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A family member had to give up university due to illness in November 2012, two 
months after starting first-year studies at age 18. They had been constantly tired 
during senior school years, suffering numerous stomach complaints whose cause 
was never successfully diagnosed. Excited about going off to university, they found 
after three weeks it was impossible to get out of bed. Their body refused to co-
operate. This situation deteriorated very quickly, with meals having to be brought to 
the student accommodation, and classes all but abandoned. They refused to return 
to the family home despite feeling so ill – not wishing to give up hope of remaining at 
university. However, by November 2012 the situation became serious and 
unsustainable. They felt their body - and their life - was falling apart.  
 
The initial symptoms experienced were severe fatigue, nausea, insomnia, muscle 
pain and weakness, anxiety, low mood, severe headaches loss of 
concentration/foggy brain, light sensitivity, noise sensitivity, floaters in the eyes, 
blurred vision, joint stiffness and lethargy.  
 
I urged them to attend the university GP practice - who initially diagnosed 
depression. Despite my conviction that this was unlikely, I supported them to take 
the antidepressants. After two months, the medication had made no difference, their 
symptoms had worsened in severity and so they were forced to leave university and 
return home.  
 
As a pharmacist, I already suspected Lyme disease, having recognised the 
symptoms after witnessing another relative go through similar after a tick bite in 
similar circumstances two years previously. This relative had been diagnosed after 
developing a Bell’s palsy alongside these symptoms – and recovered well at that 
time after IV antibiotic treatment within the NHS. I remembered at that point that my 
family member had been bitten by a tick between their toes while hill climbing in the 
Scottish Highlands.  
 
Our GP reluctantly agreed to send off the NHS Lyme Test to Raigmore hospital – but 
I was surprised and perhaps somewhat relieved when it came back negative. We 
then struggled to determine what was causing the symptoms, severe fatigue being 
the worst. They were referred to the first of two psychiatrists over the next couple of 
years, who diagnosed an ‘adjustment disorder’ due to all the change involved in 
leaving home to go to university. I felt I had to accept this - but it made no sense to 
me. This young person who couldn’t wait to set out independently into adult life was 
suffering from an adjustment disorder caused by change? However, I duly respected 
the views and opinions of experts – and so I followed advice to take them to a series 
of psychology based interventions, to undertake CBT, and other strategies to cope 
with change. But still, the fatigue and the remaining symptoms never lifted. 
 
During this year, they made slight improvement, moved back out on their own, to 
take up a part-time job as a security guard in a shop - but struggled to stand for a 
number of hours. They spent days off asleep trying to recover from the part-time 
shifts. They attempted to start university again, only for the same spiral of symptoms 
to emerge, leaving them bed-bound once more.  
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This pattern repeated itself until they finally managed to maintain a desk job for over 
a year. The psychologist surprised me one day by admitting she agreed with me that 
this was not a mental health or adjustment issue; something else must be causing 
these symptoms as they had understood and applied all her tools and yet it made 
little difference whatsoever. She recognised the presence of physical disease! I felt 
almost exhilarated that, finally, someone believed me when I said there was 
something more physiologically wrong with them.  
 
At this point I had dismissed Lyme disease because the NHS test had reported it 
was not Lyme, and as an NHS pharmacist, I never questioned the reliability of the 
NHS test. Only later, when it was all too late, would I discover that these tests were 
so unreliable as to produce many, many false negative results. That was a sobering, 
heart-breaking moment for me – when I realised they had probably missed out on 
successful treatment because three years had now elapsed and their physical health 
was on a downward spiral. However, I had also asked for their thyroid function to be 
tested several times by the GP – because I could see likely symptoms of an 
underactive thyroid such as brain fog, slow thinking, poor skin, hair loss, feeling cold, 
weight gain and so on. These blood tests always returned ‘normal’ except once, 
when I was told it was just a blip. If only I had known to pursue that ‘blip’ and to ask 
for thyroid antibody tests to be done at that point.  
 
And with that conviction of physiological illness, and my own research into Lyme 
disease, I requested the GP refer us to the infectious disease (ID) department at a 
local Hospital. Then began the second phase of struggle to access diagnosis and 
treatment through the NHS. At that point we had a locum GP, with experience in 
occupational health, who was open minded and supportive, and duly referred them. 
Over the following weeks, we were refused an ID appointment, refused direct 
communication with the ID department, and asked to consult our GP again as they 
had written to him – requesting additional information, which had in fact been 
previously given.  
 
