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Stakeholders
The whole process will take around three years to complete. 
The first part of the Guideline Development will be to ask all 
interested organisations to register as a Stakeholder. This 
society has already registered as have most if not all of the or-
ganisations that our research partners belong to. 

Dr. Paul Chrisp, the Director of Guidelines at NICE, has 
welcomed the work of this society;
“We are grateful to the PA Society for making us aware of the 
on-going issues with the diagnosis and treatment of Pernicious 
Anaemia. The charity is an important stakeholder for us as we 
develop guidance in this important area.”

We have already helped NICE with their revised Clinical 
Knowledge Summary in response to the Covid-19 pandemic 
in the Spring and look forward to being part of the process of 
producing a Guideline specifically on Pernicious Anaemia.

Individuals are not eligible to register as stakeholders as them-
selves as only people representing organisations can become 
part of the process. The Pernicious Anaemia Society has 
already registered and Martyn Hooper, along with one other 
person will be our representatives.

If you are a representative of an organisation that would like to 
become a stakeholder please go here to register:

This is a major leap forward not only for this society whose 
main aim has always been to get the way in which Pernicious 
Anaemia is diagnosed and treated thoroughly reviewed. It 
also promises to bring to an end the problem with patients not 
getting diagnosed accurately and quickly and should lead to 
better treatment.

NICE accepted our call for a Guideline in late 2018, but it has 
sat in the in-tray of the organisation since then. However, we 
believe that the political pressure that was brought to bear on 
the institution and other health bodies has led NICE to have 
started the process of thoroughly reviewing how Pernicious 
Anaemia is both diagnosed and treated.

“I would first of all like to thank all of our members who took 
the trouble to contact their elected representatives and ask 
him or her to ask NICE to take the next step and commission a 
review” says Executive Chairman Martyn Hooper.
“I can’t say for certain but I’m sure that the political pressure 
helped to raise awareness of the urgency of developing a 
Guideline” he says.

NICE Commissions the Guideline!

After four years of working with the National Insti-
tute for Health and Care Excellence (NICE) we are 
delighted to announce that a Guideline on the Diag-
nosis and Maintenance of Pernicious Anaemia was 
commissioned by the institution in august of this year.
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https://www.nice.org.uk/guidance/indevelopment/gid-ng10176
To see a list of stakeholders already registered please go here:
https://www.nice.org.uk/guidance/gid-ng10176/documents/
stakeholder-list
The list of stakeholders will be updated regularly.

Process 

Now that Pernicious Anaemia has been chosen as the topic for 
a Guideline the next stage will be to produce a SCOPE. The 
Scope will outline why there is a need for the guideline, the 
areas the guideline will and will not cover and what it intends to 
achieve.

The Scoping Workshop will take place on the 18th November 
and a draft Scope will be produced for stakeholders to 
comment on during the Draft Scope Consultation between the 
18th December 2020 and the 20th January 2021.

When the Scope is agreed on the next process will be to draw 
up a series of Review Questions. These questions will be the 
basis of the evidence search and the next stage is a litera-
ture search which will include additional materials from this 
society. This is where we will be able to put your concerns about 
diagnosis and treatment into the process. 

An Evidence Review is then produced and the Costs are con-
sidered (we have already proved that the poor diagnosis costs 
over £8million in wasted GP consultation in England alone) 
before all of the evidence is put to a committee made up of cli-
nicians, practitioners, professionals, care providers, commis-
sioners, those who use services and family members or carers. 
This is where we will be actively providing the committee with 
evidence of the patient experience.

The committee will then produce a Draft Guideline which will be 
sent to all Stakeholders who will be invited to comment. 
The comments will then be considered before the Guidance 
Executive produce a final version of the Guideline that is then 
signed o¤ and made available. 
Members of the Guidance Executive can be found here:
https://www.nice.org.uk/About/Who-we-are/Guidance-Execu-
tive

The date for publication has been set as the 23rd March, 2023.

As you can see, there is still an awful lot that we have to do to 
ensure that your views and concerns are considered by the 
decision makers. We are confident that by making our views 
known in a professional manner we will bring about changes 
that will have a significant impact on the way in which patients 
with Pernicious Anaemia are diagnosed and treated. We’ll keep 
you informed of the Guideline’s process.

Image taken from NICE.org.uk
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James Lind Alliance
During early August, we became aware that a pharmaceu-
tical company in the north of England had been licensed to 
produce a 1mg tablet of B12. A health professional associat-
ed with this society immediately contacted the company and 
was told that it wasn’t intended for use as a treatment for Per-
nicious Anaemia.

