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The three teams, made up of several experienced researchers, will each be concentrating on issues identified by doctors and patients 
as needing to be researched. 

The first team will be dealing with the number one uncertainty pinpointed by the James Lind Alliance process – ‘Can a more reliable 
and accurate test be developed to diagnose Pernicious Anaemia?’ The team is led by Professor Martin Warren.

The second team is headed by Dr. Nicola Ward and will be investigating better treatment of Pernicious Anaemia. The current treatment 
used is over sixty years old and no alternative methods, including self-injecting have ever been evaluated. Alternative treatments 
would mean that patients should be able to manage their disease according to their individual needs. A meeting has already been 
arranged with the body that licenses the treatment of diseases in the UK, the Medicines and Healthcare Regulatory Agency. The 
first thing we want to discuss is to change the current licencing from being intra-muscular to sub-cutaneous as this would mean that 
patients could easily inject themselves using small single-use syringes. We are also in contact with the ARCH forum, which is a con-
sortium of health trusts and universities to further explore this. Our next meeting with ARCH will take place the week after the MHRA 
meeting.

The third team is headed by Dr. Heidi Seage and will be developing a Functional Outcome Score. This will allow doctors to evaluate 
just how each individual patient is responding to their treatment. We know that it is impossible to tell how well a patient is doing by 
looking at their blood which, after treatment has started, will show high levels of B12 and no anaemia. So, by developing this score that 
will form part of a Care Plan, the doctor will be able to assess how well the patient is responding to his or her treatment and whether he 
or she will need more, or less, injections.

All three teams will be applying to the National Institute for Health Research’s James Lind Alliance Rolling Programme for funds to in-
vestigate these three highly important themes. 

Details of the top ten PA PSP Uncertainties can be found here.

Three Pernicious Anaemia Research Teams  
Following enquiries with the National Institute for Health Research, we have been facilitating the creation of three 
distinct teams of researchers to produce research questions based on the findings of the Pernicious Anaemia Priority 
Setting Partnership. 

Help decide what doctors should be taught
The society has been contacted by the National Institute for Health Research who are asking for your help in identifying what new and 
existing doctors need to be taught. They are asking you to undertake a short survey (about 10-15 minutes) that will identify issues that 
will be investigated and used to recognise topics where there is a knowledge gap that doctors and other healthcare professionals 
need to know about.
As well as the opportunity to take part in the survey you will also be offered the chance to attend an in-person meeting in central 
London on Wednesday 5th October where Professor Waljit Dhillo (Dean of NIHR Academy) and Professor Dame Jane Dacre (Chair of 
the UKMED Advisory Board) will speak at this event to discuss the survey outcomes. You can register an interest in attending the event 
via the survey.
Please take some time to complete this survey by clicking here: https://newcastle.onlinesurveys.ac.uk/clinical-education-public
If you are a medical or healthcare professional there is a more detailed survey available here: https://newcastle.onlinesurveys.ac.uk/
clinical-education-priorities

Meeting with Welsh Health Minister
Following Questions to the Health Minister by the Bridgend member of the Senedd (Welsh Parliament) the Minister for Health in Wales, 
Eluned Morgan MS will be visiting the society’s office in Bridgend to meet with patients and with Martyn Hooper to discuss the issues 
relating to the diagnosis and treatment of Pernicious Anaemia. 
The minister has already contacted NICE to ask about the development of the Guideline on B12 including Pernicious Anaemia and was 
told that the process is still on-going and they hope to publish their findings in late 2023.

https://pernicious-anaemia-society.org/articles/pernicious-anaemia-priority-setting-partnership-final-report/
https://newcastle.onlinesurveys.ac.uk/clinical-education-public
https://newcastle.onlinesurveys.ac.uk/clinical-education-priorities
https://newcastle.onlinesurveys.ac.uk/clinical-education-priorities
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UPDATE on our new Survey to start a Pernicious Anaemia Biobank 
for upcoming research projects

A massive Thank You! We have received over 1,200 completed surveys from our members and more are being completed every day. If 
you have not done so already please do complete the survey here. 

