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others, have agreed to distribute the survey among their col-
leagues and organisations.

For the first time, patients, clinicians, health professionals and 
anyone else with an interest in how Pernicious Anaemia is 
diagnosed and treated will be given the opportunity to give 
their opinion on what researchers need to address in all things 
to do with Pernicious Anaemia.

Developing the PSP Survey
The PSP Survey was developed by a Steering Group which 
is made up of clinicians, other medical professionals and 
patients. The Pilot survey was distributed last month and 
minor tweaks were made following very useful feedback. Our 
thanks to those who took part in the pilot study and for their 
comments.

The survey is now ready to be distributed. We believe the 
results will provide us with all the information we need to 
identify ten ‘uncertainties’ concerning the way PA is diagnosed 
and treated. We are confident that these ten uncertainties will 
be the focus of serious and thorough research by clinicians 

and other health related professionals.
Now it’s your turn to have your say.

Your experience with Pernicious 
Anaemia is critical
We want as many of you as possible to complete the survey 
which we’ve designed so that it’s easy to understand and use. 
Most people in the pilot completed the survey in around ten 
minutes – but the good thing is that there’s no time limit so you 
can take as long as you want to point out the problems that 
you have identified with PA diagnosis, treatment, and the day-
to-day management of the disease.  

“This is an excellent opportunity for you to identify problems 
with getting diagnosed and treated” says Martyn Hooper, 
chairman of the PAS. “And we will be working hard to ensure 
that those problems identified by you, will become topics that 
will be thoroughly researched and hopefully addressed one 
way or another” he says. 

Once we have all of the responses the data will be analysed 
by a professional to identify a list of uncertainties which will 

Pernicious Anaemia Priority Setting Partnership

Welcome to this special James Lind Alliance edition 
of Cobalamin News. As we have previously reported, 
this society has formed a Priority Setting Partnership 
(PSP) with the James Lind Alliance (JLA) to identify ten 
‘uncertainties’ relating to the diagnosis and treatment of 
Pernicious Anaemia.

The PA PSP has spent the last six months setting up a Protocol 
and formulating a comprehensive Survey that will be sent to 
you, clinicians and other healthcare professionals who have 
an interest in Pernicious Anaemia. It’s surprising how many 
people have a vested interest in identifying and addressing 
the uncertainties with the diagnosis and treatment of PA. 

Patient input is key for Pernicious 
Anaemia research
Obviously, patients are a very important group who are in a 
unique position to identify problems with the diagnostic pro-
cedures and issues with their treatment. But there are also 
doctors who are aware of the serious shortcomings in the 
diagnosis and treatment of the disease as well as other inter-
ested parties including laboratory managers, representatives 
of patient groups whose members were originally wrongly 
diagnosed, pharmacists, biochemists and health service 
providers including regional governments who, among
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We recently had a request from the University of Southampton for a meeting to explore how Artificial Intelligence could be used 
to further enhance the findings of the JLA PSP Survey (see above). New software has been developed which can be used to 
identify certain themes in your answers or responses to the survey. These themes could help identify certain Phenotypes (ob-
servable traits) common to Pernicious Anaemia that haven’t as yet been identified. We are delighted to take part in this exciting 
development.

READ FURTHER INFORMATION ABOUT THE PA PSP ON OUR 
WEBSITE

TAKE THE SURVEY

#HaveYourSayOnPA
Share our posts about the survey from our:
Facebook page : ThePerniciousAnaemiaSociety
Twitter: @PASOC
Linkedin: @the-pernicious-anaemia-society
Instagram: @pernicious_anaemia_society

be ‘evidence-checked’.  We will then come back to you with this 
list, so patients and healthcare professionals are able to vote on 
what they consider to be the most important questions.

The highest ranked questions from that interim priority setting 
survey are discussed in a number of workshops of patients and 
clinicians who together agree the ‘Top 10’ list of priorities. This 
‘Top 10’ will be announced and published on the Pernicious 
Anaemia Society website and the James Lind Alliance website 
and promoted to researchers and funders. 

All of the data is anonymous and will not be distributed to 
anyone else. 
The survey is open to anyone living in the UK. If you suspect you 
have Pernicious Anaemia but have not had a firm diagnosis, you 
may still complete this survey. 
Thank you for taking the time to complete this survey. Your 
support is greatly appreciated!

Or, if you want to dive straight in:

If you have any queries, please do not hesitate to contact us: 
psp@pasoc.org.uk
If you would like a paper survey, need assistance complet-
ing the survey or would like to take the survey via telephone, 
please contact us on psp@pasoc.org.uk 
or call 07783 318525

Meeting with the Shadow Health Minister

Artificial Intelligence and the survey

In the middle of February, we met with the Shadow Minister for Health and Social Care, Alex Norris MP via Zoom. 
Mr. Norris was very interested in what we had to say regarding the experiences of our members in getting diagnosed and 
treated, or non-treated in far too many cases. 

