
CHAIR’S REPORT OF 2020

Cobalamin News

W
IN

TE
R

 2
0

2
0

PERNICIOUS ANAEMIA SOCIETY



2

Cobalamin News Winter 2020

CMO would begin negotiations with the relevant bodies to in-
vestigate the problems with the diagnosis and treatment of 
Pernicious Anaemia. And then – Covid-19 came along and 
healthcare professionals at all levels had to focus all of their 
attention on dealing as best they could with the pandemic. 
I still have the contact details and once the current situation 
improves, I do hope to restart negotiations.

During the first week of March, I travelled to Saffron Walden 
to meet with the leader of a new group of clinicians, physi-
cians, scientists and researchers that was being formed to in-
vestigate all things to do with our favourite vitamin. My name 
had been given to the organiser by members of another 
group, and I was happy to be involved with the new group 
which was called CluB12UK. As it turned out, that was my last 
train journey of the year as Covid-19 then began to make the 
headlines and the UK, like other countries around the world, 
went into strict lockdown. During that meeting it was planned 
that this society host a conference for 30 members of CluB12 
in September when it was expected that the pandemic would 
be over, or at least under control. Two weeks later the confer-
ence was postponed until at least the summer of 2021.
This group meets every week online and receives and 
discusses recent research papers and other publications. This 
is a very welcome development and hopefully the planned 
conference will go ahead in the summer.

Support Groups Cancelled
On the 7th March the South Wales Support Group met at the 
society’s offices and we were joined by one of our members 
from Jersey City in the United States. She had made the 
special journey simply because she had never met with 
anyone who also had PA. Covid, however, meant that instead 
of the usual 25-30 members attending, only 12 turned up to 
the event. It was an ominous start to the rest of the year.

There were other Support Group Meetings planned for March; 
one in Dublin which was to be our first meeting of members 
outside the UK and which we were forced to cancel at quite 
short notice; and we also had to cancel our first Lancashire 
get-together that was due to take place the following week. 
It was decided that, due to the risk of cross contamination we 
would close the office and start to work from home. At the 
beginning of April, the landlord of the building that houses our 
office closed the whole building which meant that we, along 
with eight more other tenants would be home-working. The 
building would remain closed until the beginning of June.

Tribunals  
It all started off quite normally. In January and February, I 
attended four tribunal appeals – three for Personal Indepen-
dence Payments (PIP) and one for a Pension Applications. 
All four were successful. These appeals were held in various 
towns in the UK, Belfast, Liverpool, London and Brighton which 
meant a lot of travelling but it was worth it to be able to help 
our members. During January Karyl Carter was appointed 
Support Group Coordinator with the remit to promote and 
support the growth of local and regional support groups.

NICE Guidelines on Multiple Sclerosis & CFS/
ME
Many of our members who have developed nerve damage 
due to late diagnosis and treatment were originally investigat-
ed for,or even diagnosed with, Multiple Sclerosis. In January 
I attended a NICE Workshop as part of the development of a 
new guideline on the disease. I made the point that, if patients 
are being referred to secondary care by GPs who suspect a 
patient might have MS, then as a matter of course the patient 
should have his or her B12 levels evaluated. However, I also 
cautioned as to the accuracy of the serum B12 test. This was 
later incorporated into the draft guideline. 
I also attended a workshop on a guideline on Chronic Fatigue 
Syndrome or M.E. I made a similar comment.

New Dedicated Member Phone Helpline
January and February also saw us recruit potential 
Telephone Helpline Volunteers to take some of the workload 
from me and we trained two new recruits on the procedures 
and protocols involved with taking the calls. We now have six 
trained volunteers who answer a wide range of enquiries from 
members, though during 2020 most calls related to patients’ 
treatment – read more on that below. 

