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PREFACE 
 
Lyme disease is a spirochaetal infection carried by hard ticks which normally feed on the blood 
of wild animals, but also feed on domestic/farmed animals (e.g sheep and dogs). If a tick carries 
infection, and takes a blood meal from a human, large numbers of the Borrelia spirochaetes can 
be transferred into their skin and blood. This then causes an acute illness, but if left untreated or 
not treated correctly, it can become chronic. This can cause a multi-systemic (eg neurological, 
immunological, rheumatological, hormonal) illness. There are a number of other infections (eg 
Babesia and Ehrlichia) that can also be transferred by this method to its ‘host’, sometimes in 
conjunction with Borrelia infection, and this may cause more complex forms of illness.  
 
Methods of diagnosis and treatment for tick-borne infectious related illness, are controversial. 
There are large areas of medical uncertainty, contradictory views and evidence, as well as 
ongoing new knowledge about the etiology of disease, and the biology of the infections. 
Patient’s experiences of health services in the UK have been a matter of concern, since the 
NHS has frequently failed to deal with their illness. Representations from patients and patients 
groups, via democratic and other processes, have not resulted in full review or consideration of 
these issues, on the part of the state or its agencies. Above all, there appears to be a lack of 
any strategic thinking with regard to dealing with to these complex illnesses. 

 

 

Introduction 
 

The aim of this paper is to raise issues about policy and practice, on the prevention and treatment of 
tick-borne infection (TBIs), in the UK. Its purpose is to enable future discussion about key issues and 
is aimed at broad professional audience. While it is not an academic paper, it does use some 
academic concepts and rationale. It is a follow on from a background article on the medical and 
political issues, surrounding Lyme disease and other tick-borne illnesses (footnote

1
). It is a position 

paper that questions the lack of organisational process in dealing with TBIs, a view that is different 
from that held by the statutory services and government. 
 
This new paper is orientated towards two basic questions, „What has gone wrong?‟, and „How it could 
be fixed‟. It is concerned with policy (and practice) solutions to the public health „protection‟ and 
health education issues. It also attempts to present an approach to tackling the consequences, when 
prevention of illness, or diagnosis procedures, fail. It is also concerned with the potential role of local 
action and the involvement of communities, which is considered essential in an effective delivery of 
health and tick protection information. 
 
The previous government (before the new coalition of May 2010), did not have a clear strategic (or co-
ordinated approach) to tackling the prevention of disease from ticks. It had no well-defined, stated 
aims or operational tasks and projects, or policy responses, to ticks and tick-borne infection. Agencies 
and organisations, within the state, such as strategic planning bodies for public health, (including the 
Department of Health, Health Protection Agency and the public health specialist structures), have not 
yet enabled a planned, forward looking, and proactive approach to tackling the growing threat to 
communities and population from Tick Borne Infection's (TBIs).  
 
The approach of these agencies is „reactive‟ rather than „proactive„, with the underlying assumption 
that no changes are needed to deal with TBIs, and the new medical challenge of more complex tick-
borne infection-related illnesses. Another assumption that has become deeply embedded into policy, 
and practice (and possibly also research), is that ‟chronic Lyme‟ is a mild self-limiting illness.  It is also 
assumed that that is no specific treatment, other than that given for symptomatic relief or those 
therapies aimed at people with M.E (Myalgic Encephalopathy), irrespective of length of delay in 

treatment, types of complications/symptoms, and response to standard treatment following initial 
diagnosis. 
 
The government‟s agencies are „transfixed‟ by the idea that tackling Lyme disease is primarily about 

                                                         
1
 http://www.healthmatters.org.uk/?p=64, Health Matters, April 2010. 

http://www.healthmatters.org.uk/?p=64
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dealing with „acute‟ illness. These structures consider the treatment of Lyme infection and other tick-
borne infections, primarily in the context of general practice or „first line care„. It is assumed that 
general practice advice provided on an individual basis to people who have been bitten and become 
ill, is the primary locus for diagnosis. Continuing care for those with ongoing illness, are also primarily 
cared for by GPs that do not often know how to advise or treat them. 
 
Since trends in tick related chronic illness (defined loosely here, as any long-term illness initiated by a 
TBI) are not being monitored, researched or measured in any way. No detailed knowledge of these 
types of cases, is available. What the state does not „see‟ or ‟measure‟ the state cannot „fix‟ and takes 
no responsibility to do so. Referral of such cases, to M.E services (even when that is not considered 
by M.E doctors to be appropriate or useful) carries on. Patients with chronic forms of illness from ticks ‟ 
disappear‟ into „generic‟ categories like M.E or various different „diagnostic categories‟, including those 
whose illness has been aggravated by delays in treatment and/or misdiagnosis. 
 
