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Firstly, there is the need for doctors to reduce the number 
of patients visiting surgeries and health centres to limit the 
prospect of cross-contamination. And, like all other aspects of 
the disease the way in which patients have been affected has 
been mixed. At one end of the spectrum patients were simply 
emailed or sent a text message saying that all vitamin B12 in-
jections have been stopped or suspended – and that was it. 
No further explanation was given. Other surgeries have taken a 
more pragmatic approach and asked patients to attend for their 
treatment where only one patient at a time was allowed in the 
building or the nurse would give the injection in the car park 
whilst the patient would offer his or her arm whilst still sitting 
in the vehicle. Others have made no change to the way in 
which their treatment was given though social distancing rules 
applied. The result of all of this was confusion, resentment and 
anger – and that applied to doctors as well as patients.

Secondly, the information for health professionals for treating 
B12 Deficiency during the pandemic given by the British Society 
for Haematology at the start of the pandemic stated the wide-
ly-held though erroneous belief that patients can store B12 in 
their liver for a year or even two. That information was wrong 
and, following a meeting with the BSH, ourselves and medical 
professionals that are affiliated with this society that guideline 
was changed. The new guideline followed the advice from 
Public Health Wales that patients should be interviewed by 

This society has not been immune to the pandemic and, 
like many other patient support groups, the virus has had a 
profound impact on patients with Pernicious Anaemia. The 
following is an explanation as to how patients and members of 
this society have had their lives changed by Covid-19.

Treatment has been Stopped
This has been the single most common topic that at one point 
saw our telephone helpline receiving four times the usual 
number of calls to it. And enquiries to our email addresses have 
similarly increased. The reason why patients have had their in-
jections stopped is due to two main reasons. 

COVID-19 and 
Pernicious Anaemia

The emergence of the Covid-19 virus and the sub-
sequent pandemic has affected the lives of almost 
everyone on the planet. Most, though not all people 
are living their lives different today than they did 
pre-pandemic.
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telephone on the day that their injection is due and if the patient 
had none of the symptoms of Covid-19 then the injection should 
go ahead. If the patient did have the symptoms then they should 
self-isolate for two weeks before being interviewed again. Soon 
after the new guideline was issued the National Institute for Health 
and Care Excellence issued their own guideline that mirrored that 
of the BSH.
Unfortunately, other organisations started to produce their own 
guidelines which didn’t follow the BSH instructions and so Primary 
Care Trusts, Constituent Governments of the UK, Clinical Com-
missioning Groups, individual Primary Care Providers and the 
Royal Colleges all started to produce guidelines which added to 
the confusion. At the time of writing there is still a great deal of 
differing advice about treating Pernicious Anaemia and the society 
is hoping to broker a meeting between the various institutions to 
develop a single definitive Guideline in the next month.

Saving Money
Some patients have reported that their health care provider has 
told them that they are issuing too many injections of B12 and 
that it is costing far too much in nurse time to continue treating 
patients with injections. Consequently, they were prescribed 
50mcg tablets. We want to take this opportunity to clarify this 
issue of oral treatment. 

Firstly, we do have members who use high dosage, or in some 
cases very high dosage oral tablets to treat their Pernicious 
Anaemia. These patients take between 1,000 and 2,000mcg 
tablets of B12 daily and, luckily for them, some of the B12 is 
‘passively absorbed’ in their guts. However, we know of many 
members who have tried this treatment but derived no benefit 
from tablets and, when their serum B12 was tested by their doctor 
it was shown that their levels had dropped – sometimes worry-
ingly dropped. There have been a few small, and flawed trials 
that have looked at treating Pernicious Anaemia with tablets and 
they have shown that some of the patients’ serum B12 had risen. 
However, as previously mentioned, these trials were small and 
have been shown to be flawed and no robust clinical trial has ever 
been undertaken. And there’s something else to remember, some 
patients will still be symptomatic even though their B12 levels 
are in the normal range and they need very high levels of B12 in 
their blood to see their symptoms alleviate. Why this is so nobody 
knows but it appears to be something to do with cellular uptake 
and analogues of B12. We are encouraging research into this.

