
Dear Woman’s Hour,

Every time I hear your programme you ask us to write and tell you what stories we’d like covered. 

I’m writing now in some dismay that you haven’t felt it useful to do an item on Lyme Disease since 

your interview with novelist, Jane Green, mentioned it. At that point I remember Jane Garvie 

commenting that such a thing (as Jane Green’s misdiagnosis and treatment with psychiatric drugs) 

would not happen here in the UK. It actually happens very commonly that Lyme patients are 

misdiagnosed by the NHS and given psychological explanations for their symptoms.

Since then I have heard a number of programmes about Lyme on Radio 2, Radio 5 live and BBC 

Scotland. Lyme has been covered in The Independent, The Sunday Times, The Daily Telegraph, The 

Evening Standard, The Daily Mail, The Mirror and numerous local newspapers, and has been 

addressed also on ITV’s morning show and the BBC breakfast programme. But Radio 4 seems to 

have been silent on the issue since You and Yours did a short item on my daughter’s story in 

January.

I am disappointed that Woman’s Hour, despite being asked several times, has not felt it would be 

of interest to its listeners to do a serious item on Lyme Disease. Interest and awareness are running

high at the moment because of the activities of billionaire, John Caudwell, who is in the process of 

setting up a charity to bring pressure on the political and medical establishments to change the 

scandalous position around Lyme disease. He has already disclosed that several in his family are 

infected with the disease; coming revelations that 9 out of 9 close family have positive tests will 

only heighten concern about this serious and supposedly rare disease.

Lyme disease obviously affects men and women, and probably infects them in equal numbers. 

There may be some aspects that are more significant for men, but reasons that it is a particularly 

relevant subject for a programme which takes a special interest in women’s issues are:

• Lyme is increasing. Numbers are running at over 1000 reported cases per year in the UK (1200 in 

2012, PHE figures) and the latest advice from the CDC in the US, where Lyme is if anything better 

understood, is to regard reported figures as only 10% of the total. We are therefore looking at a 

minimum 12 000 new cases per year, most of which will go untreated and may accumulate as late 

or chronic Lyme patients.

• Lyme can be contracted all over the UK in parks, gardens and wild spaces. In spite of this, every 

week we hear of doctors rejecting Lyme as a possible diagnosis because “we don’t have Lyme here 



in Stoke/Nottingham/etc”.

• Lyme is frequently misdiagnosed as CFS/ME, fibromyalgia, MS, Lupus, underactive thyroid, 

Alzheimer’s and even ALS. Sufferers are frequently told that there is a psychological or 

psychosomatic basis for their illness.

• More women seem to suffer from chronic Lyme than men. (Reported by Lyme doctors, some 

studies, and obvious from the membership of internet and other Lyme groups.) Why is this and is 

there any research to investigate? There seem to be gender differences in production of antibodies

to Lyme, but these may result in more women failing antibody tests (the only ones accepted by the

NHS) and failing therefore to get a diagnosis for their Lyme Disease.

• The symptoms of chronic Lyme include many which tend to be ignored as “your age” etc when 

reported by women – chronic fatigue, aches and pains, under-active thyroid, headaches, 

temperature regulation problems, memory and cognitive issues, and depression.

My daughter’s supposed CFS (actually Lyme) was ascribed (by an infectious disease specialist 

obviously qualified to diagnose psychiatric problems in a 25 minute interview) to her over-

ambitious nature. What young man would be “accused” of over-ambition?

• It is known that spirochetes (the bacteria which cause Lyme, related to syphilis bacteria) are 

present in the urine, semen, vaginal secretions and breast milk of sufferers. However, although 

there is also anecdotal evidence that partners who both have Lyme tend to have exactly the same 

strains (hard to explain by independent transmission) the possibility of person to person 

transmission by sexual contact is dismissed by the UK medical establishment. However most Lyme 

doctors (of which there are only a handful in the UK) would advise that precautions against sexual 

transmission should be taken when one partner is known to have Lyme. This gives women a 

responsibility and a vulnerability within sexual relationships.

