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I am 55 years old and have frequently been bitten by ticks during my life; 99% of these 
bites, including the two described below, occurred in our Ross-shire garden/woodland 
which is frequented by roe deer.  
 
I first contracted Lyme in 1997. I had never heard of it but it was suggested by an NHS 
Infectious Diseases Consultant in Edinburgh. I confirmed I had had several tick bites but 
was not asked about a rash. Despite the blood test (done in NHS Raigmore) being 
‘equivocally positive’ no official cause of my symptoms, nor further information on Lyme, 
was provided. I was labelled with ‘Chronic Fatigue Syndrome', given no treatment for 
Lyme, signed off work for two very long spells. Although my health eventually appeared 
to improve after a few years, I was never able to return to full time hours. 
 
Whilst gardening in August 2014, I found a typical Erythema Migrans rash surrounding a 
tick on my forearm. I began to feel increasingly unwell soon afterwards.  As I was still 
unaware of the significance of the rash or Lyme, I did not go to a GP until December. If 
public knowledge had been better, I would have gone at once. Although I knew more 
about Lyme, only due to my own research, by December, I was still ignorant about the 
significance of the rash and despite my description of the bite, rash and symptoms, and 
my history, he refused to give me any treatment of any kind. He very reluctantly agreed 
to a blood test (again carried out in Raigmore) but when it came back ‘negative’ he 
categorically told me I did not have Lyme disease and again refused treatment. My health 
continued to get worse.  
 
By March of 2015, I was getting worse so revisited the same GP who again refused to 
take my concerns seriously.  By September 2015 one of my symptoms became so bad – 
headaches – that I paid to see a private Neurologist in Glasgow. Again, despite the 
symptomology, history and my concerns, I was not taken seriously. The scan revealed 
no reason for the headaches so, as he knew nothing about Lyme, I was told I simply had 
chronic headaches.  
 
During the next two years, my health declined further, I visited a different GP and regularly 
asked about Lyme. Again, despite a plethora of blood tests for a multitude of other 
possibilities, I was not taken seriously, nor offered any treatment. (Nobody mentioned or 
followed the NICE Guidelines.) Eventually, I asked to see a Rheumatologist but I was told 
that as any such NHS referral would likely be denied, I had to go privately. I did this in 
December 2016. The Rheumatologist’s only opinion was that I did not have Rheumatoid 
Arthritis and was slightly hypermobile. He had no explanation for the many other 
symptoms. 
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I had to give up work in 2017 because of the pain in my hands and forearms. In the 
absence of any other explanation for my various symptoms, I was given the label 
‘Fibromyalgia’ by my GP who tried 4 or 5 medications typically used for this condition, 
none of which helped me.  I have been attending an NHS Hydrotherapy pool since this 
time. 
 
In 2018 I was convinced Lyme was the problem and asked my GP if I could go to 
Infectious Diseases. My GP’s reluctant email to the relevant consultant elicited no 
response. It was not chased up.  
 
In 2019, again at my behest, my GP agreed to try referring me again to a Rheumatologist, 
both because of my continued worsening symptoms and declining quality of life, and the 
concern of the physiotherapists (both private and NHS) I was seeing. This referral was 
turned down solely due to the Rheumatology department’s policy of never seeing anyone 
labelled as suffering from ‘Fibromyalgia’.  I was referred to a multi-disciplinary NHS Pain 
Management Clinic which taught me about pain but only offered, in terms of treatment, a 
spell of CBT counselling and a recommendation of Mindfulness, neither of which did 
anything to halt my declining health. 
 
Finally, in late 2019, but only because of my insistence, a dossier of personal 
research/evidence and a physical copy of the NICE Guidelines, did I succeed in getting 
a referral to a Lyme specialist in NHS Infectious Diseases.  My Lyme blood tests again 
came back negative (as did a test for another tick-borne infection). As the consultant 
agreed my symptomology suggests I did contract Lyme in 2014, she prescribed a month 
of antibiotics to see if would help; it did not. If anything, I am now worse.  She believes I 
had Lyme in 1994. She now admits she cannot confirm or deny that I still have an active 
Lyme Infection because the “tests simply are not that accurate”. Nor can she confirm or 
deny that I have developed the controversial ‘Chronic’ or ‘Post-Lyme’ as there are no 
tests for that.  She has now requested I see a Rheumatologist for an “opinion”. This 
appointment is in 2 weeks because, after fighting for a diagnosis and treatment for nearly 
6 years, I am not prepared to wait another 5-6 months for the next step. My life as I knew 
it prior to 2014 has vanished. My mental health and relationships are suffering. 
 
I firmly believe that had the NICE Guidelines been followed in 2014, I would have made 
a full recovery. 
 
In addition, had public awareness been better in 2014, and if the GPs and specialists I 
have seen since then had been better informed, my clinical presentation would not have 
been ignored and dismissed and I may have been given appropriate treatment earlier, 
which may have at least given me a chance of recovery 