In the UK doctors can prescribe 50mcg tablets for dietary defi-
ciency – they are not licensed for treating Pernicious Anaemia, 
and you’d have to take 20-40 of them to stand any chance of the 
‘passive absorption’ route working and then you’d have to do so 
with your fingers crossed.

And during the pandemic a great many patients are simply told by 
their doctor to buy 1,000mcg tablets from health food shops or via 
Amazon. Not only is this not a licensed treatment for Pernicious 
Anaemia but also there is no guarantee that what the patient buys 
is of pharmaceutical standard, so they haven’t been subjected to 

any scrutiny as to their purity etc. They are probably okay – but 
they are not of pharmaceutical standard.

The problem of Vitamin B12 Deficiency is a major health problem 
that affects perhaps 10-12% of the population. Simply ignoring 
the patient’s individual need and changing the treatment method 
without any doctor-patient consultation is very bad medical 
practice. Yet, there remains the problem of so many people 
needing injections and the cost in nurse time. But there is a 
solution which proves to be a Win-Win situation where the cost 
of primary care is significantly reduced and the patient gets the 
treatment he or she needs – self-injecting.

At the start of the pandemic the Royal College of General Practi-
tioners issued their Guideline (yet another one) that stated that to 
minimise the risk of cross-contamination patients should “where 
appropriate” be taught to self-administer their injections or have 
a family member or friend taught how to deliver the injections 
safely. However, the BSH Guideline states that this should not be 
done during the pandemic due to safety concerns during the in-
struction stage. 

There are, however, a number of things to be taken into consider-
ation before we celebrate this as the way forward in addressing 
the problem of under-treatment.

Firstly, let’s look at the good news. Injections of B12 are cheap, 
safe and they work – we know that. They were developed 
because presumably the Liver Diet treatment not only didn’t 
always work but also was not a pleasant experience. The main 
cost involved lies in delivering the injections and is usually said to 
cost £10 in nurse time per injection. So, self-administering would 
seem to be the way forward. Unfortunately, it’s not that easy – 
at least not in the UK. This is because the British Medicine’s Act 
of 1967 stated that any medicine that is injected has to be made 
available only on prescription. So, in order to ensure that you are 
injecting pharmacy grade B12 your doctor would have to write you 
a prescription. Some doctors are happy to do this – they will even 
arrange for a nurse to instruct you how to do so safely, supply 
single use syringes along with a lockable sharps box and pre-in-
jection wipes. Other doctors simply refuse to have anything to do 
with this solution. Even if you manage to get hold of the prescrip-
tion and all of the equipment you are not out of the woods yet 
– some patients find it difficult to inject into a muscle and prefer 
to do a sub-cutaneous injection where the needle is held at 45° - 
this is certainly easier for some, but the prescribed injection is not 
licensed for sub-cut injections for some reason. When the injec-
tions first appeared in the early 1960’s, they were licensed for Intra 
Muscular or Sub-Cut, but somewhere along the line the sub-cut 
option was dropped. We can find no evidence that IM injections 
are any better at treating Pernicious Anaemia than sub-cutaneous 
ones. 
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Changing Doctors 
Some patients have resorted to changing their doctor so that 
they can self-inject safely, and one member even reported 
that her new nurse had told her that the surgery has twenty 
new patients who had recently registered with them because 
the doctors will write prescriptions for them. However, be 
aware that if you are thinking of changing your surgery there 
is no guarantee that a new doctor will be any more open to 
self-injection than your present doctor so a little research 
needs to be done first.