In the meantime, we would like to provide you with a brief overview of the data received so far. 
Over 82% of those who completed the survey reported as being diagnosed with PA. Individuals reported their age of diagnosis which 
ranged from 10 years old to 80, with an average age of diagnosis of 48 years old! 
Approximately 50% report having one or more autoimmune diseases and roughly 15-20% report having deficiencies in either iron, 
vitamin D or folate. 
Over 70% report receiving their treatment through intra-muscular injections of hydroxocobalamin (10% cyanocobalamin and 
methylcobalamin) and roughly 10% report receiving subcutaneous injections. Over 20% of our members report self-injecting without 
authorization from a health professional. Vitamin B12 sprays and sublingual tablets are used by roughly 5% of the members. 

As expected there is huge range in treatment frequency. In this survey treatment frequency ranges from 3 times daily to 1 injection 
every 3 months. Approximately 60% of the PAS membership report needing injections far more regularly than 2-3 monthly (standard 
treatment), which was similar in both genders, and there was general dissatisfaction with how our members were being managed. 
Finally, interestingly, over 30% of our members report having at least 1 other close family member diagnosed with PA!   

We will regularly update you with interesting results from this survey and will very soon contact members whom have acknowledged 
support for upcoming research projects.  

We have now successfully recruited a candidate whom will start their PhD journey under the supervision of Dr Kourosh Ahmadi 
(k.ahmadi@surrey.ac.uk) at the University of Surrey in October 2022. The student will undertake patient-centred cutting-edge research 
and will be in contact with PAS members to highlight their portfolio of work into treating and managing this debilitating disease. The Per-
nicious Anaemia Society is actively fundraising from a range of sources for our contribution to the PhD Sponsorship and we hope that 
our members will help support this endeavor by fundraising, contributing, responding to surveys and spreading the word. If you would 
like to make a contribution to this important programme, please go to our campaign-page here.

UPDATE on PhD studentship researching the treatment 
and management of Pernicious Anaemia

Prescription Charges Coalition
We are aware that some members in England are being given a prescription for their B12 injection and conse-
quently are having to pay to have the script filled by a pharmacy. Whilst prescriptions are free in other parts of the 
UK this means that some English members are being prescribed one injection and being charged £9.35 to have 
that prescription filled.
This society is a member of the Prescription Charges Coalition (PCC) and Martyn Hooper recently signed a letter 
in support of abolishing prescription charges for long-term conditions.
This is another example of the variation in the way patients with Pernicious Anaemia are treated with most 
members simply getting their injection for free at their health centre whilst others having to pay for each single 
injection. We will continue to support the work of the PCC in the future.
To find out more about the PCC please visit their website.
http://www.prescriptionchargescoalition.org.uk

https://www.surveymonkey.com/r/YV6M25Y
mailto:k.ahmadi%40surrey.ac.uk?subject=
https://donorbox.org/an-expert-on-pa-phd-in-pernicious-anaemia
http://www.prescriptionchargescoalition.org.uk
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My name is Amanda, I live in Cornwall 
and this is my journey with pernicious 
anaemia (PA). 
 
I first noticed my symptoms when I 
was 28 years old. I was working full 
time as a rotational physiotherapist in 
a hospital, enjoying an active social 
life. I remember feeling really tired in 

the evenings. I couldn’t watch a film to the end. My friends 
would joke and place bets at what time I would fall asleep 
during nights out. I noticed fatigue creeping into the daytime, 
my eyelids would feel heavy and my body sluggish. I was 
frequently constipated. I visited the GP with my symptoms. 
I had bloods taken and was informed I was anaemic. My 
B12 levels were just below 200 but they didn’t know why. I 
was provided with a course of iron tablets which I stopped 
as my constipation worsened. At the time I was also ques-
tioned about my mood and whether I could be depressed. 
I remember feeling confused. I didn’t think I was depressed 
but maybe I was. I decided to take the advice of graded 
exercise and healthy eating to boost my mood. Unfortu-
nately over the next 12-18 months my symptoms worsened. 
I became short of breath climbing stairs at work, intermit-
tent heart palpitations and tripping over my feet. I had diffi-
culty with word finding which could be embarrassing. I also 
felt emotional, with periods of irritability and low mood. I 
don’t remember telling anyone about my symptoms. I was 
worried I had symptoms of multiple sclerosis and was fearful 
of returning to the GP for this reason. 
 
