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Contrary to the Minister for Public Health’s statement, we do not believe that Lyme 

disease is taken seriously. Government awareness since 2018 has consisted of one 

YouTube video and three tweets, reaching only a few thousand people. There are no 

clinical specialists in tick-borne diseases in Scotland, GPs have virtually no training, 

and patients have no forum. Scottish Health Protection Network (SHPN) developed 

leaflets haven’t even been printed. 

 

NHS Education for Scotland did not invite any specialists in tick-borne disease from 

outside Scotland to present at their webinar on Lyme Disease, perpetuating limited 

viewpoints within Scotland. 

 

Patients have issues surrounding testing and public awareness which are not being 

addressed by SHPN. 

 

SHPN has no remit to address clinical diagnosis and management. Patients want the 

role of Patient Commissioner to include issues of non-treatment. Lyme disease 

patients are given no support and no treatment, and yet private treatment for tick-

borne infections allows many patients to recover fully. 

Treatment guidelines in the USA which have sharply limited treatment have been 

proven to be compromised by corruption1.  

As many of the restrictive recommendations in the NICE guidelines are based on 

these guidelines, UK patients have been harmed by similarly limited treatment. 

Patients want the Government to write to all consultants/GPs to inform them that the 

IDSA guidelines are flawed and that they will be supported to treat beyond the NICE 

guidelines.  

With regard to the Minister’s submission, the meta-analysis of test kits does take 

account the stage of disease, in Table 42. 

 

The Minister acknowledges it is difficult to detect early-stage disease, with sensitivity 
35.4%-46.5%, rising to 87.3%-95.8% with disseminated symptoms. As 
approximately 60% of all true early-stage positive cases will be found negative, we 
would like to know how many ‘follow-up’ tests are requested and fulfilled and the 
‘follow-up’ detection rate. 
 

Despite the Minister’s assertation, ‘follow-up’ tests are not always requested. In such 

cases, patients are left untreated and may development chronic systems. We 

conducted a survey of 57 patients tested by NHS Scotland when ill after a known 

tick-bite. More than 50% of patients with a negative early test were not tested again, 

                                            

1 https://www.lymeresourcecentre.com/news/979  
2 Cook MJ, Puri BK. Commercial test kits for detection of Lyme borreliosis: a meta-analysis of test 
accuracy. Int J Gen Med. 2016 Nov 18;9:427-440. doi: http://doi.org/10.2147/IJGM.S122313 
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and 68% were not tested until more than 10 weeks after the bite, inexplicable for a 

condition in which early treatment is key. 

 

The Minister said “in-house verification of the screening test … used at SLDTRL 

[Scottish Lyme Disease and Tick-borne Infections Reference Laboratory] found that 

sensitivity was 61.3% … for early disease but rose to 100% for those with clinically 

confirmed late disease”. We understand the laboratory use two-tier tests by 

Mikrogen and Trinity Biotech. We are alarmed that the Minister claims 100% 

sensitivity when the manufacturers do not34. All Mikrogen sensitivity data was based 

on including borderline results along with the positive tests4. Does this mean 

SLDTRL also include borderline results in their sensitivity studies, and report these 

to the clinician/patient?  

 

Both companies also state that a negative test result should not be used to exclude 

Lyme disease. However, we do not believe that SLDTRL inform clinicians of this. 

 

There is significant scientific evidence that, as with COVID-19, antibody response 

can be weak and that some patients with chronic Lyme disease do not develop 

antibodies. There are now over 50 medical journal articles documenting Lyme 

disease despite negative antibody tests. This research spans all stages of illness, 

including late stage disease. 

 

We want to know which tests used by SLDTRL are excluded from ISO 15189 

accreditation, and when will the laboratory be fully compliant with ISO 15189? 

 

As stated in previous submissions, only 5 of the 300 known species of Borrelia are 

currently tested for in Scotland. Borrelia miyamotoi is known to exist in Scotland and 

scientists believe it is responsible for a significant proportion of illness5. SLDTRL’s 

test for Borrelia miyamotoi is not ISO accredited or routinely used, leaving many 

patients undiagnosed. This may also be the case for other recently discovered 

species. There is also strong evidence that many Lyme disease patients are also 

infected with tick-borne co-infections, but SLDTRL has no ISO accredited tests any 

co-infections. 

The Minister states “there is the facility to send samples to Public Health England for 

antibody testing”. However, such tests are often refused, sometimes because GPs 

do not know how instigate this and often on the grounds of cost.  

 

The Minister states: “Although Bartonella is a recognised disease in the UK, it has 

not been established as a tick-transmitted infection”. Bartonella has now been 

                                            

3 TrinityBiotech. Trinity Biotech Captia TM Borrelia burgdorferi IgG / IgM. Available from: 
http://documents.trinitybiotech.com/product documents/2346580-29 EN.pdf  
4 Microgen Diagnostics. recomLine Borrelia IgG/IgM Instructions for Use. 2019. Available from: 
https://www.mikrogen.de/english/downloads.html  
5 2nd European Crypto-Infections Conference, Dublin, Ireland, 26th-27th Sept 2020. 
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accepted as a tick-transmitted infection by the US HHS Tick-borne Disease Working 

Group6 and specialist testing has been developed7. 

Although diagnosis of tick-borne infections should be a clinical diagnosis supported 

by testing, many patients find that testing is used as the only deciding factor. When 

such limited testing is available, many patients are told it is all in their head and 

denied treatment which could allow them to recover.  

There is now more evidence that this topic needs much higher profile discussion and 

action by the Government and NHS. We call on the Government and Petitions 

Committee to hold a round table involving both Prof. Lambert and Dr. Cruikshank, 

whose submissions we agree with, to hear in detail from them the issues of 

diagnosis and management of tick-borne diseases.  

                                            

6 US HHS Tick-Borne Disease Working Group, 2018 Report to Congress 
https://www.hhs.gov/sites/default/files/tbdwg-report-to-congress-2018.pdf  
7 https://www.galaxydx.com/ 
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