Chief Medical Officer Meeting
In the last week of February I, along with Karyl Carter met with 
the Chief Medical Officer for Wales along with representa-
tives from the Welsh Haematology Group and Senior Officers 
representing Testing Laboratories in Wales. The meeting 
was brokered by Senedd Member Huw Irranca-Davies. The 
meeting lasted over an hour and the outcome was that the 

In a hundred years and more you can be sure that 2020 
will be remembered as the year of the Covid-19 Global 
Pandemic – and we have lived through it. This past year 
will be remembered as a year like no other. The Covid-19 
pandemic has affected all of us in one way or another, 
though I’m thankful that I’ve made it thus far and am able 
to sit down and write this report of the developments of 
the Pernicious Anaemia Society in these strange times.
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Support Group Coordinator Training
During the first week of April, we had planned on bringing 
together all of our Support Group Coordinators along with 
potential organisers for a training session. It was hoped that the 
event would allow for an exchange of experiences and dissemi-
nation of good practices. Potential coordinators would be able to 
learn more of what was expected and what could be anticipated. 

The training was supposed to have taken place in Birmingham but 
was cancelled. However, the meeting did go ahead using Zoom 
software and was a great success, with local coordinators sharing 
experiences and identifying problems and best practices. 
Later in the year some of the established groups along with one 
new group began holding meetings with their members via Zoom 
very successfully. If you are interested in an online meeting,
please get in touch with your local support group coordinator for
more information. The contact details can be found on our 
Support Group page.

No group in your area? Are you able to hold Zoom meetings for
small groups and organise ‘live’ meetings after the pandemic?
We are looking for members who would like to be the coordinator
for their area and organise (online) Support Group meetings. Just
send us an email and we’ll provide you with training and informa-
tion to help you to get started.

Fundraising Affected
All our thanks to Elise Dyer who had worked so hard to organise 
a number of fundraising events around the country which, un-
fortunately had to be cancelled or postponed. Later in the year 
a number of these events would be held locally with the partic-
ipants hard work in raising funds for the society proving to be 
inspirational. Well done Dave, Rob, Marianne, Lisa, Elise, and 
others. Thank you for your support!

The biggest issue of the year: Treatment 
Stopped & Patients De-diagnosed
During April and May we were inundated with telephone calls and 
emails from patients, or the families of patients, who had had their 
injections stopped due to the risk of cross contamination during 
the treatment process. These calls were often from very fright-
ened and nervous people who were rightly worried about their 

symptoms worsening and faced the very real danger of suffering 
irreversible nerve damage. This was not helped by a statement 
issued by the British Society for Haematology who had issued 
a statement that said patients could ‘store B12 in their liver for a 
year or two”. 

BSH guidance on B12 during Covid-19 changed 
We immediately contacted the BSH and a Zoom meeting was 
arranged that two HealthCare professionals affiliated with this 
society also attended. It was pointed out that the statement 
that patients could ‘store’ B12 was wrong. The statement was 
amended but by then the harm had been done. We issued our 
own statement soon after.

De-diagnosing
The most bizarre development around with members’ treatment 
was patients being told that, in order to reduce footfall to 
surgeries, they would not be having their injection on the due 
date. That was disappointing enough, but many were told that 
they could attend the surgery to have their blood taken to 
evaluate their B12 status and whether they had the intrinsic factor 
antibody (IFA). The result was that patients were told that their 
B12 levels were normal or high and, if the highly unreliable IFA 
didn’t identify the antibody, were told that they no longer had Per-
nicious Anaemia – effectively being de-diagnosed.

Letters to Chief Medical Officers
We wrote to the four Chief Medical Officers and the four Ministers 
for Health in the UK’s Constituent Governments pointing out 
the dangers of stopping treatment for patients. The Welsh Gov-
ernment’s response was later adopted by the BSH and many 
others. The advice from Wales was a balance between reducing 
footfall to health centres to reduce the risk of spreading the virus 
and patients being able to get their treatment. The advice was 
that patients should be telephoned on the day of their injection 
by their GP or nurse and asked if they had any symptoms of 
Covid-19. If the patient has none of the symptoms then the 
injection should go ahead (sometimes in the surgery car park to 
further reduce the risk of any cross-infection). If the patient has 
any of the symptoms then he or she should self-isolate for two 
weeks and then receive another telephone call to screen for any 
symptoms.

