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PE1662/M 
Petitioner submission of 10 February 2020.  
 
This submission was originally submitted in 2018. This version contains updates. 
 
Patient story: Janey Cringean, Petitioner 
 
DIAGNOSIS 
  
I was bitten in March 2004 in Beecraigs Country Park near Bathgate. How I wish 
now that I had been made aware of the risk or I would not have been crawling 
around in the undergrowth playing hide-and-seek. The rash started 10 days later, 
accompanied by a full day of severe vomiting and flu-like symptoms. As the rash 
persisted, I went to the GP a few weeks later. He immediately asked me: "Have you 
been anywhere in America where you could have got Lyme disease?" He thought it 
was only possible to be infected in America. His ignorance that you could get it in the 
UK was my missed opportunity for early treatment. 
  
I then had three years of misdiagnosis before I collapsed completely. During that 
time, the rash was frozen off by a dermatologist but grew back and expanded. It was 
then excised by my then new GP and sent off for biopsy, but was not tested for Lyme 
disease. The rash grew back and kept expanding, lasting 14 months before it 
spontaneously disappeared. 
  
I was referred to a gynaecologist and a rheumatologist, but nobody could work out 
what was wrong. Remembering my first GP's questions, I started investigating Lyme 
disease.  I soon worked out that the characteristic bulls-eye rash was diagnostic for 
Lyme. When I asked the rheumatologist, he told me that if I had had it for more than 
a year they wouldn’t treat me anyway and so there was no point in testing. My GP 
also refused to test me. 
 
There were so many missed opportunities because of the lack of public awareness 
materials, and ignorance of UK incidence, the initial symptoms, the significance of 
the rash, and the fact that Lyme can persist for years without treatment! 
 
SYMPTOMS 
  
Initially my symptoms were only vague, but headaches began 10 months after the 
bite. Three years after the bite, they were so excruciating it was like having a sharp 
knife twisted into in my head and I thought my eye was going to explode. I had a stiff 
neck, pelvic and rib pain, and terrible fatigue. I needed help getting out of chairs, I 
had difficulty rolling over in bed, I couldn't stay awake long enough to eat a meal, and 
then I started getting worrying tremors, peripheral neuropathy, balance issues, and 
terrible tinnitus. 
 
My illness has been the neurological form of Lyme.  Many others have suffered 
arthritis that has left them bed-bound and in wheelchairs, Bell’s palsy, severe gut 
issues, multiple chemical sensitivities, heart issues including strokes, encephalitis, 
seizures, dementia, and many other symptoms. Deaths are reported on patient 
support forums. 
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This is not an illness which involves just a few aches and pains as sometimes 
reported. I know of at least three deaths from Lyme on Benbecula alone! 
 
 
TESTING 

After 3 years, I sat in my GP surgery demanding to be referred to Infectious 
Diseases to be assessed for Lyme.  Finally, he relented. 
  
The Infectious Diseases consultant did a battery of tests, all of which were 
negative.  He then told me I had Bannwarth's Syndrome, a neurological syndrome 
associated with Borrelia garinii, and diagnosed probable Lyme disease. He said I 
had a high level of antibodies but they could not identify what they were. I have since 
found out Borrelia garinii was not being tested for at the time. He also told me I was 
lucky to have had the rash or I would get a diagnosis of MS. 
  
In 2014, two separate private tests from different accredited laboratories in the US 
gave positive results for Borrelia garinii. In late 2017, private Elispot tests from 
Germany were positive for Borrelia, Bartonella, Babesia and Anaplasma. It was the 
first time I had had such tests for co-infections. 
  
My current NHS consultant does not accept the tests as they were done abroad. But 
I have not had an NHS test for Bartonella or Anaplasma and have only been tested 
for one species of Babesia. I have never tested positive in any NHS test for Lyme, 
despite having a diagnostic bulls-eye rash, sufficient to have been given a clinical 
diagnosis. 
 
Testing for tick-borne illnesses is clearly unreliable and incomplete! Why do UK 
doctors discount foreign tests from accredited laboratories when existing testing is 
known to be imperfect? 
  
NHS TREATMENT 
  
Finally, virtually bed bound after 3 years of illness, I started oral antibiotic treatment 
and began to improve, but it only kept the illness at bay and I relapsed badly when I 
tried to stop them. I asked if I could be treated with the intravenous antibiotics which 
were recommended at the time for neurological Lyme disease, but my request was 
refused. 
  
I paid for a private consultation with a senior NHS Neurologist, but he told me he did 
not believe in the existence of chronic Lyme disease and that I should explore 
psychological avenues. 
  
Eventually, after more than three years of treatment, I saw a new Infectious 
Diseases consultant. Within five minutes of meeting him, his words were "There is no 
doubt you've had Lyme disease but you have had the recommended treatment. 
There is nothing more we can do. You are discharged." 
  
I was sent home, unable to stop antibiotics without relapsing badly, expecting to die 
without them, and without further help.  My GP asked him to reconsider, but he 
refused. My GP then asked another consultant for a second opinion. He refused to 
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see me because my serology was negative. Because two consultants refused to 
help me, my GP also refused to help further. 
  