Alex requested that he meet with more of our members and so a zoom meeting was set up that included all our support 
group co-ordinators as well as Mr. Julian Owen who heads up the CluB12 group of clinicians and researchers with an interest 
in all matters to do with B12 Deficiency and Pernicious Anaemia. 
As a result of this meeting Julian participated in a Westminster Hall Debate and has written to the Chief Executive of the 
National Institute for Health and Care Excellence (NICE) asking for information on the NICE Guideline on the Diagnosis and 
Management of Pernicious Anaemia.

We have also written to Nadine Dorries MP, the current Minister for Health asking for a meeting though to date we have not 
had a reply. We hope to meet with the minister in the near future.

Help spread the word

Follow us on social media to stay informed on the progress of 
the PSP and other PAS News.

https://pernicious-anaemia-society.org/pa-psp/
https://pernicious-anaemia-society.org/pa-jla-survey/
https://www.facebook.com/ThePerniciousAnaemiaSociety/
https://twitter.com/PASOC
https://www.linkedin.com/company/the-pernicious-anaemia-society/
https://www.instagram.com/pernicious_anaemia_society/
mailto:psp%40pasoc.org.uk?subject=
mailto:psp%40pasoc.org.uk?subject=
https://www.theyworkforyou.com/whall/?id=2021-03-24a.442.0


American Conference on B12 and Pernicious Anaemia
The Federation of American Societies for Experimental Biology (FASEB) summer research conference on Folic Acid, Vitamin 
B12, and One-Carbon Metabolism will be held in August, 2022 in Maryland, U.S.A.
Over 40 international scientists will be presenting at the conference and we will be supporting the event and hope to play a part 
in the proceedings by giving the patients’ perspective.
Papers being presented and discussed include:
• Diseases related to the disruption of absorption and metabolism of vitamin B12, including Pernicious Anaemia and inborn 
errors 
• The many faces of MTHFR and other polymorphisms
• Hot topics in folic Acid, vitamin B12, and one-carbon metabolism
• New aspects of one-carbon metabolism
• Genetic factors and one-carbon metabolism influencing reproductive outcome
• One-carbon metabolism – neurological aspects
• Choline
• One-carbon metabolism and cancer
• Folate as a signalling molecule
• B-vitamins, one-carbon metabolism and chronic disease

More information.
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How Do Patients Receiving Prescribed B12 Injections for the 
Treatment of PA Perceive Changes in Treatment During the 
COVID-19 Pandemic? A UK-Based Survey Study
You may remember that last year, at the height of the Covid-19 Pandemic, many patients had their treatment altered. Two 
clinical psychologists, Dr. Heidi Seage and Dr. Lenira Semedo wanted to investigate just how the virus had affected patients 
and so designed a survey of patient experiences of being treated during the pandemic. Both Heidi and Lenira have asked us 
to thank all that took part in the investigation by completing the survey. Their paper has recently been published. Far too many 
patients were falsely told that they could store B12 in their liver for up to two years and they could no longer have injections due 
to the pandemic which led to fear and in many cases, harm being done. However, some patients reported that their treatment 
actually improved during the pandemic because they had been shown how to self-inject by their doctor or practice nurse.
The full article can be read here.

Patient Safety and Patient Harm
We are delighted to be working with a senior figure in the world of Patient Safety and Patient Harm to investigate just how the 
problems with late or non-diagnosis and undertreatment is leading to patients being harmed.
We have had several meetings with the Patient Harm team at a leading teaching hospital and we will be working with a fourth-
year medical student, over the summer, to explore the risks faced by patients and evaluate any harm that has resulted from late 
diagnosis, misdiagnosis or non-diagnosis and from treatment being stopped.
Hopefully we will be able to report on the progress that has been made in the autumn.

Science

https://www.faseb.org/Science-Research-Conferences
https://journals.sagepub.com/doi/10.1177/2374373521998842
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The increasingly influential CluB12 (which now has nearly 
100 scientists, clinicians and researchers as members) hold 
weekly online conferences where key issues surrounding 
Vitamin B12 are discussed. 

On Friday 23rd April the topic for discussion is ‘Pernicious 
Anaemia’ and PAS Chairman Martyn Hooper has been invited 
to attend.

The meetings usually last around 90 minutes and Martyn will 
be on hand to give the patients’ perspective on the diagnosis 
and treatment of the disease.