Survey
In June two Clinical Psychologists devised a survey of how 
members experience of being treated during the pandemic. The 
results have been written up as a research paper and should be 
publishes early in the new year. 

Lessons 
If the Pandemic has taught us anything about the treatment of 
Pernicious Anaemia it is that there were too many Guidelines 
issued by various bodies that all gave differing advice leading 
not only to confusion but also to large variations in treatment in 
different parts of the UK and the world. Some doctors in England 
had a choice of up to seven different guidelines to choose from.

https://pernicious-anaemia-society.org/member-support-groups/
https://pernicious-anaemia-society.org/member-support-groups/
mailto:karyl%40pasoc.org.uk?subject=
https://pernicious-anaemia-society.org/pernicious-anaemia-society/covid-19-letter-to-health-ministers-and-injections-being-stopped/
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Another lesson from the Pandemic has been that some 
patients saw an improvement in their treatment. A few, 
and we know of only a few, reported that switching to oral 
tablets led to an improvement in their condition though 
the biggest improvement in treatment was reported by 
patients who had been taught to self-inject. Indeed, at the 
outset of the Pandemic the Royal College of General Prac-
titioners stated that ‘where appropriate, patients should be 
taught how to self-administer their injections’. This was later 
retracted when it was pointed out that teaching a patient to 
self-inject would lead to a longer period of possible cross 
contamination than the patient simply receiving an injection. 
However, this will be an option that should be considered in 
the future.

All through the summer months we were contacted about 
patients who were really struggling after their injections had 
been stopped. Some patients contacted us directly though 
it was often family members who turned to us for help. 
Some reported a return of symptoms, others reported neu-
rological issues, incontinence, severe depression etc. Some 
of these stories shocked even us and it became clear that 
stopping injections was not an option. It was something that 
we discussed during several Zoom meetings with MPs in 
June.

NICE Guideline on the Diagnosis and 
Management of Pernicious Anaemia

During the Spring we asked you, our members, to write to 
your elected representatives at all levels to ask him or her 
to write to the Director of Guidelines at NICE to make the 
planned Guideline on Pernicious Anaemia a priority. Our 
thanks to all those who did because in September we heard 
from NICE that they had commissioned the Guideline on the 
Diagnosis and Management of Pernicious Anaemia. This 
was announced two years after we had made our case to 
NICE that there was a need for such a guideline. 
Read the full story on our website.

There will now follow a two to three-year consultation in a 
series of meetings and workshops between clinicians, re-
searchers and patients. Participants must be representa-
tives of an institution or charity and must register as a Stake-
holder for the Guideline. A list of registered stakeholders 
can be seen on the NICE website

When the pandemic led to changes in patients’ treatment, 
we became aware that far too many patients were suffering 
harm because either their treatment was stopped, or they 
were told to find an alternative way to treat themselves. And 
so, in October, we initiated a programme to fully evaluate 
just how effective different delivery methods were in 
treating Pernicious Anaemia. Nobody has ever investigat-
ed just how effective sub-lingual sprays and lozenges are in 
treating PA, nor has the nasal sprays, patches or ointments 
been evaluated. We contacted many of our Healthcare 
Affiliate members and set-in motion the application process 
for a research grant to enable this research. We were told 
very early on that we would be ideal candidates for estab-
lishing a Priority Setting Partnership with the James Lind 
Alliance.

The aim of the Pernicious Anaemia PSP is to identify the un-
answered questions about Pernicious Anaemia from patient, 
carer and clinical perspectives and then prioritise those that 
patients, carers and clinicians agree are the most important 
for research to address.

The objectives of the PSP are to:
• work with patients, carers and clinicians to identify un-

certainties about the Diagnosis and Management of 
Pernicious Anaemia and to agree by consensus a priori-
tised list of those uncertainties, for research

• to publicise the results of the PSP and process
• to take the results to research commissioning bodies to 

be considered for funding.

