ABOVE. THE OLD ONE WILL NOT WORK AFTER 1st SEPTEMBER
These wrist bands are the latest promotional items we have acquired and
along with our trolley tokens and pin badges will really help to spread the
word and show support for our charity. They are in our well known dark red
(liver) colour and have our name along with our logo embossed on them. All
of these items are stocked by Peggy Oliver on 0191 3700833 so give her a
ring if would like some to help with your fundraising.
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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 dump the lottery and go with LIVErNORTH?
Phone us on 0191 3702961 or email info@livernorth.org.uk for info.
LIVErNEWS no. 48 - Summer 2014 - Page 36

LIVErNORTH Numbers Club Standing Order Mandate
PLEASE COMPLETE AND POST TO
FREEPOST PLUS RTHL - UHKL - JKCR LIVERrNORTH DH9 0BR

Your Bank Details:
To the Manager,
BANK NAME
&
Bank Address

............................................................................................
............................................................................................
............................................................................................

ACCOUNT
NAME

................................................ Post Code.............................
............................................................................................

ACCOUNT No. ...................................... SORT CODE ..................................
Your own Details:
Your Name
&
Your Address

............................................................................................
............................................................................................
............................................................................................
................................................ Post Code.............................

Instructions to Your Bank:
Please Pay

LIVErNORTH
NatWest Bank
2 Tavern Street
Ipswich
Suffolk IP1 3BD

Account No. 71298290

Branch Sort Code: 53-61-24

One payment of £13.00 on 1st October 2014 then £ 13.00 per quarter payable on
1st January, 1st April , 1st July and 1st October each year
UNTIL FURTHER NOTICE IN WRITING.
Signature(s) .............................................................

Date:.........................
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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
_______________________________________

Two elderly women Marie & Edith were out
driving in a large car - both could barely
see over the dashboard.
As they were cruising along they came
to an intersection. The stoplight was red
but they just went on through. Edith in the
passenger seat thought to herself “I must
be losing it, I could have sworn we just
went through a red light.”
After a few more minutes they came to
another intersection and the light was red
again and again they went right though.
This time Edith was almost sure that
the light had been red but was really
concerned that she was losing it. She was
getting nervous and decided to pay very
close attention to the road and the next
intersection to see what was going on.
At the next intersection, sure enough, the
light was definitely red and they went right
through and she turned to the Marie and
said, “Marie! Did you know we just ran
through three red lights in a row! You could
have killed us!”
Marie turned to her and said, “Oh, am I
driving?”
Wife texts husband on a cold winter’s
morning: “Windows frozen, won’t open.”
Husband texts back: “Gently pour some
lukewarm water over it.” Wife texts back 5
minutes later: “Computer really screwed up
now.”

Due to the current economic crisis, Greece
is cancelling all production of humus and
Taramasalata. It’s a double dip recession.
Jonathan Ross has been accused of
allegedly shoplifting a kitchen utensil from
Tesco. Ross says it was a whisk he was
prepared to take.
We had a power outage last week and
my PC, TV and games console shut down
immediately, so I had to talk to my family
for a few hours. They seem like nice
people.
I saw a chicken and an egg at the
beginning of the City to Surf fun run
yesterday. Thought to myself, “This will be
interesting...”
To burp, or not to burp. That’s indigestion.
My author friend committed suicide
yesterday. I think it was because he was
suffering from “writer’s block”, but I’m not
sure. He didn’t leave a note.
I went out with a woman who’s a dentist
last night. She said she had a great time
and would like to see me again in about six
months.
If you want to find out who’s been avoiding
tax, just go to Google and...It’s them.
I’ve just seen an advert in my local
newspaper. ACCOUNTANT NEEDED!
$35,000 - $40,000 So I phoned them up
and said, “The answer is -$5,000.”___
On a scale of 1-10 how stupid would you
say you are? B.
My father was never proud of me. One day
he asked me, “How old are you?” I said,
“I’m five.”He said, “When I was your age, I
was six.”
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My psychiatrist said I have an inferiority
complex. I bet everyone else’s is so much
better than mine.”
“Dark this one side is.” “Shut up Yoda and
just eat your toast!
It was my first day in my job at the library
today so, to make a good impression I
arranged all the books by size
***Job recommendations
For the chronically absent: “A man like him
is hard to find.” “It seemed her career was
just taking off.”
For the office drunk: “I feel his real talent
is wasted here.””We generally found him
loaded with work to do.” “Every hour with
him was a happy hour.”
For an employee with no ambition: “He
could not care less about the number of
hours he had to put in.” “You would indeed
be fortunate to get this person to work for
you.”
For an employee who is so unproductive
that the job is better left unfilled: “I can
assure you that no person would be better
for the job.”
For an employee who is not worth further
consideration as a job candidate: “I would
urge you to waste no time in making this
candidate an offer of employment.” “All in
all, I cannot say enough good things about
this candidate or recommend him too
highly.”
For a stupid employee: “There is nothing
you can teach a man like him.” “I most
enthusiastically recommend this candidate
with no qualifications whatsoever.”
For a dishonest employee: “Her true ability
was deceiving.” “He’s an unbelievable
worker.”
At the Yacht Club
“Why are you late?” asked the barman,
as the waitress walked into the Club.”It
was awful,” she explained. “I was walking
down Front Street and there was a terrible

