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stakeholders during the consultation. Other organisations will 
have their own points of view and it’s possible other conditions 
could be included in the review.  
 
Martyn made the point that due to the problems with diag-
nosing Pernicious Anaemia,  it is very likely that a great many 
patients who have been told that they have low B12 and who 
have a normal balanced diet (and no other obvious cause 
like gastric/bowel-surgery, certain medication etc) will almost 
certainly have undiagnosed Pernicious Anaemia, also known 
as AbNegPA. So, if we address the problems with diagnos-
ing and treating Pernicious Anaemia the guideline will benefit 
everyone with a non-dietary B12 deficiency.

A draft scoping document will be forwarded to all stakeholders 
a week before the workshop so they are able to prepare their 
questions etc. to comment on. Following this, a final version of 
the scope is published. 
 
We will report back to you in the next newsletter on the first 
scoping workshop in August. 
 

More information:

How NICE clinical guidelines are developed: an overview
List of stakeholders
How we develop NICE guidelines

On Wednesday August 11th the first Scoping Workshop will 
take place virtually where a representative from each of the 
registered stakeholders will be able to attend to discuss what 
should and should not be included in the guideline develop-
ments. This ‘scoping exercise’ aims to identify what questions 
need to be asked about Pernicious Anaemia, and like the work 
we are doing with the James Lind Alliance, what lies within the 
scope and what is out of scope. 

We were a little disappointed to hear two weeks ago that there 
has been a proposal to change the title of the Guideline from 
‘The Diagnosis and Maintenance of Pernicious Anaemia’ to 
‘‘Vitamin B12 Deficiency, including Pernicious Anaemia: As-
sessment and Management”.

This proposed change could, we thought, weaken the inves-
tigation into the problems with diagnosing and treating Perni-
cious Anaemia, not least as it would take into consideration all 
of the other causes of B12 deficiency, including diet.  
 
However, following a meeting with NICE last week, we were 
informed that dietary B12 deficiency will not be included. NICE 
confirmed that the proposal to change the title has been made 
by three clinicians; a Gastroenterologist, a Haematologist and 
a GP (who is also a Clinical Adviser). NICE confirmed it has 
been quite a challenge to get clinicians involved. NICE advised 
that the whole process has to be seen to be transparent and 
the process will have a patients’ voice in every decision made 
during the process.  NICE needs to balance a lot of views from 

NICE Guideline on the Diagnosis and 
Maintenance of Pernicious Anaemia 
We were delighted that progress is being made on the development of a Guideline from the National Institute 
for Health and Care Excellence (NICE) on Pernicious Anaemia.

Better Treatment
We are aware that there is a great deal of dissatisfaction with the way in which Pernicious Anaemia is treated, or not treated at all, 
judging by the number of telephone calls and emails we receive where patients have had their life-saving injection stopped.  
 
We want to find out if there is a better way to treat the disease than the current ‘feast and fast’ regimen. The society is working 
with a group of seven pharmacists who have formed a group that will be looking at  ‘Innovative Methods of Delivery and Formula-
tion of Cobalamins’ over the next few years.  
 
This society is acting as the facilitator for the group and the first meeting will take place in the autumn where methods of treating 
other long-term diseases will be assessed as to whether they can be used for Pernicious Anaemia – self-injecting pens for 
example.  
We will report more on this in the next newsletter.

https://www.nice.org.uk/process/pmg6/resources/how-nice-clinical-guidelines-are-developed-an-overview-for-stakeholders-the-public-and-the-nhs-2549708893/chapter/nice-clinical-guidelines
https://www.nice.org.uk/guidance/indevelopment/gid-ng10176/documents
https://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-guidelines/how-we-develop-nice-guidelines
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A great big thank you to all of you who took part in the survey 
to identify questions surrounding Pernicious Anaemia that 
you would like the answers to. Over two and a half thousand 
questions were raised and these are now being analysed to first 
of all determine whether they are relevant questions that could 
and should be answered or whether they lie ‘out of scope’ of 
the project. All the responses are sorted and a list of summary 
questions will be created. These summary questions will then 
be checked against existing research evidence.  
 
Then it will be time for round two to begin which will mean that 
there will be an opportunity to choose the questions that you 
consider to be most important . And in order to do this you will 
again be invited to take part in a second survey. 
 
