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I am the parent of a daughter who became ill in 2007. Who, aged 15 was, 
misdiagnosed by NHS Highland and is, to this point in time, still not recognised or 
acknowledged by NHS Highland as being ill with Lyme disease and 3 co-infections - 
despite testing from accredited labs in two countries and despite notification of this 
by private clinic to NHS Highland. Despite the fact that NHS Highland do not have 
accurate testing they refuse, despite increasing evidence of a global epidemic of 
which the Highlands are a hot spot, to accept any testing but their own. What is 
particularly unacceptable about this is that these clinics use the same testing regime 
but Raigmore have narrowed their acceptance of bands to such a minimum that 
many cases are missed. The NHS, in addition to this, will not treat patients who have 
not had any evidenced bull’s ring rash or a positive NHS Lyme test - leaving patients 
without treatment although it is well documented that the majority of people never 
have a bull ring rash and that the test is inaccurate. 
 
Having been born and brought up in Highland’s for generations and am aware and 
frequently bitten by ticks, Lyme disease was unheard of, as a nurse working in the 
area I had no knowledge of Lyme disease - yet it was known to be on the increase in 
Europe and the USA. Although denied by government and NHS it was increasingly 
prevalent in specific areas of Scotland and in other areas within the U.K. This denial 
has resulted in chronic illness for my daughter, it has resulted in financial loss, social 
loss and loss of expected potential for my daughter, as a person and for me as a 
parent, for her brother and sister in not having the sister they expected to have but 
have instead played their part and continue to do so in supporting their sister to have 
as good a life as is possible -restricted as it is. The arrogance and ignorance of the 
Drs, GPs and consultants was and continues to be astounding despite providing 
relevant research, relevant history, detailing symptoms and despite the fact they 
could not supply answers for why a young and previously healthy person was 
becoming increasingly bed bound and house bound - they denied this could be Lyme 
disease. They questioned her mental health suggesting all this was in her mind and 
blatantly told her she wanted to be ill. Why? Would someone who loved life, was full 
of energy and vitality, planning to go to university and was excited about the 
prospects open to her for the future choose to be ill? How damaging to a teenager to 
treat them in that way…no wonder so many people with chronic illness commit 
suicide. As a single parent already supporting a child in college and a child in 
university, the only course left to me was the private sector resulting in financial 
hardship and, in reality, removing the possibility of ever retiring due to debt and 
ongoing cost of treatment. Interesting and telling that treatment for Lyme has 
improved her life but that delay has resulted in permanent and severely restricted 
health, this outcome could have been very different if NHS had accepted evidence 
and research  provided and treated at an early stage before this disease became 
chronic - whereas the NHS left her through due to their lack of knowledge, lack of 
skills and the inability to use their initiative due to restrictive guidelines to become 
increasingly ill. For these reasons I believe that Government must consider and 
implement:- 
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1. AWARENESS across every sector is essential to Prevention (health sector, 
education, outdoor pursuits, forestry, etc) 
2. Early Treatment for improved outcomes and less chronic patients  
3. Training should not be optional for medical and healthcare government must make 
it mandatory as presently the lack of knowledge within NHS is frightening and RCGP 
and BMA need to be directed to address this along with RCN , NMC and SSSC. 
  4. Research for improved testing and treatment 
 5. Awareness acknowledgement and testing for co infections which is currently 
totally inadequate as ticks don't just infect people with Lyme they carry a host of 
other infections and parasites which they infect us with. 
6. Stop NHS refusing treatment-  ignoring evidence, ignoring  research that Lyme 
disease will persist despite antibiotics, acknowledge that for Lyme disease not 
treated at an early stage present nice guidelines adhered to rigidly are woefully 
inadequate.  
7. Stop ignoring the fact that potentially multiple infections all with their selection of 
symptoms complicating the overall picture. 
8. NHS to accept testing from other sources than Raigmore. Accept results and treat 
patients based on these. 
9. In Scotland at present time there are no NHS Lyme literate consultants, Drs, GPS, 
Nurse practitioners - this needs to be addressed ASAP and they need freedom from 
restraints to do what is best for their patient. A holistic approach with minds that are 
open and accepting that much can be learned from others including the private 
sector. 
10. Open and detailed test results would be beneficial. By open results copied out to 
patients and detailed as in exactly what has been tested what has actually been 
acknowledged i.e. Which bands have occurred on testing and which have been 
acknowledged or not acknowledged. Positive / negative is not good enough. 
11. Transparency and ease of obtaining test results ( even GP has had difficulty in 
obtaining test results for Lyme from Raigmore ) 
12. It appears that many Drs who have had an interest in Lyme disease and tick 
borne infections have been ostracised by attitude of colleagues and many have 
stopped practising , while this may be more complicated than it appears , it is worth 
considering the knowledge held by them and if the methods they used worked but 
did not fit with inflexible NHS guidelines then consideration should given 
to  reviewing this. 
 
In the words of Dr Kenneth Liegner 
 
" 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." 
 
 In Scotland sadly I would consider NHS as equivalent to insurance industry in failing 
to "prevent harm" through arrogance and ignorance and in following this route of 
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burying heads in the sand have condemned thousands of scots to a life of chronic 
illness. 