accident. A man fell from the mast onto his
back crying for help. His leg was broken,
his skull was fractured, and there was
blood everywhere! Thank God I took that
first-aid course!””Did you splint his broken
leg?” the barman asked.”No....” the girl
said.”Did you wrap his head in gauze?” he
asked.”No....” the girl said.”Did you dress
his wounds?” he asked, starting to really
wonder.”No....” the girl said.”Well, what did
you do that you learned in your first-aid
class?” he finally asked.”I sat down and put
my head between my knees to keep from
fainting!”
***The local bar was so sure that its
bartender was the strongest man around
that they offered a standing £1,000 bet.
The bartender would squeeze a lemon
until all the juice ran into a glass, and hand
the lemon to a patron. Anyone who could
squeeze one more drop of juice would win
the money.
Many people had tried over time (weight
lifters, longshoremen, etc.) but nobody
could do it.
One day, a scrawny little man came in,
wearing thick glasses and a polyester suit
and said in a tiny squeaky voice, “I’d like to
try the bet.”
After the laughter had died down, the
bartender said OK, grabbed a lemon,
and squeezed away. He then handed the
wrinkled remains of the rind to the little
man.
But the crowd’s laughter turned into total
silence as the man clenched his fist around
the lemon and six drops fell into the glass.
As the crowd cheered, the bartender
paid the £1,000 and asked the little man,
“What do you do for a living? Are you a
lumberjack, a weightlifter or what?”
The man replied, “No sir, I’m a taxman .”
I have a little Satnav
I have a little SatnavIt sits there in my car
A Satnav is a driver’s friend
It tells you where you are
I have a little SatnavI’ve had it all my life
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It’s better than the normal ones
My Satnav is my wife
It gives me full instructions
Especially how to drive
“It’s thirty miles an hour”,
it says ”You’re doing thirty five”
It tells me when to stop and start
And when to use the brake
And tells me that it’s never ever
Safe to overtake
It tells me when a light is red
And when it goes to green
It seems to know instinctively
Just when to intervene
It lists the vehicles just in front
And all those to the rear
And taking this into account
It specifies my gear.
I’m sure no other driver
Has so helpful a device
For when we leave and lock the car
It still gives its advice
It fills me up with counselling
Each journey’s pretty fraught
So why don’t I exchange it
And get a quieter sort?
Ah well, you see, it cleans the house,
Makes sure I’m properly fed,
It washes all my shirts and things
And keeps me warm in bed!
Despite all these advantages
And my tendency to scoff,
I only wish that now and then
I could turn the bugger off!
Repartee of Traffic Cops .
“The handcuffs are tight because they’re
new. They’ll stretch out after you wear them
awhile.”
“If you run, you’ll only go to jail tired.”
“So, you don’t know how fast you were
going. I guess that means I can write
anything I want on the ticket, huh?”
“Yes sir, you can talk to the shift supervisor,
but I don’t think it will help. Oh, did I
mention that I am the shift supervisor?”
“Warning! You want a warning? O.K., I’m
warning you not to do that again or I’ll give