When I was 30 I met a doctor socially and we talked about 
the small patches of depigmentation that were appearing on 
my skin. The doctor told me it was vitiligo, an autoimmune 
disease which could be linked to other autoimmune diseases 
such as PA. It was a lightbulb moment and I am eternally 
grateful to them for their advice. I went to the GP and 
demanded further investigations. The locum GP did not have 
much knowledge around PA but organised all the necessary 
investigations. I was positive for the antibodies related to PA. 
My B12 levels from memory were 98 when I was diagnosed 
and I was started on the loading doses of B12 and folic acid. 
I found the injections caused small bumps/blocked follicles 
to appear on my skin but after a few months this improved. 
I was relieved that there was treatment and I started to feel 

alive again. 
 
Once on the regime of 12 weekly injections I found I was 
struggling with my symptoms reappearing by week 9/10. I 
went back to the GP who tested my blood and found high 
B12 levels, and said I didn’t need B12 anymore. I was dis-
traught and demanded a second opinion. By now I had 
a lot more knowledge, thanks to the PAS website and 
patient forums. The GP contacted a local haematologist 
who advised that B12 injections can be given from 8 weeks 
if symptoms reappear. Also to ignore blood B12 levels as 
these would appear high but treatment should not be dis-
continued. So with great relief it was written into my medical 
records that I could have injections every 10 weeks. I 
still notice increased fatigue, reduced concentration and 
struggle with word finding from about 8 weeks after my in-
jections. I can’t leave it longer than 10 weeks without experi-
encing difficulties at work. My work colleagues notice these 
changes, they recognise when I am struggling, and ask if 
my B12 injections are due. I occasionally self-inject with B12 
purchased from Europe if I am struggling between injections. 
I now have a regime that works for me. 
 
So I am now 40 years old and since being diagnosed I have 
met and married my husband and have 2 small children. I 
have been promoted at work and still work almost full time. 
I have just completed a MSc. Life is busy and I try not to let 
PA stop me. I do get tired more easily than I feel I should and 
have a few weeks where I am super productive with ‘normal’ 
energy levels. At times I wish I didn’t have PA, and didn’t 
have to have injections to feel ‘normal’, but it’s part of who I 
am and I know it can’t be changed. 
 
My advice to other patients is become an expert on PA. Use 
the resources from PAS to increase your knowledge. Share 
that knowledge with friends, family and healthcare pro-
fessionals. Demand investigations and actions from your 
GP, and request second opinions if you are unhappy with 
the outcome. The haematologist advice was crucial to my 
journey, and I hope that in the future guidance is available for 
GPs, in relation to the diagnosis and treatment of PA.

Personal Story: Amanda

Personal Stories
Whether you are newly diagnosed, still struggling for an answer, or a long-time member with PA, we would love to hear from you 
to contribute to our new series of Personal Stories. We know that these stories resonate loudly with our members and provide 
comfort in what is often a challenging journey to getting appropriate treatment and support. If you are willing to share your story 
with our members, either here in our newsletter or on our website (or both) please contact katrina@pasoc.org.uk who will provide 
our outline template and requirements for what is required. By sharing your story, wherever you are in the journey you will really 
help your fellow members and support our ongoing drive to raise awareness to the wider community.

mailto:katrina%40pasoc.org.uk?subject=
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Pernicious Anaemia Research Update
We continue our regular updates from the scientific literature by Dr Kourosh Ahmadi (University of Surrey) which aim is to summarise 
important research findings relevant to those diagnosed with Pernicious Anaemia. 

