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PE1662/N 
Petitioner submission of 10 February 2020 
 
This submission was first provided in September 2018. This is an updated version. 
 
Petitioner Update on International Developments February 2020 
 
There have been some very important international developments in Lyme disease 
during 2018-20: 
 

1. WHO Diagnostic Codes 
 

On June 18, 2018 the World Health Organization (WHO) issued the 11th revision of 
the International Classification of Diseases or ICD11. The diagnostic codes now 
include a wide range of serious and potentially fatal complications of Lyme disease 
including "Dementia due to Lyme disease", and "Central nervous system 
demyelination due to Lyme neuroborreliosis".1 
 

2. WHO Report on Human Rights Issues in Lyme Disease 
 

A World Health Organisation report has been released documenting the harassment 
many doctors and others attempting to help Lyme disease patients have 
experienced, making others unwilling to get involved.2 
 

3. EU Includes Lyme Disease in EU Epidemiological Surveillance 
 

On 22 June 2018, the European Commission updated the communicable diseases 
list and related special health issues to be covered by epidemiological surveillance 
as well as the relevant case definitions. For the first time, Lyme neuroborreliosis was 
included on the list of diseases under EU epidemiological surveillance, with a 
uniform EU case definition being formally released.3 However, it covers only 
neuroborreliosis and not Lyme disease in general. 
 

4. France Launches a National Protocol for Lyme and Tick-borne Diseases 
 

A French protocol has been developed, additional to the French National Plan, 
detailing the process by which patients with all tick-borne diseases will get help, 
whether they have been newly bitten or are suffering chronic illness. It provides a 
route for those with long-term illness to get help.4 

                                                            
1 http://www.ticscotland.org.uk/lymeinidc11 
2 http://www.ticscotland.org.uk/humanrightsdefenders 
3 https://ecdc.europa.eu/en/news-events/european-commission-updates-communicable-disease-
surveillance-list-lyme 
4 https://www.has-sante.fr/portail/jcms/c_2857592/en/lyme-et-maladies-transmissibles-par-les-tiques-
depasser-les-controverses-et-proposer-une-solution-a-chacun 
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5. US CDC Acknowledges Congenital Lyme 
 

The US CDC now acknowledges congenital Lyme disease.5 There is no 
acknowledgement of that in Scotland although it is acknowledged in the NICE 
guidelines.6 
 

6. US Kay Hagan Tick Act 
 

On December 20, 2019, President Trump signed the Kay Hagan Tick Act7 into law 
as part of an end-of-year spending package that had passed both Houses. Lyme 
disease will get funding for the development of a vector-borne disease national 
strategy and also for CDC grants to States to help provide funding for surveillance 
and other vector-borne diseases issues.  The amount given for tick-borne diseases 
will not be known until the FY2021 appropriations process is complete since the bill 
includes all vector-borne diseases, mosquito, and tick-borne. 
 

7. US Lawsuit – Torrey et al v. Infectious Diseases Society of America et al 
 

The Infectious Diseases Society of America (IDSA) is a small group of physician-
researchers which dictates how Lyme disease is diagnosed and treated in the United 
States. Europe, Canada and Australia, and Europe, including the UK, follow the US 
lead and much of the NICE guidelines are based on the IDSA ones. 
 
In late 2017, a lawsuit8 was filed in the USA by a group of patients and others 
representing the estates of deceased patients against IDSA, 8 US insurance 
companies, and 7 individual IDSA panelists. They are asserting a corrupt collusion 
by individual IDSA members. Three insurance companies have now settled. 
 
The lawsuit states “If Lyme disease continues untreated for a prolonged period, the 
infected suffer with crippling muscle and joint pain, disabling fatigue, arthritis, 
neurological disorders, cardiac disorders, and eventually invades the brain causing 
depression, thoughts of suicide, brain fog, severe weakness, memory or 
concentration difficulties, bladder or bowel dysfunction, and visual loss. Left 
untreated, Lyme disease can lead to a painful and agonizing death.” 
 
Mary Beth Pfeiffer, an investigative journalist, reporting on the lawsuit9, states that 
IDSA is accused of having “denied care and harmed Lyme patients under existing 
insurance and medical protocols” and “The conspiracy involved efforts to belittle the 
legitimate complaints of patients, the suit asserts, and to stifle competition from 

                                                            
5 https://www.cdc.gov/lyme/transmission/index.html 
6 https://www.nice.org.uk/guidance/ng95 
7 https://lymediseaseassociation.org/wp-content/uploads/2019/12/Tick-Act-Pages-from-BILLS-
116HR1865SA-RCP116-44.pdf 
8 
https://static1.squarespace.com/static/5936c3f21e5b6c2c02c40842/t/5cba5b6fe79c706d2252e57b/15
55716976323/torrey+amended+complaint++3-26-19.pdf 
9 https://www.thefirstepidemic.com/lyme-lawsuit 
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doctors who did not follow the IDSA guidelines, which the suit terms ‘a predatory 
device’”. 
 
These are all significant improvements in the acknowledgement of chronic Lyme 
disease and other tick-borne diseases but there is much more to be done. We now 
need our doctors to understand the complexity of Lyme and all other tick-borne 
diseases and for all politicians to understand that policy required to support the 
required changes needs to be forced through quickly. When France and the USA are 
developing national strategies for tick-borne diseases, why is Scotland lagging 
behind?  
 
Lyme Resource Centre, a new Scottish charity issued a position paper detailing the 
issues in Scotland and proposing a route forward.10 As one of the petitioners is now 
a trustee of the charity, we are strongly in favour of the suggestions. 
 
The Health Protection Scotland Lyme disease sub-group has no remit to improve 
treatment in Scotland, so who is? We are told it should be SIGN, but there are no 
SIGN guidelines.  We therefore request that SIGN guidelines are developed, 
improving on the NICE guidelines by taking into account all tick-borne diseases, 
acknowledging chronic Lyme disease, and taking patient experience into account. 
 
We believe it is critical that patients and the doctors who understand their issues are 
listened to. Lyme Resource Centre recently requested a Scottish patient 
representative and NHS Scotland service user from the charity be included in the 
Health Protection Scotland Lyme disease sub-group. However, the request was 
refused. Unless patient concerns are addressed, no progress will be made. 
 
In 2015, Kenneth B. Liegner, M.D. in a letter to the Institute of Medicine, wrote “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. This has resulted in needless suffering of 
many individuals who deteriorate and sometimes die for lack of timely application of 
treatment or denial of treatment beyond some arbitrary duration." 
 
That time seems to be getting ever closer. Please make it happen. 

                                                            
10 https://www.lymeresourcecentre.com/pospaper-20190620 
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