I then used my own professional contacts and asked an infectious disease colleague 
in another health board area to see my family member. I also requested to undertake 
a Western blot test to confirm the presence of Lyme disease – even if I had to pay 
for it. I was simultaneously both disappointed and relieved when my colleague spoke 
to them for 20 mins, and concluded it was not Lyme disease. However, that still did 
not answer what was then causing all these symptoms! My colleague disappointingly 
did not permit a Western blot test either. At that point, I knew we were going to get 
no diagnosis, no help and no treatment within the NHS. After working for the NHS for 
over 30 years, and giving my best, I felt so let down, so frustrated and quite angry 
that we were ‘abandoned’ and left with no options. Each ‘sick note’ they had received 
from the local surgery for work had said ‘Chronic Fatigue’, but no one ever 
addressed all those other symptoms unrelated to chronic fatigue! I knew then we 
were on our own dealing with all of this! 
 
My 21 year old family member then had only two options - to either lie in bed getting 
more and more ill – or seek diagnosis through a private clinic that had helped 
another patient we knew. This particular patient had also really suffered, living with 
an ‘ME’ diagnosis for over 30 years – when tests from this private clinic revealed 
they had infection in the form of Lyme disease and co-infections. The antibiotic 
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treatment that they were given resulted in dramatic improvement over the next few 
years and regaining a quality of life. So, I felt I had no choice but to seek similar tests 
to either confirm whether my family member had Lyme Disease or not. My deep fear 
was that every patient received a positive diagnosis of Lyme disease through the 
German and USA testing this clinic used – but to my relief, I discovered many 
patients there who were not diagnosed and treated for infection; but had received 
successful treatment for other causes of illness such as food or environmental 
sensitivities, etc.  
 
This clinic did a full set of blood tests at that first appointment. Results revealed that 
they had Lyme disease and also an auto-immune thyroid condition known as 
Hashimoto’s Thyroiditis - most likely triggered by the Lyme disease. They diagnosed 
Lyme disease based on history of a tick bite, in an endemic area, numerous 
symptoms consistent with tick-borne infection and backed up by blood tests. On 
receiving these thyroid results from the clinic, the new locum GP at our surgery 
refused to treat Hashimoto’s thyroiditis, saying it was not for her to prescribe. My 
frustration built and built – and I felt forced to pay yet again for a private 
endocrinologist appointment immediately rather than waiting months within the NHS. 
Having already lost over three years of their young life so far, they needed treatment 
now!  
 
Over the next year, thyroid replacement treatment was begun (eventually under the 
NHS), as well as antibiotic therapy to treat the Lyme disease, which we had to 
arrange and pay for through the private clinic. During this time, the employer 
terminated their employment due to sickness. This was another low point for a young 
person who already felt robbed of life.  
 
Having taken early retirement from my NHS role, I used my pension lump sum to pay 
for the private treatment. This family member remains dependent on us to pay for 
ongoing treatment and providing for their daily living needs – and I know they 
consider themselves very fortunate to have family who can and will do that, 
recognising that many others just do not have option.  
 
And so today, 7 years after the start of my family member’s illness, my husband and 
I find ourselves as full-time carers as they are still struggling to overcome some 
symptoms that still remain – such as severe fatigue, brain fog and poor short-term 
memory. However, as a result of longer-term high dose antibiotic treatment, so many 
of the other life-altering symptoms have been thankfully eliminated. They no longer 
have eye problems, headaches, or night sweats and day sweats (all caused by co-
infections); they rarely suffer anxiety, nor muscle twitching, joint stiffness, noise or 
light sensitivity. However, it breaks my heart that they have lost so much of their 
young life from 18 to 25 years. We must all learn from these experiences – and act 
on that learning now. 
 
And so, as a pharmacist and also a Trustee of the Scottish Lyme Resource Centre 
charity, I am committed to doing everything within my power to help others avoid 
these awful tick-borne diseases. I am liaising with my educational colleagues to 
provide better and more accessible education for GPs, pharmacist and nurses; to 
increase public awareness of what to look out for after being bitten by ticks, to 
provide support for those now on this path of chronic illness.  
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My reason for writing this, in support of the petition, is to plead with Scottish 
government to do more. We must work cohesively, in a one-heath approach 
involving all parties including health, vet, outdoor and agricultural organisations: 
  

• to raise public awareness of the danger of tick bites and how to act  
• to improve early diagnosis and effective treatment which is still sadly woeful 

despite guidelines existing  
• to acknowledge those who are suffering with chronic or persistent tick-borne 

infection and offer them hope of help and treatment.  
 
We can – and we must – do more now, or this will become an epidemic of 
unforeseen proportion, leading to enormous physical and mental health 
repercussions and enormous economic consequences for a population unable to 
advocate for, or support themselves. Doing nothing is just not an option. We must 
recognise the scale of the problem, recognise the existence of persistent infection 
and act now to alleviate this suffering.  
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