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             Bethan Jenkins AM, Petitions Committee, National Assembly for Wales  
             Edwina Hart AM MBE, Minister for Health and Social Services, Welsh 
             Assembly Government 
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4th July 2009 
 
Dear Ms Lloyd, Mr Davies, Mr German, Ms Jenkins, Ms Hart and Ms Thomas, 

 
Reference: PET – 03 –137 [HYPOTHYROIDISM IN WALES] 
 
Thank you for copying to me, the response from Professor Ian Gilmore, President of the Royal College of 
Physicians dated the 10/6/09, which was sent to Val Lloyd in response to her letter of the 18/5/09. 
 
It is notable that this response from the Royal College of Physicians and the other organisations named in 
the letter [RCP et al] has not provided views with regard to the petition as requested by Val Lloyd, Chair of 
the Petition’s Committee. Rather, Professor Gilmore has chosen instead to comment on the joint statement 
[which he has now copied to Val Lloyd], which he says, is based on best evidence. 
 
Such a response is similar to those received by numerous others [including myself] who have raised 
questions with regard to the joint statement. Therefore, to my knowledge and to date, the RCP et al have 
steadfastly refused to answer any questions put to them relative to this issue [including that from the 
Petition’s Committee of the National Assembly for Wales]. Furthermore, it would appear that the RCP et al 
have chosen to disregard or even comment on, the enormous amount of research and/or academic 
referencing sent to them about hypothyroidism and its treatment. This has been an ongoing problem for 
hypothyroid patients and their supporters. No matter what scientific information is provided to support the 
view that all is not well regarding this issue, it has been seemingly impossible to persuade the ‘medical 
profession’ to enter into dialogue, discussion or debate so that together we can begin to resolve the 
problems being encountered by hypothyroid patients.  
 
As the ‘medical profession’ have continually failed to respond satisfactorily, to questions raised with them 
or have simply side stepped such questions, what are we to do? Well, we have appealed to our political 
representatives to act on our behalf as this is a very serious issue and unless addressed, is not going to go 
away and so we would like to see the National Assembly for Wales and the Welsh Assembly Government 
take the lead on this issue, as they have with so many other important health initiatives.  
 
As I have been at pains to emphasise all along, this petition was put forward on behalf of hypothyroid 
patients, by such patients, their families and supporters for the potential benefit of hypothyroid patients 
because serious concerns exist with regard to the non-diagnosis, misdiagnosis and mismanagement of 
hypothyroidism in Wales and beyond. [But note there are some scientists, doctors and researchers who 
support our views – as the research papers and other information submitted to the NAfW and the RCP et al 
would indicate]. 
   
These concerns have not been alleviated as a result of the joint statement rather these concerns have been 
exacerbated and there is now genuine worry that hypothyroid patients will come to harm as a result of this 
joint statement, which contains some contradictory points, some examples of which are covered in Annex 1 
of this letter. 
 
In fact, there are also many frightened patients who are concerned that their medication [particularly 
Armour Thyroid – which contains T3] will be stopped as a result of the RCP et al joint statement. Two such 
patients, recently wrote to the Minister, Edwina Hart in order to voice their concerns. They were invited to 
meet with Dr. Sarah Watkins, the Senior Medical Advisor for Chronic Conditions and so the Welsh 



Assembly Government has now been alerted to this potential worry and risk to hypothyroid patients, which 
is a direct result of the RCP et al joint statement. Hypothyroidism is of course one of several chronic health 
conditions. It is life threatening if left untreated or is inadequately treated and as a result of this, merited 
free prescriptions even before prescriptions became universally free to all in Wales – as a result of a policy 
decision by the Welsh Assembly Government. 
 
However, the concerns raised in the petition are historical and existed prior to the issue of the joint 
statement. Such concerns have led to the formation of several national and localised hypothyroid patient 
support groups, some of whom have written to the Petition’s Committee in support of this petition. 
Together, such groups represent the interests of many thousands of hypothyroid patients and each group 
has, in its own way been campaigning for better treatment for hypothyroid patients, including [and backed 
up by] research into this profoundly debilitating condition.  
 
Some individuals, such as Diana Holmes [you were all provided with a copy of her book] have not only 
become lay researchers but have over the last 15 years been active in increasing awareness within the 
medical profession and with other interested parties with regard to hypothyroidism. This has included 
appearing on TV and radio and presenting information on this issue. Back in 2005, Diana also developed a 
‘Thyroid Petition,’ which she personally presented to the General Medical Council [see Annex 2 of this 
letter for the wording of that petition]. This petition, which was signed by approximately 3000 people, was 
also copied to a number of organisations, including, The Royal College of General Practitioners, the 
Society of Endocrinology, the British Thyroid Association and the British Thyroid Foundation. Thus, the 
medical profession has been aware of the many concerns and the issues raised by hypothyroid patients for 
several years now. 
 
So as can be seen from the above, no effort has been spared in bringing concerns to the attention of the 
medical profession, yet still there is a refusal to listen to our viewpoint even though we are able to 
substantiate our claims with a vast array of appropriate and specific evidence and research. 
 
You will have already been sent a copy of the critique [entitled ‘REBUTTAL’], that my daughters and I 
sent to Professor Gilmore and also to all the nominal heads of all the organisations who were involved with 
the production of joint statement, [an extract of which is given at Annex 1 at the end of this letter]. So I can 
confirm that the RCP et al have not responded to one single question originally raised with them or to any 
supplementary questions asked of them and following the review of all material sent to them, they have 
recently said that, "We cannot enter into any further correspondence on this issue." 
 
Thus the RCP et al have not: 
[1] Responded to any questions raised either before or after the review 
 
[2] Have not responded to any of the comments raised before or after the review 
 
[3] Have not acknowledged or acted upon the hundreds of medical references sent to them which do not 
comply with the assertions made within the joint statement and which support our views. 
 
[4] Have not acknowledged the plight of patients who are intolerant of thyroxine and have to date not 
amended their press release, which states that, 'thyroxine is the only treatment for primary hypothyroidism.' 
In a letter to me dated 22nd of May they have said, “It should be noted that it [ie the joint statement] is about 
the treatment of primary hypothyroidism and does not preclude other treatments for exceptional cases by 
specialist endocrinologists who can make clear to patients any associated risks.” Thus they have 
acknowledged in writing to me that ‘exceptions’ do exist – yet still refuse to amend the wording of the 
statement or press release, or when asked have refused to say what these ‘exceptions’ are.   
 
[5] Have not provided any explanation for their widening of the reference interval for TSH blood tests in 
direct contrast to what is happening globally, including the USA, where the reference interval has been 
truncated and lowered in order to identify and treat hypothyroid patients not previously diagnosed. 
 



[6] Have not provided satisfactory evidence of medical research, which would fully substantiate their 
stance - rather they have stated, in an e-mail sent to me dated the 4th of June that, "It represents the 
consensus of medical opinion of the College and the other bodies that were involved in its preparation." 
 
[7] Have not disclosed who the authors of the statement are or who the reviewers of the statement are or 
whether both authors and reviewers are the same people. 
 
[8] In addition the RCP et al have refused to discuss now and it would seem in the future, this issue with all 
those patients, their families and supporters who had and still have deep concerns regarding the joint 
statement [which in a recent letter to me] from the RCP has now been designated  'the position statement or 
guidance (not a guideline)."  The above list of ‘have nots’ by the RCP et al is not exhaustive. 
 
Therefore, to summarise, the petitioners have requested an investigation into this issue. This request still 
stands and is now regarded as more urgent than ever given the RCP et al joint statement and their stance on 
this issue. Whilst the RCP et al agreed to review the information sent to them, they did so behind closed 
doors, refused to reveal who would be conducting the review [ie either names or designations] or whether 
or not the authors of the joint statement and the reviewers were the same people. Furthermore, they ignored 
a request to involve patient support groups, other than those affiliated to them and to date it would seem 
that they have refused to answer any of the questions raised with them. There is already sufficient academic 
evidence and scholarship in existence, already provided to the RCP et al [and examples of which have also 
been provided to the NAfW], to support the opinion that there is something seriously remiss with regard to 
the diagnosis and management of hypothyroidism for many thousands of patients. But it would seem from 
the outcome of this review [ie no change], that despite the dearth of information sent to them that every 
single item of this has been disregarded. In addition, the assertion within the statement, ‘that the vast 
majority of patients with suspected thyroid disease are supported very well in primary care by their General 
Practitioners and their condition, hypothyroidism or otherwise’ is appropriately diagnosed and well 
managed,’ is disputed.  
 
If hypothyroid patients were satisfied with the treatment they receive, why have we initiated this petition? 
Why did so many people sign the 2005 petition? Why have there been so many campaigns by hypothyroid 
patients, support groups and forums regarding this issue? Why have so many people spent so much time 
trying to raise awareness of this issue in an attempt to resolve the problems experienced by patients due to 
the non-diagnosis, misdiagnosis and/or mismanagement of hypothyroidism? Therefore, I can only re-iterate 
our request for an investigation into this issue as a matter of urgency and the National Assembly for Wales 
is called upon to listen to what [hypothyroid patients and their supporters] have to say and so a formal 
request to meet with you at the earliest opportunity in order to discuss this issue is now being made. Many 
thanks.  
 
Yours sincerely  
 
 
Julie Ann Cameron MBA [Petition Co-ordinator]  
 
PS: As a matter of interest, see below a quote by Professor Ian Gilmore, President of the Royal College of 
Physicians as given on the RCP website. 
 
“Physicians are privileged to have the daily opportunity to make a difference to people’s lives, usually 
when illness strikes and individuals are most vulnerable. But we cannot take for granted the trust patients 
afford to physicians nor assume that we know best the care they want.” 
 
 
 
ANNEX 1 – AN EXTRACT OF THE CRITIQUE SENT TO THE ROYAL COLLEGE OF PHYSICIANS 
ET AL – [CONCERN NUMBER 6 OF 11]  



CONCERN 6 
The ‘joint statement’ includes the following; “We do not recommend the prescribing of 
additional Tri-iodothyronine (T3) in any presently available formulation including Armour 
thyroid, as it is inconsistent with normal physiology, has not been scientifically proven to 
be of any benefit to patients, and may be harmful” and “The College does not support the 
use of thyroid extracts or thyroxine and T3 combinations without further validated 
research published in peer-reviewed journals. Therefore, the inclusion of T3 in the 
treatment of hypothyroidism should be reserved for use by accredited endocrinologists in 
individual patients”  [1].   

 
If the argument that Armour Thyroid USP is inconsistent with normal physiology is used against 
Armour Thyroid USP, since this preparation contains a higher proportion of T3, then the same 
argument could be used against thyroxine [T4 only treatment], since it contains no T3 at all, nor 
T1 or T2. Thus, by the same logic, thyroxine [T4 only] would be even more inconsistent with 
normal physiology. 
 
Further, if the argument that thyroid treatments containing T3 and/or Armour Thyroid USP, have 
not been scientifically proven to be of benefit to patients and may be harmful to such patients is 
being used by the Royal College of Physicians and others – then this can be contradicted by 
scientific evidence that indicates that treatments containing T3 and/or Armour Thyroid USP, have 
been of benefit to certain categories of hypothyroid patients.  
 