We really have been impressed with the range and quality of 
the questions, not only from patients but also from over sixty 
medical professionals including forty- three GP’s.  Please keep 
checking the website for news of the ongoing process of the 
PSP and the new survey. Of course we’ll post the link to it in the 
next newsletter, on our website and social media. 
Thank you once again! 

James Lind Alliance Priority Setting Partnership Update

Functional Outcome Score
There is a serious problem when trying to evaluate just how effective the treatment for Pernicious Anaemia is. One thing that 
seems certain is that simply measuring the amount of B12 in the patient’s blood does not give any explanation as to why the 
patient is experiencing a return of his or her symptom as it is almost always the case that the Serum B12 level will be high.  
 
There are several discussions continuing about analogues of B12 that are being deliberated by CluB12, and indeed the presence 
of pseudo-B12 could hold the answer to why patients are still feeling the worse symptoms of Pernicious Anaemia even though 
their deficiency in B12 appears to have been corrected. 
 
One way to measure how  effective or non-effective a patient’s treatment is to use a Functional Outcome Score which centres on 
how the patient ‘feels’ rather than any examination of his or her blood status. We have joined forces with a team of Clinical Psy-
chologists who will spend the next few years developing a Functional Outcome Score for Pernicious Anaemia. The first meetings 
have been held and, once funding has been secured, we will be asking for volunteers to take part in the development of the 
project. 
This has the potential to bring about vast improvement in the way in which patients with Pernicious Anaemia are treated.

Exploring patient safety issues for patients with Pernicious Anaemia
PAS is working with Cardiff University and a 4th year Medical Student who would like to ask some of our Members with PA a 
few questions.

The meeting will be via Zoom.

If you would like to participate, please email karyl@pasoc.org.uk
Numbers are limited.

mailto:karyl%40pasoc.org.uk?subject=
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Volunteers Week
Every year in the UK a Volunteers Week is held between the 1st and 7th June. This 
celebrates the wonderful work of volunteers who help lubricate the workings of the 
charity sector. This year we held an online symposium for our telephone helpline 
volunteers and our support group leaders. Although it was a virtual meeting with a 
distinct absence of refreshments of any kind, it was our way to say thank you for the 
wonderful work our volunteers do for the society. Thank you once again! If you are 
interested in volunteering for the charity, please get in touch so that we can discuss 
how you may be able to help. Find out more here on our website.

This society successfully applied to become a partner organisation of a newly launched programme that aims to allow patients 
access to treatment based on their own personal needs.

This coalition of organisations seeks to make health decision-makers aware of the benefits of individual care packages which, 
in the case of patients with Pernicious Anaemia, would mean receiving injections when or preferably before they are needed.

Here’s what they say:
“We believe that care based on what matters to people, is what matters most and we are committed to ensuring that person-
alised care is a reality for everyone using health and care services”.
More information can be found here:
https://coalitionforpersonalisedcare.org.uk

Coalition for Personalised Care

Long COVID
You may have been aware of the similarity of the symptoms of Pernicious Anaemia caused by low B12 and those of so-called 
Long Covid. This society has been made aware of a number of scientific papers that have been published, including one by a 
team of researchers who are linked to us. We have passed these on to the relevant government centres that are looking at the 
relationship between B12 and Long Covid and have been asked if we would be willing to participate in further discussions in 
the autumn – of course we said we would be more than happy to do so. We will let you know what happens.

Evaluation of the Burden of On-going Symptoms
This society has supported a new research programme led by Professor Lesley Anderson of Aberdeen University. The study 
aims to investigate how patients with Pernicious Anaemia experience the symptoms of the disease after treatment has started. 
The pilot study aims to ‘Evaluate the Lived Experience and the burden of symptoms relating to Pernicious Anaemia’. The appli-
cation is a small one but will allow a small number of our members to participate in two Focus Groups to discuss their on-going 
symptoms with another two members taking part in the wider stakeholder meetings. We should know soon if the application 
for funds has been successful and, if it is, we will be appealing for volunteers to take part in the study. It is envisaged that this 
small study will lead to a bigger, more comprehensive research programme that will be based on the findings of this original 
study. Professor Anderson is a member of CluB12 and the Pernicious Anaemia Subgroup.

https://pernicious-anaemia-society.org/volunteer/
https://coalitionforpersonalisedcare.org.uk
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Before I became actively involved with the Pernicious 
Anaemia Society, like many others who have Pernicious 
Anaemia, I felt very frustrated knowing that Health Care Pro-
fessionals knew little or nothing about PA and I couldn’t really 
understand why. If they didn’t know very much about this 
illness, how were they going to look after me and why hasn’t 
someone done something about it? 
 
