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Conference 2016

Vo

This year’s conference will take place on Saturday,
22 October at the Burlington Hotel in Birmingham.
Guest speakers already confirmed are our
ambassador Dr Chris Steele and Lin Minot
Chair/Chief Executive of Thyroid UK. The other
guest speakers will all be involved with current or
recent research programmes on issues raised by us
and whom we have assisted in some form. These
include Dr Anna Gilford, Dr Heidi Seage, Professor
Martin Warren, Sister Rachel Barnes and Dr
Willemina Reitsema.

PUTTING THE CASE
TO THE BNF

Dr Chris Steele

Also attending are Professor Anne Molloy, Professor
David Smith, Professor Jo Martin, Professor Martin
Warren, Dr Nicola Ward, Professor Wyatt Yue,
Professor Helga Refsum and Dr Andrew McCaddon.
We can accommodate 140 people in the venue and
tickets will go on sale in June, on a first come first
serve basis. Last year’s room was full to bursting so
keep an eye on the website and our Facebook page
to make sure you don’t miss out.
Lin Minot, Thyroid UK

NEW LEAFLETS FOR DOCTORS
There are three new leaflets now available in the
members’ library section of the website. One is an
update for medical Professionals that gives details
of the new Guidelines from the BCSH and of the
Continuous Professional Development unit available
as a downloadable app. Feel free to print this off
and hand it to your doctor or other medical
professional.
There is also an updated information leaflet and a
flyer of Martyn Hooper’s new book, which is being
distributed to doctors at training sessions.
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One of our new members, a
pharmacist is running a study
to evaluate how many
members are receiving their
B12 injections by their GP
more frequently more
frequently than threemonthly. You can find it on
the home page of our website
so do please take part if you
haven’t already.
Last year, at a meeting with
the chair, the editor of the
BNF said that if the society can
provide evidence that some
doctors are prescribing more
frequently than three-monthly
then she would consider rewording the BNF guidance.
The survey results will allow
us to put before the BNF a
reasonable and evidence
based case for a thorough
revision of their guidelines.
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SUPPORT GROUP NEWS
New support groups
Last month saw the inaugural
meeting of a new support group for
South Wales, which was held at the
PASOC offices in Bridgend. Set up by
sufferer Joanne Dobson, 36 people
attended.
There is also a new support group for
sufferers in Gloucester, set up by Sue
Childs. Martyn Hooper was able to
attend the inaugural meeting and
reported back that it was extremely
well organised and well attended.
Leicester Group update
We are pleased to report that
following a recent illness, Frank
Chaffer, founder of the Leicester
support group, is now ‘back in action’
and is busy organising another group
meeting in the near future. Please
keep checking the website for more
details...
Keep up with the latest news
Keep your eyes peeled on our
Facebook page or Twitter feed to find
out when further support groups are
taking place.

RESEARCH UPDATE
Injection frequency research underway
It may have taken eighteen months, but we have finally found 12 people
who are non-symptomatic and lead a normal life, with no symptoms
returning prior to their three-monthly injections of B12.
This has allowed Professor Hunter, Honorary Consulting Physician of
Adenbrookes’ Hospital, Cambridge to begin his research programme to try
and understand why some people need much more frequent injections
than others.
Our 12 ‘three-monthers’, a group of 12 patients who receive monthly
injections and are still symptomatic and 12 control participants who have
no B12 issues will provide Professor Hunter and his team with the
necessary bodily fluids to allow the research to get started.
Our thanks to all those who are taking part and also to our long-term
volunteer and recently qualified biochemical scientist, Taylor Morgan, who
is overseeing the whole project.