Despite research showing that patients with chronic Lyme have a worse quality of life 
than those with congestive heart failure, I get no support from my GP. 
  
There were so many missed opportunities because of denial of the existence and 
complexity of chronic Lyme and ignorance of co-infections! Much of what I have 
been told I now know is contrary to the medical literature. Why do they not know; 
why have they not been trained? 
  
PRIVATE TREATMENT 
  
I was left with no option but to seek private treatment.  The guidelines of the 
International Lyme and Associated Disease Society are currently the only guidelines 
listed in the US National Guidelines Clearinghouse. They acknowledge chronic Lyme 
and the need for longer treatment with multiple antibiotics. I found a doctor who 
followed those.  
  
I started on three antibiotics at once and had a very strong die-off reaction initially. 
After a few months, I realised I was beginning to feel better. Gradually, I was able to 
get my life back.  However, treatment has involved much more than just antibiotics. I 
have also been careful about nutrition and taken supplements to break down the 
bacterial biofilm that Lyme hides in, to support the broken biochemical pathways in 
my body, and to give constant support to my severely weak and damaged immune 
system. Each intervention has been another small step to improvement, but to this 
day I still need treatment. 
 
In 2018, after further testing revealed I was suffering not just from Lyme disease, but 
Babesia, Bartonella and Anaplasma, treatment was stepped up to cover those 
illnesses too. Finally I am seeing light at the end of the tunnel. 
 
Without such comprehensive treatment I am sure I would have died in 2010! 
  
IMPACT OF NICE 
  
This illness has had a devastating impact on my life. I have not worked full-time 
since 2006. Many others have had to give up work completely. But by 2014, after 
over 3 years of private treatment, I felt significantly better and started having energy 
to do more. I have been able to build up my social life again. I can now manage a 
fairly normal existence so long as I give myself plenty of time in the mornings before 
starting my day. I still get headaches, fatigue, brain, sinus and eye issues, and my 
body feels like it is on fire, but many of the other symptoms have gone. 
  
I am one of the lucky ones as I can afford private treatment - I may not be fully 
recovered but at least I have a much better quality of life. The unlucky ones are the 
ones who can’t afford private treatment, who are confined to their homes and beds, 
the ones who didn’t have a rash and don’t understand what is happening, the ones 
who buy antibiotics abroad and self-treat without monitoring, the ones I have heard 
of committing suicide because of the unbearable severity of their symptoms, or who 
die from undiagnosed or under-treated illness. 
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The 2018 NICE guidelines are based on outdated guidelines of the Infectious 
Diseases Society of America. They suggest that Lyme is rare and easy to treat but, 
when such obvious cases are missed, when less than 50% of Scottish patients 
remember a bulls-eye rash, when many patients don’t even remember a tick bite, 
when 4.2% of Scottish blood donors have been found to have been infected, is it 
really so rare? The World Health Organisation says it will become epidemic by 2028. 
 
The NICE guidelines give no treatment guidance to cover my case. They do not 
acknowledge the existence of chronic Lyme, they say that longer antibiotics are not 
indicated, and they give no guidance on the immune support required. Their scope 
was too narrow and so they give no guidance at all to cover the extended picture of 
multiple tick-borne diseases. 
  
In my case, as for many others, the NICE guidelines would be a death sentence! 
 
PETITION 
 
Our petition is about Lyme disease.  There is mounting evidence that shows that this 
is the most complex bacteria known to man, that no single antibiotic can kill it, and 
that it has mechanisms for persisting and evading the immune system.  We want to 
make sure that treatment protocols are changed to acknowledge that. 
  
But it is about more than just Lyme disease. It is now being realised that infection 
with multiple tick-borne co-infections is common and that this causes more severe 
and prolonged illness than with one infection alone.  Many of these infections are 
only just being discovered and there are no current tests.  The absence of evidence 
in such cases is being used to refuse treatment. 
  
Abandoning desperately ill patients in such a way just because the tests are 
inadequate and incomplete, often accusing them of hypochondria or psychological 
disorders, is not acceptable! 
  
ACTION 
  
France has a plan. They are setting up specialist treatment centres, have announced 
an open-ended treatment protocol, and say they already have a single test able to 
identify 59 different tick-borne pathogens. 
  
French action has been partly a result of legal action by patients there.  Patients in 
other countries, including both Northern and Southern Ireland are also involved in 
legal action. In the USA, patients filed a federal racketeering antitrust lawsuit 
regarding collusion between health insurance companies and the Infectious 
Diseases Society of America to deny coverage of treatment for complicated cases of 
Lyme and co-infections. We have taken the route of petition and negotiation, but we 
want a plan too. 
  
We want education so that the public do not crawl about on forest floors as I did 
playing hide-and-seek without knowing the risk. We want GP and consultant 
education so they know Lyme is prevalent in Scotland, recognise the rash, 
understand the need for prompt treatment, understand the enormous range of 
symptoms of undiagnosed disease, the severity of illness, and need for extended 
treatment including the need for immune support.  
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We want a Scottish national plan, a specialist treatment centre, open-ended 
treatment protocols which include both antibiotic treatment and immune support, and 
extended testing similar to France! 


