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and choose your top ten, the questions you consider to be the 
most important.

What will we do with the responses?
We will look at the questions that patients and their family/carers 
have selected and match them against those selected by health 
professionals. This will produce a short-list of questions that 
have been identified as being the most important research topics 
by both patients and health professionals. These highest ranked 
questions will be discussed in the final priority setting workshop 
by patients and clinicians who together agree the final Top 10 
list of priorities. This Top 10 will be announced and published 
on both the Pernicious Anaemia Society website and the James 
Lind Alliance website to promote them to researchers and 
funders. We will be working hard to ensure that those problems 
identified by you will become topics that will be thoroughly re-
searched or addressed in one way or another. We have already 
brought together researchers and clinicians and made them 
aware of the problems with the diagnosis and treatment of Perni-
cious Anaemia. And these teams will be ready to pick up one or 
more of the research questions once they are published.

Have your say on Pernicious Anaemia 
Research Priorities!

Last spring, we launched a survey where we asked you to tell 
us what questions relating to Pernicious Anaemia you would 
like answered by research. Over 1,300 patients, carers and 
healthcare professionals responded, and we received over 
3,000 questions! That figure, in itself, speaks volumes about 
the uncertainties surrounding this disease! We would like to 
thank everyone who took part in that initial survey. 

All of these 3,000 ‘raw’ questions were categorised and 
refined, and similar or duplicate questions combined by a 
professional data analyst and the Priority Setting Partner-
ship (PSP) Steering Group. All questions were assessed to 
ensure if they were within the scope of this PSP and checked 
against evidence to determine whether they have already 
been answered by research. We now have a list of 40 in-scope 
summary questions which are clear, addressable by research, 
and understandable to all. Out-of-scope and ‘answered’ 
questions have been made into a separate list that can still 
be used for future research and other projects. This ensures 
that none of the questions you want answers to are wasted or 
forgotten about.

We need you to help us identify which of these questions 
patients and healthcare professionals consider to be the 
most important. We’d like you to pick up to ten questions 
relating to the diagnosis, treatment and day-to-day manage-
ment of Pernicious Anaemia that you want prioritised to be 
answered by research. Look carefully at the list of questions 

Have Your Say! Pick YOUR Top 10 PA Research Priorities  
We need your help to shape the future of Pernicious Anaemia research.

TAKE THE SURVEY

https://pernicious-anaemia-society.org/pa-jla-survey/
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On the 11th August the National Institute of Health and Care Excellence (NICE) held the first scoping workshop of the Guideline 
on the Diagnosis and Maintenance of Pernicious Anaemia. Whereas the Guideline was originally to concentrate on a much-nee-
ded guideline by clinicians for this specific disease, the original remit was changed to include Vitamin B12 Deficiency. This change 
will mean that all other causes of B12 Deficiency will be examined including diet, demographics, religion, lifestyle and many other 
causes. 

We take the view that there is need for two separate guidelines, one for the biggest cause of B12 Deficiency, the specific disease 
called Pernicious Anaemia, and another for the other causes of B12 Deficiency. All of the evidence that we have submitted over 
the past three years, including detailed costs to the NHS relating to misdiagnosis and poor treatment centred specifically on Perni-
cious Anaemia. We were told at the scoping meeting that, although it is recognised that there is indeed a need for two guidelines, 
financial restrictions mean that the two separate subjects would need to be amalgamated into one. 

We have proposed another change in title to ‘The Diagnosis and Maintenance of Pernicious Anaemia and other Non-Diet Vitamin 
B12 Deficiency’. We have yet to learn if this change has been accepted though the proposal was well received at the event.
We will continue to participate in the Guideline Development and will keep you informed of the progress.
 

NICE Guideline Update

Prescription Charges Coalition Opposes 
Changes to Free Prescription Age in England

This society is aware of a new variation in treatment that some members in the UK are experiencing. 
Whereas patients usually attend their doctor’s surgery to receive their injection without incurring any 
cost, some patients are now being given a prescription for their injection which he or she takes to their 
local pharmacy where it is exchanged for one ampoule of their B12 injection. They take the ampoule 
along to their surgery and hand it to the nurse who administers the injection. Patients in England have to 
pay for this prescription which costs £9.35. Patients in Wales, Scotland and Northern Ireland do not have 
to pay for this life-saving treatment.