Because there has been so much confusion during the 
pandemic surrounding the treatment of patients, with some 
patients being prescribed 50mcg tablets of B12 (which would 
be useless as a treatment) we were concerned that this devel-
opment would lead to patients having their injections stopped 
and being prescribed tablets.

As we have said before, we are not against the introduc-
tion of tablets as a treatment for Pernicious Anaemia. Some 
patients manage their condition well on taking strong oral 
supplements. However, a significant number of patients given 
tablets experience a return of the symptoms of B12 deficiency 
including issues with their nervous system. In our experience 
tablets don’t work for all patients.

The evidence of how e¤ective tablets are in treating per-
nicious anaemia is very weak, and there has never been a 
thorough investigation as to the e¨cacy of oral tablets. We 
are against patients being denied their injections and being 
o¤ered tablets until a thorough research programme is 
carried out.

That is why we contacted our healthcare a¨liates and asked 
if they would like to be part of a research programme to thor-
oughly investigate the e¨cacy of oral treatment for patients 
with pernicious anaemia. Preliminary talks were held and it 
was agreed that it was not just the blood picture which should 
be looked at when evaluating the tablets, but also the clinical 
picture of the patient – how well or badly they responded to 
the tablets.

We were advised that the best way for us to proceed would 
be to work with, and through, the James Lind Alliance (JLA).
The JLA is a charity set up in 2004 by the National Institute 
for Health Research who had become aware that very little 
of the money they provided as medical research grants was 

being directed at projects that were asked for by patients. 
JLA seeks to bring together patients and researchers to 
form a Priority Setting Partnership, or PSP. The PSP will 
eventually, after a series of meetings, identify ten research 
questions relating to uncertainties surrounding patients’ 
diagnosis and treatment.

Our Support Group Coordinators and Telephone Helpline 
Volunteers are in a perfect position to know what are the 
main issues surrounding the diagnosis and treatment of per-
nicious anaemia and how these a¤ect patients. They are 
now recording all concerns and enquiries that will then be 
fed into the process.

We are now about to submit our Readiness Questionnaire to 
the JLA to start the process of identifying, from the patients’ 
perspective, topics and questions that need researching. 
One of those will be whether tablets to treat pernicious 
anaemia work for all or whether some patients only benefit 
from the tried and trusted injections.

Our overall aim relating to treatment is that, on diagnosis, 
patients are given injections to begin with, and can then be 
o¤ered a selection of treatment methods that will suit the 
patient who would need to be monitored to assess the suit-
ability of that particular treatment. However, before this can 
happen, we need to thoroughly investigate and research 
all the di¤erent options available before this can become a 
reality.
More about the JLA here:
https://www.jla.nihr.ac.uk
See also our news post: 
Oral tablets to treat Pernicious Anaemia
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Patients being de-diagnosed
We are astonished to hear that far too many of our members are being told that they no longer have Pernicious Anaemia.
This is happening because, for some reason, doctors are requesting the test for the Intrinsic Factor Antibody be carried out 
again. If the test for the antibody is negative then patients are told they no longer have Pernicious Anaemia.
We make the following points that you may want to discuss with your doctor:
1. The IFAB assay is notoriously unreliable and a negative test result does NOT rule out Pernicious Anaemia.
See the Guideline on Cobalamin and Folate Disorders by the British Committee for Standards in Haematology (BCSH):
‘IFAB is positive in 40–60% of cases, i.e., low sensitivity, and the finding of a negative IFAB assay does not therefore rule out 
pernicious anaemia (hereafter referred to as AbNegPA)’
Click here for the condensed version for doctors.
2. The BCSH and NICE state that once treatment has begun no further testing is required. See also here
3. Pernicious Anaemia is a life-long autoimmune disease for which there is no cure. If you have, in the past, tested positive for 
the antibody then you will have Pernicious Anaemia (for life).
4. You were initially investigated for IFAB because you had low B12 – if you don’t have Pernicious Anaemia then what was the 
cause of the B12 deficiency?
5. If you still cannot get the second diagnosis reversed then consider alternative courses of treatment. However, be aware 
that none of these has been fully evaluated as a treatment for Pernicious Anaemia. These include: sublingual tablets, sublin-
gual sprays, nasal sprays, B12 patches, finding a private doctor who will give you an injection for a fee. If, however, you begin 
to experience any neurological symptoms such as pins and needles and numbness in your hands and feet, an unsteady gait, 
cognitive problems etc you must return to your GP to discuss this.