The use of T3 and T4 combination treatment has been shown to be of benefit to patients, by 
Bunevicius et al. (1999)[8], Bunevicius and Prange (2000) [9] and by Bunevicius et al. (2002) [10]. 
Other researchers demonstrated that only combined treatment with thyroxine and tri-
iodothyronine prevented hypothyroidism in all of the tissues of the thyroidectomized rat, implying 
that in humans combined treatment with thyroxine and tri-iodothyronine would be necessary to 
achieve euthyroidism [11].  

In 2007, Gautam Das gave Armour Thyroid to three patients who were intolerant to L-thyroxine 
with a successful outcome and recommend that, “a trial of Armour could be considered in 
patients who have not responded to this conventional treatment….” [12]. More recently, in 
2008, Lewis et al concluded that, “in appropriately selected hypothyroid patients, Armour 
appears to improve the quality of life in patients who have either had an inadequate 
clinical response to conventional T4/T3 therapy or are unable to tolerate such therapy” 
[13].  

Despite the caveat within the ‘joint statement saying, “the inclusion of T3 in the treatment of 
hypothyroidism should be reserved for use by accredited endocrinologists in individual 
patients,” there is concern that, the net effect of the ‘joint statement’ could be to effectively 
prevent the prescribing of any treatment for hypothyroidism other than synthetic thyroxine (T4) 
irrespective of the individual clinical needs of the patients concerned, because of the emphasis 
elsewhere in the ‘joint statement’ and the RCP press release that, ‘Thyroxine is the only 
treatment for primary hypothyroidism’.  
 

• Therefore what redress is available for patients suffering from untreated or under 
treated hypothyroidism as a result of doctors following this ‘joint statement’ and 
not providing or discontinuing the treatment of their hypothyroidism with any 
treatment other than synthetic thyroxine [T4] only?  

 
• Does this introduce yet another two-tier system, whereby patients currently being 

prescribed treatments other than synthetic thyroxine only would have their 
treatment continued but new patients would no longer be treated with alternatives 
to synthetic thyroxine – which might be better suited to their individual needs?  

 



 
 
NB:  The full critique, under the title of ‘REBUTTAL’ has already been sent to you but to re-iterate 
neither the above nor any other points raised with the RCP by myself, my daughters and others or 
any additional questions raised have been commented upon or clarified or answered by the RCP et al 
to date. 
 
 
 
 
 
ANNEX 2  –          THE WORDING OF DIANA HOLMES’ PETITION TO THE GMC [2005] 
 

 
 
 

THYROID PETITION 
 

We the undersigned [thyroid patients, families/friends] wish to lodge this petition with the General 
Medical Council as a formal complaint against the clinical practice of the majority of the medical 
profession with regard to the diagnosis and management of hypothyroidism on four counts: - 
 
1. Over reliance on thyroid blood test results and a total lack of reliance on signs, symptoms, history of the 

patient and a clinical appraisal. 
 
2. The emotional abuse and blatant disregard by the majority of general practitioners and endocrinologists over 

the suffering experienced by untreated/incorrectly treated thyroid patients and their lack of compassion over 
the fate of these patients.  

 
3. Stubbornness by the majority of general practitioners and endocrinologists to treat patients suffering with 

hypothyroidism with a level of medication that returns the patient to optimum health. In addition, the 
unwillingness to prescribe alternative thyroid treatment for patients on individual clinical grounds. For 
example a combination of T4/T3, T3 alone or a natural thyroid treatment such as Armour Thyroid. 

 
4. The ongoing reluctance to encourage debate or further research on hypothyroidism.   
 
In addition we formally request an independent investigation into patients who are hypothyroid, which 
includes examination of clinical results of patients treated by private doctors (whose work is outside NHS 
directives), and comparative examination of clinical results of patients treated by NHS practitioners who 
diagnose and manage hypothyroidism. 
 
Failure to address these issues will result in a vote of no confidence in the General Medical Council 
 

























Val Lloyd AM 
Chair 
Petitions Committee 
National Assembly for Wales 
Cardiff Bay 
CF99 1NA 
 
7th September 2009 
 
Dear Ms Lloyd, 
 
Mencap Cymru is pleased to be able to continue our work with the Petitions 
Committee and the National Assembly for Wales as part of our campaign for better 
employment opportunities for people with a learning disability.  
 
This letter is written in response to the letter received by the committee from the 
Minister for Children, Education, Lifelong Learning and Skills, Jane Hutt AM, dated 
19th June 2009. We appreciate the Minister taking time to look at the concerns 
raised in our campaign about Welsh Assembly Government policies designed to 
support people into employment or to take advantage of employment opportunities. 
We do unfortunately feel that her response does not answer our concerns and still 
have some real issues of contention with the Minister’s response and would like to 
address these in this letter. 
 
Skills that Work for Wales 
 
While we recognise that Skills that Work for Wales (STWFW) is a pro-active 
strategy that makes some excellent strides to support people to gain employment,  
Jane Hutt’s statement that it “cuts across all client groups” looking to access 
employment opportunities is true in theory. The experience of people with a 
learning disability and their families that we speak to, suggests that in practice this 
is not happening. 
 
Skills that Work for Wales outlines a personal approach to supporting people to 
gain relevant skills and help them find and keep paid employment. This approach 
should be ideal for people with a learning disability. Unfortunately the key 
commitments: to basic skills, to apprenticeships linked to qualifications and to high 
level skills are not relevant to many people with a learning disability. 
 
Again in our experience, and in line with the academic research,  the most effective 
way of supporting people with a learning disability into work is through work based 
learning whereby the ability to carry out the job should determine the success or 
otherwise of the learning. Literacy, numeracy and qualification based outcomes 
whilst desirable for people with a learning disability for whom this is an effective and 
meaningful intervention, are not relevant for the majority of people with a learning 
disability in Wales. 
 
Reasonable adjustment of qualification based learning programmes is required to 
prevent discriminating against people with a learning disability. This principle was 
discussed several years ago with the then Minister Jane Davidson who was 
supportive of this approach but we have not seen this explicitly stated in policy nor 
widely implemented in practice within WAG funded programmes. Skills that Work 



for Wales does not work for people with a learning disability and will continue to fail 
them until this specific issue is addressed. (The focus on qualification based 
approaches is widespread and likely to increase in the future and we can see the 
logic of this for the majority of the Welsh population. This makes the need for a new 
approach around learning disability more critical. ) 
 
A review of policies and practice is required to agree what the approach to 
qualification based programmes, especially work based learning programmes, will 
be and to ensure it is embedded within future policies and implementations.  
 
We welcome the introduction of learning coaches and learning plans that are 
mentioned in the strategy. We would however question how numerous these have 
been in their uptake amongst people with a learning disability. Through our contacts 
within Mencap’s supported employment services and other Supported Employment 
Agencies (SEAs) with whom we work, we have yet to come across a school or pupil 
with a learning disability who has benefited from this type of support. This is not to 
say that the strategy is necessarily poor, rather that the implementation is flawed. A 
review is required to understand why these initiatives are not reaching people with a 
learning disability and how this could be better provided.  
 
In her response the Minister also highlights “Career Ladders” as a holistic approach 
to mapping an individual’s journey to working life through various channels. Again, 
we have yet to come across an example of a person with a learning disability 
accessing Careers Ladders, this would lead us to suggest a review of how this 
scheme is marketed, and whether this process is fully inclusive and far-reaching so 
as to attract all of its intended targets, is much needed. 
 
There has been a focus on people who are “NEET” in recent policy guidance. In 
Skills that Work for Wales, the definition of whether someone is NEET is given as “a 
young person aged 16 – 19 who is not in employment, education or training”. The 
majority of people with a learning disability wanting to work are not in this age 
range. It is also questionable whether a significant number of people with a learning 
disability (of all ages) would be considered as “not in employment, education or 
training”. It is unclear whether this definition encompasses people who are being 
provided with support through day services. Many adults with a learning disability 
will be attending day services and therefore we believe are excluded from targeted 
work aimed at those who are not in employment, education or training. 
Furthermore, others will be attending college courses for many years, often 
repeating the same courses several times and not gaining places on the courses 
they actually want to do. Again, this would exclude people from the NEET definition, 
but they are not actually gaining skills that will increase their employability and 
increase the chances of attaining their goal of paid work.  
 
WAG Placements 
 
The placements that the Minister draws attention to within the Assembly 
Government are very encouraging and set a good example of how employers can 
demonstrate that employment opportunities are open to people who could 
otherwise be excluded. The majority, but not all participants, on this programme 
have a learning disability. The types of permanent paid positions also vary in the 
hours offered with some working full time hours and some as little as six per week.  



This provides valuable flexibility. We wholeheartedly support the Wales wide nature 
of the scheme and the ability of candidates to apply for internal vacancies.  
 
The scheme is relatively new and as we have supported individuals working 
through the process we are finding that there is some confusion about what 
happens at the end of the year. In particular the transfer of funding responsibilities 
for the roles needs to be more transparent and should a role not continue support 
needs to be provided to individuals to apply for and learn any new role.  
 
Valuing Employment Now 
 
Mencap, both at a UK and Wales-wide level, welcome the initiative behind the 
Cross Governmental Department scheme Valuing Employment Now in its objective 
of increasing the number of people with a learning disability in paid employment by 
statutory bodies (including the DWP itself). This demonstrates the public sector 
taking the lead in promoting equality in the workplace for people with a learning 
disability. 
 
At a recent LDIAG meeting, a representative from DWP presented on the strategy, 
and it was clear the commitment to employing people with a learning disability in 
the DWP itself is applicable only to England at present. We believe a Wales specific 
strategy is required. The principles and approach of Valuing Employment Now are 
very welcome and mirror the work we have done in Wales with all members of the 
Association of Supported Employment Agencies in Wales, (previously presented to 
the committee as the Employment Model). We would welcome the opportunity to 
work with the Welsh Government in both the formulation and implementation of 
such a strategy. 
 
Statement on Policy and Practice 
 
Mencap Cymru agrees with the vision of the Statement on Policy and Practice for 
Adults with a Learning Disability that authorities seek to “maximise an individual’s 
potential to be gainfully employed.” We would like to see this being implemented 
effectively. The current trend appears to be less support available to people with a 
learning disability.   
 
We are aware of several local authorities who have withdrawn funding from 
employment services for people with a learning disability either cutting completely 
their support of employment initiatives or cutting learning disability specific services 
and combining them into a generic service. Consequently we have seen a reduction 
in the support provided to people with a learning disability to find employment 
contrary to the Policy and Practice Statement direction.  
 
LDIAG is currently working on developing guidance on employment services and 
we understand that this guidance will focus on standards for employment services 
in Wales. This is very different from a comprehensive strategy. For example, it is 
likely to look only at adult provision. In our employment model sent to you when we 
presented in May, we demonstrated the case for interventions from the age of 11 
(this is outside the LDIAG remit) and an integrated approach across public sector 
workforce planning, education services for 11 – 25 year olds, benefits advice as 
well as good quality supported employment. Only the latter will be covered by the 
LDIAG work.  



 
Data Collection  
 
From Mencap Cymru’s research into current employment levels of people with a 
learning disability with local authorities, the majority responded that they do not 
monitor specific disabilities of employees. While all employees certainly have a right 
to privacy and equality in the workplace, we believe that without this information it 
will be difficult to ascertain if people with a learning disability are being given an 
opportunity to contribute to civil society in Wales through finding and keeping paid 
employment. A simple adjustment that allowed for the number of employees with a 
learning disability to be recorded would allow local authorities and the Welsh 
Assembly Government to be able to monitor success in this area. 
 