We had a series of online meetings with officials at the JLA 
during October and held our first meeting of the Steering 
Group in November. The second meeting was held just last 
week. The Steering Group Meetings are the first stages of 
identifying ten ‘Uncertainties’ surrounding the Diagnosis 
and Treatment of PA that will be publicised as being in need 
of serious researching. 

The next stage will involve developing a Survey which will 
ask what Questions you would like answered relating to 
the diagnosis and treatment of Pernicious Anaemia. These 
questions will form the basis to identify research topics that 
are of importance to patients and carers. So, please, start 
thinking about what questions you would like answered 
about your diagnosis and treatment. 
We should have the ten research topics identified by late 
summer.

https://pernicious-anaemia-society.org/pernicious-anaemia/guideline-on-pernicious-anaemia-commissioned-by-nice/
https://www.nice.org.uk/guidance/gid-ng10176/documents/stakeholder-list
https://www.nice.org.uk/guidance/gid-ng10176/documents/stakeholder-list
https://www.jla.nihr.ac.uk
https://www.jla.nihr.ac.uk
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The Steering Group meetings are being held using Zoom and 
members of the Steering Group can be seen here:

Find out more about the PSP, the aim, protocol, scope and 
process on our website.

Management Committee
Also, in October, the first Pernicious Anaemia Society  Man-
agement Committee meeting was held. The Management 
Committee is made up of members who have experience 
in management positions and will be identifying the needs 
of the society for the next three to five years and putting in 
place a strategy to ensure that the society stays healthy in 
the long term. 

Telephone Helpline Training
We continue to take calls from patients and their families 
as well as medical professionals even though the society’s 
offices remain closed. This has been made possible by a 
new computer-based telephone system. We have success-
fully recruited volunteers to help us extend the hours that 
the telephone Helpline is available and in late October, again 
using Zoom, we held our first telephone helpline training 
session. As we receive more offers to help another session 
will be held soon that will enable us to offer an even better 
helpline service.

Patient Safety
The Recruitment to the NICE Guideline Stakeholder Group 
has meant that several teaching hospitals have contacted us 
and, in the middle of November, we were delighted to hear 
from the head of Patient Safety at a large University Teaching 
Hospital who wants to fully investigate just how patients are 
being harmed by their late diagnosis and poor treatment or 
non-treatment. We held an online meeting in the middle of 
November and another is scheduled for early January. We 
are highly optimistic that the issue of Patient Safety will be 
addressed by the NICE Guideline.

CluB12-Global Conference
In late November an international conference was held via 
Zoom on ‘B12 Analogues and Possible Human Disease’. We 
were delighted to be invited and although we were unable 
to comment on the incredibly complex science involved, we 
are positive that future research will be guided by the discus-
sions that took place. Further similar conferences have and 
will be taking place – all around B12.

NHS England Email
Also, in November, we received a reply to our March letter to 
the Chief Medical Officer for England. They asked for a copy 
of the Welsh Government’s advice about treatment and then 
issued the following statement:

We were very concerned to read about the issues that 
patients had accessing B12 injections at the time. 
We are currently in challenging times where we have to 
protect our patients, the public and our staff.  We agree that 
people with proven and recognised B12 deficiency should 
receive replacement therapy.  We expect GPs and staff to 
continue to manage the needs of their patients albeit with 
some flexibility which might mean alternate medications 
or modes of delivery. Medical care and prescribing should 
remain sensitive to the medical needs of the patient.  Con-
tractually, we still expect GPs to deliver primary clinical 
care to those who need it whilst assessing each individu-
al patient’s needs and keeping staff and patients safe while 
they do so.  We expect GPs to continue reviews of patients 
with Long Term Conditions who are regarded as high risk 
because of their condition or their continuing medication as 
set out in guidance provided to GP practices in March.

