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▪  Lyme disease is the most common  
tick-borne disease in the northern 
hemisphere and increasing in incidence.

▪  Ticks can be found throughout the UK 
and Ireland - in urban parks and gardens 
as well as rural areas.

▪  Tick bites are usually painless and may  
go unnoticed.

▪  There is no proven minimum time of 
attachment needed for transmission 
of infection.

▪  An erythema migrans (EM) or bull’s eye 
rash is diagnostic. It may be atypical and 
may be absent in at least 30% of cases. 
TREAT as per NICE guideline.

At A Glance... Ten Facts 
About Lyme Disease

▪  Early symptoms may be flu-like and  
non-specific (with or without an EM rash).

▪  Diagnosis can be difficult and should be 
based on a detailed clinical history 
(including travel history) and examination.

▪  Lyme serology tests may be unreliable, 
especially in early disease. A negative test 
does not exclude the diagnosis.

▪  Early diagnosis and adequate treatment 
provide the best chance of cure. Late 
diagnosis and inadequate treatment may 
result in continuing health problems.

▪  Genuine scientific uncertainties remain 
around many aspects of diagnosis and 
treatment.
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RCGP Lyme disease Toolkit provides advice 
on diagnosis and treatment.

NICE Lyme disease Guideline

PHE - information for clinicians and the  
general public

MDU - 'Be alert to Lyme disease in patients'

LDUK Animation for Health Professionals - 5 
minutes to change your practice

Printable Lyme Disease Antibiotic Choices - 
BMJ Infographic

Resources for Further Reading:

https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/lyme-disease-toolkit.aspx
https://www.nice.org.uk/guidance/ng95
https://www.gov.uk/government/collections/lyme-disease-guidance-data-and-analysis
https://www.gov.uk/government/collections/lyme-disease-guidance-data-and-analysis
https://www.themdu.com/guidance-and-advice/guides/nice-issues-guidance-on-lyme-disease
https://www.youtube.com/watch?v=21NeqaGDgiE&t=285s
https://www.youtube.com/watch?v=21NeqaGDgiE&t=285s
https://www.bmj.com/content/361/bmj.k1261/infographic
https://www.bmj.com/content/361/bmj.k1261/infographic
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Lyme disease is on the rise in the UK
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Caught early, it can often 
be treated successfully.

Left untreated or undiagnosed, 
Lyme disease may result in 
ongoing health problems.
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One of the most 
crucial tools in the 
battle against Lyme 
disease is awareness. 
Latest information 
can be found in the 
NICE Guideline for 
Lyme Disease and the 
RCGP Lyme Disease 
Toolkit.



7

Ticks that carry Lyme disease have 
been found all over the UK and are 
active year round.

They can be found in wooded 
and grassy areas but also in 
urban parks and gardens.
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Ticks can be as small as poppy seeds so it’s 
important to check yourself, your children 
and your pets after possible exposure.

Remove any ticks you find safely using a tick removal tool or fine nosed 
tweezers. Do not use oil, a match, or vaseline to remove a tick.
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One possible early symptom of 
Lyme disease is an erythema 
migrans or EM rash.

Tick bites are usually painless 
and only one in three people 
are thought to notice  
they’ve been bitten.
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While an EM rash can appear up 
to 3 months after being bitten, 
at least 30% of UK patients may 
have no rash and may not even 
recall a tick bite.

EM rashes may persist 
for months, but are not 
usually itchy or painful.
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The rash can be atypical in 
appearance. This can result 
in cases being missed or 
patients being misdiagnosed 
with ringworm or cellulitis.

The EM rash can also 
present differently on 
darker skin tones.
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On its own, an EM rash is diagnostic 
of Lyme disease and treatment 
should begin immediately without 
the need for a blood test.
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Other symptoms of early disease may 
include a flu-like illness, stiff neck, malaise, 
migratory muscle and joint pain, headaches, 
cognitive issues and paraesthesia.
Symptoms can vary from patient to patient, 
so it’s important to be aware of the spectrum 
of symptoms, and their migratory nature.

There are some crossovers 
with - and subtle differences 
from - Covid-19 symptoms.
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Laboratory tests can be used to 
diagnose Lyme disease, but no  
test is 100% reliable. 
Both false-positive and false-negative 
results can occur.

There is no test of cure 
for Lyme disease and 
no test to monitor 
disease progression.
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If an ELISA antibody test is carried out within 4 weeks of 
symptom onset, the test should be repeated at the 4-6 
week mark as antibodies take time to form.
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Immunoblot tests should be 
carried out for patients who 
have symptoms that persist 
for more than 12 weeks, 
although this test is not 
fully reliable either



Ultimately, a high index of suspicion will 
reduce the risk of a missed diagnosis.
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Do not rule out a Lyme disease 
diagnosis if tests are negative.