I would like to summarise findings from 3 studies to your attention. The first is a very comprehensive review by one of the leading 
researchers of PA (Dr Edith Lahner) titled Pernicious Anemia: The Hematological Presentation of a Multifaceted Disorder Caused by 
Cobalamin Deficiency. In the review, Dr Lahner and colleagues give important insight into the epidemiology and clinical representation 
of pernicious anemia. Importantly, they attempt to look beyond borders of any particular medical specialties making the review 
particularly relevant for patients, carers and health professionals. They present the optimal clinical management of PA including 
endoscopic surveillance of PA patients, which is very much lacking in current practice. 

The same group of authors present new data in an article published in the journal Translational Research where they highlight that 
there are important differences in autoimmune diseases such as PA which can be explained by gender (sex). They focused on the 
disease autoimmune atrophic gastritis (AAG), and highlight that positive autoantibodies against intrinsic-factor (IFA) and parietal-
cells (PCA) are more commonly observed in females than males, certain genetic risk factors were found predominantly in women, and 
absence of autoimmune-thyroid-disease may be more important in males, whom are at higher risk of PA. 

Finally, given the inadequacy of useful diagnostics and prognostic markers for PA, a recent study published in the journal Frontiers 
in Immunology tested whether known mediators of the immune system - called cytokines – can be useful in distinguishing subjects 
diagnosed with PA or Iron deficient anemia (IDA) from healthy subjects. If so, they may serve to improve on the diagnosis and 
management of PA. Although, a small-scale study, the investigators identify a cytokine called IL-19 the levels of which are significantly 
increased in patients with PA but not with IDA. Interestingly, IL-19 is in the stomach of PA patients! If validated, these findings suggest 
that IL-19 may play an important role in helping us further in diagnosing and managing patients with PA.  

GP Training Video – call for patients
We already offer GP practices the opportunity to receive a presentation on the problems patients with PA face in getting diagnosed 
and treated. You may want your practice to have the presentation and, if so, you should contact the practice manager mentioning that 
we offer Continual Professional Assessment Certificates. Ask the manager, or the GP in charge of training to contact us.
We want to improve our presentation and so we would like to include a short video that relates individuals’ tales of getting diagnoses 
(or not) and so we are compiling a list of members who would be willing to be filmed, either at our office in South Wales, or, perhaps via 
Zoom. Please contact us if you would like to be involved in this small project.

Metformin & Vitamin B12 Deficiency
The UK Government have issued a Drug Safety Update that highlights the problem with the drug Metformin that is used to treat 
diabetes. The Update states that patients who take Metformin, especially those on a high dosage or are taking it long term are 
susceptible to developing B12 Deficiency. More can be found here: https://www.gov.uk/drug-safety-update/metformin-and-reduced-
vitamin-b12-levels-new-advice-for-monitoring-patients-at-risk
There is a link to the NICE Clinical Knowledge Summary on anaemia which, unfortunately doesn’t describe the poor tests currently 
being used to assess the B12 status of patients. Still, it is good that there is now a guideline of sorts that alerts doctors to this possible 
cause of B12 deficiency.

NICE Guideline on Multiple Sclerosis
Many patients who have neurological damage due to their pernicious anaemia will have been originally investigated, if not diagnosed 
as having Multiple Sclerosis. When NICE began developing their new Guideline on MS the PA Society registered as a Stakeholder. At 
two Scoping Sessions during the development of the guideline Martyn Hooper made the point that patients suspected of having MS 
should have their B12 status checked as a matter of course. He made the point to the various committees that the current test used 
to evaluate the patient’s B12 level was seriously flawed and, though this was recorded there is only one mention of B12 in the newly 
published Guideline and that states that B12 injections should not be given to treat fatigue in patients with MS.
The full Guideline can be found here: https://www.nice.org.uk/guidance/ng220

https://pubmed.ncbi.nlm.nih.gov/35458234/
https://pubmed.ncbi.nlm.nih.gov/35458234/
https://pubmed.ncbi.nlm.nih.gov/35470008/
https://pubmed.ncbi.nlm.nih.gov/35479078/
https://pubmed.ncbi.nlm.nih.gov/35479078/
mailto:info%40pasoc.org.uk?subject=GP%20Training%20Presentation
mailto:info%40pasoc.org.uk?subject=Training%20video
https://www.gov.uk/drug-safety-update/metformin-and-reduced-vitamin-b12-levels-new-advice-for-monito
https://www.gov.uk/drug-safety-update/metformin-and-reduced-vitamin-b12-levels-new-advice-for-monito
https://www.nice.org.uk/guidance/ng220
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New PAS Support Groups
Our Support Groups are a lifeline to many of our Members’ and very soon, we will be reaching more 
Members than ever.