We are unaware of the reasons why some doctors are issuing prescriptions but we suspect it may be to 
save money. 
Not all patients in England have to pay for their prescription; those over 60yrs of age are eligible for free prescriptions, but that 
may be about to change. 
There is a proposal to raise the age for qualifying for free prescriptions from 60 to 66 and the Prescription Charges Coalition, of 
which this society is a member, has written to the Secretary of State for Health opposing this and requesting a meeting to discuss 
this further. 

Pernicious Anaemia is a long-term health condition for which, to date, there is no cure. Charging some patients for their life-saving 
treatment adds to the already enormous variation in the treatment patients with pernicious anaemia receive. 

Full details of the letter can be found here

More about the Prescription Charges Coalition can be found here: http://www.prescriptionchargescoalition.org.uk

https://www.ageuk.org.uk/latest-press/articles/2021/tens-of-thousands-more-people-may-require-hospital-treatment-if-they-ration-their-medication-due-to-no-longer-being-eligible-for-free-prescriptions/
http://www.prescriptionchargescoalition.org.uk
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Although it’s been many years 
since I genuinely experienced 
that ‘start of a new year’ optimism 
that teachers experience every 
September, I find myself anticipat-
ing the next three months with a 
mixture of optimism and anticipa-
tion. This is because the next three 
months will see a number of initia-
tives starting and ending. 

Research Programmes
I am, on behalf of the society, involved in five prospective 
and developing research programmes. 
I really wish that I could give you more detailed informa-
tion about these but as you can imagine, the research pro-
grammes are confidential until they are firmly underway. 
There’s a programme looking at the issues surrounding 
analogues of B12 which may account for why some patients 
are still symptomatic after treatment has started, there’s 
another that is developing a Functional Outcome Score to 
enable patients to be treated on an individual basis; another 
is concentrating on a whole new approach to the disease 
and how it is diagnosed and treated. Then there’s the 
programme that is investigating more modern, and patient 
centred treatments using a wide range of delivery methods. 
And finally, there’s the issue of long-covid and B12 – just 
why do patients with long-covid respond to B12 treatment? 
Is it because they were originally deficient in the vitamin but 
weren’t identified as being so? One of the programme teams 
has already met and two have even submitted their bids for 
funding. Throughout the next three months I will be busy fa-
cilitating these meetings with the hope that we can bring 
about real change in the way we are diagnosed and treated.

James Lind Alliance
Then there’s the incredible James Lind Alliance Priority 
Setting Partnership which will be in a position to publish the 
ten research questions that we, as patients, and clinicians 
and other health care professionals want answers to. This 
will inevitably involve more research collaborations and will 
mean that the problems with diagnosing and treating Per-
nicious Anaemia are really ‘on the map’ and should attract 
attention from researchers from around the globe. I will be 
on hand to provide further information to these research 
teams.

Oh! By the way, if you haven’t already chosen your top ten 
research questions, please do so by clicking here.

Political Awareness
I will continue to press on with the task of raising awareness 
among health decision makers and politicians of the 
problems we as patients face in getting quickly and accu-
rately diagnosed and adequately treated. Already I have 
made further requests for meetings with Chief Medical 
Officers and the Chairmen of various cross-party health 
groups. My main thrust here is to make them aware of 
the cost of misdiagnosis and undertreatment, not only in 
monetary terms but also in quality of life. And the buzz word 
today is ‘Patient Harm’; and there’s no doubt that leaving 
people undiagnosed and untreated brings with it the very 
large threat of patients being harmed.

Networking
I will continue to nurture our relationship with the Coalition 
for Personal Care and the Neurological Alliance as well as 
exploring the work of other groups that we can maybe con-
tribute to.