Re-Testing
Of all of the bad practices that have come to our attention 
during this pandemic the ‘re-test’ has to be the most senseless 
and irrational. What often happens is that when the patient 
makes an appointment for their injection, they are told that 
due to the pandemic and the need to reduce footfall to the 
surgery no injections are being given. If the patient questions 
this they are offered the opportunity to visit the surgery where 
their blood will be taken and then retested for B12 and for the 
Intrinsic Factor Antibody. Now you may be thinking that this 
defeats the objective or reducing footfall to the surgery and 
rather than having their blood tested they should just be given 
their injection; after all, taking blood will take longer than 
being given the injection. And anyway, the patient’s B12 will 
be high, or it should be, and because they have been receiving 
injections the Intrinsic Factor Antibody test will be rendered 
even more useless than it is for those who have yet to receive 
any treatment. You may be thinking that this is counter-pro-

ductive and a pointless exercise. And you’d be right. Perni-
cious Anaemia is a life-long disease for which there is no cure. 
When the results show a negative test for the Intrinsic Factor 
Antibody patients are then de-diagnosed and told they no 
longer have Pernicious Anaemia and that their B12 levels are 
so high that they cannot have any further injections. And the 
whole procedure did nothing to reduce footfall to the surgery 
or free up nurse time. Pointless indeed!

New BSH Guideline
We were pleased to be invited to take part in drawing up 
the British Society for Haematology’s new guideline on 
treating Pernicious Anaemia during the pandemic. The 
guideline states that the patient should be interviewed and 
their treatment discussed, that tablets should be offered for 
the shortest possible time and injections re-started as soon 
as possible. The patient should consult their doctor if they 
develop any neurological symptoms such as pins and needles 
or numbness, or if they show any neuropsychiatric symptoms 
such as irrational behaviour or difficulty thinking clearly. The 
Guideline can be accessed here and we have produced two 
leaflets on treating Pernicious Anaemia during this pandemic 
– one is for doctors and one is for patients – they can be 
accessed from the Member Homepage.

LOBBYING CONTINUES

We are continuing with our political activities to raise awareness 
of the problems with the diagnosis and treatment of Pernicious 
Anaemia even during lockdown. 

Obviously, face to face meetings with politicians and civil 
servants have not taken place but we have still managed a 
series of meetings with decision makers via ZOOM. 

Following one such meeting we have been invited to meet 
with the Shadow Health Team at Westminster and this will 
take place in the House of Commons once lockdown has been 
lifted.
 
We are aware that politicians alone cannot change the way in 
which we are diagnosed and treated but they can put pressure 
on NICE to make our request for a definitive Guideline on the 
Diagnosis and Management of Pernicious Anaemia a priority. If 
you haven’t already done so, please ask your elected member 
to contact NICE to ask them to make our Guideline a priority. 

Covid-19 has meant that all Guidelines in Development were 
suspended to allow all medical professionals to be used on 
the ‘front line’ against the pandemic. We have heard from 
NICE that the Guideline process will resume in October and 
November. 

Society Chairman Martyn Hooper is a member of the Guideline 
Panel for Multiple Sclerosis which is already underway. At the 
last panel meeting he made the point that all patients who 
are being investigated for MS should have their B12 levels 
assessed. He also made the point that there are serious 
failings with the current B12 assay. His observations were 
recorded and will be discussed later in the year.
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The Impact of Covid-19 on the treatment of Pernicious 
Anaemia in the UK

The purpose of the current study is to assess how the COVID-19 pandemic is currently affecting the treatment of Pernicious 
Anaemia.  The study will include a short questionnaire which will ask you about any changes that have been made to your 
usual form of vitamin B12 replacement treatment during the pandemic. 

To be eligible to take part in this study you must be aged 18 or over, be a UK resident and have a diagnosis of Pernicious 
Anaemia. Participants will remain completely anonymous.

The results of the research project will be shared with the Pernicious Anaemia Society and other relevant stakeholders and 
may be written up in research publications or included in research talks.

The research is being conducted by Dr Heidi Seage (Senior Lecturer in Health Psychology, Cardiff Metropolitan University) 
and Dr Lenira Semedo (Research Assistant, Cardiff University).

Thank you for participating!