Currently, we have Support Groups in Wiltshire, West Sussex, East Sussex, West Wales, South Wales and 
Greater London East and we send our thanks to the wonderful Coordinators that hold the reins in these 
areas.  We expect group meetings to start up again soon and will send you an email invitation for the 
group(s) you are interested in as soon as we know the date(s). 

Thanks to our newly appointed  Support Group Coordinators, Hilary, Jane and Marilyn, we will have Support 
Groups in Buckinghamshire, Cheshire and Greater London West. As soon as we have meeting dates for the 
new areas, we will contact the members in the area. Contact details for our groups can be found on our Support Group website-page.

If you are interested in becoming a Support Group Coordinator, please get in touch. We would love to hear from you and it is very 
rewarding knowing you are making a difference. We are able to offer a training course and a ‘coordinators toolkit’ which gives you all 
the information you would need to manage a successful support group. Want to know more? Get in touch! You will be given an informal 
introductory meeting with the PAS team, training and support. 
Email to: info@pasoc.org.uk or call +44 (0)7783 318525

Volunteer
Perhaps running a support group is too daunting for you but there are other volunteering opportunities available. For instance, we 
have our lovely helpline volunteers who man the telephone lines. Our helpline is open between 08.30 – 12.30, Monday to Friday. Do 
you think you could speak to someone on the telephone and help them with their questions or concerns? Again, training will be given 
so that you will be well prepared. If you didn’t want to consider a regular telephone helpline slot, perhaps you’d consider standing in 
when someone is on holiday.

If you are interested in volunteering with us, just get in touch and we’ll give you a call/zoom chat and will be more than happy to answer 
your questions and/or alleviate any concerns you may have. We look forward to hearing from you!

On the 11th June we held an extraordinary meeting of the members of the society to amend the Articles of Association . During the challenges of the 
Covid Pandemic that found we needed to update our Articles of Association to reflect current practice, primarily to ensure that we could hold AGM 
and Directors meetings by electronic means.  We also need to reflect our current practices concerning the termination of membership and voting 
rights of members.   Since our original articles in 2012 membership has grown significantly and internationally making it impossible for us to work on 
the current basis of getting decisions made with the current clause 17.  Taking advice from legal specialists we have made the following amendments 
to the Articles which now need to be approved by a Special Resolution. Some amendments are minor and self-explanatory.  The most significant 
change is to Clause 17 (2) which enables us to conduct AGM and General Meeting activities in a more practical way by having two thirds of the current 
directors form a quorum and vote on agenda items.
Differences and additions are:
 
12 (3) membership non-payment termination deadline amended 
17 (2)(a) Quorum number 3 inserted 
17 (2) (b) Quorum number changed to two thirds of directors 
28 Minimum number of directors to be 5

We asked members to either vote online, by proxy or to attend the zoom meeting. 752 members voted on line in favour, 7 against. 61 voted  by proxy 
and 23 at the EGM. This gave a total of 843 votes, are membership is 8,408 giving us 10.02% of the membership in favour. 
We have now sent the revised articles to the Charity Commission and Companies House for approval.
Many thanks to all those that took part.

David Connell-Smith, Company Secretary

Extraordinary General Meeting

https://pernicious-anaemia-society.org/member-support-groups/
mailto:info%40pasoc.org.uk?subject=


April saw PAS at Brighton Marathon weekend 2022. 

Our 2 runners who had been waiting patiently since before Covid to participate, couldn’t wait to 
get out there on 10th April.