Whilst it is difficult to determine how many people with a learning disability are in 
work, due to this lack of data, we are not seeing any change in the actual 
experience or opportunities of our members. Most say they want to work but do not 
have the chance to find paid work; day services or voluntary work substituting for 
this important aspect of life experience. This in itself demonstrates that Government 
policies and initiatives are not changing the experiences of people with a learning 
disability and employment.  
 
Related policies with an impact on employment 
 
You may be aware that over the summer holidays a group of people with a learning 
disability toured Wales on public transport to raise awareness of our employment 
campaign. It was interesting to discover that a Wales wide problem arose with the 
use of supporters on disabled bus passes which prevented people with a learning 
disability from using their bus passes for travel training. This is one small example 
of how other Welsh Assembly Government policies can create a barrier to people 
with a learning disability finding and keeping paid work. 
 
Summary 
 
We hope that our response shows that there are still significant gaps in the 
DCELLS initiatives highlighted in the response given to the Committee and 
additional policy barriers to supporting  people with a learning disability to find and 
sustain paid work. We believe we have demonstrated there is a need for a 
comprehensive review of the policies that should be providing support to people 
with a learning disability to gain and keep employment. We want to see such a 
review take place urgently.  
 
We believe that any review should include the development of key principles for a 
comprehensive strategy on how to increase the proportion of people with a learning 
disability in work in Wales, including how this will be monitored, targets for the 
public sector and agreed approaches to reasonable adaptation for qualification 
based approaches.  
 
We know that you will agree with us that it is vital to ensure that the policies 
intended to support for people with a learning disability find work, are effective, 
unfortunately our discussions with professionals who work in the field of supported 
employment, have found very few people who have heard of or accessed the 
services set out in the policies/strategies referred to in Jane Hutt’s response. We 



believe that reviewing both the content of the policies/strategies and the way the 
services they offer are marketed, would truly show how many people who could 
experience significant benefit, actually are. 
 
A Wales specific strategy that mirrors the initiative taken by Valuing Employment 
Now, is essential if people with a learning disability are to be supported to make a 
contribution to the Welsh economy. Mencap Cymru would also welcome the 
opportunity to be involved in any further work needed on developing such a 
strategy, to highlight some of the solutions as well as support understanding of the 
barriers and current shortfalls in existing policy.  
 
Again we like you want policies that are not merely aspirational, but actually see 
more people with a learning disability find and keep paid employment. We therefore 
ask that you consider referring our petition to the Enterprise and Learning 
Committee and request that they undertake a full scale review of all policies created 
by the Welsh Assembly Government to help people with a learning disability find 
work. We believe that it is time to undertake such a critical review and would 
support the review of services for disabled young people carried out by the Equality 
of Opportunities Committee in 2006 and the recent review of further education 
provision for disabled students carried out by the ELC. 
 
We would be happy to meet with you again to discuss our concerns. 
 
With very best wishes 
 
 
 
Liz Neal 
Director, Mencap Cymru 
 
 







 

 

 
 
 
Sandy Mewies AM 
Chair of the Petitions Committee 
Welsh Assembly Government 
Cardiff Bay 
CARDIFF 
CF99 1NA 
 
17th August, 2009. 
 
Dear Ms. Mewies, 
 
Ref. PET-03-181 
 
Thank you for your letter of the 13th July asking for my response to the Minister for Health and Social 
Service’s letter regarding the treatment of Pernicious Anaemia.  I have the pleasure to note the 
following. 
 
The Pernicious Anaemia Society is the only organisation in the world that provides information, 
advice and support for sufferers of Pernicious Anaemia and their families and friends.  It has been in 
existence for five years and was entered onto the U.K.s Charity Commission register three years ago.  
We are based in Wales but with a global membership. 
 
Until the middle 1950’s the treatment of Pernicious Anaemia was based around the patient consuming 
large amounts of, preferably, raw liver in order to carry on living.  When Vitamin B12 was isolated and 
cloned the treatment improved and the slow death could be avoided. 
 
There has been no improvement in the treatment of Pernicious Anaemia for the last fifty years.  The 
single most common cause of concern, and complaint, by members of the society is that the 
intramuscular injection of Hydroxocobalamin (B12) every three months is inadequate.  When patients 
ask for more frequent injections they are often offered anti-depressants as a matter of routine.  The 
British National Formulary stated that an injection should be given every month (1964), this was 
changed to every two months (1974) and changed again to every three months in 1984.  Patients 
whose GPs refuse to depart from the BNF Guidelines are then either forced to suffer for two months 
out of every three or resort to buying Cyanocobalamin (another source of B12) from internet 
pharmacies or over the counter at pharmacies in mainland Europe – the injection is available only via 
prescription in the U.K.  The patient then either learns to self-inject or gets a family member or friend 
to inject – some with the consent of their GP but, more often, without either the knowledge or consent 
of their doctor.    Most members receive no appropriate medical training on how to self-administer 
their injection and it is evident that most inject sub-cutaneous (just under the skin) and not into the 
muscle – which can be very painful. 
 
The petition called on the Welsh Assembly Government to provide treatment for patients of 
Pernicious Anaemia based on the needs of the patient.  Such treatment is available in the Private 
Sector using a purer form of B12 – Methylcobalamin.  This form is usually infused straight into the vein 
and the patient is provided with smaller amounts that are injected sub-cut (which is painless) 
according to the need of the patient.  The injections are given using the same size needle and syringe 



 

 

as used by diabetic patients.  This leads to the patient controlling his or her medication, reduces the 
time taken up by nurses to administer the injection (estimated at £10) and allows the patient to lead 
an economically productive life.  Baroness Thatcher used this form of supplement during her political 
career as did JFK.  Celebrities such as Madonna and Tracy Emin also use B12 injections.  It is not used 
by the NHS and consequently denied to patients of Pernicious Anaemia and B12 Deficiency. 
 
Following on from the enthusiastic response from the Minister for Health last year, I contacted 
Abertawe-Bro Morgannwg Trust and arranged a meeting between the Chief Pharmacist and the Head 
of Community Nursing.  The purpose of the meeting was to explore the possibility of running a pilot 
scheme whereby patients would be taught to self-inject themselves with Hydroxocobalamin, but 
instead of injecting into a muscle (which is difficult) they could be taught to inject sub-cut.  The 
meeting didn’t last long because the pharmacist advised right at the outset that the injection wasn’t 
licensed for sub-cut use.   
 
I then met with the Welsh Assembly Government’s Chief Pharmaceutical Adviser earlier on this year 
and made her aware of the problems with the treatment of Pernicious Anaemia and she kindly agreed 
to investigate the possibility of getting the Hydroxocobalamin licensed for sub-cut use by the 
pharmaceutical industry.  I have heard nothing since. 
 
There are major problems associated with the Symptoms, Diagnosis and Treatment of Pernicious 
Anaemia (actually there is no definitive diagnostic tool for the condition any more) which are 
highlighted in the Review that the society published in March.  The cost to the NHS in administering 
the three monthly injections has been calculated at over £20 million per year.  This is the cost of the 
actual injection (around 35p) and a rather convenient £9.65 in nurse time to administer the injection.  
This figure, though large, is tiny in comparison with the time taken up with repeat visits to GPs by the 
patient asking for more frequent injections, and more visits because the patient is either still 
symptomatic or has relapsed a month after the injection.  This society’s postbag and online forum is 
littered with stories of repeat visits to the GP – often for many years.  Then there is the enormous loss 
of productivity with patients unable to operate at 100% capacity because they are still symptomatic – 
especially in the afternoon.  There will be members of the secretariat of the WAG who ‘hide’ in the 
afternoons, or just stare blankly at their computer screens.  I know, because we have members in the 
secretariat who tell me this.   
 
The total number of people in Wales (and the U.K.) who have Pernicious Anaemia is not known.  Non-
diagnosis (based solely on serum B12 levels), and mis-diagnosis (MS, ME, Depression) are, 
unfortunately, common.  And because there is no definitive reliable test for PA many are just labelled 
as B12 Deficient.   
 
The answer would be to develop a treatment regime that is based on the needs of the individual that 
could be modelled on the treatment available in the private sector.  There are a number of stages that 
such a regime would need to go through.  Firstly the Methylcobalamin needs to be licensed, then, on 
diagnosis, the patient can be taught to self inject according to his or her needs.  This will produce 
enormous savings in nurse and doctor time, and in the economic productivity of the patient – a clear 
win/win situation.  
 
 Whilst this society is based in Wales, we have an international perspective and an international 
membership.  It has already raised the profile of Wales internationally and it would be wonderful if 
the society, with the backing of the Welsh Assembly Government could bring about this sea change in 
the treatment of Pernicious Anaemia that would reverberate around the world.  The treatment is fifty 
years old and badly needs modernising.   
 



 

 

Finally, the society has worked with a leading Haematologist to develop a research proposal that 
would explain why some patients (usually non symptomatic) manage perfectly well on three-monthly 
injections and why some need much more frequent injections.  So far we have been unsuccessful in 
obtaining funding to undertake this research.  We also have a research proposal into the symptoms 
and diagnosis of PA being considered by the National Institute of Health Research’s Health Technology 
Assessment Programme’s Diagnostic Technologies and Screening Panel.   
 
Following a successful petition on the No. 10 website we have been assured that the Department of 
Health firmly believes that treatment should be provided on the basis of the individual patient’s 
needs.  As per the Minister’s suggestion I have met with the Chair of Abertawe Bro-Morgannwg 
University NHS Trust to explore any other ways this can be taken forward and further discussions 
with interested parties will hopefully emerge from this that will lead to a more efficient and less costly 
treatment regime becoming available to NHS patients as it is the case in the private sector. 
 
I apologise for the length of this response, but there are so many inter-related issues it was, despite 
some ruthless editing, never going to be a short one. 
 
Finally I would like to thank the Minister for Health for providing advice and guidance to me and the 
society.  I would also like to thank the Assembly Members who have also taken an interest in this 
issue.  I will, along with the society, continue to try to change things in the NHS; having the support of 
the WAG and the National Assembly for Wales would be most helpful in this uphill struggle. 
 
Yours sincerely 
 

Martyn Hooper 
 
 
 
 
Martyn Hooper 
Executive Chairman 
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INTRODUCTION 
1. The past two years has seen rapid and radical changes to the society.  These changes 

include: 

a. The establishment of a Management Council. 

                  b. The writing and adoption of a Strategic Plan. 

                  c. The investigation of a number of issues relating to the Symptoms, Diagnosis and  

                      Treatment of Pernicious Anaemia. 

 

2. The amount of information that has been relating to the above has been revelatory, 

relevant and eclectic.  

 

3. In order to disseminate all of the information relating to these revelations to all parties 

concerned with these issues, it has been requested that the main issues relating to the 

above be gathered into one single document in order that members of the Management 

Council, et. al,  can assimilate, contribute to and comment on the findings of the research 

relating to Pernicious Anaemia. 

 

4. The purpose of the above is to use, to good effect, the information that has been 

collected.  To good effect means for the benefit of the members of the society, their 

family and friends.  The ultimate goal will be to change the present way in which 

Pernicious Anaemia is not only treated but also regarded by medical professionals,  

 

5. This Review will form the basis for a discussion that will lead to the formulation of an 

agreed written plan that will map the immediate and short-term goals of the society in 

order to facilitate progress in changing the way in which Pernicious Anaemia is treated 

and regarded by medical professionals. 