NICE
And finally, I will be continuing to feed into the Guideline De-
velopment into Pernicious Anaemia and other causes of B12 
Deficiency. This will involve more consultations, workshops 
and one-to-one meetings. This is a long process and will 
take around three years to complete but the first meeting has 
already taken place and I look forward to playing an active 
part in the process. I am also still engaged with the NICE 
Guidelines on ME/CFS and Quality Standard for Suspected 
Neurological Conditions.

So, this term looks likely to be a very busy one. My thanks 
to Karyl and Petra for all of their help and support (and 
patience). 

A word from the Chair - the coming months

https://pernicious-anaemia-society.org/pa-jla-survey/
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This is one of the most frequent questions we are asked via email or telephone helpline – ‘do you know of an expert in Perni-
cious Anaemia’. And we have to answer no.

Now, a leading researcher at a UK university has contacted us and wants to recruit a qualified doctor to complete a PhD on the 
trials and tribulations of Pernicious Anaemia, including how it impacts on everyday life – and he wants us to fund it.
The likely cost will be around £80,000, money that we simply don’t have. However, as this is such an exciting project the current 
chairman of the society has agreed to lead the campaign to raise the £80,000.

“This is a brilliant opportunity to allow GPs and other medical professionals to improve the way they diagnose and treat PA” says 
Martyn Hooper. 
“Doctors often ask for help from specialists in Pernicious Anaemia, and, unfortunately even Haematologists are unable to 
give any more guidance than is generally available. Completing a specialised PhD in Pernicious Anaemia would produce a 
medical professional who can confidently advise other health care professionals who need help with either the diagnosis or the 
treatment of the disease” he says.

Martyn intends to approach not one but many grant-making bodies, trusts and philanthropists to fund the four to five-year 
research programme.
If you would like to make a contribution, please go to our campaign-page here.
And if you can identify a possible source of funding whether it be an individual or organisation, please let us know by emailing 
research@pasoc.org.uk.

An Expert on Pernicious Anaemia?

Has Pernicious Anaemia Affected your Family Life?
We all know that there is tremendous variation in the way that on-going symptoms affect patients with some seeing their 
symptoms disappear completely once treatment has started while others continue to experience the worst signs of the diseases 
which can and does have a debilitating affect on their everyday lives. But what of the impact on family life? Until now nobody 
has studied this in any great depth but that is exactly what Cardiff University PhD student Rubina Sha is doing. 
Rubina contacted us recently and is asking our members, and one of their family to complete a short pilot survey so that she can 
understand how Pernicious Anaemia impacts on family life. Here’s what she says:
“A person’s pernicious anaemia can affect the lives of partners and family members, but this important impact is often ignored.  
Our research team at Cardiff University has created a simple questionnaire to measure this impact. We need your help to test 
this questionnaire before it can be used routinely to better understand and care for the health and social needs of partners and 
families. The researchers invite people affected by pernicious anaemia and their partners or other family members (aged at least 
18 years) to complete this 5-minute survey.  
https://cardiff.onlinesurveys.ac.uk/measuring-the-family-impact-of-disease-
Have you got five minutes to spare? Please take this ground-breaking survey.

Meet your MP
Earlier in the summer we arranged a virtual meeting with a prominent Member of Parliament and six of her constituents. So suc-
cessful was the meeting that we are considering hosting similar virtual meetings nationwide via Zoom and on a monthly basis. 
We’ll need you to help though, and so, if you would like the opportunity to tell your elected representative about your experi-
ence of getting diagnosed and treated properly, please get in touch. We will then ask other members in your constituency if they 
would also like to attend. 
 
These meetings are not only a good way of letting your MP know of the problems we, as a patient group face, but also, they can 
lead to written and oral questions to health decision makers which will help raise awareness of the problems with the diagnosis 
and treatment of Pernicious Anaemia.  
So, if you would like to attend a Zoom meeting with your MP let us know your name, constituency and postcode and we’ll do the 
rest by filling in the form here on our website. 

https://donorbox.org/an-expert-on-pa-phd-in-pernicious-anaemia
mailto:research%40pasoc.org.uk?subject=
https://cardiff.onlinesurveys.ac.uk/measuring-the-family-impact-of-disease-
https://pernicious-anaemia-society.org/meetyourmp/
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Has your treatment been changed? What you can do

We are aware that during the last eighteen months many members of this society have had their treatment changed. This has led 
to members being confused and frightened because, as we know, treatment for Pernicious Anaemia is for life. This issue has been 
the most asked question on our helpline and in the emails we receive. We sent out a survey a month ago to find out how many of 
our members have had their treatment changed and how. We would like to thank everyone who took part in that survey.