Long COVID and B12

Many of our members have been struck by the similarity of the 
symptoms of post covid-19, often referred to as Long-Covid, 
and vitamin B12 deficiency. These similar symptoms include: 
Fatigue, memory problems, confusion, numbness and unusual 
gait. There are more as the list is quite a long one.
These similarities have been seized on by a number of clini-
cians and scientists and there has been a flurry of papers in-
vestigating this that have been published in the past twelve 
months. 
This society has also contributed to the debate by raising 
awareness of the symptoms with the relevant agencies that 
have been set up to investigate Long-Covid.

The science is extremely complicated but if you would like to 
know more please see:
COVID-19: A methyl-group assault?
Be well: A potential role for vitamin B in COVID-19
COVID-19’s toll on the elderly and those with diabetes mellitus - 
Is vitamin B12 deficiency an accomplice?
Can vitamin B12 be an adjuvant to COVID-19 treatment?

Fundraising

CLUB-12 to Debate Pernicious 
Anaemia

Ann Pittman is shaving her head for the PAS 

Nobody, until now, has raised money for the society by having their head 
shaved. But that’s exactly what Ann Pitman is going to do! 

The Deputy Clinical Leader in a children’s theatre is shaving her head to raise 
money for the society on the 11th April. Her daughter, Nicola is a Trustee of the 
society but couldn’t be persuaded to join her mother in her adventure!

To sponsor Ann please go to her funding page here

Sporting Events News
As you can imagine, due to the pandemic, not much has been going on regarding our sporting events lately unfortunately. 
With all major events either cancelled or postponed from 2020 we have also seen more postponement again for this year. 
Rest assured once it is safe to do so we will be back out running, cycling, swimming, skydiving or anything else we can get out and do!

https://www.sciencedirect.com/science/article/pii/S030698772100061X?via%3Dihub
https://www.maturitas.org/article/S0378-5122(20)30348-0/fulltext
https://www.researchgate.net/publication/345895884_COVID-19%27s_toll_on_the_elderly_and_those_with_diabetes_mellitus_-_Is_vitamin_B12_deficiency_an_accomplice
https://www.researchgate.net/publication/345895884_COVID-19%27s_toll_on_the_elderly_and_those_with_diabetes_mellitus_-_Is_vitamin_B12_deficiency_an_accomplice
https://www.researchgate.net/publication/342281788_Can_vitamin_B12_be_an_adjuvant_to_COVID-19_treatment
https://uk.virginmoneygiving.com/AnnPitman
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We now have five trained volunteers who operate our telephone 
helpline. During the first month of the lockdown we were inundated 
with telephone enquiries – we took 18 calls in one morning with each 
call lasting between ten and thirty minutes. Things have settled down 
now but we still take around three calls every morning. 

Please note that if you want to call the Helpline please use the Helpline 
number which is 01656 817085 between 8.30am and 12.30pm. 

Please use the office telephone number for any general enquiries: 
01656 769717.

For members who live overseas or prefer email: 
support@pasoc.org.uk
Questions about your membership: membership@pasoc.org.uk. 
For general questions: info@pasoc.org.uk

Our Support Groups are a vital part of our the PAS.  They are an 
excellent way to relieve the feeling of isolation that many patients 
feel and they provide the opportunity to hear how others are 
dealing with their condition. Our existing Support Groups have 
been set up regionally and are led by our wonderful volunteers.

Due to COVID, ‘live’ meetings have not been possible in the last 
year, but hopefully we can start up meetings again this year. Some 
of our existing groups have used ZOOM to hold their meetings 
which has been well received. If you are interested in an online 
meeting, please get in touch with your local support group coor-
dinator. 

We’d love to expand our network of Support Groups. If there is 
not one in your area please consider forming one. Are you able 
to arrange online and/or in person meetings regularly? Being 
a Support Group Coordinator will provide an opportunity to do 
something meaningful for people who are affected by Pernicious 
Anaemia. It will enable you to liaise with a wide range of people 
whose lives have been changed by diagnosis and many who have 
found resilience to deal with the challenges that the symptoms 
bring.  We will support you to learn and develop valuable skills and 

Number 01656 817085

Open 8.30am - 12.30pm Monday - Friday

Helpline Member Support

Volunteers Kathy, Jane, Alex, Karyl, Liz

Need Support?

PAS Support Groups

make a valuable contribution to the success of the 
Pernicious Anaemia Society. 
Interested? Want to know more? Get in touch!
Email to: info@pasoc.org.uk or call +44 (0)1656769717

Support

mailto:support%40pasoc.org.uk?subject=
mailto:membership%40pasoc.org.uk?subject=
mailto:info%40pasoc.org.uk?subject=
mailto:info%40pasoc.org.uk?subject=