Please share your experiences by completing the survey

CLICK HERE TO TAKE THE SURVEY

https://forms.office.com/Pages/ResponsePage.aspx?id=HMadGJt2SECLD23gdLuibFTcOq55cCdMonC3hFKwIWFUMFVUVEdPUEwyMzM0U0lXV1hFQ1dQQ0kzTi4u
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RESEARCH UPDATE

We are excited to report that the initial findings of the research 
into the Biome in the gut of patients with Pernicious Anaemia is 
being used as a basis for a much larger international study that 
will begin working in the autumn. 

Details are confidential and it will be several years before any 
results are available but we know that the researchers are very 
excited by the prospect of understanding more about the me-
tabolism of B12.

We will also be co-applicants in a research grant that will be 
investigating the properties of B12 Analogues which might 
explain many of the problems with diagnosing and treating Per-
nicious Anaemia. The application will begin in the autumn.

FUNDRAISING REPORT

Due to Covid19 we obviously were devastated to have all of 
our sporting events cancelled or postponed for this year. The 
main events being Brighton Marathon, London Vitality 10k, 
Prudential Ride London and Great North Run.

Our wonderful participants are all staying positive and looking 
forward to hearing further news on when the new dates will 
be for 2021. We shall of course keep our members updated 
as and when we have further news. Team PAS look forward to 
returning strong with our training plans in 2021 and picking up 
from where we left off.

The Annual General Meeting of the Trustees of the society 
will now take place via ZOOM on Saturday 5th September. 
The Trustees of the society are responsible for the overall 
work of the charity and receive an annual Chairman and 
Treasurer Reports which are debated and voted on. They 
also receive details of plans for the future of the society. 
If you are interested in becoming a Trustee and want to find 
out more please contact David Connell-Smith, the Treasurer 
of the society using the email treasurer@pasoc.org.uk.

A.G.M. 2020
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ADVANC ING VITA MIN 
B12 RESE ARC H AN D 

E DUC ATION

CluB12UK

CluB12UK is an organisation formed to share knowledge and 
coordinate research into Vitamin B12 between UK Scientists and 
Healthcare Professionals

This new group of clinicians and other scientists interested in investigating 
the many unknowns about B12 were going to hold their first symposium in 
Cambridge in September. That meeting, that was being hosted by this society 
has, unfortunately, been cancelled due to Covid-19. 

However, the group is determined to find out more about B12 and have been 
holding a weekly, one-hour online meeting via ZOOM and they will continue 
to do so until lockdown is well and truly over. There is the hope that the 
proposed symposium will now take place in the new year. 

We continue to support the work of this new group and will report to you on 
any developments that come out of the weekly meetings.

MORE AT | www.club12uk.com

https://www.club12uk.com/
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We now have four 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 8am and 1pm. 

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

A new telephone system will be installed on July 1st which will make 
transferring calls to our Helpline volunteers much easier.

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

Unfortunately, our first ever member get-together in the Republic 
of Ireland had to be cancelled in March and all other support group 
meetings have also been cancelled along with the proposed 
training day for existing and potential group leaders. 

Some of our existing groups have used ZOOM to carry on their 
meetings but these are few. If you are interested in an online 
meeting, please get in touch with your local support group coor-
dinator. 

It looks more and more likely that support groups meeting face to 
face won’t happen until the new year, but we’ll keep you posted 
and follow on-going government advice.

Number 01656 817085

Open 8am - 1pm

Helpline Member Support

Volunteers Kathy, Jane, Alex, Karyl

NEED SUPPORT?

SUPPORT GROUPS
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We are delighted to be named Charity of the Year by Roseblade 
Media which is a digital marketing company based in south Wales. 

One of the partners of the company is a member of this society and 
is keen to not only raise funds but also to raise awareness of the 
problems with the diagnosis and treatment of the disease. 

We look forward to reporting about their activities in the next twelve 
months.