NHS England and NHS Improvement are constant-
ly reviewing the delivery of critical services in primary and 
secondary care and seeking ways of safely re-establish-
ing services where the absence of such services could put 
patients at risk.  We would be very grateful for your help 
in establishing whether there remain ongoing issues for 
patients in accessing their B12 injections or whether these 
are now resolved.
 
Patients can complain to their local Clinical Commission-
ing Group or regional office of NHS England & NHS Improve-
ment if they believe they are unhappy with the care they are 
receiving.

Treatment concerns during COVID-19? Let 
NHSE know
NHS England want to hear from patients who had had their 
injections stopped and set up a dedicated email address for 
this purpose. The email address is still valid and they want to 
hear from you if you are having problems with getting treated  
england.spocskh@nhs.net

https://pernicious-anaemia-society.org/pernicious-anaemia-psp/
mailto:england.spocskh%40nhs.net?subject=
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The Future
As we said at the start of this review of 2020, this year has brought with it challenges to the society and our members. With 
the help of our amazing volunteers, we have risen to the challenges and, although the pandemic is still with us, we are 
hopeful that 2021 will see a return to a more or less normality.

Pernicious Anaemia Priority Setting Partnership
This is going to be an incredibly busy year as we work with the James Lind Alliance to identify ten possible research pro-
grammes that address the uncertainties with the diagnosis and treatment of Pernicious Anaemia. That will involve a regular 
series of meetings, producing and collating evidence of uncertainties and will culminate in a full day workshop that will bring 
together (hopefully in person) all those who have volunteered to be part of the Priority Setting Partnership.

NICE Guideline on Pernicious Anaemia
And then there’s the NICE Guideline which will start to take form. Again, we will be attending regular workshops and other 
meetings to ensure that NICE are fully aware of the problems that we face as patients. 

On top of dealing with these priorities, we will keep on providing information, advice and support to our members and their 
families and friends via telephone calls, emails and support group meetings. 

And as the year progresses it is envisaged that the Management Committee will start to become more involved with the work 
of the society.
As you can see, it’s going to be a very busy year.

We thank you for your continued support and all that is left to do is to wish you and your families a Merry Christmas and a 
Happy New Year.



Dave Wyeth

Marianne Allsop

Virtual London Vitality 10km

Dave, Ron and Elise will also be running the Brighton Marathon 2021. If you want to get involved do get in touch with Elise at elise@
pasoc.org.uk. You can also support our runners and read their stories via their fundraising pages. Find more information and the links 
to the runners stories on our Fundraising page

Rob Cook

Lisa Lucas
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All our thanks to Elise Dyer who had worked so hard to organise a 
number of fundraising events around the country which, unfortunately 
had to be cancelled or postponed. Later in the year a number of these 
events would be held locally with the participants hard work in raising 
funds for the society proving to be inspirational. 

Some of our wonderful runners complete the London Vitality 10km 
virtually in October, due to the actual event being cancelled this May.

Fundraising 2020

Our very own PAS 
secretary and Trustee 

Mike Stevenson.

 PAS Sporting 
Events Manager and 

Trustee Elise Dyer

PAS Members Telephone Helpline

You can call our Helpline any time you need support or 
have questions on 01656 817085.

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

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

Number 01656 817085

Open
Monday : 8.30 – 12.30 + 13.00 – 15.30
Tuesday – Saturday: 8.30 – 12.30

Helpline Member Support

Volunteers Kathy, Jane, Alex, Karyl, Liz, Caroline

NEED SUPPORT?

mailto:elise%40pasoc.org.uk?subject=
mailto:elise%40pasoc.org.uk?subject=
https://pernicious-anaemia-society.org/fundraise/
mailto:support%40pasoc.org.uk?subject=
mailto:support%40pasoc.org.uk?subject=
mailto:membership%40pasoc.org.uk?subject=
mailto:membership%40pasoc.org.uk?subject=
mailto:info%40pasoc.org.uk?subject=