This paper looks at some of the potential ways in which the state and its agencies, could „work 
together‟ with communities to tackle the risks, and effects, of tick-borne illness at ground level, as well 
as in „grand‟ strategic policy. It is about the kind of approaches that could help government avoid 
unnecessary tests, or other medical and social expenses, by preventing misdiagnosis or late 
treatment, and therefore, chronic illness from TBIs. It presents a model that could be used as a 
starting point for discussion, to build a better strategic plan to protect the public from ticks, and TBIs, 
and thereby prevent illness. 
 
While this paper focuses on England (as opposed to Scotland, Wales or Northern Ireland) the main 
points are also relevant to the rest of the UK. Many of the points made in this paper are relevant for 
areas where understanding and practice, is probably better. 
 
The views presented in this paper are the author‟s own, and do not reflect those of any organisations 
whose work is mentioned. The paper is based on an understanding of health and illness gained from 
working in medical (public health) research, undertaking academic research and study in relevant 
areas, and working in evidence-based policy-making in government. The internet has been chosen as 
the best means of disseminating this position paper because it makes it more accessible. 
 
Since there has been little or no policy-orientated analysis or research, related to tick-borne infections 
in the UK published to date, this is an „uncharted‟ area of policy-making and service delivery. More 
work of this kind urgently needs to be undertaken for the UK. It is hoped this article will enable more 
critical analysis and discussion to take place within UK professional groups and agencies, as well as 
organisations that have a vested interest (e.g. tourism, environmental, outdoor activities, landowners 
and land management, etc.). 
 
There are many important questions to be asked, and debates that need to take place, about how to 
best organise and monitor the treatment of people with TBIs in the UK. These debates need to be 
more open, and therefore more accountable to patients and their carers, MPs and doctors. This is a 
controversial subject, has various dimensions, and some areas of uncertainty. If this article helps to 
generate a debate that is more open and deeper, to tackle some of this uncertainty, in a humane and 
problem-solving manner, it will have been a success. 
 
 

PART ONE: An action Model for strategic change to deal with tick-borne 
infections 
 
There are a variety of possible reasons why both a „grand policy approach‟ needs to be combined with 
one that is based on „community involvement‟. There are limitations to the effectiveness of „top down‟ 
policy preventative initiatives in public health. Engaging with families, groups, and communities in 
various ways is more established within public health and prevention/health education, as is 
community engagement techniques, stakeholder involvement and shared working/networking etc. 
 
As a review of health education issues points out C Merzel (2003) (1); 
 

‘Although there are many obstacles, community-based programs can provide numerous strategic 
advantages for health promotion efforts. Community interventions can reach people on a large 
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enough scale to have an impact on major public health problems. Community-based programs 
explicitly address the social context in which behaviors occur and have the potential to modify norms, 
values, and policies influencing health’. 

 
Clearly there are many important questions about how this could be best set-up and developed, given 
past issues, but also considering the new changes to NHS structures and responsibilities. This paper 
is aimed to enable a more full and complete dialogue about that process.  
 
There are also big questions about the ongoing (and potentially increasing) cost facing the NHS and 
other government agencies of NOT taking a more proactive health protection agenda. The 
government and DOH/ NHS appear unconcerned about the costs of assessing, supporting and 
treating those who have been misdiagnosed, or those who suffer from long-term selequae from Lyme 
due to delayed diagnosis. 
 
Current costs have been assessed in Scotland (alone), just before 2002. The current cost of testing, 
treatment and „loss of healthy time‟ was estimated at between £331 and £615 thousand pounds for an 
eighteen-month period, at a time when there were 326 patients diagnosed with Lyme disease (AW 
Joss 2003) (2).  
 
The official (Health Protection Scotland) provisional information is that the numbers of cases in 
Scotland for 2009 were 601, more than twenty times greater than in 2001. Data for earlier years 
does not corroborate well with data from the authors, so there may be „data-source‟ issues at play 
(footnote

2
). 

 
Questions need to be raised, as to the growing costs, for the whole of the UK. As awareness 
increases, and tests and diagnosis increases, so too will overall NHS and other „state-related‟ costs. 
Costs for the rest of the UK based on the Scottish data are of course, highly speculative. However, it is 
not difficult to see the rate at which these costs must be rising, nor the extent to which there are 
underestimates to the costs for individuals and families.  
 
For example, these authors acknowledge the overall rising costs, but in their calculations, exclude 
clinically diagnosed cases, and chronic cases that did not have very specific clinical criteria and a 
positive immunoblot test. These would likely be cases where costs could be expected to be even 
higher, for longer (for example, complex conditions, untreated and misdiagnosed cases etc.). Their 
calculations also don‟t include ongoing costs, such as long-term loss of earnings to the individual, and 
tax earnings to the state, or the whole complex range of long term financial and social losses incurred 
from chronic illness. This would include the range of equipment, social and other care that sufferers 
required, whether that is provided by them or by the state. 
 
