Guidance for Counsellors and

EDU K Therapists supporting Clients

LYME DISEASE UK with Lyme disease

Please note that this guidance is for counsellors and therapists who are supporting clients with the '
emotional impact of suffering with late stage Lyme disease. °

Lyme disease is a bacterial infection that is contracted by the bite of an infected tick. The number of
cases of Lyme disease in the UK is rising and Lyme disease has been increasingly in the media spotlight.

Living with long term iliness can be difficult to cope with and there are certain aspects in terms of symptoms,
diagnosis and treatment that are unique to Lyme disease and set it apart from other chronic conditions.

If you are working with a client who has or suspects they have Lyme disease, it may be useful to be aware of
the following:

Symptoms of Lyme Disease

Symptoms of Lyme disease can include malaise, unexplained flu-like symptoms, soreness and achiness,
light and noise sensitivity, cognitive problems, fatigue, a stiff neck, facial palsy, numbness and
tingling. Left untreated, the infection can spread anywhere in the body leading to around 70 recognised
symptoms. People can develop issues with their endocrine and neurological systems and experience
musculoskeletal, cardiac, dermatological and neuropsychiatric problems. Lyme disease symptoms can be
highly variable and fluctuating. Good days and bad days are a hallmark of the disease. Lyme can be an
invisible illness even when symptoms are debilitating. Many patients look completely well. Lyme disease is
sometimes called ‘The Great Imitator’ because symptoms are similar to many other conditions. Patients with
Lyme disease are often misdiagnosed with chronic fatigue syndrome, fibromyalgia and/or depression
before getting the correct diagnosis. Current blood tests are flawed and therefore a clinical diagnosis is
often necessary from a doctor familiar with the symptom pattern.

Treatment

The NICE guideline for Lyme disease in the UK is aimed at treating acute infection. The treatment
recommended is appropriate for patients who have become unwell after promptly noticing a tick bite and/or a
rash. However, many people do not notice a tick bite and so treatment may be delayed or not administered at
all.

There is no international consensus on how to treat the later stages of the disease sometimes called
‘chronic’ or ‘late stage’ Lyme. There are patients who are aware that they may have had an untreated
‘erythema migrans' rash, who are experiencing persistent symptoms and who may have positive tests for Lyme
disease but who are unable to access any treatment on the NHS, beyond what is prescribed for the acute
stage.


https://www.nice.org.uk/guidance/ng95

Stigma and Controversy Surrounding Lyme disease

Patients suffering from Lyme disease find themselves suddenly faced with confusing and conflicting advice
surrounding diagnosis and appropriate treatment. UK Infectious Diseases consultants tend to hold the view
that Lyme disease is easily treated with short courses of antibiotics. If patients find that they are still unwell
following this protocol, they find that they have nowhere to turn for further treatment.

Many patients seek treatment with private practitioners both in the UK and overseas.

There is a desperate need for more research into a reliable test and effective treatment protocols as well
as greater awareness among health professionals.

As a result of the above factors, your client may have experience of:-

« low self-esteemllack of confidence due to not being believed or understood as well as feeling a burden
on family and friends.

- feeling stigmatised following difficult conversations with a variety of healthcare professionals and feeling
pushed from pillar to post, due to the multi-systemic nature of the disease. The stigma felt by patients
has been compared to how HIV/AIDS patients felt in the 80s. Due to unreliable testing and no clear
treatment or referral pathway for patients with late stage Lyme, consultations can be difficult as the patient
may feel that they have been either misdiagnosed or abandoned.

» breakdown of relationships with family and friends and social isolation due to unpredictable
symptoms and not being well enough to take part in social activities, often over a long period of time.
Sometimes due to difficulties with confirming a diagnosis of Lyme disease, patients can feel that their
friends and family don't believe that they are ill or are exaggerating the severity of symptoms.

« financial hardship caused by lost earnings, not qualifying for benefits as the illness is not recognised in its
chronic form, the cost of funding private treatment etc. It is not uncommon for patients to resort to
fundraising within their local community to enable them to access private treatment.

- trauma of delayed diaghosis and physical symptoms being attributed to psychological illness,
patients are sometimes told that their symptoms are ‘all in their head’. (Note that Lyme disease can cause
psychiatric symptoms in some patients).

« suicidal thoughts and feelings of despair and desperation Patients may feel reticent to share
experiences and feel demoralised following previous failed attempts to be diagnosed and treated.

“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.”

Dr Kenneth Liegner
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