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PE1662/EE 
Morven-May MacCallum submission of 15 February 2020 
 
I write in support of petition PEO1662: Improve Treatment for patients with Lyme 
disease and associated tick borne diseases. 
 
The failings I have endured at the hands of the NHS are unmeasurable and 
unquantifiable. I have lost everything that makes me who I am and that makes me 
human. I have been belittled, abused, subject to ignorance and arrogance. This 
mass of failings was not simply at the hands of my GPs or NHS Highland but also 
NHS Glasgow. I was 15 when I started presenting with symptoms of Lyme disease 
and I was misdiagnosed over five times and over a four-year period. I was tested 
countless times for Lyme disease on the NHS – all of which came back negative. I 
was told by several doctors that I couldn’t have Lyme disease because my blood 
tests were negative, because I didn’t live in an area where you could get tick bites, 
because my hobbies didn’t put me at risk and because I didn’t have a Bull’s eye rash 
– I live in the Highlands (a known hot spot for ticks and for Lyme disease) and all of 
my hobbies where outdoors…I even live surrounded by farms and, the majority of 
people never present with a Bull’s eye rash. Yet all of this was dismissed and 
because my tests were negative and they couldn’t figure out what was wrong, I was 
told that my illness is my own fault. I was told, as a teenager and by multiple doctors, 
that my illness was inside my head. I cannot stress the damage calling into question 
someone’s mental stability does but to do that to a child is a disgusting abuse of 
power. I was a bounding, bouncing, joyous and healthy teenager who was going to 
go to university and as a result of the NHS’s narrow minded and ignorant behaviour I 
was reduced to a housebound, bedbound cripple who required their mother and 
siblings to help them just to function on the most basic of human requirements – they 
took me to the toilet, they fed me, they washed me and all the while my mental 
faculties had reduced so much that, most of the time, I didn’t even have the capacity 
to speak in order to thank them. I am alive today, by the stubborn intervention of my 
mother who refused to give up on me the way the NHS have, by this time the NHS 
had washed their hands of me, and because of private medical intervention. The 
private blood tests were sent to accredited labs in two different countries and came 
back as being unequivocally positive and also highlighting that, in addition to Lyme 
disease, that I also have three co-infection. Despite this the NHS still refuses to 
accept that I have Lyme disease and never once was I tested by them for co-
infections. I have subsequently been on nine years of private treatment; the cost of 
which runs into the tens of thousands of pounds and has subjected my family to 
extreme financial strains – I am still unable work, to function as someone my age 
should and my life is still completely dominated by this disease.  
 
I am appalled that, despite over 12 years having passed since I lost my youth and 
was condemned to a life which is dictated by a vicious disease, that what happened 
to me is still occurring to others today. My family have lived in the Highlands for 
generations and never once had we heard of Lyme disease before I became unwell 
and still the level of public awareness is astoundingly poor. How can you allow this to 
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continue? How do you justify not educating the public about this disease? People are 
dying as a result of NHS inadequacies and frankly…from medical staffs’ behaviour 
towards their patients. You are driving people to commit suicide. Even with the 
release of the new NICE guidelines, doctors are still illiterate about Lyme disease 
and patients are being refused treatment (even when a Bull’s eye is present). The 
NICE guidelines, although a step in the right direction, does absolutely nothing to 
help those who were left without early intervention, they ignore research and 
expertise from other countries because the information does not come from the UK – 
yet the UK is not funding the research required to gain this knowledge. Awareness, 
testing, research, medical knowledge and the NICE guidelines are inconceivably 
inadequate and for these reasons I believe that Government must consider and 
implement:- 
 
1. AWARENESS across every sector is essential to Prevention (health sector, 
education, outdoor pursuits, forestry, etc) 
2. Early Treatment for improved outcomes and less chronic patients  
3. Training should not be optional for medical and healthcare government must make 
it mandatory as presently the lack of knowledge within NHS is frightening and RCGP 
and BMA need to be directed to address this along with RCN, NMC and SSSC. 
4. Research for improved testing and treatment 
5. Awareness acknowledgement and testing for co infections which is currently 
totally inadequate as ticks don't just infect people with Lyme they carry a host of 
other infections and parasites which they infect us with. 
6. Stop NHS refusing treatment - ignoring evidence, ignoring research that Lyme 
disease will persist despite antibiotics, acknowledge that for Lyme disease not 
treated at an early stage present nice guidelines adhered to rigidly are woefully 
inadequate.  
7. Stop ignoring the fact that potentially multiple infections all with their selection of 
symptoms complicating the overall picture. 
8. NHS to accept testing from other sources than Raigmore. Accept results and treat 
patients based on these. 
9. In Scotland at present time there are no NHS Lyme literate consultants, Drs, GPS, 
Nurse practitioners - this needs to be addressed ASAP and they need freedom from 
restraints to do what is best for their patient. A holistic approach with minds that are 
open and accepting that much can be learned from others including the private 
sector. 
10. Open and detailed test results would be beneficial. By open results copied out to 
patients and detailed as in exactly what has been tested what has actually been 
acknowledged i.e. Which bands have occurred on testing and which have been 
acknowledged or not acknowledged. Positive / negative is not good enough. 
11. Transparency and ease of obtaining test results (even GP has had difficulty in 
obtaining test results for Lyme from Raigmore) 
12. It appears that many Drs who have had an interest in Lyme disease and tick 
borne infections have been ostracised by attitude of colleagues and many have 
stopped practising , while this may be more complicated than it appears, it is worth 
considering the knowledge held by them and if the methods they used worked but 
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did not fit with inflexible NHS guidelines then consideration should be given to 
reviewing this. 
 
In the words of Dr Kenneth Liegner 
 
" in the fullness of time, the mainstream handling of chronic Lyme disease will be 
viewed as one of the most shameful episodes in the history of medicine, because 
elements of academic medicine, elements of government and virtually the entire 
insurance industry have colluded to deny a disease." 
 
 In Scotland sadly I would consider NHS as equivalent to insurance industry in failing 
to "prevent harm" through arrogance and ignorance and in following this route of 
burying heads in the sand have condemned thousands of scots to a life of chronic 
illness. 