Well, something is being done about it and the work to 
change the way patients are diagnosed and this unseen 
illness managed, has been going on for 14+ years. It is incred-
ulous that the PA Society, steered by Martyn, has worked all 
this time and continues to work, without any formally paid 
staff, and its only income coming from membership fees and 
donations. It has become evident to me over the past couple 
of years of supporting the Society, how hard it is to bring 
about change. 

So, what is happening behind the scenes to 
bring about change?

As you will be aware from our news posts, the PA Society has 
been working with the JLA since last September. The JLA is 
the patient focussed arm of the National Institute for Health 
Research and the ultimate aim is to ascertain 10 uncertain-
ties in relation to PA. Already, the JLA Steering Group, which 
consists of 12 Healthcare Professionals and patients, has had 
8 meetings, the subgroup 2 meetings and the administration 
team, 7 meetings. The amount of work that has already taken 
place has been phenomenal and further meetings have been 
arranged over the next few months. There is a formal process 
to go through, part of which was the recent survey which 
attracted over 2,500 responses . Every single response of the 
survey is analysed so you can imagine the amount of work 
that is involved. Although we will end up with 10 uncertainties 
for research, every single question will be kept and used for 
the future work of the PA Society. Your input to this has been 
vital. Thank you!

The work we are doing with the James Lind Alliance, is only 
a part of what is going on. We are working with academics 
in Cardiff University whose interests lie in the harm caused 
to patients who do not receive the correct diagnosis and/
or treatment. We are also working with pharmacologists in 
Cardiff Metropolitan University who are investigating an al-
ternative method of administering hydroxocobalamin. Very 
simply, a pen, like that used by diabetics, that can be used to 
deliver the optimum daily dose needed. 

Treatment stopped
Of course, COVID has played a very big part in our work 
over the last 18 months, not least because of the number of 

people whose treatment has been affected. It didn’t help that 
medical professionals relayed the message to the medical fra-
ternity that B12 can be stored in the liver for 2 years which is 
wholly inaccurate. Thankfully, following meetings with the PA 
Society, this information was changed, however, the damage 
was done and we have had and are still receiving countless 
phone calls due to members having their B12 postponed for 
many months or stopped altogether. Some are being told 
to take supplements and others are being de-diagnosed 
following unnecessary blood tests, and as we know, the 
blood test for B12 is flawed anyway. Martyn has worked tire-
lessly on this issue, writing to the Chief Medical Officers in the 
UK, holding numerous meetings to try and get the message 
across that treatment is vital and for life.

B12 test
Interestingly, we had a meeting earlier this year with the 
Director of a company that makes the equipment that tests 
B12 blood samples. 
 
The blood test for B12 deficiency was changed about 20 
years ago when the assays were moving from haematolo-
gy to microbiology. It was realised that by changing the way 
B12 deficiency was tested, they could save 2½ days a week 
in staff costs. So, even though the blood test is known to 
be inaccurate, change is considered to be cost prohibitive, 
although ironically, in Oxford CCG, 22 full time nurses are 
employed, just to give Hydroxocobalamin injections. The fact 
that the current test is flawed is estimated to cost more than 
£12million pounds in wasted GP appointments and that is in 
England alone. It is hard to believe that there have been 5 
Nobel prizes awarded for work on Pernicious Anaemia yet it is 
a blind-spot in medicine.

CluB12
The work the members of CluB12 are doing is extraordi-
nary and around 80 scientists, clinicians etc. from all over 
the world meet monthly to discuss, share their knowledge 
and resurrect the problems relating to PA and B12 deficien-
cy. CluB12 has now formed a sub-group, who are specifical-
ly looking at Pernicious Anaemia. I have sat in on some of 
the subgroup meetings and what struck me was the fact that 
whilst a lot of work is being carried out all over the world, 
there is no PA databank. Thus, the role of the PA Society in 
supporting the subgroup will be vital to enable them to go 
forward with their work.