 

6. It is envisaged that a series of goals will be formulated by the Management Council 

Meeting that discusses this Review and that the progress towards meeting those goals 

will be reviewed during the late summer, 2009. 
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The Patients 
 

There are four distinct 'types' of patients who have Pernicious Anaemia. 

 

1. Pre-Symptomatic Members  – Type A:   
These members typically: 

 

a. Access the site for personal reasons or are diagnosed from low blood Serum B12, are pre- 

    symptomatic or with very early stage symptoms. 

b. Join the society to access and download information but don’t leave a case history. 

c.  Are inactive on the forum. 

d. Appear to manage on the typically prescribed treatment regime of a monthly IM  

    Injection of Cyanocobalamin or three-monthly Hydroxocobalamin.1 

e. Have Serum B12 levels below the UK and other countries lower limit. 

f.  Have no other auto-immune or other associated conditions. 

 

 

2. Symptomatic Members with Classic Symptoms but with no evident 

Neurological Damage – Type B: 
 These members tick all or most of the ‘classic’ symptoms of Pernicious Anaemia/B12 

Deficiency but are unaware of any neurological problems even though ‘the Fogs’ are 

probably due to neuropathy.  

Typically these members: 

 

a. Receive three monthly injections of B122 and struggle to lead a normal life – especially  

    from week four after receiving the injection. 

           b. Turn to the Online Forum to receive peer support and information. 

           c. Become very frustrated with the medical community for not recognising that the three  

               monthly Hydroxocobalamin (or monthly treatment of Cyanocobalamin) is insufficient. 

          d. Resort to buying Hydroxocobalamin or Cyanocobalamin injections either OTC in Europe  

              or North America, or obtain supplies from the internet.  He or she will then resort to  

              either injecting themselves or getting a friend or family member to inject them with the  

              vitamin.  Some members: 

i.  Do so without receiving any training or instruction by a medical professional. 

ii  Do so without the consent of even knowledge of their G.P. 

iii Do so in defiance of instructions from their G.P. 

iv Do so with the consent and encouragement of their G.P. 

          v.  Have tried other forms of replacement therapies including: 

     Sub-Lingual B12 Lozenges 

     Behind-the-ear Patches 

                                                        
1 Hydroxocobalamin in the treatment usually prescribed every three months in the U.K. and every two-three 

months in Australia.  Most other countries prescribe monthly injections of Cyanocobalamin. 
2 This is monthly in countries that use Cyanocobalamin Injections. 
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         Nasal Sprays 

e.   Have disturbed sleep patterns – needing more than the normal amount of sleep or 

suffering from Insomnia. 

 

 

3.  Symptomatic Patients with Temporary Neurological Damage – Type C:  

These members might only have cognitive problems (the fogs) but may have some 

peripheral nerve damage (numbness/pins and needles) and some balance problems 

and typically: 

a.  Are diagnosed early with low Serum B12 levels and the neurological damage was  

     associated with the low Serum B12.  

b.  Receive adequate ‘loading doses’ of B12 injections. 

c.   Receive more frequent injections of B12 until no further neurological improvements  

      are felt (as per the BNF Guidelines). 

d.  Have Serum B12 levels above the normal range due to the increased frequency of the  

     replacement therapy if they are able to access the medication via their doctor. 

e.  May have reversed some or even all of their initial symptoms. 

 

 

4. Symptomatic Patients with Permanent Neurological Damage – Type D.  
These patients typically: 

a.  Have been misdiagnosed or undiagnosed for a period of time after first displaying 

     the symptoms. 

b.   Need more frequent replacement therapy than the normally prescribed regime but  

      are not prescribed it. 

c.  Have Serum B12 levels above the normal range due to the increased frequency of  

      the replacement therapy if they are able to access the medication. 

d.  Experience some or all of the original symptoms to a varying degrees. 

e.  Did not receive loading doses when eventually receiving a diagnosis. 

f.  Have resorted to buying Hydroxocobalamin or Cyanocobalamin either over the 

counter in mainland Europe or North America, or have purchased the vitamin injections 

from the internet as a last resort to receive more frequent injections.    He or she will 

then self-inject, sometimes with the consent and encouragement of their doctor and 

only after receiving professional instruction as to how to self-inject correctly, or, 

worryingly, will self-inject without the consent, knowledge and even against the express 

will of their doctor and without receiving any professional instruction on how to do so 

safely.  He or she will have to buy the injections and the syringes and needles. 

f.  Struggle to lead a normal life. 

g.  Have motor problems, cognitive issues and balance problems. 

h.  Need more sleep than a 'normal' person, even if this is not possible due to insomnia –  

     “at least ten hours, usually twelve and sometimes more” or “It’s The Archers – then  

      bed” 

i.   Play a more active role in the society and especially the on-line forum asking,  

      receiving and giving advice and peer support.  

j.  Be registered Disabled. 

k.  Receive long-term social security benefits. 
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5.  There is another group of patients who deserve special attention here who will neatly 

fit into one of the above categories and is one of the most worrying discoveries by the 

society.  Infantile and Juvenile members of the society are a special group that 

have special problems that will be discussed under ‘Symptoms’. 
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The Symptoms 
 

 

There are numerous issues relating to the symptoms of Pernicious Anaemia that need to be 

addressed and resolved by medical professionals.  These include: 

 

1. There is a disparity between the symptoms described by members and those listed in 

often out-of-date textbooks that are used by medical professionals.  These are illustrated 

below where the textbook symptoms that are recognised and used by medical 

professionals are shown on the left while on the right are the society's more accurate 

description of the patient experience.3 

 

SYMPTOMS OF PERNICIOUS ANAEMIA/B12 DEFICIENCY WITHOUT NEUROLOGICAL 

DAMAGE 

Old Perceived Symptom/Text book Symptom New Symptom based on Patient Experience 

Tiredness, Lethargy, Exhaustion.                       The ‘‘‘‘Strange Tiredness’’’’. 

Lack of concentration The Fogs/A fog 

Breathlessness The Sighs/The Gulps 

Brittle nails Brittle nails, cut quick, dry skin on digits 

Pins and needles Pins and needles in hands or feet or both 

Swollen ‘Beefy’ Tongue Few members experience this. 

 

SYMPTOMS OF PERNICIOUS ANAEMIA/B12 DEFICIENCY WITH NEUROLOGICAL DAMAGE 

Old Perceived symptom/Text book Symptom New Symptom based on Members Experience 

Unusual Gait Unusual walk 

Pins and Needles (paraesthesia) Pins and Needles 

  

 

 

 

2. The importance of making patients and medical professionals aware of the unique 

nature of the symptoms above cannot be overestimated as the 'old' or unrefined 

symptoms are generic to a great many other conditions including M.E., M.S., C.F.S., and 

Depression among adults and, worryingly, Behavioural Problems and associated 

psychological or psychiatric disorders among juveniles.  This means that the patient 

often suffers unnecessarily and a young person can be wrongly labelled and regarded 

with suspicion for years, and, ironically, can suffer additional psychological problems 

because of this. 

 

3. There are symptoms that are experienced by most of our members4 that are not widely 

or normally accepted as being symptoms associated with Pernicious Anaemia or B12 

                                                        
3 These are based on the online focus groups that took place in 2008 and on the postings on the society’ online forum where a number of polls 

have been set up. 
4 This information is based on online polls and postings on the online forum. 



A Review of the Symptoms, Diagnosis and Treatment of Pernicious Anaemia 2009 

 

7 

 

Deficiency.  A list of these follows: 

 

COMMON SYMPTOMS NOT RECOGNISED BY MOST MEDICAL PROFESSIONALS 

 

Irritability:  Frustration: Mood Swings: Impatience This can lead to a breakdown in 

relationships.5 

Desire for Isolation, Quiet and Peace Often seen as Behavioural Problems in 

young members. 

Inability to cope with Information Makes reading possible but the member 

forgets what he or she has recently read.  

Can cause problems in the workplace. 

Memory Loss Repeatedly asking the same question. 

Aversion to Bright Lights and Crowded Spaces Could be linked with the above. 

‘Tear Jags’ The feeling of wanting to cry or weep for 

no reason.  Heightened emotions. 

Dry Skin Can occur anywhere on the body. 

Unaccountable and Sudden Diarrhoea Often reported following a spell of 

constipation. 

Insomnia Even though the member is exhausted, he 

or she is still unable to sleep. 

Hair Loss This can range from moderate to severe 

Premature Greying of hair  

 

Waking up still tired Even after many hours sleep 

Feeling Bloated or Full Sometimes accompanied by physical 

swelling in the stomach. 

 

These are further complemented by symptoms with neurological damage 

 

Balance problems and the need for visual reference. Known as ‘The Shoulder Bumps’ as the 

member frequently bumps into walls 

or falls against them. 

General Unsteadiness  Especially when showering and 

dressing. 

Inability to stand up with eyes closed or in the dark Problems when showering 

Vertigo Linked to the need for a visual 

reference as compensation for damage 

to the brain’s balance mechanism. 

Burning Legs and Feet Brierson-Goplan Syndrome  

Sudden pain in one or more areas on only one side of 

the body. 

Neuropathic Pain 

Vertigo Inability to cope with heights. 

 

                                                        
5 A great many callers to the society state that their partner is able to tell when the member’s injection is due because of a change in 

personality. 
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4.  Because the textbook symptoms are shared with other diseases and medical conditions 

misdiagnosis takes place.  This is especially the case where: 

a. No test for Serum B12 levels is conducted.  This occurs when the patient’s  

    symptoms lead the physician to suspect a disease  which is untreatable  

    (M.S., C.F.S., M.E.) or involve the use of toxic medications (Depression, A.D.D.,  

    and other psychiatric/psychological/behavioural problems among both  

    juveniles and adults).   

b.  The test for Serum B12 levels shows the patient is within the reference range  

    which erroneously leads the physician to rule out Pernicious Anaemia or B12  

    Deficiency.  This is wrong because Serum B12 levels can be high but the patient  

    can still have Pernicious Anaemia or B12 Deficiency.6  

c. The Serum B12 level is either just under the lower reference range or, just as  

    worrying, the Serum B12 level is just over the lower reference range – both of  

    which lead physician to rule out P.A. or B12 Deficiency. 

d.  Members have also reported (with supporting documentary evidence) that  

    once the serum B12 level is within the reference range after receiving loading  

    doses then the replacement therapy is stopped.  The patient is then diagnosed  

    as having Chronic Fatigue Syndrome as the high Serum B12 levels cannot  

    explain why the patient is still symptomatic. 

 

5.  Most of our members (especially those who are symptomatic) also present other 

medical conditions which are mostly, but not all, other auto-immune diseases.  The most 

common, based on postings on the online forum, are as follows – starting with the most 

common: 

 

 

 

 

6.  There are medical professionals who recognise the inadequacy of the textbook symptoms 

and have produced a more robust diagnostic tool that doesn’t rely solely on Serum B12 levels. 

Documentary evidence proves that taking this more holistic approach has proved that raising 

                                                        
6 V. Devalia, ‘Diagnosing Vitamin B12 Deficiency on the basis of Serum B12 Assay’ – BMJ Volume 333, 19th August 2006 

Tinnitus -(ringing, rumbling or screeches in the ear)–perhaps caused by nerve damage in the brain. 

Hypo or Hyper-Thyroidism – almost exclusively among female members. 

Psoriasis/Eczema/Acne – all skin conditions. 

Rosacea – a reddening of the skin around the nose and cheeks. 

Arrhythmia – irregular, fast or slow heartbeat. 

Fibromyalgia – sensitivity to pain – especially in one specific spot or only on one side. 

