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Category 1 - these are known uncertainties and are the questions being 

considered for a place in the Top Ten. 

 

Note that some of the questions are broad as several questions on the same topic have 

been included in order to reduce the total number of questions for voting. 

 

Regardless of the outcome of the priority survey ALL these questions will be entered 

into the UK Database of Uncertainties about the Effects of Treatments – 
www.library.nhs.uk/DUETS - where they will be available to researchers. 

 

UK Lyme Disease Priority Setting Partnership 
Survey on Priorities 

 
The full list of questions submitted by both doctors and patients has now been sorted and we 

are now deciding on the priorities. 

 

After eliminating those questions which were outside the scope of the project we consolidated 

the list into a set of representative questions because there were many questions effectively 

asking the same thing, for example “what is the best treatment” or “what is the best test”. 

 

An information specialist has examined the scientific literature, and the questions have been 

categorised as follows: 

 

1. this question is not currently answered by a systematic review and needs further 

research; 

2. a study or trial is currently examining this question, so no research is indicated at the 

moment; 

3. this question has been answered and does not need further research. 

 

Here are the results. Note that those who submitted questions may not find their original 

question in exactly its submitted form on this list, but it will be represented by one of the 

questions. All original submissions will be available to researchers so that they can see the 

breadth and detail of the underlying submitted questions.  

 

 
Treatment 

1. What is the best treatment for children and adults presenting with a) early Lyme disease 

without neurological involvement and not including erythema migrans and b) late Lyme 

disease of any manifestation? To include consideration of drug(s), dose, duration. [Note: 

trials are under way for EM, multiple EM, early Lyme neuroborreliosis and persistent Lyme 

disease] 

2. Is there a difference in efficacy between different initial durations of antibiotics a) where 

both are less than a month, e.g. 14 versus 28 days of treatment or similar; b) where one is 

much longer e.g. 14 days versus 100 days? 

3. What are the outcomes of cases where long term treatment has been used? 

4. Should antibiotic treatment be continued until all symptoms have resolved? 

http://www.library.nhs.uk/DUETS
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5. Do biofilms or different morphological forms (eg cyst form) of B burgdorferi exist in vivo and 

do they affect treatment regimen? 

6. Are there clinically relevant differences in antibiotic susceptibility of different genospecies 

and strains of B burgdorferi sl? 

7. Is treatment other than antibiotics effective in Lyme disease? (eg artesunate, DMARDs 

(methotrexate) or immunosuppressive drugs such as those used for rheumatoid arthritis)? 

8. Are there alternative medications or therapies that might be useful in Lyme disease? E.g. 

the Marshal Protocol, supplements, herbal medications, acupuncture, QiCong, heavy metal 

chelation)? 

9. Are there any particular dietary factors or exercise regimes or supportive treatments that 

would aid recovery from Lyme disease? 

10. What is the best way to handle staying at, or returning to, work during and after treatment? 

11. When should prophylactic treatment be given, and what regimen should be used? (ie 

preventative treatment after a tick bite) 

12. If there is a further tick bite during treatment for diagnosed Lyme disease, how long should 

treatment be continued? 

13. If there is clinical suspicion (other than EM) should treatment be started without waiting for 

blood test results? 

14. Can response to treatment help to confirm the diagnosis? 

15. Are there long-term consequences if treatment is delayed?  

16. What is the optimal course of action if symptoms persist after initial treatment (continue 

current treatment or change drug or dose)? 

17. What is the optimal course of action if symptoms relapse after a treatment course is 

finished? 

18. How common is relapse and treatment failure and is it related to disease stage, gender, co-

infections or any other factor? 

19. What is the optimal course of action if treatment fails i.e. if symptoms continue after the 

agreed course(s) of antibiotics? 

20. Are corticosteroids and immunosuppressive drugs harmful in Lyme disease if used for 

symptomatic relief or because of a misdiagnosis?  

21. What is the effect of raised body temperature on Lyme disease? Either during a course of 

antibiotics or independently? 

22. Are there effective treatments for any of the psychiatric symptoms associated with Lyme 

disease? 

23. What is an effective treatment for the neuropathic pain experienced in Lyme disease?  

(continue to the next page for diagnosis questions) 
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Diagnosis 

24. Which single test and what combination of tests performs best in diagnosing or ruling out 

active Lyme disease, and should stage of the disease and patient age be taken into account 

when interpreting the tests? 

25. Could repeated tests be used to chart disease development and treatment success or 

failure? 

26. Are there inter-laboratory variations in the performance of the different tests for Lyme 

disease within the UK?  