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%). PAS has received £717.36 thanks to all of our 
members who has shopped using Amazon Smile. 
Can you help us to get to £1000 next year? Don’t forget to tell your family 
and friends too!

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

What can you do?
We have produced a new leaflet and that explains what you can do if you have had your treatment changed or stopped. 
There are a number of things you can do to try and get your treatment returned to normal. We cannot recommend any particular 
option as everybody’s circumstances are different; all we are doing is suggesting you explore one or more of the options. 

What we do recommend is that you do not simply accept the change in treatment. You must take action to prevent any serious and 
irreversible nerve damage from developing.

If your treatment has been changed, find our new leaflet here. 
Read the information in the leaflet and make an appointment with your doctor to discuss your treatment. Explain that you have 
been in touch with the Pernicious Anaemia Society and that the society has given you information relating to your disease and that 
you are extremely worried.
Print the facsheet on the same page and hand a copy to your doctor or go through the applicable points on the factsheet with 
your doctor.

You can find the leaflet and factsheet here.

We found from the survey that 34% of patients have had their treatment changed in one way or another. From those people 21% 
has been switched to tablets and, more worrying, 17% reported their treatment stopped without an alternative given. We are 
however happy to hear that quite a few people who’ve been successful in getting their injection frequency increased. 

The reasons given for reducing or stopping injections were:
Because of COVID: 42%
B12 was retested and found normal/high: 23%
Antibodies intrinsic factor (re)tested and found negative: 7.6%
Because they were told tablets work just as well: 20%
28% were told B12 is stored in the body for a long period.

https://smile.amazon.co.uk
https://pernicious-anaemia-society.org/articles/treatment-changed-what-can-you-do/
https://pernicious-anaemia-society.org/articles/treatment-changed-what-can-you-do/
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Our Support Groups are a vital part of the PAS. They are an excellent way to 
relieve the feeling of isolation that many patients feel and they provide the op-
portunity to hear how others are dealing with their condition. Our existing 
Support Groups have been set up regionally and are led by our wonderful vol-
unteers.

Due to COVID, ‘live’ meetings have not been possible in the last year, but 
hopefully we can start up meetings again very soon. Some of our existing 
groups have used ZOOM to hold their meetings which has been well-received. 
If you are interested in an online meeting, please get in touch with your local 
support group coordinator. Contact details can be found on our Support Group 
website-page. 

We’d love to expand our network of Support Groups. If there is not one in your 
area please consider forming one. Are you able to arrange online and/or in 
person meetings regularly? 
Interested? Want to know more? Get in touch!
Email to: info@pasoc.org.uk or call +44 (0)7783 318525

Support Groups

Articles on Pernicious Anaemia

Pernicious Anaemia and the Pain from the Misunderstandings of Others
In our last newsletter we shared Terence Watt’s essay about living with Pernicious Anaemia. He continues his story in this new 
post. It’s a tale many of our members can relate to.
“A little while ago, I wrote about the deleterious effects that pernicious anaemia has on the physical body and the mind of those 
who suffer it. I wrote of my own experiences  about how it masquerades as all manner of different illnesses and how, as a result, 
some  people suffer for years before a proper diagnosis and eventual (sometimes very poor)  treatment.”
Read the full article here.

Pernicious Anaemia: The Hardest Part Comes After Diagnosis
In his third essay about living with Pernicious Anaemia, psychotherapist Terence Watts offers his insights into coping with the 
disease. “Staying alive after you’ve been diagnosed with ‘PA’ – pernicious anaemia – is relatively easy. It’s actually enjoying 
living that can be the hard bit.”
Read the full article here.