We receive a lot of enquiries from members asking for recommen-
dations as to where they can buy injectable B12. Our advice is this:
• If you are going to self-inject please discuss this with your GP 

first. Ask if he or she will prescribe you the injections.
• Minimise risk by buying from reputable internet pharmacies. In 

the EU they will have an official EU-logo on the website.
• If you are buying from internet pharmacies please ask other 

patients who already self-inject for their advice.
We cannot, for legal reasons, recommend any particular sources.

CHARITY OF THE YEAR

BUYING INJECTABLE B12

Reflections on Treating Pernicious Anaemia
By Martyn Hooper MBE - Chair of the PAS

Lessons from The Covid-19 Pandemic

The arrival of the Covid-19 virus in March 2020 brought with it new challenges for patients with Pernicious Anaemia and their 
families and friends. The most serious problem centred around patients accessing their treatment – treatment that they need to stay 
alive.
There was and is an underlying problem with patients receiving treatment according to their individual needs, the usually strictly 
implemented ‘one size fits all’ can cause serious problems to the everyday lives of patients who are being under-treated, and the 
‘feast then fast’ treatment needs to be addressed.
And so, after taking so many telephone calls from distressed patients, I have been reflecting on the problems with treating Perni-
cious Anaemia, and so I highlight the various issues that are causing so much hardship. The following relates solely to the United 
Kingdom.

Read the full article here 

https://roseblade.media/
https://roseblade.media/
https://ec.europa.eu/health/human-use/eu-logo_en
https://www.martynhooper.com/2020/06/03/reflections-on-treating-pernicious-anaemia/
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Read the article here

IN THE PRESS

“I thought this is what 60 feels like” says exhausted Gloucestershire pensioner forced to buy injections on the 
internet
Gloucesteshire NHS chiefs accused of telling patients with pernicious anaemia they cannot have injections because they 
can get tablets from Holland & Barrett.

23 June 2020a

13 June 2020a

Read the article here

Concerns about suspension of vitamin injections during Covid-19 lockdown

6 April 2020a

‘I’m not getting the care I need’: Dundee woman’s worries over cancellation of vital injections
A woman living with autoimmune problems says she is being denied essential treatments despite a government pledge to 
protect vulnerable people during the coronavirus pandemic.

Read the article here

PA & COVID-19 LINKS
Overview page
Treating Pernicious Anaemia during COVID-19: a Guide for doctors
Treating Pernicious Anaemia during COVID-19 - for patients
NICE Guideline - How should my management of vitamin B12 deficiency vary when considering the possibility of 
COVID-19? 
BSH guidance on B12 supplements during COVID pandemic
Information for patients whose surgery or health centre has closed or is no longer providing injections due to Covid-19
Managing Pernicious Anaemia in the time of Corononavirus By Willemina Rietsema, GP
All COVID-19 related News Articles

https://www.gloucestershirelive.co.uk/news/health/i-thought-what-60-feels-4254826
https://www.pressandjournal.co.uk/fp/news/moray/2254538/concerns-about-suspension-of-vitamin-injections-during-covid-19-lockdown/
https://www.eveningtelegraph.co.uk/fp/im-not-getting-the-care-i-need-says-broughty-ferry-woman/
https://pernicious-anaemia-society.org/pernicious-anaemia-treatment-during-covid-19/
https://pernicious-anaemia-society.org/articles/treating-pernicious-anaemia-during-covid-19/
https://pernicious-anaemia-society.org/wp-content/uploads/2020/05/Treating-Pernicious-Anaemia-Covid19.pdf
https://cks.nice.org.uk/anaemia-b12-and-folate-deficiency#!scenarioRecommendation:4
https://cks.nice.org.uk/anaemia-b12-and-folate-deficiency#!scenarioRecommendation:4
https://b-s-h.org.uk/media/18275/bsh-guidance-b12-replacement-covid-1901052020finalv.pdf
https://pernicious-anaemia-society.org/articles/b12-injections-stopped-in-parts-of-uk-due-to-covid-19-virus/
https://pernicious-anaemia-society.org/articles/managing-pernicious-anaemia-in-the-time-of-corononavirus/
https://pernicious-anaemia-society.org/news/