Rheumatoid Arthritis 

Coealiac’s Disease – sensitivity to wheat and or wheat products. 

Myasthenia Gravis – weak muscles leading to problems swallowing, chewing and opening eye(s). 

Vitiligo – white patches that develop on the skin. 

Psoriatic Arthritis 
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and maintaining high levels of Serum B12 based on the need of the patient can reverse the 

damage or damages caused by low Serum B12/Pernicious Anaemia.7 Dr Chandy, from the 

Shinwell Medical Practice in Co. Durham in the U.K., has developed a checklist that is based on 

over thirty years experience of documenting B12 deficiency as a G.P.   The checklist allows 

physicians to help to identify those symptoms which indicate early-stage B12 deficiency, and 

when further diagnostic tests should be carried out to ensure that another condition is not 

missed in making the B12 deficiency diagnosis.  This is available through the patient support 

group website8.  Another medical professional who believes that the reference levels for Serum 

B12 are far too low is Dr. J. Dommissee.9 

 

7.  There is need to bring these new, more accurate symptoms to the attention of medical 

professionals in order that patients can: 

a. Be understood when they present themselves before a physician and explain or describe 

their symptoms and the physician will be able to respond appropriately to the symptoms.  This 

will, or should, lead to a more accurate and quicker diagnosis. 

b. Provide the physician with a set of prompts that he or she can use to extract accurate 

symptoms from the patient. 

 

 Possible ways in which these new symptoms can be recognised by both patients and 

medical professionals include: 

a. Publishing case-studies and articles in appropriate medical journals including 

Blood, BMJ and Nerve. 

b. Producing a patient fact-sheet that states the revised symptoms with advice on  

     what to tell the physician about the symptoms. 

c. ‘Sensationalising’ using magazines, tabloids and television documentaries. 

d. Having a physical presence at conferences and congregations of medical 

professionals with dedicated banners and exhibition stands and handouts. 

e. Publishing a paper or article in the education press. 

e. Attending education conferences to highlight the issue. 

 

8.  The council needs to identify and choose a strategy to facilitate the dissemination of 

these new, more accurate symptoms and the current U.K. and W.H.O Guidelines for 

treatment for the benefit of patients.  This might necessitate changing official guidelines, 

references and attitudes.  We need to emphasise the importance of: 

i. Loading Doses before Maintenance Doses 

ii. Therapeutic Trial where there is the suspicion or possibility of B12 

Deficiency.  A response would be indicative of a deficiency.  

 

 

9.   Juvenile and Infantile Pernicious Anaemia/B12 Deficiency brings with it all kinds of 

problems for the sufferer.   

i. The society has become aware that young people who present the 

symptoms above (especially the behavioural symptoms of The Fogs, wanting 

                                                        
7 See ‘Could it be B12?: An epidemic of Misdiagnosis.  Sally M. Pacholok & Jeffrey J. Stuart, Quill Driver Books. ISBN 1-884956-46-7 
8 www.b12d.org 
9 See J. Dommissee – What You Don’t Know About Vitamin B12 CAN Hurt You.  The MoneyChanger, November 2005.  http://the-

moneychanger.com/articles_files/health/vitamin_B12.phtml 
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and needing isolation, mood swings, irritability and lack of concentration) are 

routinely diagnosed as being behavioural problems.  This stems from the basic 

misunderstanding among medical professionals that replacement B12 therapy 

means the patient becomes non-symptomatic whereas this occurs in only a 

fraction of our members.  And whereas adults can make adjustments to their 

everyday lives, this option is not available to children or young adults in school or 

college where the lack of concentration and the need for isolation is often taken 

to be a refusal to co-operate.  This leads to the involvement of Educational 

Psychologists and Special Needs Teachers.  The Society played the role of 

advocate for three cases involving young people and, where adjustments were 

made to the school day, timetable and teaching methods the young person has 

been able to cope in the classroom.  Unfortunately there are many other young 

people who are being labelled as having behavioural problems rather than 

having special educational needs in other areas. 

ii. Infants who are either born with, or develop Pernicious Anaemia or 

B12 deficiency, are treated solely using Serum B12 levels.  Injections are given only 

when the Serum B12 drops below the minimum threshold used by the laboratory.  

This means that the babies or young children are continually having blood 

samples taken and analysed, and then receiving B12 replacement by IM injection.  

The whole treatment regime rests entirely on Serum B12 levels using the same 

reference ranges as used for adults.10 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

                                                        
10 The society’s youngest member is 18 months old.  
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The Diagnosis 
 

Even if the patient's symptoms lead the physician to suspect Pernicious Anaemia/B12 

Deficiency is the cause of the patient's demur, there are still numerous problems associated 

with arriving at an accurate, unambiguous and robust early stage diagnosis of Pernicious 

Anaemia/B12 deficiency.  The major obstacles to arriving at an accurate diagnosis early enough 

can lead, far too frequently, to a misdiagnosis or late diagnosis which in turn leads to the wrong 

treatment being given and can lead to permanent nerve damage. 

 

These issues are as follows: 

 

1. There are issues surrounding the use of Serum B12 levels to diagnose early stage 

(reversible) B12 deficiency and Pernicious Anaemia. These issues centre around the 

following: 

 

a.  The level at which a patient is considered to be Serum B12 deficient appears not to be 

    defined at any point officially.   In the U.K. most clinicians use Serum B12 levels  

    between 180-200ng/L whereas the World Health Organisation has recently defined the  

    calibration level and by implication the mid point of ‘normal’ as 480ng/L.  In Japan a  

    generally accepted threshold level is 500ng/L (people would receive supplements if  

    below this level).  This is further complicated as form of B12 that show up on the   

    assay11 may not be useable by the individual.   

b.  Then there is the confusion caused by using different methods of measuring the  

      amount of B12 in the blood.  The table below gives the different relative values using  

     the different methods used for the measuring of Serum B12 levels. 

 

ng/l pg/ml pM (picoMol./L)

180ng/L 180pg/ml 130pM

200ng/L 200pg/ml 150pM

480ng/L 480pg/ml 350pM

1300ng/L 1300pg/ml 960pM  
Comparing Units.  Ng/l from Nano (10-9) are the same as pg/ml (pico 10-12 and mili 10-3).12 

 

c.   People are individuals and just as there are a wide range of normal cholesterol levels,  

     and some have unsafe levels for themselves personally even though the levels are  

     considered within the normal range for the population, some people are  

     asymptomatic (exhibit no symptoms) with serum B12 levels below the threshold  

                                                        
11  An Assay is a procedure for measuring the property or concentration of an analyte – in this case Blood is the analyte.  

12 Moles are Molecular gram weight and the conversion factor is 1355.5 (the molecular weight of B12 molecule) so ng become pM. 
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     whereas others may still exhibit symptoms with levels in the normal or high-normal  

     range (480ng/l – 1300ng/l).13 

      The reference ranges are not realistic.  A recent article on Brain Shrinkage by Dr.       

      David Smith used a cut off point of 308 pmol/L as the point where the brain began  

      to shrink in healthy 60 year old patients.14 

 

      Another study from Japan states that the normal reference levels are 500 – 

      1,300pg/ml.15  

 

      A further study from the United States observed that in a single case study of a  

     dementia patient with normal B12 values, the dementia was reversed with I.M. B12  

     injections that boosted the patient’s B12 levels.16 

 

d.   Many patients need much higher levels of Serum B12 than is currently recognised as  

      high levels by physicians to lead a more or less normal life.  Just why this is so is not  

      known.  Some scientists believe that the key lies in the way in which Vitamin B12  

     (Cobalamin) is absorbed at cell level.  There is a great deal of activity that has to take  

     place before the B12 which is present in blood actually enters the cell.  The main issue  

     here lies with Transcobalamin II Receptors at cell level.  It remains a mystery  how  

     the cobalamin enters the cell – no definitive research has been conducted on this  

     which would explain why some members need more frequent injections than others. 

 

e.  B12 deficiency problems occur in a number of different points in the pathway, right  

     from lack of B12 in the diet, through the ability of the stomach to digest and the ileum  

     to absorb, through the liver’s ability to activate the B12 and the cell’s ability to use  

     certain forms of B12.  Different people may require different levels to function 

 

f.  Research conducted and published in 1967 in the U.K.17 provided evidence that, due  

    to the existence of long and short receivers, some patients need more frequent  

    injections of B12 , and this may address the issue of why some symptomatic patients  

    require higher levels of Serum B12 than others. 

 

 

2. Members are often diagnosed with other diseases and conditions before being 

correctly diagnosed as having Pernicious Anaemia/B12 Deficiency.18  It is worth noting 

that if many people were wrongly diagnosed in the past there are probably a great 

many people who are currently diagnosed as having a disease or condition other than 

Pernicious Anaemia and are not receiving replacement therapy B12.  This makes the 

symptoms worse and the patient will run the risk of serious and permanent nerve 

damage. Below is a list of wrong diagnosis encountered by our members, the most 

                                                        
13 See Devalia. 
14 Vitamin B12 status and rate of brain volume loss in community-dwelling elderly:  Neurology Vol. 71, Sept. 2008 
15 Mitsuyama Y, Kogoh H. Serum and cerebrospinal fluid vitamin B12 levels in demented patients with CH3 -B12 treatment: Preliminary study. Jpn 

J Psychiatry Neurol 1988;42:65-71. 
16 Journal of the American Geriatrics Society – Volume 44, Issue 10 – October 1996. 
17 G.R. Tudhope, H.T. Swan and G.H. Spray – Patient Variation in Pernicious Anaemia, as shown in a Clinical Trial of Cyanocobalamin, 

Hydroxocobalamin and Cyanocobalamin-Zinc Tanate. British Journal of Haematology, 1967, Vol13, p.216  University of Sheffield and Oxford. 
18 This is based on anecdotal evidence gathered from the online forum and letters to the society. 
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common misdiagnosis first: 

i. Depression19 

ii. Multiple Sclerosis20 

iii. Myalgic Encephalopathy (M.E.) 

iv. Chronic Fatigue Syndrome (C.F.S.) 

 

             Depression is by far the most common misdiagnosis, especially if Serum B12 levels are 

just above the lower reference range.  Many of our members were prescribed anti-depressants 

for years before being diagnosed with PA or B12 deficiency and, once replacement therapy 

commenced, were able to live without the anti-depressant medication.  M.E. and C.F.S. is sought 

to be an explanation of the patient’s symptoms that cannot be explained by low Serum B12 

levels. 

 

 

3.  There is no gold standard test for Pernicious Anaemia , especially as macrocytosis 

(megaloblastic condition where the red blood cell becomes enlarged) is virtually 

unheard of since the U.K., along with many other developed countries, adds Folate 

cereals to ensure that pregnant women are not short of this vital vitamin (folate=folic 

acid=B9 – another B vitamin).   

 

4. Research is currently being carried out into a more reliable test for B12 using Urinary 

Methylmalonic Acid (uMMA) which could be a replacement for the vague Serum B12 test 

which proves that the medical community realises that there are problems associated 

with Serum B12 levels. 

 

5. Different laboratories use different low reference ranges for Serum B12. 

 

6. There is no official government low B12 threshold in any country.  Low, medium and high 

thresholds are based on medical publications. 

 

7. There is no gold standard test for Vitamin B12 deficiency: failure to diagnose B12 

deficiency can make progression to Pernicious Anaemia with irreversible symptoms 

becomes inevitable if it is not diagnosed early. 