NICE
Of course, what is needed more than anything, is a new 
Standard for Pernicious Anaemia to be issued by NICE. The 
fact that a Guideline has now been commissioned by NICE is 
a fantastic achievement and the result of many years of hard 

Pernicious Anaemia Society – my perspective
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We received an email recently from Dr. Jama Nateqi. He is 
co-founder and CEO of the world’s most accurate Artificial In-
telligence symptom checker and digital health assistant, 
Symptoma. Jama was named ‘Austrian of the Year 2020’ for his 
work in healthcare (he was told of his award from a boat that was 
following him on his daily swim!)

This is his email:

Your work is making the lives of patients and their loved ones 
significantly better. Thank you!
At Symptoma we are fighting misdiagnosis of rare diseases.
Can you and your community provide us with short vignettes of 
patients describing their symptoms?
This helps us 
(1) to measure the accuracy of our symptom checker (Symptoma.
com) and
(2) to ensure that other patients with similar symptoms do 
not have to undergo this unnecessary odyssey to get their 
diagnosis.
Accuracy results will be scientifically published.
We have prepared a form here to anonymously submit such 
vignettes.
Please find the form here: https://www.symptoma.org/rare-cas-
es

Please forward this email or URL to anyone who might have 
a rare disease. I remain available for any questions you might 
have. Thanks!

Sincerely,
Jama Nateqi, MD 
Founder of Symptoma

If you would like to contact Jama for further details his email 
address is:
nateqi@symptoma.org

A video can be seen here:
https://www.youtube.com/watch?v=Y0GHWogx0eg

Artificial Intelligence symptom checker and digital health 
assistant, Symptoma

work. However, there is still a process to go through which is 
similar to the work we have been carrying out with the JLA. The 
process will be transparent and NICE will ensure that there will 
be a patients’ voice in every decision. The process will start 
with a scoping exercise in August and NICE envisages that the 
whole exercise will be completed by November 2023. As you 
can imagine, a large number of stakeholders are also involved 
in the process and there is still a lot of hard work to do by PAS 
over the next two years.

This is just a brief insight of what I have been happy to be 
involved with. I have learned so much, not least change doesn’t 
come easily, especially in health. I have also learned words like 
assay, phenotypes, specificity etc. No quizzes please!

I have also learned that:
• There are only 3 sources/manufacturers of B12 in the world 

– 2 in China and I in France.
•  87% of the B12 produced goes into animals.

•  We only need a small amount of B12 each day yet our 
injection gives us 1000 mcg.

• COVID attacks methylcobalamin and depletes B12 which is 
why the symptoms of Long Covid and B12 are being inves-
tigated.

• If firemen are affected by cyanide poisoning, they are 
given an infusion of 5 (!) gram B12 (hydroxocobalamin) to 
aid their recovery.

• Your brain shrinks twice as fast if your B12 levels are less 
than 500.

Until next time, 
Karyl

https://www.symptoma.org/rare-cases 
https://www.symptoma.org/rare-cases 
mailto:nateqi%40symptoma.org?subject=
https://www.youtube.com/watch?v=Y0GHWogx0eg
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ADVANCING 

VITAMIN B12 

RESEARCH AND 

EDUCATION

CluB12 News
The international group of clinicians, researchers and scientists who are members of CluB12 now numbers over eighty. 
The group meets online once a week and every fourth week it meets later in the day than usual to allow participants 
from the Americas and Australasia to attend.

Pernicious Anaemia Subgroup
There has been a very interesting development as a subgroup has 
been formed that is looking specifically at the issues surrounding Per-
nicious Anaemia. This subgroup usually meets every Thursday and 
already there are plans to apply for quite substantial research grants 
to investigate all of the problems faced by patients with Pernicious 
Anaemia. 

One thing that the group is eager to discover is whether patients’ ex-
periences in getting diagnosed and treated have become worse. You 
may remember that in 2012 we launched a survey of members that 
asked about their disease and that survey was analysed, ‘cleaned’ and 
then published. The results were damning as it showed that 30% of 
patients waited five years or more for a diagnosis and 14% waited over 
ten years. 