New MSc Sponsorship

We are proud to be part of a research programme that is 
looking at identifying and isolating the many Analogues 
of B12 and are lucky enough to be able to sponsor an MSc 
student who will be playing a large part in this project.
The subject matter is still confidential but we hope to be 
able to report of some astonishing discoveries next spring.

RESEARCH

Treating Pernicious Anaemia 
during COVID-19
Dr. Heidi Seage and Dr. Lenira Semedo would like to thank all 
of you who participated in their research questionnaire into 
how your treatment was or is a¤ected due to the Covid-19 
pandemic.

The findings have now been written up and will be submitted 
to a suitable journal. We cannot say much about the findings 
yet but we can say that around 50% of respondents had 
had their treatment altered one way or the other during the 
pandemic. We will let you know more once the paper has 
been published. Thanks once again to all who participated.
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We know that a great many of you continue to support the society by renewing your membership every year or changing their 
membership to Gold. And we are also aware that some members find out what they want to know by visiting our website and 
then cancel their membership as they don’t see the point in continuing as members because they have found the answers to 
their questions.

Please be aware that not only does this society provide information and support for patients and their families, but we also are 
very busy lobbying for change on your behalf. We actively engage with health decision makers, clinicians and research groups 
to improve the way in which pernicious anaemia is diagnosed and treated. And we do more, we are raising the profile of how 
the disease a¤ects the everyday lives of patients and we are working to get the disease taken more seriously by healthcare 
providers.

Cancelling?
So, even if we don’t have more good news to share with you every newsletter, or you do not need support anymore, we do 
need your help to keep going – and one way to help is to continue to be a member of the society. The more members we have, 
the more credibility we have. And so, before you cancel your membership, please consider that without your continued support 
we wouldn’t be able to report on the ground-breaking progress we are making as told in the stories above.

The more members we have the bigger our voice!

Live in the UK and shop at Amazon? 
Support the PAS while you shop at no extra cost to you!

Your Membership: why it is so important

Here’s how:
Go to https://smile.amazon.co.uk
Log in as usual; Select Pernicious Anaemia Society, Start shopping!
Make sure you go via AmazonSmile every time you shop.
When you shop at smile.amazon.co.uk, you’ll get the exact same shopping experience as amazon.co.uk with the added bonus 
that Amazon will donate a portion of the purchase price to the Pernicious Anaemia Society (0.5%). Don’t forget to tell your 
family and friends too!
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We continue to o¤er our telephone helpline service which receives 
around four calls a day. During the summer we converted to a ‘cloud-
based service’ which makes it easier to divert calls to our team of 
wonderful helpline volunteers. However, there have been one or two 
hitches with the new system which did cause some frustration for 
some callers. Please accept our apologies for this, we are glad to say 
that the system seems to be working perfectly now (fingers crossed).

We have recruited more helpline volunteers who will be undergoing a 
training session in the next week or two which means we will be able 
to extend our helpline hours in the next month or so.

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

We are extremely thankful for the e¤ort and hard work of our 
Support Group Coordinators who organise meetings for members. 
We know how important these local groups are for providing the 
opportunity to speak to fellow su¤erers which alleviates one of the 
worst aspects of Pernicious Anaemia – that feeling of isolation that 
patients experience.

Unfortunately, all support group meetings have been cancelled 
due to COVID-19. Some of our existing groups have used ZOOM to 
carry on their meetings. 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 and help you to get started.

Number 01656 817085

Open Tue-Sa : 8.30am - 12.30pm 

Helpline Member Support

Volunteers Kathy, Jane, Alex, Karyl

NEED SUPPORT?

Support Groups

Telephone Helpline



Siân Morris on one of her walks     
raising money for the PA Society

Photo’s courtesy of Siân Morris, taken on her walks
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We are delighted that Roseblade Media have named us as their Charity of the Year and are 
busy walking around south Wales raising money for us. Siân Morris, who nominated us, is a 
member of the society.

“We chose you as our charity of the year as you actively work with healthcare professionals to 
increase understanding of the condition and the problems faced by su¤erers when they feel as 
though treatment is inadequate” she says.
“As well as this, you engage in research into the condition to try and improve the treatment 
options and better understand what can be done to help su¤erers. That’s why we would like to 
help you in what you do”.

You can track their progress at https://roseblade.media/community (scroll down to the 
“Walkathon” section). 
You can support them (and us!) with a donation here: https://uk.virginmoneygiving.com/
Team/RosebladeMedia

CHARITY OF THE YEAR