 

8. The tests used to confirm the traditional PA symptoms are expensive (Schillings test), 

difficult and time consuming, and only identify problems at specific points on the 

pathway rather than diagnosing the condition.  For example Intrinsic Factor Antibody 

(tests for autoimmune disease which can indicate problems with absorption of B12) are 

only around 60% accurate. 21 

 

9. The tests used to identify Intrinsic Factor Antibodies are only 60% reliable which means 

                                                        
19 Ironically, many doctors identify psychiatric disorders including depression with B12 deficiency.  See Berry, Sagar and Tripathi – Catatonia 

and other psychiatric symptoms with vitamin B12 deficiency.  http://www.ncbi.nlm.nih.gov/pubmed/12823174 

 
20 Very few of our members were diagnosed with this but many were suspected of having it.  Often doctors spent years trying to prove that is 

what the patient was suffering from.  Eventually, sometimes after many years, the correct diagnosis of Sub-Acute Combined Degeneration of 

the Cord Secondary to Pernicious Anaemia was made. 
21 Source – The Australian Society of Clinical Immunology and Allergy states this to be 60%. 
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that at least three tests should be carried out to accurately determine the existence of 

IFA.  (to eliminate false positive readings). 

 

10. Very few patients are referred to Haematologists or Neurologists when a diagnosis has 

been made. 

 

11. Most diagnoses are made by the Primary Care Provider. 

 

12. Monitoring of the patient after diagnosis is almost unheard of and consists of 

monitoring of Serum B12 in all but the very rarest of cases.  It is assumed, erroneously, 

by doctors monitoring the patient that if the Serum B12 is within the ‘normal’ range 

then the patient must be experiencing psychosomatic reactions,22 whereas B12 is 

instrumental in removing homocysteine (which is a mood altering chemical causing 

depression and irritability but is a precursor to an important biological chemical) and in 

creating SAMe (a mood altering chemical causing good feelings) 

 

13. Some doctors are aware that it might be the case that those still displaying symptoms of 

Pernicious Anaemia even after replacement therapy has been started and Serum B12 is 

within the normal reference ranges or higher might be suffering from another, yet to be 

identified, disease that is separate from Pernicious Anaemia and which shares the same 

symptoms as P.A. 

 

14. Best practice in the diagnosis of Pernicious Anaemia would be to treat the Serum B12 

levels as an indicator of the amount of B12 in the blood.  The evidence from the 1967 

Paper in the BMJ by Tudhope, Swan and Spray demonstrates that the minimum dose 

given to patients of P.A. should be at least every two months.  The study found that 

variation between patients makes it impossible to anticipate the duration of effect of a 

single injection of Cyanocobalamin-Zinc Tanate, Hydroxocobalamin or Cyanocobalamin 

in any patient.23  Furthermore it is not fully understood how the B12 that shows in the 

serum B12 level is available for the cells to use and how great the variation in the uptake 

is.  What is clear here is that in best practice the physician making the diagnosis should 

take a holistic approach that would concentrate on the symptoms of the patient as well 

as the Serum B12 level.24 

 

15.  The society has collected evidence from members that clearly demonstrate that the vast 

majority of medical professionals do not understand or are unaware that patients can 

remain symptomatic after replacement therapy has begun.   This ignorance can be 

attributed to the following: 

a) Until the advent of the society there was no forum where patients 

                                                        
 
22 There is an American Psychosomatic Society - http://www.psychosomatic.org/ 

There is also a U.K. society website – but it doesn’t seem to be linked with a particular society.  http://www.psychosomatic.org.uk  There is also 

a U.K. and International website relating to psychosomatic issues and Obstetrics and Gynaecology   http://www.bspoga.org  No published 

information has been found relating to PA and psychosomatic issues. 

 
23 Our emphasis. 
24  There are physicians who already take this approach and who realise that Serum B12 is only an indicator of what might be occurring at cell 

level and place as much, or more emphasis on the patient’s symptoms as on the result of any blood tests. 
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diagnosed with Pernicious Anaemia could exchange information and relate 

experiences.  From the patients’ point of view the society can be seen as a 

vectoring point for all issues relating to Pernicious Anaemia and the issue that 

affects the most of the members is the issue of still being symptomatic after 

treatment and the need for more frequent injections than the usually prescribed 

regime. 

b) Doctors’ reliance on Serum B12 levels to monitor patients’ well-being 

is not an accurate measure of the wellness of the patient. Yet it is Serum B12 

levels that is almost universally used whilst the patient’s continuing symptoms 

are often ignored or, more worryingly, attributed to psychological factors.  The 

scientific laboratory-based evidence take precedence over the experiences felt by 

the patient that cannot, yet, be scientifically proven. 

 

16.  There is plenty of evidence25 to demonstrate that Doctors do not understand that 

Pernicious Anaemia can be as debilitating as it can be.  There is a general lack of gravitas 

afforded the condition and this is borne out by the lack of monitoring of patients future 

need, the propensity for anti-depressants to be prescribed to ‘treat’ ongoing symptoms 

and the general casual air with which treatment is prescribed.  The number of 

misdiagnoses which do not respond to medication (eg a misdiagnosis of MS would 

mean the patient would not respond to MS drugs as this is not the actual problem – the 

difference is straightforward as MS is a condition of the Central Nervous System; many 

PA and B12 deficient patients exhibit single limb paralysis and other conditions which 

point to peripheral nerve damage or spinal cord deterioration) can result in a laissez 

faire attitude to treatment.  

 

17.   Another test is used to determine the amount of B12 not in the blood but in the tissue.  

The Holotranscobalamin Test (Holo T) is used in Australia and New Zealand and centres 

on active B12 in tissue which is where it is needed to prevent neurological damage from 

developing or prevent further damage.26  It may be that in the future the Holo T test is 

used instead of Serum B12 to determine accurate B12 levels in patients. 

 

 

 

 

 

 

 

 

 

 

 

                                                        
25 This is based on the experiences of patient members on the online forum, and from calls to the society’s helpline. 
26 D. M. Bobilewicz, M. Iwanowska, B. Serafinska, M. Omidi, M. Bozentowicz. Medical University, Warsaw, Poland, ‘Active B12 

(holotranscobalamin) in different serum B12 ranges.‘  See appendix 2  See also: 
http://www.ncbi.nlm.nih.gov/pubmed/14656030?dopt=Abstract and http://www.ajcn.org/cgi/reprint/85/4/1057.pdf 
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TREATMENT 

 

There is a short window of opportunity between confirmed diagnosis, (where the nerve 

damage is reversible), and the point where the nerves have degenerated to the point that the 

damage is irreversible.  It is important that adequate and appropriate treatment should be 

started as soon as possible in order that that window of opportunity is not lost. 

 

Even when the treatment is started the way in which the replacement B12 is administered 

differs. 

 

Treatment is the area that is the most controversial in relation to both patients and medical 

professionals and the issue that causes the most requests for information and support. 

The way in which the replacement therapy for Pernicious Anaemia is administered is 

dependent upon individual countries.  The following table illustrates this: 

 

Replacement Therapy by individual country: 

 
Country Prescription or OTC Therapy Frequency 

Australia Prescription and OTC Hydroxocobalamin Two -Three Monthly 

Two Monthly with 

Neurological Involvement 

Canada Prescription and OTC Cyanocobalamin Monthly 

Finland Prescription 

Prescription 

Prescription and OTC 

Hydroxocobalamin 

Cyanocobalamin 

Cyanocobalamin Tablets 

Two-Three Monthly 

Two-Four Monthly 

1-4mg/day 

France Prescription and OTC Cyanocobalamin Monthly 

Germany Prescription and OTC Hydroxocobalamin  

Ireland Prescription Hydroxocobalamin Three Monthly 

Japan  Methylcobalamin  

Netherlands Prescription only Hydroxocobalamin Three Monthly 

New Zealand    

Spain Prescription and OTC Cyanocobalamin Monthly 

United States Prescription and OTC Cyanocobalamin  

Hydroxocobalamin27 

Monthly  

United Kingdom Prescription Only Hydroxocobalamin 

Cyanocobalamin Lozenges 

Three Monthly      28 

 

                                                        
27 Cyanocobalamin is almost exclusively used in the U.S. with most doctors unaware that Hydroxocobalamin is available.  There has been a 

decline in the number of doctors prepared to treat patients using IM injections and many of our members have to self-inject.  We have no 

evidence of this other than it is regularly reported by members. 
28 This table is still being compiled. 
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1.  The most common complaint among members is centred around the fact that the usually 

prescribed treatment regime of one 1,000µ29 IM injection of Hydroxocobalamin every 12 weeks 

is not enough (U.K., Australia) or that the 1,000µ IM Injection of Cyanocobalamin every month 

is not enough (U.S.A., Canada and Continental Europe) and the patient needs a more frequent 

injection regime. 

 

2.   In the U.K. the 1963 Edition of the British National Formulary stated that the 

Hydroxocobalamin30 injection should be prescribed every month.  By 1974 that had changed to 

“once every two months” and by 1984 this had changed to once every three months.31   This 

means that either the IM injection had been improved, for which there is no evidence, or that 

there had been physiological change in humans over the twenty year period. B12 is a water-

soluble vitamin like Vitamin C: it is well known that Vitamin C flushes out of the body within 

days and needs to be topped up regularly (preferably every day) yet medical professionals 

continue to believe that the body stores the injected B12 for years.   

 

                c. The 2007 edition of the BNF states: 

 Hydroxocobalamin has completely replaced Cyanocobalamin as the form of 

vitamin B12 of choice for therapy; it is retained in the body longer than 

Cyanocobalamin32 and thus for maintenance therapy may be given at intervals of 

up to 3 months33.  Treatment is generally initiated with frequent administration of 

intramuscular injections to replenish the depleted body stores. Thereafter, 

maintenance treatment, which is usually for life34, can be instituted. 

 

 

3.  The refusal of Primary Care providers to sanction more frequent injections than the B.N.P. 

guidelines state results in the following: 

 a. Unnecessary suffering for patients who are refused more frequent 

injections.  The society has ample evidence, including written evidence that some patients 

operate just one month out of every three.35   

 b. In the U.S. and Canada the same problem occurs with 

Cyanocobalamin with patients feeling the need for weekly injections. Cyanocobalamin is an 

artificial form which appears to be less available or more easily flushed through than 

Hydroxocobalamin. 

 

 c. In Sweden treatment is mostly by oral replacement therapy (either 

Methylcobalamin or Cyanocobalamin) the efficacy of which has not been subject to robust 

                                                        
29 µ = microgram 
30 The BNF is quite particular here stating that only Hydroxocobalamin was to be used – not Cyanocobalamin and that oral preparations were 

useless. 
31 See the chart of BNF changes in appendix 1. 
32 Our emphasis – we can find no research which confirms this claim that Hydroxocobalamin is retained longer than Cyanocobalamin. 
33 Note that the formulary states ‘up to three months’ which allows for weekly, two-weekly or monthly injections. 
34 The term’ usually for life’ was introduced between 1978 and 1981.  Previous editions stated ‘for life’ 
35 This includes over thirty letters from non- internet members who have written the following or similar sentiments – “I have lived one month 

out of every three for the past forty years”. 
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testing. 

 

 d. Many of our members are told that their perceived need for more 

injections is invented and imaginary and all too frequently they are asked if they would like 

anti-depressant medication.    