There was also widespread dissatisfaction with the way in which 
patients were treated. Now the subgroup want to re-run the survey to 
discover whether there have been any improvement, or deterioration, 
in the way in which patients are diagnosed and treated. We suspect 
things have become worse but it’s only by re-running the survey will 
we be able to tell. We are currently looking at how and when we can 
do this but, in the meantime, the original survey results can be found 
here:
https://www.researchgate.net/publication/261735693_Patient_
journeys_Diagnosis_and_treatment_of_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 un-
derstand 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 ques-
tionnaire 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.

https://www.researchgate.net/publication/261735693_Patient_journeys_Diagnosis_and_treatment_of_pernicious_anaemia
https://www.researchgate.net/publication/261735693_Patient_journeys_Diagnosis_and_treatment_of_pernicious_anaemia
https://cardiff.onlinesurveys.ac.uk/measuring-the-family-impact-of-disease-
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Leaving a gift in your will
Much of the work done by the Pernicious Anaemia Society is 
by volunteers or through carefully considered investment of 
our resources into activities and organisational support to meet 
our objectives. The PAS was fortunate to receive a gift through 
a legacy in 2019. This made a significant contribution to our 
ability to press forward with effective lobbying and research, 
not least with the James Lind Alliance and NICE. 

We are truly grateful to person who thought about us at the 
time they made their Will. We know that this is a delicate 
subject, but many individuals have reported that being able 
to support causes that are important to them has provided 
comfort during the estate planning process as well as to their 
loved ones when the time comes to execute the Will.

There is so much more the Pernicious Anaemia Society would 
like to achieve, especially in the areas of support for our 
members and raising awareness generally. As we approach 
Remember a Charity Week in September, along with many 
other charities, we will be using social media to raise with our 
members and friends of our organisation, the possibility of 
leaving a gift or legacy in a Will. 

Gifts left to charity in Wills are free from inheritance tax so 
can, in some circumstances, reduce the amount of inheritance 
tax that might otherwise be payable on your estate. With their 
marketing budgets larger charities are able to run full fundrais-
ing campaigns in this area but considering a small charity, es-
pecially one that has a special meaning to you or your family, 
could make a huge difference to the work we are able to do in 
the future.

There are three main types of legacy that donors can leave to a 
charity. The first is simply the gift of a sum of money: eg £500. 
This is called a pecuniary legacy. The gift of a particular item or 
items such as jewellery, furniture, a painting, stocks and shares 
or a house is known as a specific legacy. The final type is a 
residuary gift. A residuary estate is what remains of the donor’s 

property after debts and other expenses, such as funeral costs 
and tax, have been paid, and after any pecuniary and specific 
legacies have been paid.  It can be the whole or a specific 
share of the residuary estate. 
Choosing to leave a legacy in your Will to the Pernicious 
Anaemia Society will make a significant difference to our 
work and will help provide quality life enhancing support to 
current and future members as well as contributing to valuable 
research into the diagnosis and treatment of Pernicious 
Anaemia.

Leaving a gift to charity in your Will is a highly personal and 
private decision and must be done with proper advice and doc-
umentation.  It is important before making or changing your 
will to speak to a solicitor.  Your solicitor will be able to advise 
which method would be best for you.  You can of course also 
change your mind if you change your Will in the future, but 
you and your loved ones can rest assured that the Pernicious 
Anaemia Society will be truly grateful for any contribution.  
 
If you are considering making or updating your Will and you 
are able to think about leaving a gift to the Pernicious Anaemia 
Society, we will make sure that, at the appropriate time, the 
funds are allocated to the valuable work our Society provides 
to support members and the wider community of sufferers 
whether or not they have an official diagnosis of Pernicious 
Anaemia. 
If you would like to leave a gift in your will you will need the 
following details:
The Pernicious Anaemia Society
Registered Charity:  No. 1147839
Registered Address: Level 4 Brackla House, Bridgend CF31 1BZ

Even if you are not considering making or changing your will 
now, there are other ways you can donate and support us.  
Take a look at our website at the Donate, Fundraising and Vol-
unteering sections or contact the Society directly if you have 
an idea to share!