you another ticket.”
“The answer to this last question will
determine whether you are drunk or not.
Was Mickey Mouse a cat or dog?”
“Yeah, we have a quota. Two more tickets
and my wife gets a toaster oven.”
“Life’s tough, it’s tougher if you’re stupid.”
“No sir, we don’t have quotas anymore.
We used to have quotas, but now we’re
allowed to write as many tickets as we
want.”
“Just how big were those two beers?”
In God we trust, all others are suspects.”
***Match Report
It is just before Scotland v Brazil at the
2018 World Cup group round. Ronaldo
goes into the Brazilian changing room to
find all his team mates looking a bit glum.
“What’s up?” he asks. “Well, we’re having
trouble getting motivated for this game. We
know it’s important but it’s only Scotland.
They’re bad and we can’t be bothered”.
Ronaldo looks at them and says “Well, I
reckon I can beat these by myself, you
lads go down the pub.” So Ronaldo goes
out to play Scotland by himself and the
rest of the Brazilian team go off for a few
jars. After a few pints they wonder how the
game is going, so they get the landlord to
put the teletext on. A big cheer goes up
as the screen reads “Brazil 1 - Scotland
0 (Ronaldo 10minutes)”. He is beating
Scotland all by himself! Anyway, a few more
pints later and the game is forgotten until
someone remembers “It must be full time
now, let’s see how he got on”. They put
the teletext on. “Result from the Stadium:
Brazil 1(Ronaldo 10 minutes) - Scotland
1(Angus McTavish 89 minutes). They can’t
believe it, he has single handedly got a
draw against Scotland!! They rush back to
the Stadium to congratulate him. They find
him in the dressing room, still in his gear,
sat with his head in his hands. He refuses
to look at them. “I’ve let you down, I’ve let
you down.” “Don’t be daft, you got a draw
against Scotland, all by yourself. And they
only scored at the very very end!” “No, No, I
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have, I’ve let you down... I got sent off after
12 minutes!!!
Recently a teacher, a garbage collector,
and a lawyer wound up together at the
Pearly Gates. St. Peter informed them that
in order to get into Heaven, they would
each have to answer one question.
St. Peter addressed the teacher and
asked, “What was the name of the ship that
crashed into the iceberg? They just made a
movie about it.”
The teacher answered quickly, “That would
be the Titanic.” St. Peter let him through the
gate.
St. Peter turned to the garbage man, and
figuring Heaven didn’t *really* need all
the odours that this guy would bring with
him, decided to make the question a little
harder: “How many people died on the
ship?”
Fortunately for him, the trash man had just
seen the movie, “1,228” he answered.
“That’s right! You may enter.”
St. Peter then turned to the lawyer and
said, “Name them!”
Philosophical musings on the great
institution of marriage
When a man steals your wife, there is no
better revenge than to let him keep her.
David Bissonette
After marriage, husband and wife become
two sides of a coin; they just can’t face
each other, but still they stay together..
Sacha Guitry
By all means marry. If you get a good wife,
you’ll be happy. If you get a bad one, you’ll
become a philosopher.?Socrates
Woman inspires us to great things,
and prevents us from achieving them.
Anonymous
The great question... which I have not been
able to answer... is, “What does a woman
want?” Dumas