• It is also known that spirochetes can pass into the placenta and cause miscarriages and still-

births. There is also some evidence that it can pass into foetuses which proceed to a live birth and 

that children are born with congenital Lyme. On this side of the Atlantic this too is rejected by the 

medical profession and yet, again, most Lyme doctors agree that it is possible and that they believe

it happens. I know many people who believe that their children contracted Lyme in utero, several 

stories like this have been carried by newspapers, there is scientific evidence supporting that it 

may happen and yet any Lyme-infected woman concerned about this will be dismissed as 

ridiculous and given no protection for her baby. In the US it is possible to receive preventative 



treatment to protect the foetus. This uncertain and unaddressed risk should be of great concern.

• There are many women involved in the study of Lyme around the world. Eva Sapi is an example, 

a New Haven research scientist who was studying cancer when she was struck down by Lyme. 

Since her recovery she has devoted her energies to the investigation of Lyme, particularly the 

biofilms in which they hide, which prove so resistant to treatment. 

http://www.newhaven.edu/faculty-spotlights/eva-sapi/ Other prominent women in Lyme research

are Judith Miklossy (www.miklossy.ch) who researches the links between spirochetal diseases and 

Alzheimer’s, and Marianne Middelveen who has researched the possible sexual transmission of 

Lyme disease http://norvect.no/tag/marianne-middelveen/

• One of the noted paediatric Lyme doctors in the US is a woman, Dr Ann Corson, who practises in 

Pennsylvania and is the great expert in identifying and treating children with congenital Lyme. Her 

interest in Lyme started when her own son was desperately ill with the disease. She is a member of

ILADS (the International Lyme and Associated Diseases Society www.ilads.com ) and her 

presentations are widely respected. http://www.lymepa.org/CorsonPediatricLymeTalk.pdf

• The support group which I belong to and which has been a complete lifeline to our family from 

the moment we realised my daughter has Lyme, was founded and is run by two young women 

sufferers who met on a Lyme protest two and half years ago. Since they founded the group it has 

attracted over 2500 members who share experiences and support. I have no idea what the actual 

gender distribution of this group is but many more than half of the members and a larger 

proportion of the active members are women. It would be easy to find you interviewees who:

Have been ill for many years

Were infected this year

Caught Lyme abroad

Caught Lyme in a wild area in the UK

Caught Lyme in an urban or suburban environment

Have been told they have psychiatric problems not infective disease

Have been misdiagnosed by their doctors

Have been diagnosed but wrongly treated

Have been diagnosed abroad but not here. NHS will not accept diagnosis by foreign accredited 

labs.

Have young children with the disease

Have older children with the disease

Have partners who also have the disease

http://l.facebook.com/l.php?u=http%3A%2F%2Fwww.newhaven.edu%2Ffaculty-spotlights%2Feva-sapi%2F&h=YAQHMEVw5
http://l.facebook.com/l.php?u=http%3A%2F%2Fwww.newhaven.edu%2Ffaculty-spotlights%2Feva-sapi%2F&h=YAQHMEVw5
http://norvect.no/tag/marianne-middelveen/
http://l.facebook.com/l.php?u=http%3A%2F%2Fwww.ilads.com%2F&h=UAQGo4rcI
http://l.facebook.com/l.php?u=http%3A%2F%2Fwww.miklossy.ch%2F&h=0AQFbEHoj


Believe they have passed it to their children

Have had to go abroad for treatment

Cannot get treatment because they don’t have the money to go abroad

Are young women who should be starting careers and families but instead have had to move home

to be nursed.

The situation of Lyme and Lyme patients is both a national disgrace and something that needs 

much wider coverage so that individual women can protect themselves and their children from a 

life-destroying disease. No-one really understands yet why the infection causes one person to be 

disabled and another to resist it without apparent trouble, but instead of responding to the 

uncertainty with respect and caution, the UK medical establishment seems determined only to 

dismiss it. The Royal College of General Practitioners launched an online training course in May 

2014 aimed at doctors, but accessible to all (over 230 000) health professionals in the UK. Only 600

people have completed this course so far, despite there being about 60 000 GPs in the UK. No 

wonder patients are regularly misdiagnosed and mistreated.

Please, Woman’s Hour, respond to listeners’ concerns and the public interest and cover Lyme 

properly on your programme. So often Woman’s Hour is the place to hear in-depth, balanced and 

unbiased coverage of serious no-go issues, but on this one you are remaining strangely silent.

Louise Alban and 72 other women's names from this group and elsewhere.

To read more letters, click here.

http://lymediseaseuk.com/2016/09/27/letters-to-radio-4-womans-hour/