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 £551.63 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!

https://pernicious-anaemia-society.org/donate/
https://pernicious-anaemia-society.org/fundraise/
https://pernicious-anaemia-society.org/volunteer/
https://pernicious-anaemia-society.org/volunteer/
https://smile.amazon.co.uk
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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 oppor-
tunity to hear how others are dealing with their condition. Our existing Support 
Groups have been set up regionally and are led by our wonderful volunteers.

Due to COVID, ‘live’ meetings have not been possible in the last year, but hopefully 
we can start up meetings again this year. 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

Upcoming meetings
Somerset online suppport group meeting: 3th July 
Register via email: somerset@pasoc.org.uk 
Open to all members in Somerset (and neighbouring areas)

South Wales: see next page

PAS Support 

Support Groups

Call the Helpline 

01656 817085 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

In the Media

Pernicious Anaemia: Little Known but Potentially 
Devastating

A psychotherapist — and professional ballroom dancer — 
describes the challenges he faced getting diagnosed and treated 
for Pernicious Anaemia.
Published on: 09 June 2021 - Last updated on: 18 June 2021 | Psychreg
https://www.psychreg.org/penicious-anaemia/

Long Covid patient in Cambridge tells how simple 
treatment took her from being almost paralysed to 
riding a bike in days

“the symptoms of long Covid are the same as iron deficiency and 
B12 deficiency – fatigue, exhaustion, shortness of breath”

Published: 17 June 2021  | Updated: 19 June 2021

Cambridge Independent
https://www.cambridgeindependent.
co.uk/news/long-covid-patient-in-
cambridge-tells-how-simple-treat-
ment-t-9203620/

https://pernicious-anaemia-society.org/member-support-groups/
mailto:info%40pasoc.org.uk?subject=
mailto:support%40pasoc.%20org.uk%20?subject=
mailto:membership%40%20pasoc.org.uk.%20?subject=
mailto:info%40pasoc.org.uk?subject=
https://www.psychreg.org/penicious-anaemia/
https://www.cambridgeindependent.co.uk/news/long-covid-patient-in-cambridge-tells-how-simple-treatme
https://www.cambridgeindependent.co.uk/news/long-covid-patient-in-cambridge-tells-how-simple-treatme
https://www.cambridgeindependent.co.uk/news/long-covid-patient-in-cambridge-tells-how-simple-treatme
https://www.cambridgeindependent.co.uk/news/long-covid-patient-in-cambridge-tells-how-simple-treatme
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We are aware that we are regularly asking you to take part in various 
surveys; in fact, we are worried that you will become survey wary and so 
we need to explain why these surveys are important.

Because Pernicious Anaemia has become a sort of forgotten disease, 
there is very little research that has taken place on the disease in the 
past fifty years compared to other diseases. And, because there is lack of 
data, we need to generate some, and one way in which we can generate 
much-needed data is by asking you to complete surveys which can be 
used as proof that there are serious problems with the way in which Perni-
cious Anaemia is diagnosed and treated. 

So, please spare some of your time to help our researchers help you. You 
can rest assured that the findings of our surveys will be put to good use – 
but we need your help.

We have had a very serious flood in our offices which has pen-
etrated to other office suites in Brackla House. As a conse-
quence, just as we were preparing to resume working from the 
office, we are still managing to run the society from our homes. 

Investigation into the cause of the leak in the office’s kitchen 
are still ongoing and the office will take another few weeks 
to be work-ready. Thankfully the only thing damaged was our 
PA system and we are fully insured. We should be back in the 
office by autumn.

A Word About Surveys

Flooded Office

South Wales Support Group Meeting 

Dear South Wales Members,

It is so long since we’ve been able to meet. We hope you are all keeping well in what has been very uncertain times.

We were hoping that we may be able to have a face to face meeting in our office in Bridgend in the next few months, but, as you will 
see from the article in this newsletter, we have had a disastrous flood, which has caused quite a bit of damage.

My thoughts are that we could meet via Zoom. Are you interested in an online catch up? If so, please drop me an email on south-
wales@pasoc.org.uk and I will make the necessary arrangements and send you a link.
It would be great to hear from you regardless.
Stay safe, Karyl
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