I had some words with my wife, and she
had some paragraphs with me. Sigmund
Freud
Some people ask the secret of our
long marriage. We take time to go to
a restaurant two times a week. A little
candlelight, dinner, soft music and
dancing. She goes Tuesdays, I go Fridays.’
Anonymous
‘There’s a way of transferring funds that
is even faster than electronic banking. It’s
called marriage.’ Sam Kinison
‘I’ve had bad luck with both my wives. The
first one left me, and the second one didn’t.’
James Holt McGavra
Two secrets to keep your marriage
brimming
1. Whenever you’re wrong, admit it,
2. Whenever you’re right, shut up. Patrick
Murra
The most effective way to remember your
wife’s birthday is to forget it once.... Nash
You know what I did before I married?
Anything I wanted to. Anonymous
My wife and I were happy for twenty years.
Then we met. Henny Youngman
A good wife always forgives her husband
when she’s wrong. Rodney Dangerfield
A man inserted an ‘ad’ in the classifieds:
‘Wife wanted’. Next day he received a
hundred letters.? They all said the same
thing:
‘You can have mine.’ Anonymous
First Guy (proudly): ‘My wife’s an
angel!’Second Guy: ‘You’re lucky, mine’s
still alive.’Anonymous ***
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These were posted on an Australian
tourism website, and the answers are the
actual responses by the website officials,
who obviously have a great sense of
humour (not to mention a low tolerance
threshold for cretins!)
Q: Does it ever get windy in Australia ? I
have never seen it rain on TV, how do the
plants grow? ( UK ).
A: We import all plants fully grown, and
then just sit around watching them die.
Q: Will I be able to see kangaroos in the
street? ( USA )
A: Depends how much you’ve been
drinking.
Q: I want to walk from Perth to Sydney can I follow the railroad tracks? ( Sweden)
A: Sure, it’s only three thousand miles.
Take lots of water.
Q: Are there any ATM’s (cash machines) in
Australia? Can you send me a list of them
in Brisbane, Cairns, Townsville and Hervey
Bay ? ( UK )
A: What did your last slave die of?
Q: Can you give me some information
about hippo racing in Australia ? ( USA )
A: Af-ri-ca is the big triangle shaped
continent south of Europe. Aust-ra-lia is
that big island in the middle of the Pacific
which does not ...Oh, forget it. Sure, the
hippo racing is every Tuesday night in
Kings Cross. Come naked.
Q: Which direction is North in Australia ?
(USA)
A: Face south, and then turn 180 degrees.
Contact us when you get here and we’ll
send the rest of the directions.
Q: Can I bring cutlery in to Australia ? (UK)
A: Why? Just use your fingers like we do.

Q: Can you send me the Vienna Boys’
Choir schedule? ( USA )
A: Aus-tri-a is that quaint little country
bordering Ger-man-y, which is ... Oh, forget
it. Sure, the Vienna Boys Choir plays every
Tuesday night in Kings Cross, straight after
the hippo races. Come naked.
Q: Can I wear high heels in Australia ? (UK)
A: You are a British politician, right?
Q: Are there supermarkets in Sydney and is
milk available all year round? ( Germany )
A: No, we are a peaceful civilization of
vegan hunter/gatherers. Milk is illegal.
Q: Please send a list of all doctors in
Australia who can Dispense rattlesnake
serum. ( USA )
A: Rattlesnakes live in A-mer-ica, which
is where YOU come from. All Australian
snakes are perfectly harmless, can be
safely handled, and make good pets.
Q: I have a question about a famous animal
in Australia, but I forget its name. It’s a kind
of bear and lives in trees. ( USA )
A: It’s called a Drop Bear. They are so
called because they drop out of gum trees
and eat the brains of anyone walking
underneath them. You can scare them
off by spraying yourself with human urine
before you go out walking
Q: I have developed a new product that
is the fountain of youth. Can you tell me
where I can sell it in Australia (USA)
A: Anywhere significant numbers of
Americans gather.
Q: Do you celebrate Christmas in Australia
? (France)
A: Only at Christmas.
Q: Will I be able to speak English most
places I go? ( USA )
A: Yes, but you’ll have to learn it first.
Thanks to all who sent in jokes.
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Insurance
LIVErNORTH now has a leaflet
on travel insurance for liver
patients. You can fnd it on the
website, www.livernorth.org.uk
under publications.
We list here some companies
where members have been able
to get reasonably priced holiday
cover:
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! If
you find that any of these numbers
no longer work, or if you are
refused cover, please let us know.
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 49 (Autumn
2014) should be sent to me by
September 30, 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 PLUS RTHL - UHKL - JKCR

LIVErNORTH 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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ANN			
0191 4131827
		
ALAN		
0191 4821802
		
JOAN		
0191 3702961
		
TILLY		
01670 714901
		
JULIE		
0191 4873665
		
SUSAN		
01207 271707
						
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

15 Sept
Mr Jeremy French
		The Nanoknife
20 Sept
		

LIVErNORTH Autumn Fair, opened by 		
Denise Robertson MBE

13 Oct
Prof David Jones and Dr Jessie Dyson
		UK PBC: A progress report
7 Dec

LIVErNORTH Carol Service

10 Dec

LIVErNORTH Christmas Dinner
See page 5 for further details
See page 6 for parking details and map
PBC meeting dates

11 Nov

12.00 – 2.00

Freeman Hospital

