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PE1662/PP 
Minister for Health, Sport and Wellbeing submission of 30 October 2020   
 
Thank you for your letter of 09 October 2020, to Cabinet Secretary for Health and Sport 
regarding the petition PE1662: ‘Improve Treatment for Patients with Lyme Disease and 
Associated Tick-Borne Diseases’.  As the Minister with responsibility for Public Health I am 
responding.  
 
You highlight the petitioners’ most recent submission, PE1662/OO, and have asked for a 
response to the points raised in that submission.  You indicated that the Committee is 
particularly concerned at the reports from the petitioner that: 
 

• The RCGP Lyme Disease Spotlight Project has been “shelved”, without any apparent 
education being delivered to Scotland as part of it;  

• The patient representative on the Scottish Health Protection Network (SHPN) Tick 
Borne Diseases subgroup “is not resident in Scotland, is not a patient of NHS 
Scotland, does not have Lyme disease, and does not have regular contact with 
Scottish patients”; 

• The issues raised regarding antibody testing 
 

The Scottish Government takes the issue of Lyme disease very seriously and, together with 
Health Protection Scotland, is committed to raising awareness and supporting those affected. 
 
As officials have stated in our previous responses, the Scottish Government receives expert 
advice on Lyme disease and tick-borne infections from the multi-disciplinary, multi-agency 
Scottish Health Protection Network (SHPN) Tick Borne Diseases subgroup previously known 
as Lyme Borreliosis group. Membership of this group is drawn from a wide variety of 
expertise, and includes Infectious Disease Consultants, Pharmacists, Microbiologists, 
Veterinary Advisors, Primary Care Physicians, Health Protection Teams, Tick Ecologists, and 
representatives from Environmental Health, Health and Safety Executive, the Forestry 
Commission, NHS Education for Scotland, NHS24, Public Health England, Scottish 
Government and Health Protection Scotland. 
 
So that answers can be provided as fully as possible, this response has again been 
developed with input from the SHPN Tick Borne Disease sub group and the Scottish Lyme 
Disease and Tick-Borne infections Reference Laboratory (SLDTRL).  
 
Education and Training  
 
While I cannot comment on the independent Royal College of General Practitioners (RGCP) 
submission or the Lyme Disease Spotlight project, education and training in Scotland has 
been and will continue to be developed.  NHS Education for Scotland (NES) has hosted a 
90-minute webinar entitled ‘Lyme Disease in Scotland: Clinical Update’ on 28th July 2020.  
Topics included: ‘How do we learn to live with ticks?’; ‘How do we diagnose and treat Lyme 
disease?’ and ‘What are the clinical dilemmas in management and future for testing?’ 
Speakers included a GP, two infectious diseases consultants, a representative from Public 
Health Scotland and a Clinical Scientist from the Scottish Lyme Disease and Tick-borne 
infections Reference Laboratory (SLDTRL). The webinar was open to a wide range of 
healthcare practitioners, including clinicians, pharmacists, scientists, laboratory and primary 
care staff and was attended by approximately 300 individuals.  I understand feedback has 
been very positive.  

http://www.parliament.scot/S5_PublicPetitionsCommittee/Submissions%202020/PE1662_OO.pdf
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As noted in the Scottish Government’s previous response to the petition, the SLDTRL is 
involved in the multiyear European funded Northtick project.  One of the local project 
objectives is to work with GP practices within NHS Highland to identify ways to improve 
managing patients with suspected Lyme disease and more accurately estimate the number 
of such patients within primary care.  At the beginning of the year, all GPs in NHS Highland 
were contacted, and discussions were held with the NHS Highland GP subcommittee, and 
those in NES involved in GP training within NHS Highland, with the offer to facilitate 
educational sessions on Lyme disease in primary care.  These sessions commenced at the 
beginning of March but had to be postponed due to the COVID-19 pandemic.  I understand 
the intention is to recommence this work, possibly in a more ‘virtual’ format, but the ultimate 
aim is to roll out the work nationally, potentially in collaboration with NES/SHPN. 
 
The Northtick project also aims to develop tools to meet the challenges of tick-borne diseases 
other than Lyme disease (i.e. Anaplasmosis, Babesiosis, Neoerlichiosis, Tick-borne 
encephalitis and Borrelia miyamotoi) and work is already underway to gather information on 
the epidemiology, diagnosis and management of these diseases within each of the 7 different 
partner countries.  This knowledge sharing and gap analysis activity will allow a determination 
of the optimal diagnostic strategies and best patient management recommendations.  At the 
end of the project, this information will be used to educate and inform health practitioners and 
stakeholders in each partner country and to form testing and management strategies.  
 
