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Anne Lee submission of 21 February 2020 
 
I am writing in support of the petition: PE01662: Improve Treatment for Patients with 
Lyme Disease and Associated Tick-borne Diseases.  
 
I have a family member who was bitten by a tick in Scotland nearly three years ago; 
they have been debilitated with significant impact on their quality of life since then. I 
am a healthcare professional and have tried to increase my knowledge and 
understanding of this condition so that I can support my family member. 
 
The petition calls for better treatment and education of healthcare professionals and 
the public. I fully support these aims.  I am particularly concerned about the lack of 
awareness amongst healthcare professionals, the lack of research to inform the 
evidence base for diagnosis and management and the lack of acknowledgement of 
persistent illness.  
 
Lyme disease was diagnosed late in my family member (despite the characteristic 
bullseye rash) and therefore antibiotic treatment was delayed until several months 
after the tick bite.  
 
After initial improvement there was further deterioration in their health. The NHS 
advice they received was that most patients would be fully recovered within a year - 
there was no acknowledgement of the possible chronic illness directly associated 
with the infection, often termed Post Treatment Lyme Disease (PTLD). This is a 
highly controversial illness and most UK infectious disease specialists contest the 
existence of PTLD.  
 
It is important to recognise the valid concerns about extended prescriptions of 
antimicrobials contributing to antimicrobial resistance, which is a tremendous global 
threat. There is no evidence base for long term prescribing of antibiotics and there 
are associated risks. Nevertheless, our healthcare system in Scotland strives for 
patient centred care and I believe my family member has not been treated in line 
with those values during consultations related to Lyme disease. They have often 
been treated dismissively and consequently left feeling isolated, alone and let down 
by the NHS. Clinical practice will inevitably be constrained where there is a lack of 
evidence for specific treatment strategies but there is still an imperative for 
healthcare professionals to listen to patients and treat them holistically and with 
empathy. My family member has now spent thousands of pounds on private medical 
treatment. The effects of chronic illness are difficult enough for people to deal with. It 
can be bewildering and deeply upsetting to discover that NHS practitioners frankly 
do not believe them and have little to offer. 
 
Scotland and the UK lags behind the US and other countries in not recognising 
PTLD. There is, for example, the Lyme and Tick Borne Diseases Research Centre at 
the University of Columbia in New York - this Centre takes a multidisciplinary 
approach and is involved in research as well as the provision of non-antibiotic and 
other treatment approaches that may be especially helpful for fatigue, pain, mood 
issues, and/or cognitive problems that persist despite antibiotic treatment.    
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As Scotland has such a high prevalence of Lyme Disease - shown to be increasing 
exponentially- we should be leading the way with regard to research and centres of 
excellence.  
 
I urge the Committee to take action in support of the petitioners. 
 