 

4.  U.K. Members whose doctor refuses to depart from the BNF and sanction more frequent 

injections become frustrated and often resort to buying Cyanocobalamin OTC in mainland 

Europe or Hydroxocobalamin via internet stores.  The weeks leading up to this less than 

satisfactory conclusion are that the frustration of the patient and the experience and opinion of 

the doctor based on clinically based knowledge of the doctor results in a stalemate situation and 

a breakdown in the patient/doctor relationship.  From the patient’s point of view the doctor is 

being unreasonable and from the doctor’s point of view the patient is no longer in need of 

treatment because the serum B12 levels are normal.  Only by looking at the whole range of 

symptoms still being experienced by the patient and taking these into account will the medical 

professional realise that Serum B12 is not the sole indicator of the patient’s health.  The Serum 

reference ranges need serious revision and, at present levels, may only indicate one aspect of 

the B12 deficiency. 

 

5.  The society has been contacted on three occasions by family members who are concerned 

that an elderly patient has had his medication stopped because as he is elderly he will no longer 

need any B12 injections.36 

 

6.  Patients are forced to seek private consultations in order to receive more frequent injections 

of B12.   

 

7.  Celebrities inject or receive injections frequently believing the injections gives them energy, 

heightened awareness and greater clarity of thought.  Lady Thatcher received injections every 

two weeks (and probably still does), while Madonna, Lindsay Lohan, Gerri Halliwell, and Robbie 

Williams are all keen recipients of B12 injections.  Tracey Emin recently complained that it was 

a pity they only lasted two weeks.37 

 

8.   The Window of Opportunity for reversing symptoms is short.  Failure to provide treatment 

early, and to sustain that treatment until the damage has been reversed, results in irreversible 

Pernicious Anaemia with all the troubles that entails including head aches, phantom pains and 

numbness in hands and feet, dizziness, double incontinence, and all of the symptoms 

previously described.  In the worst cases the window of opportunity is lost and severe 

irreversible neurological damage results. 

                                                        
36 All three cases featured a male octogenarian. 
37 See The Sunday Times, June 24th 2007.  ‘Help! Get me a shot’.  Also Marie Clair, Wednesday 5th December, 2007 – The Truth about Vitamin 

Shots. 
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OTHER ISSUES 
 

There are other issues that relate to Pernicious Anaemia/B12 Deficiency that the society has 

discovered.  These include the following: 

 

1.  Hereditary Factors   
There seems to be a strong hereditary disposition for patients to develop the disease.38 

 

2.  Male Female Membership Ratio   
80% of our members are female. 

 

3.   Eye Colour of members: 
     50%   Blue eyes 

     25%   Green 

     12%   Brown 

     12%   Hazel 

        0%  Black. 

 

4.  Age on Diagnosis of members: 
� 0-15    2% 

� 15-25  13% 

� 25-35  31% 

� 35-45  35% 

� 45-55  14% 

� 55-80     5% 

 

5.  Frequency of Treatment: 
 

� Hydroxocobalamin every 12 weeks 41% 

� Hydroxocobalamin every 8 weeks  11% 

� Hydroxocobalamin every 4 weeks  11% 

� Hydroxocobalamin when needed     5% 

 

� Cyanocobalamin every 4 weeks  11% 

� Cyanocobalamin every week  13% 

� Cyanocobalamin when needed     4% 

 

 

 

 

                                                        
38 The Society is playing an active part in the research into the Genetics of Pernicious Anaemia being conducted by Dr. Siddharth Banka et al at 

Manchester University. 
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SUMMARY 

 
1.  There are serious issues relating to the symptoms, diagnosis and treatment of Pernicious 

Anaemia and B12 deficiency that is causing unnecessary suffering, often among the most 

vulnerable in society. 

 

2.  This suffering has been occurring for many decades. 

 

3.  Pernicious Anaemia/B12 deficiency is not treated as a serious medical condition. 

 

4.  Medical professionals are generally and genuinely unaware that patients can still suffer 

from the symptoms of Pernicious Anaemia to varying degrees even after Replacement Therapy 

has been administered. 

 

5.  Patients who seek private consultations are able to receive treatment dependent on their 

needs. 

 

6.  Points one to five above are an international phenomena. 

 

CONCLUSION 
 

1.  There is an urgent need to re-assess the Symptoms, Diagnosis and Treatment of Pernicious 

Anaemia/B12 Deficiency in order to alleviate unnecessary suffering that is taking place on a 

global scale.  This reassessment should be the responsibility of the medical community. 

 

2. The society should become pro-active in pushing this issue onto the political agenda. 

 

3.  The society’s intended integrated promotional campaign to be held in the autumn should be 

used to highlight the issues that surround the symptoms, diagnosis and treatment of 

Pernicious Anaemia/B12 Deficiency. 

 

 

 

 

 

Ends



A Review of the Symptoms, Diagnosis and Treatment of Pernicious Anaemia 2009 

 

21 

 

 

Appendix 1 - History of the British National Formulary 1955 – 2007:  Treatment of Pernicious Anaemia © I. Mclean 2009 
 1955 1957 1963 1978 1981 1982 1983 1985 1997 1998 1999 2001 2007 

Loading Dose without neurological involvement Cyano 

50 – 100 

mcg 

weekly 

Cyano  

100 – 250 

mcg every 

other day 

for several 

days .  Then 

weekly until 

blood 

picture is 

normal 

Cyano 

1000 mcg 

and again in 

3 days.  Then 

250 mcg 

weekly until 

blood count 

normal 

Hydroxo 1000 

mcg repeated 5 

times at intervals 

of 2 – 3 days 

Hydroxo 1000 

mcg repeated 5 

times at 

intervals of 2 – 3 

days 

Hydroxo 1000 

mcg repeated 5 

times at 

intervals of 2 – 3 

days 

Hydroxo 1000 

mcg repeated 

5 times at 

intervals of 2 

– 3 days 

Hydroxo 1000 

mcg repeated 

5 times at 

intervals of 2 

– 3 days 

Hydroxo 1000 

mcg repeated 

5 times at 

intervals of 2 

– 3 days 

250 – 1000 mcg 

every other day 

for 1 – 2 wks 

then 250 mcg 

weekly until 

blood count 

within normal 

range 

250 – 1000 mcg 

every other day 

for 1 – 2 wks 

then 250 mcg 

weekly until 

blood count 

within normal 

range 

Hydroxo 

1000 mcg 3 

times a wk for 2 

wks 

Hydroxo 

1000 mcg 3 

times a wk for 2 

wks 

Loading Dose with neurological involvement No special 

dose 

No special 

dose 

No special 

dose 

No special dose No special dose No special dose No special 

dose 

No special 

dose 

No special 

dose 

Hydroxo 

1000 mcg every 

other day until 

no further 

improvement 

Hydroxo 

1000 mcg every 

other day until 

no further 

improvement 

Hydroxo 

1000 mcg every 

other day until 

no further 

improvement 

Hydroxo 

1000 mcg every 

other day until 

no further 

improvement 

Maintenance Dose 

with no neurological involvement  

Cyano 

50 –  

100 mcg 

every  2 – 3 

wks. 

Cyano 

100 – 250 

mcg every 2 

– 3 wks 

Cyano 250 

mcg every 3 

wks 

Hydroxo 1000 

mcg every two 

months 

Hydroxo 1000 

mcg every two 

months 

Hydroxo 1000 

mcg every 2 

months/ 

Cyano 250 mcg 

every 4 wks 

Hydroxo 1000 

mcg every  2 - 

3 months/ 

Cyano 1 mg 

every month 

Hydroxo 1000 

mcg every 3 

months/ 

Cyano 1 mg 

per month 

Hydroxo 1000 

mcg every 3 

months 

Hydroxo 1000 

mcg every 2 – 3 

months 

Hydroxo 

1000 mcg every 

2 – 3 months 

Hydroxo 1000 

mcg every 3 

months 

Hydroxo 1000 

mcg every 3 

months 

Maintenance Dose with neurological 

involvement 

No special 

dose 

No special 

dose 

With SCD up 

to 500 mcg 

every 3 wks 

(Cyano) 

No special dose No special dose No special dose No special 

dose 

No special 

dose 

No special 

dose 

1000 mcg every 

2 months 

1000 mcg every 

2 months 

1000 mcg every 

2 months 

1000 mcg every 

2 months 

Lifelong Treatment Required? No 

mention 

Yes Yes Yes Usually Usually Usually Usually Usually Usually Usually Usually Usually 

Will more B-12 help if neurological 

involvement? 

No 

mention 

No mention With SCD up 

to  500 mcg 

every 3 wks 

(Cyano) 

No mention No mention There is no 

evidence that 

larger doses 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

larger doses 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

larger doses 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

larger doses 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

doses larger than 

those 

recommended 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

doses larger than 

those 

recommended 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

doses larger than 

those 

recommended 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

There is no 

evidence that 

doses larger than 

those 

recommended 

provide any 

additional 

benefit in 

vitamin B-12 

neuropathy 

Guidance regarding oral treatment No 

mention 

No mention No.  Advises 

against. 

No – absorption 

unsatisfactory 

Little place for 

B-12 orally or 

vitamin B-12 

intrinsic factor 

Little place for 

B-12 orally or 

vitamin B-12 

intrinsic factor 

Little place 

for B-12 

orally or 

vitamin B-12 

intrinsic 

factor 

Little place 

for B-12 

orally or 

vitamin B-12 

intrinsic 

factor 

Little place 

for B-12 

orally or 

vitamin B-12 

intrinsic 

factor 

Little place for B-

12 orally or 

vitamin B-12 

intrinsic factor 

Little place for 

low dose B-12 

orally and none 

for intrinsic 

factor complexes 

given by mouth.  

Large oral doses 

of 1- 2 mg daily 

(unlicensed)  

may be effective 

Little place for 

low dose B-12 

orally and none 

for intrinsic 

factor complexes 

given by mouth.  

Large oral doses 

of 1- 2 mg daily 

(unlicensed)  

may be effective 

Little place for 

low dose B-12 

orally and none 

for intrinsic 

factor complexes 

given by mouth.  

Large oral doses 

of 1- 2 mg daily 

(unlicensed)  

may be effective 

Hydroxo versus 

Cyano 

No 

mention of 

hydroxo 

No mention 

of hydroxo 

Place for 

hydroxo has 

not been 

established 

Equally 

effective/ but 

hydroxo less freq. 

inj. thus  now the 

preparation of 

choice 

Hydroxo now 

the form of 

vitamin B-12 of 

choice/Cyano 

has been largely 

replaced 

Hydroxo now 

the form of 

vitamin B-12 of 

choice/Cyano 

has been largely 

replaced 

Hydroxo has 

largely 

replaced 

cyano 

Hydroxo has 

completely 

replaced 

cyano 

Hydroxo has 

completely 

replaced 

cyano 

Hydroxo has 

completely 

replaced cyano 

Hydroxo has 

completely 

replaced cyano 

Hydroxo has 

completely 

replaced cyano 

Hydroxo has 

completely 

replaced cyano 
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Note:  Prepared by Ian McLean, American Delegate, Pernicious Anemia Society, using the copies of the British National Formulary available at the 

University of California at San Francisco Medical Center library.  Rev.  2/19/09. 

 

Appendix 2 

 

Active B12 (holotranscobalamin) in different serum B12 ranges. 