Patient representation on the SHPN Tick Borne Diseases subgroup 
 
Nicola Rowan (Manager of the Scottish Health Protection Network) and Dominic Mellor (co-
chair of the SHPN Tick Borne Infections subgroup) met with representatives of the Lyme 
Resource Centre early in 2020.  In that meeting, I understand it was made clear that the 
SHPN is a network for health professionals to support professional learning, education and 
collaboration concerned with health protection.  Although clinicians are included in some of 
the SHPN groups, as clinical practice and health protection are closely linked, clinical 
management and diagnosis of individual patients is not within the scope of the network and 
therefore patients are not specifically represented.  The network also engages with third 
sector and health care professionals pertinent to the health protection topic areas, many of 
whom are working directly with the public, but again, their role is not to represent individual 
patients. 
 
Testing 
 
The antibody testing protocol used by SLDTRL can detect all the main pathogenic 
genopecies of Borrelia burgdorferi sensu lato: B. burgdorferi sensu stricto B. afzelii, B. garinii, 
B. spielmanii and B. bavariensis.  Antibody testing is still the routine diagnostic test 
methodology for Lyme disease world-wide.  Indeed, antibody testing is the routine diagnostic 
test methodology for a wide variety of organisms, not least for HIV, Hepatitis B and C.   
 
With regard to petitioners’ reference to a recent meta-analysis of test kits which found that 
‘The mean sensitivity of all test kits with all samples was 59.5%, and ranged from 30.6% to 
86.2%.’  I have been informed that this statement does not take into account the stage of 
disease.  Whilst it is widely acknowledged that the sensitivity of antibody tests can be reduced 
in the early stages of disease (which is why a second follow-up sample is always requested 
in these patients, and why patients presenting with the characteristic erythema migrans rash 
should be treated without testing), sensitivity is extremely high within 8-10 weeks.  Indeed, 
the aforementioned review found sensitivity in patients with early disease to be 35.4-46.5% 
but rose to 87.3-95.8% for patients with disseminated symptoms. Similarly, in-house 
verification of the screening tests currently in use at SLDTRL found that sensitivity was 61.3% 
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when tested on patients with early disease but rose to 100% for those with clinically confirmed 
late disease.  In addition to antibody testing, SLDTRL, also offers a molecular test that can 
detect the DNA of all Borrelia genospecies (both the Lyme disease and the relapsing fever 
forms).  
 
SLDTRL is committed to investigating new testing methods and technologies and is 
constantly aiming to adapt and improve the service provided.  However, as the NICE 
guidelines state, tests should only be used if they have been sufficiently validated, and this 
validation should include peer-reviewed published evidence on the test methodology, its 
relation to Lyme disease and independent reports of performance.  To their knowledge, there 
are no other tests available that fulfil these criteria. 
 
The petitioners state that ‘many patients are being diagnosed in private testing for Babesia, 
Bartonella, Anaplasma, and Rickettsiae species but tests for many of these infections are 
impossible to get via NHS Scotland.  Many GPs have never heard of these infections, and 
yet they have been found in abundance in animals.’  My understanding is that the petitioners 
are correct that  SLDTRL offers molecular testing for Anaplasmosis.  However, due to the 
low incidence of this disease in Scotland (and thus lack of positive samples) the test has not 
yet been included in scope for UKAS accreditation.  There is the facility to send samples to 
Public Health England for antibody testing.  The same service is provided for suspected 
Rickettsial infections.  Whilst Babesia can be diagnosed by any hospital blood sciences 
laboratory via examination of blood smears, SLDTRL has recently formed a collaboration 
with the Moredun Research Institute, University of Glasgow, Public Health Scotland and the 
Scottish Parasite Diagnostic Reference Laboratory to look at developing other testing 
methodologies.  Although Bartonella is a recognised disease in the UK, it has not been 
established as a tick-transmitted infection.  Whilst ticks may take blood meals from animals 
infected with Bartonella species, transmission to humans has not been confirmed.  
 
The Scottish Government remains committed to understanding more about Lyme disease 
and related conditions, and recognises the severe challenges faced by those who suffer from 
them. We appreciate that there remains much to do to improve understanding of these 
conditions, and are committed to working with partners to reduce their impact on the lives of 
people in Scotland. 
 
 
 
 
 
 
 