27. How effective are the current UK tests in detecting infections due to the genospecies and 

strains of B burgdorferi sl in the UK? 

28. Can any of the tests identify LD in ‘the dormant cyst stage’? 

29. Would it be clinically advantageous and economically feasible to use a direct microbiological 

test in cases where diagnosis is in doubt? (eg culture, microscopy, PCR etc) 

30. Under what circumstances do antibiotics, steroids and immunosuppressive drugs affect 

blood test results? 

31. What key questions (clinical and epidemiological) should be considered to help make a 

diagnosis of lyme disease in children and adults in the UK and aid differentiation from ME, 

MS, RA etc; would a weighting table be useful? [Note: this includes the frequency of UK 

presentations such as EM etc] 

32. Are continuing symptoms following conventional recommended treatment due to continued 

infection, or an immune response or other process? 

33. Does Post Lyme Syndrome exist, and what is its definition? 

34. What is the role of SPECT scans in the differential diagnosis? 

35. Are other types of test of use (CD 57 test,  or testing for anti-GAD antibodies) 

36. Is a Quantum QXCI/SCIO machine of use for diagnosis of Lyme disease? 

37. Can Lyme disease be transmitted by vectors other than ticks? 

38. Can Lyme be transmitted via other means: person to person sexually, transplacentally or by 

breast feeding; through organ donation; through blood transfusion? 

39. Should family members be tested if they travelled with a confirmed case? 

 
These 39 uncertainties have been the subject of an on-line vote and an equal number 

of patients and clinicians are now meeting to decide on the final joint top 10 priorities 

for research. 

 

 

 

Questions in the other categories can be seen on the next page. 



   
Funded by the National Institute for Health Research 
 

v2.0 Page 4 of  4 

Lyme Disease Action, Registered in England & Wales, Registered Charity Number 1100448, Registered Company Number 4839410 

Category 2 These are also uncertainties. 

However, trials are currently underway investigating these uncertainties and so these 

questions are not included in the priority survey. 

Details of the trials can be viewed on the WHO International Clinical Trials Registry Platform 

by entering in the search box the trial number provided below. For many of the trials 

there is an additional URL for ClinicalTrials.gov which provides more detail. 

 

Category 3 These are not uncertainties 

The short answer to these questions is presented below 

 

What is the best treatment when patients present with erythema migrans?  

NCT01368341 and NCT01163994 

What is the best treatment for early Lyme neuroborreliosis in children and adults?  

NCT01635530 

Is intravenous antibiotic treatment more effective than oral treatment? 

NCT01635530 and NCT01163994 

Should chronic Lyme disease be treated with long term antibiotics?  

EUCTR2009-010939-40-NL 

Is an antibiotic gel on a tick bite an effective way of preventing Lyme disease? 

EUCTR2011-000117-39-DE 

 

 

Would homeopathy be able to cure Lyme disease? 

No. Trials in a number of conditions have shown that homeopathy works no better than a 

placebo. A Shang, K Huwiler-Muntener, L Nartey, P Juni, S Dorig, J A Sterne et al., Are the 

clinical effects of homoeopathy placebo effects? Comparative study of placebo-controlled 

trials of homoeopathy and allopathy, Lancet 2005, vol 366, pp 726-732 

Does EM provide an ‘accurate’ clinical diagnosis of LD?  

Yes it does. See Stanek G, Fingerle V, Hunfeld K, Jaulhac B, Kaiser R, Krause A, et al. Lyme 

borreliosis: clinical case definitions for diagnosis and management in Europe. Clinical 

Microbiology and Infection. 2011 Jan;17(1):69–79. 

Is EM a more or less ‘accurate’ sign of LD in children? 

Yes. Reference as above 

How is EM defined? 

See Stanek et al 2011 as above for description of European manifestations. 

Should tests to exclude LD be carried out in patients who have a tick bite but don’t 

get EM? 

In symptomatic patients, yes. EM is not always present see Stanek et al above and also 

Tuerlinckx D, Glupczynski Y. Lyme neuroborreliosis in children. Expert review of anti-

infective therapy. 2010 Apr;8(4):455–63. 

Are there tests for other genospecies of Borreliae? 

Yes; blood tests used in Europe include antigens from more than one species of Borrelia 

burgdorferi sl. However see other uncertainties in group 1 regarding the genospecies in the 

UK. 

Is there a test which can differentiate persistent active infection versus autoimmune 

response? 

Yes, strictly speaking culture is a test which could be used. However it is not in routine 

diagnostic use. See related uncertainties in group 1 on active infection. 

http://apps.who.int/trialsearch/Default.aspx