By Terrence Watts

Pernicious Anaemia Society welcomed by the Coalition for 
Personalised Care
The Coalition for Personalised Care has welcomed the Pernicious Anaemia Society with a profile of Martyn Hooper MBE, telling 
how he came to found the society after a long search for an accurate diagnosis.

“Early diagnosis is crucial to prevent nerve damage. My diagnosis came too late and, sadly, that’s very common. Misdiagnosis is 
widespread. I was diagnosed with MS, Parkinson’s, ME and Chronic Fatigue Syndrome because the tests are so unreliable. If it 
wasn’t for my sister intervening, I would be dead by now.”

You can read the full profile article here.

https://pernicious-anaemia-society.org/member-support-groups/
https://pernicious-anaemia-society.org/member-support-groups/
mailto:info%40pasoc.org.uk?subject=
https://www.psychreg.org/pernicious-anaemia-pain-misunderstandings-from-others/
https://www.psychreg.org/pernicious-anaemia-after-diagnosis/
https://coalitionforpersonalisedcare.org.uk/news/pernicious-anaemia-society-joins-the-coalition-for-personalised-care/


PAS Support 

East-Sussex Online Members Support Group Meeting
Wednesday 27th October at 7pm
We would like to invite you to join us for a virtual meeting of the East Sussex Support Group for an oppor-
tunity to catch up, exchange news and provide mutual support to one another. For now it will have to be 
virtually but hopefully in future we can return to face to face gatherings.
Please send me an email if you are interested in attending or if you would like more information.
Hope to see you there! 
Benita Johnson east-sussex@pasoc.org.uk
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We know that one of the worst things about Pernicious Anaemia is the sense of isolation it often 
brings – members continually tell us that nobody seems to appreciate just how the disease 
affects everyday life. And that’s why meeting up with others who have the condition brings a 
sense of relief that someone understands just what it’s like living with Pernicious Anaemia. 
The Covid-19 pandemic has exacerbated this feeling of isolation for many of our members as all 
support group meetings were cancelled. Now, as restrictions have been lifted, it may be safe to 
once again start support group meetings in person. 
We’re planning on holding our first meeting at the society’s office in Bridgend, South Wales 
on the 16th October – a Saturday, between 10am and noon. However, we don’t want to limit 
this opportunity to meet others to just those in south Wales, you are welcome to attend from 
wherever you are, but we will be limiting places available to 35 on a first come first served and/
or living in South Wales basis. 
If you would like to reserve a place, please let us know by emailing 
southwales@pasoc.org.uk 
 
Please think carefully before making a decision to come along as if you don’t attend you may be 
depriving someone else of the opportunity to attend. 
Be Aware – we will be closely monitoring advice from health professionals and the Welsh Gov-
ernment and we will adhere to any such advice. As such it may be that, depending on how 
things develop, we may have to cancel the meeting though we really hope that it will go ahead.

As part of their 10 year anniversary celebrations, Team 
Roseblade nominated the Pernicious Anaemia Society as their 
first Charity of the Year. Starting September 1st 2021, Mathew, 
Siân, Beth and Ryan take to their bikes to continue to raise 
funds for our Charity of the Year.

During September, the team will collectively cycle 870 miles - 
the length of the Wales Coast Path. Done on a bike locally, or 
on a stationery bike at the local gym, raising funds for the Per-
nicious Anaemia Society at the same time.

Show your support for their team here: https://uk.virginmoney-
giving.com/Team/RosebladeCoastalPathRelay

A Meeting?

Team Roseblade

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

mailto:east-sussex%40pasoc.org.uk?subject=
mailto:southwales%40pasoc.org.uk%20?subject=
https://uk.virginmoneygiving.com/Team/RosebladeCoastalPathRelay
https://uk.virginmoneygiving.com/Team/RosebladeCoastalPathRelay
mailto:support%40pasoc.%20org.uk%20?subject=
mailto:membership%40%20pasoc.org.uk.%20?subject=
mailto:info%40pasoc.org.uk?subject=