Gastric Cancer and PA
A big thank you to all those members who completed the survey on
behalf of Professor M Pritchard of Liverpool University who was seeking
to determine how many of us have had, or regularly have an endoscopy.
The results have been analysed and written up into a letter by Professor
Pritchard and published by the highly respected journal Alimentary
Pharmacology and Therapeutics. You can go directly to the letter here.
We will keep you advised on any responses to the letter and any further
developments.
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‘Great feedback’ for GP presentations
A GP friend of the society has reported back that “the feedback
was brilliant” from her first presentation to fellow GPs to raise
awareness of the prevalence of vitamin B12 deficiency and the
limitations of the current tests. She has also been asked to
present to another GP group.
Said Martyn Hooper, “This really is a milestone; we have a GP
telling her colleagues about the problems with the diagnosis of
B12 Deficiency. And as I was reminded recently, ‘doctors talk to
doctors and doctors listen to doctors – and that’s the way it’s
been for four hundred years’.
Hopefully this will be the start of a debate among medical
professionals that will allow the issues discussed at the
presentation to cascade to other doctors.”

Important notice
Despite all the positive steps to report, we are still receiving too many
calls to the office notifying us that Pernicious Anaemia sufferers
injections are being stopped.
If you have been diagnosed as having Pernicious Anaemia, regardless
of your B12 levels they should NEVER be stopped, as clearly stated in
the BCSH Guidelines.
If this does happen please TELEPHONE us and we will get involved.
We are in the process of producing a new leaflet for doctors to try and
educate them on this issue and will let you know when it is available.

GP telephone calls welcomed,
but…
Got a doctor who is keen to speak to the
society to find out how best to help meet
your medical needs? Lucky you!
Before they pick up the phone, however,
please pick up the phone yourself and
give us a call. The more information we
have on your case, the more use we can
be to you and your medical professional.
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Fundraising Focus

About us

Sarah gets swimming

The Pernicious Anaemia Society
was formed in 2006. It is based in
Bridgend, south Wales in the UK. It
is a registered charity (No.
1147839) and is a limited liability
company (Reg. no. 07904047).

PA sufferer and former volunteer for the society, Sarah Griffiths, is in
fine fettle and preparing to tackle an open-water swimming event in
July. She’ll be swimming one mile in the Victoria Docks in London on the
16th July. She’s set up a Just Giving page and you can sponsor her
at www.justgiving.com/sarahgriffiths100

Raise funds with BT MyDonate
You can now raise funds for the
society using BT MyDonate. This is a
not for profit service from BT which
charges 0% commission, no set up
fee and no commission which
means we receive all but the credit
card fees paid on donations. You
can still find us on Just Giving, but
just be aware that they do charge a
small transaction fee on each
donation and a monthly
membership fee of £15.

PayPal Approved
The society is now a PayPal approved charity and a member of the
PayPal Giving Fund. The fund aims to support charities’ work by making
giving an integral part of everyday buying – making it easier to support
their favourite charities online. We will receive 100 per cent of all
donations made through the PayPal Giving Fund and it’s free to join so
great news for us!

And don’t forget
We are still hoping to raise regular funds by asking all our members who
can to commit to setting up a standing order for £1 a month to help
ensure the charity can continue to its work supporting sufferers and
working with the medical community to fund research and improve the
diagnosis and treatment for sufferers. You can find a standing order
form on the website.

Overall responsibility for the
society rests with eight trustees.
The society is run entirely by
volunteers. Day-to-day decisions
are made by the Executive
Chairman.
The Pernicious Anaemia Society,
Level Four, Brackla House,
BRIDGEND, Wales, CF31 1BZ UK
Tel: +44(0)1656 769717
Main Contacts
Executive Chairman
Martyn Hooper
chair@pasoc.org.uk
Secretary
Michael Stevenson
secretary@pasoc.org.uk
Treasurer
David Connell-Smith
treasurer@pasoc.org.uk
Membership Secretary
Carrie-Anne Carr
membership@pasoc.org.uk

Communications
Louise Jones
comms@pasoc.org.uk
Please contact us for details of
overseas delegates.
Email: info@pasoc.org.uk
Website: www.perniciousanaemia-society.org