Whatever the route to 
diagnosis, consider 
starting treatment  
with antibiotics  
while waiting for  
test results.
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A second, consecutive 
course of antibiotics 
should be considered if 
symptoms persist beyond 
the first course.
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Ticks can be infected with multiple infections 
and Lyme disease co-infections may  
complicate the clinical picture.
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If the diagnosis is missed, or if the treatment is 
inadequate or delayed, patients may develop 
chronic, persistent health problems.
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There is ongoing research into the cause and management  
of persistent symptoms. Possible explanations include  
ongoing infection, immune dysfunction, and tissue damage.
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Monia: Late-stage Lyme disease

In October 2020, Monia’s health took a turn for 
the worse. She was experiencing recurrent 
UTIs and amongst other symptoms, was 
having trouble thinking and communicating 
clearly and was tired all the time.
She struggled to get an appointment with her 
regular GP and the concern was mounting. 
She couldn’t keep up with her studies or 
commit to her volunteer roles and was no 
longer able to engage with the things she used 
to enjoy. At the point she realised she was 
experiencing memory issues, she sought help 
online. As Lyme disease had popped up as a 
potential cause of her symptoms, she ordered 
a blood test. The results came back positive. 
Monia was booked in for an immuno blot test 
to confirm this result, and again it was positive. 
Although she did not recall a tick bite, she had 
spent a lot of time outdoors in areas where 
ticks could be found.

Patient Stories
“I finally had an answer: it was Lyme disease 
making me ill.”
Antibiotics were prescribed, but there was a 
two-week delay at the pharmacy. Following the 
initial course of treatment, Monia was still ill. 
Again, she was unable to access an 
appointment with her own doctor, so she 
booked in with a private GP. Following NICE 
guidelines, she was prescribed a second 
course of amoxicillin for 28 days, and was 
referred to infectious diseases.
Unfortunately, Monia’s referral letter was 
dismissed and the consultant told Monia they 
thought she had post-viral fatigue or long 
covid. It was suggested that Monia should 
seek cognitive behavioural therapy and start  
a vitamin regime.
Monia went on to locate a different specialist, 
educated in the complexities of Lyme disease 
and the consequences of delayed diagnosis 
and treatment.

“Good support makes a world of difference.”
Monia has since finished her second course of 
treatment but is still unwell. She has had to defer 
university for a year, but with the right support 
she is hopeful that she will get better in time.
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Kate: Acute infection with Lyme disease

Kate’s story begins in the Highlands. Dornoch, 
Aviemore and Dingwall, areas known for their 
tick population and high rates of Lyme disease. 
She was there on holiday in July, and ticks are 
such a common occurrence there, that the house 
she’d rented had provided a tick remover tool.
A week after she returned home, she found a 
tick embedded in the back of her knee.
“I guess I got it on one of our woodland walks 
or when I was running along the sand dunes.”
She needed help to remove the tick safely, and 
got it out in one piece. Unfortunately, three 
days later Kate began feeling ill and the bite, 
which had been near invisible before, was now 
presenting with a circular rash. On day four, 
Kate felt much worse and not only had the 
rash increased in size, but a secondary rash 
had appeared further down her leg. She had a 
painful headache spanning the length of her 
neck and a slight temperature.

Patient Stories
Kate called NHS 111, was triaged and told to 
visit an out of hours clinic that evening. Thirty 
minutes later, the doctor called back and said 
he was sending a prescription for two weeks of 
doxycycline to Kate’s local pharmacy and that 
she should start taking them straight away.
Once she began the course of antibiotics, Kate 
started to feel relief from the symptoms of Lyme 
disease, but experienced a die-off reaction.
“The side effects of the doxycycline were awful!”
She spoke to her GP that week to confirm 
diagnosis and was signed off from work while in 
treatment. As the two-week course was coming 
to an end, Kate came across the information 
that she should have been prescribed three 
weeks as per the NICE guidelines. She called 
her GP who wasn’t confident in prescribing 
another a week, but consulted with an infectious 
disease practitioner who confirmed it should be 
a three-week course. Kate has since finished 
her treatment, and has seen the return of her 
normal appetite and energy levels.

Kate is very grateful she was taken seriously 
and treated promptly with the correct prescription.
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About Us
Lyme Disease UK is a registered charity run by 
volunteers.
We are stakeholders in the NICE Lyme 
disease guideline and whilst supporting many 
of its recommendations, have commented 
extensively on its limitations.
The LDUK website provides extensive 
evidence based advice for clinicians, 
patients and the general public, with  
direct links to the NICE guideline and the 
RCGP Lyme Disease Toolkit.
LDUK works closely with clinicians, politicians, 
journalists and other Lyme disease organisations 
to raise awareness of the ongoing scientific 
uncertainties around the diagnosis and 
management of Lyme disease.
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