Topic:  Hematology/Coagulation  

D. M. Bobilewicz, M. Iwanowska, B. Serafinska, M. Omidi, M. Bozentowicz. Medical University, Warsaw, Poland,  

Presentation Number: C-89 

Keyword: holotranscobalamin, serum B12, B12 deficiency 

Macrocytic anemia and neurological disorders are known to be results of B12 deficiency.Until now serum B12 has been the most common laboratory test 

nevertheless its values did not correlate well with clinical symptoms. New test holotranscobalamin (holoTC) - "active B12" measures transcobalamin-B12 only 

complex recognised by cell membranes receptors.Aim of the study was to evaluate serum holoTC in 3 groups of patients according to their serum B12 (in 

pmol/L) .Group 1.(n=28) 151-250, group 2.(13) <150, group 3.(34) >251.They were no receiving B12 treatment.The separate group (n=84) consisted of 

patients on long term pareteral nutrition (TPN) for whom the only source of B12 was 6ug daily given I.V.Results : The high values for both B12 (295) and holo TC 

(73pmol/L)as well as correlation (r=0.63) was observed in TPN group with constant and well controled vit B12 supply.Lowest serum values and high 

correlation was found in B12 deficient group 2. Weakest correlation (r=0.39)and the wildest range of serum holoTC was in group 3 (15-158pmol/L) in which 5 

out of 34 persons had serum holoTC values below 30(mean 19,9) with normal MCV and Hb. 

Conclusion: In spite of good statistically significant correlation between serum B12 and holo TC there are several discrepancies what may be in favour of 

suggestion that serum holoTC can give earlier information about active B12 status than serum B12 

Results 

B12 range pmol/L Hb g/dl (mean, min-max) MCV fl (mean, min-max) B12 pmol/L (mean, min-max) holoTC pmol/L (mean, min-max)

150-250 13,0 (9-16) 93 (92-94) 189 (155-232) 35 (12-64) 

<150 12,1 (9-15) 96 (92-110) 103 (44-149) 15,5 (1,5-35) 

>250 12,7 (9,5-16,8) 93 (92-94) 430 (253-856) 58 (15-158) 
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Our Ref/Ein Cyf:   ST/CM/SJ 
Your Ref/Eich Cyf:  
Date/Dyddiad:    27 July 2009  
Please ask for/Gofynnwch am:  Craig Mitchell  
Direct line/Llinell uniongyrchol: 029 2046 8625 
Email/Ebost:    craig.mitchell@wlga.gov.uk 
 
 
Sandy Mewies AM 
Temporary Chair of the Petitions Committee 
National Assembly for Wales 
Cardiff Bay 
CF99 1NA 
 
 
Dear Sandy 
 
Petition – Save the Vulcan 
 
I should declare an interest here as someone who has frequented the 
Vulcan over the years obviously to stop for a coffee! I agree that the 
issue of the preservation of buildings of local importance is indeed an 
issue of concern to Local Planning Authorities across Wales.  
 
There is often unease about the deterioration (in some cases wilful 
neglect) of locally important buildings in our areas.  Whilst demolition 
in Conservation Areas requires consent, the problem we face in some 
of our conservation areas is the neglect of buildings and their 
subsequent demolition by virtue of them being unsafe. However there 
is also the issue your petition highlights which is the lack of protection 
afforded to a locally listed building outside a conservation area.  
 
One solution may be to bring under planning control ‘demolition’ as a 
form of development. This may well assist in this issue, but there are 
problems that for demolition to constitute demolition it has to be total 
demolition. The legislation and the current case law do not help on 
this matter. 
 
The public clearly think it is somewhat strange that as planners Local 
Authorities can involve ourselves in porches and alterations to houses 
in the street, but we cannot prevent gaps appearing in those streets 
through demolition and clearance-which often have a far more 
detrimental impact. 
 
This case shows how little actual weight is given to 'locally listed' 
buildings; it shows that often a strong case cannot be made for 
protecting isolated buildings outside of Conservation Areas using 
Article 4 Directions.  
 
The only remaining tool is a planning policy within the Local 
Development Plan which seeks to protect locally important buildings 
and which would be a material consideration in any future planning 
applications application.  

 

Steve Thomas 
Chief Executive 
Prif Weithredwr 
 
Welsh Local Government 
Association 
Local Government House 
Drake Walk 
CARDIFF CF10 4LG 
Tel: 029 2046 8600 
Fax: 029 2046 8601 
 
Cymdeithas Llywodraeth 
Leol Cymru 
Tŷ Llywodraeth Leol 
Rhodfa Drake 
CAERDYDD CF10 4LG 
Ffôn: 029 2046 8600 
Ffacs: 029 2046 8601 
 
www.wlga.gov.uk
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An example has been developed by Pembrokeshire National Park which seeks to highlight 
the majority of historic buildings within their protected landscape as worthy of careful 
treatment. In this example they have 14 Conservation Areas and have benefited from a 
number of spot-listings in recent years where hitherto undiscovered buildings have been 
afforded statutory protection. However this leaves a vast amount of 'ordinary' buildings 
which give the Park its essential flavour, the majority of which are locally special.  
 
Therefore they have developed Policy 50 in their Deposit LDP, which is criteria rather than 
list-based and application-led. Thus if the building is intact or is of quality or is of 
landscape/townscape value, then it is of local importance and the policy is of material 
consideration. Hence it is afforded some potential protection via the planning system. The 
WLGA will raise this approach with the 25 Heads of Planning at the next Planning Officers 
Society meeting. 
 
However this circuitous route may not be the most effective method and the WLGA would 
welcome a fuller debate on how to deal with this issue in a proportionate, administratively 
appropriate manner which protects our local heritage in partnership with local communities. 
 
The WLGA representative on the Minister's Heritage Environment Group; Nic Wheeler 
recently raised this issue; both in its own right, and in terms of the wider agenda of issues 
in the planning and heritage area that need addressing in the light of the continued 
absence of the new Heritage Bill. We understand that the Minister will address some of 
these in a statement to plenary shortly. 
 
The WLGA will continue raise this issue; both in terms of the likely discussions if the 
Heritage Bill proceeds at any point, and in our response to the ongoing WAG consultation 
on the ‘Conservation principles, policies and guidance for the sustainable management of 
the historic environment in Wales’. 

Yours sincerely 

 

 
 
Steve Thomas 
Chief Executive / Prif Weithredwr 
 
 
 
c.c. Val Lloyd AM 











































 
           
                                                                                

  
REPORT ON FOOTCARE IN CYNON VALLEY AREA: 
  
 
This report is written on behalf of the Cynon Valley Fifty Plus Older People’s Forum. 
Good Foot care is essential for the dignity, quality of life and well being of older. Many older people 
struggle to care for their feet due to health problems, such as sight impairment and arthritis, or they 
simply find it impossible to reach their feet to cut their toenails.  Increasingly nail cutting and other 
foot care services are being withdrawn or restricted by the NHS’ Although nail cutting may sound 
trivial, lack of even the most basic foot care frequently leads to complications than can result in 
dangerous falls, severe restrictions on mobility and social isolation. 
Older people are increasingly being forced to pay for private foot care. The alternative – which 
disproportionately affects the poorest and most vulnerable older people – is to take desperate 
measures or to lose independence and suffer deterioration of their physical and mental health.(Little 
steps can make a Big Difference – ACCymru Oct.2008). 
 
David Davies one of our members highlighted the issue of Foot Care specifically Toe Nail Cutting at 
the end of 2008,  when he realised the NHS were referring to Toe Nail cutting: as a social need and 
not a medical one. This has brought the issue to the attention of the forum, as many currently pay for 
such a service in their own homes as it isn’t readily available on the NHS.  
After considerable research we find that some GP Surgery’s offer Chiropody/Podiatry service in 
some part of Wales and even some parts of RCT. However, we feel once again this is a post code 
lottery, service for some and not for others. 
 
We have met with Age Concern Cymru who have printed a document on this subject ‘Little steps can 
make a Big Difference’ and are carrying out some research to consider this issue. 
Falls Prevention – the new strategy takes into consideration that falls can happen if that person has 
long toe nails/hard skin/in-growing toe nails which are untreated. Routine foot care services are a 
simple and inexpensive way of preventing problems and avoiding the necessity of more expensive 
hospital based interventions. 
 
David Davies highlighted that in Burry Port where his daughter lives, they have an organisation 
named  ‘Wellbeing Regeneration’ organisation which is a Social Enterprise offering an affordable 
service to older people. You receive your first examination which includes consultation. Once they 
agree for regular toe nails cutting, you then visit your local Day Centre where you have your toe nails 
cut and provided with a kit all for £16.00. Future toe nail cutting is provided for the cost of £6.00 per 
visit.  
The ‘Wellbeing Regeneration’ – an innovative Ageing Well project in Llanelli, is an excellent example 
of joint-working: the NHS Podiatry Department train staff to undertake toenail cutting, the Local 
Authority provides free venues and the centre receives referrals from lots of different avenues. 



Additionally the clinic provides information about different services and activities available to older 
people and carer and will signpost people to specialist agencies dependent on their needs. People 
enjoy the friendly environment, the social aspect and the opportunity to learn more about what is on 
offer elsewhere (ACCymru). 
 
 
Recently a Falls Prevention Event was organised for the Older People’s Forums in RCT in 
partnership with the teaching Local Health Board. There were 96 members present from the five 
forums: the workshops were facilitated around developing a Falls Prevention Strategy. One of the 
causes of a fall with older people is toe nail cutting and/or the lack of sufficient chiropody services.    
 
 
 
We have carried out a survey in the Cynon Valley Forum on how people felt about the lack of service 
provision, whether they currently pay for foot care now and whether in the future they would 
participate in an organisation like the ‘Wellbeing Regeneration’  that provides a service in Burryport. 
Many of the participants needing foot care services would be happy to join a scheme similar to the 
‘Wellbeing Regeneration’ project.     
 
Age Concern Ceredigion is currently providing a nail cutting service with trained volunteers. At 
present the service is only available once a week in South Ceredigion at a Day Centre. This year 3 
new volunteers have been trained by the Podiatry Department at Cardigan Hospital providing a total 
of five volunteers delivering the service on a rota basis. There is a charge for this service to cover 
costs of equipment. The scheme supports basic toe nail cutting for older people with mobility 
difficulties who find cutting their toe nails difficult. The service can improve quality of life 
substantially. The cost is £21.00 for registration and examination (includes £15.00 for foot care kit) 
then each visit afterwards cost £6.00. (Information via Director ACCeredigion). 
(From Little Steps can make a big difference – Report ACCymru). 
 
 
However, some people could argue that why should volunteers provide a service that the NHS 
should be providing? 
Others feel they would rather a service organised by volunteers than no service at all. 
The expectation from some NHS Trusts, specify training family members and Carers. 
This is abhorrent to some family members and carers, and it could prove extremely dangerous if 
they had an accident while cutting the nails, if they didn’t notice something wrong with the toe/feet, 
and or if they badly cut the area. The carers of older people feel they have enough pressure from 
their role as a carer without introducing another task they would have to undertake. 
 
 
We the Older People’s Forum in Cynon Valley, have presented a petition to the Welsh Assembly 
Government copied to Age Concern Cymru who are organising a similar campaign.  
The Cynon Valley Forum members want to put an end to this post code lottery, and have a 
standardised service for all. 
 
It has been proven over time, that prevention is better than cure, so can you help and prevent future 
accidents/diseases/conditions by endeavouring to look at the issue; is it Medical or Social Care for 
Chiropody/Podiatry services in Wales? 
 
 
Report provided on behalf of Cynon Valley Forum Members by Sian Jones and David Davies. 
August 2009. 
          




