Kirsty Lack ran her 2nd marathon raising over £1000 plus giftaid. 

Elise also ran too, (out of interest alongside the legendary Kate Jayden who ran her 101st marathon 
in as many consecutive days (106 in total!) for refugees) at this fabulous event for us. 

‘It really was an absolutely amazing day, the sun was out, the crowds were out on form, as were 
the runners. Many many laughs along the route. I feel blessed again to have had the opportunity to 
run for PAS. I’m lucky enough to have escaped with the use of my legs, whilst others haven’t. So i’ll 
continue to use them to run for our cause!’ 

Thank you girls as always!

If anyone is interested in running an event with us, please get in touch. We’d love to hear from you.

Running the Brighton Marathon for PAS

Kirsty Lack

Elise Dyer Elise and Kate Jayden
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14th July - Support Group Meeting West-Sussex
19th July - Support Group Meeting East-Sussex
10th September 10am - Annual General Meeting 
8th October - Online Mini-Conference 
12th October - Pernicious Anaemia Awareness Day 

What’s On



PAS Support 
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Funding research into the connection between B12 deficiency and cancer 
by Carrie-Anne Carr
Hi all, as you may remember I’ve been keen to raise funds for research purposes for a longtime, 
my particular concern/interest was to investigate further the connections between B12 deficien-
cy and the onset/cures of cancers! Mainly because we have so much PA and B12 deficiency in 
the family as well as different cancers /illness. And in my simple brain I thought ‘if B12 is respon-
sible for the make up of every healthy cell, then if your deficient you make defective cells, and 
isn’t this what cancer is?’ 
I understand that there are proven scientific links to onset of gastric cancers, but wanted to 
widen this research for everyone’s interest in the future, as I’m not sure those links are to do 
with the fact most people are diagnosed late or have been deficient for so long is the cause or 
whether it might be due to other reasons.

After pestering Professor John Hunter for a long time (he’s a very busy man) he agreed this 
would be a worthy avenue to investigate. Martyn Hooper was also extremely supportive and 
very kindly agreed to set up a separate pot for funds for this research purpose. 

Firstly in 2018 we held a fundraising party near to my home for friends and family to 
attend and it went so well, everyone wanted us to do it again, we were going to do it 
alternate years however covid delayed that, and also put an end to the virgin10k run we 
were going to participate in. Thankfully we were so lucky to have some very generous 
donations that got us truly on our way to collecting enough money to start using it for 
research purposes.

This year in May we held another party and it went so well, we hold a raffle on the night, 
and like last time had some really lovely prizes donated. 

Everyone who came along, or simply donated, massively supported this fantastic cause 
for which we were so grateful.

On the night, Abacus IFA kindly agreed to match the amount raised in the raffle ticket sales, which really 
helped towards our final total. 

This particular event in May raised a grand total of a whopping £3133 added to the pot, brings the grand 
total to £6746. We originally set out to raise £10k so we might need top do some more fundraising to get 
there, but we are well on the way. If anyone would like to contribute please feel free! Just click the button 
and select the designation on the donation form.

Call the Helpline 

01656 817085 

Monday-Friday between 8.30am and 12.30pm.

Volunteers: Alex, Kathy, Jane, Alex, Karyl

Send us an email
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

DONATE TO THIS CAUSE

Hearings cancelled
One of our UK members who is appealing against a decision to 
refuse her Universal Credit has enlisted the support of Martyn 
Hooper as an ‘expert witness’ at her tribunal. The appeal has 
now been adjourned three times due to the panel not having 
her medical records, an illness and technical issues with Zoom. 
The stress this puts on claimants is hard to imagine but we are 
able to offer some encouragement and support. If you would 
like Martyn to help you in any tribunal or court appearances 
please get in touch at the earliest stage of any proceedings.

mailto:support%40pasoc.%20org.uk%20?subject=
mailto:membership%40%20pasoc.org.uk.%20?subject=
mailto:info%40pasoc.org.uk?subject=
https://donorbox.org/donate-77