 The authors also noted that: 
 
 ‘These data raise the question of whether there is sufficient focus on prevention and the best 
management of this disease’ 
 
The main point is that the government is doing too little, too slowly, and too blind to the needs of 
communities at risk of TBIs. The cost of putting this right is not necessarily high for government, taking 
into account existing costs. However it is very high for communities, who also bear the emotional, 
physical and financial „costs‟ and‟ impacts‟ of chronic illness. The accuracy of estimates of costs can 
be debated, but research continues to exclude clinically diagnosed, false-negatively tested, 
misdiagnosed or chronic cases, which is where the higher costs to individuals, families and the NHS 
may lie. The real costs, and the costs of taking no action, are likely to be much higher than this 
research indicates. 
 
 
 
 

                                                         
2
 Lyme Disease, Scotland, Annual Totals, as at 21 June 2010, Data source: Health Protection Scotland. There 

were 37 confirmed cases in 2000, 28 in 2001, and 85 in 2002. This was for the whole of Scotland, whereas the 
Joss study related to before 2002, of 326 confirmed cases covers an eighteen-month period, only 59% of the 
population. The difference in these figures is of some concern. 
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The government and health agencies need to embrace, and develop the role and contribution that 
communities of people can make, in educating others about the dangers of ticks and tick-borne 
infections. Instead these communities are seen as propagating „Lyme anxiety‟ and fostering 
„inappropriate use of the internet‟ for health knowledge, or falsely pushing a narrow and inappropriate 
treatment approach (footnotes

3
 
4
). A different model for change is needed, that embraces the role of 

communities, including „communities of interest‟ and „groups at risk‟, in a dynamic way, to ensure tick-
borne illness is prevented.  
 
As one professor of primary care pointed out, in her discussion and examination of models of 
„involvement of people and communities in health‟, citizens and patients can be seen as ’partners’ in 
the prevention of illness (T Grenhalgh 2008) (3). She argues that involving patients and the public in 
preventing and managing chronic illness is advocated for many reasons. From her third model, that of 
‘whole systems approaches’, success is seen as the emergence of „new structures for supported 

healthy living and managing illness’. From this perspective; 
 

(p 630) „ Whole systems (also known as social ecology) models see chronic illness as arising from 
the interplay of influences within a complex system (from the genome to the macro-
environment).....responsibility for preventing and managing chronic illness lies at many levels....In 
this approach, interventions must go beyond the clinic into the community....‟ 

 
Such a model needs to be dynamic rather than „hierarchical‟ (which is the current approach). It also 
needs to embrace principles of „collaborative‟ working, „communication„, and „co-operation„. Only then 
will the challenges of this complex and growing health threat from tick-borne infections, be adequately 
dealt with. This is best represented where community action on Lyme disease, and government 
initiatives and intervention, are both mobilised to contribute to important outcomes which would 
include; 
 
* Preventing new cases of TBIs 
* Early and effective diagnosis and treatment 
* Extending depth of research knowledge  
 
The „action model‟ presented here (below) is inspired by, but not „predicated‟ by Professor T 
Grenhalgh‟s models, and is conceptualised as two interconnected „wheels of change‟. Collaboration 
and communication, between state, statutory agencies, stakeholder organisations, local and national, 
and communities/ groups at risk provide the driving force for improvement in understanding, and 
innovative approaches to preventing TBIs.  
 
 

                                                         
3
 A recent report from the CEO (23rd May 2007) which notes the public concern but dismisses that concern and 

the key issues; „An Early Day Motion about Lyme Disease was published on February 7th [include the year] and 
signed by 70 MPs by April 30th. „There is much misinformation about Lyme Disease on the internet.... ‘ 
4
 EUCALB 16th August 2009 „Public perceptions of the disease in Europe have been distorted by the media and 

by activist groups, with exaggerated claims of pathogenicity and of difficulties of diagnosis and treatment’ 
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The issue is that: models of intervention that rely on „random individuals‟ receiving messages about 
tick-related behaviour and prevention are not adequate. What is needed is an approach that reaches 
into the heart of communities and communities of interest, to more directly deal with the risks to 
families, local people and groups (e.g. tourists, outdoor activities clubs). Since the „site‟ of risk from 
ticks, is in local areas, the solution can be directed at that level too. Messages about protection from 
ticks, need to be directed not (only) to high risk groups, but to those that are continuously at risk by 
virtue of where they live.  Risk is not just related to „behaviour„, such is walking, mountaineering and 
other leisure pursuits. 
 
This approach would no doubt, benefit from careful planning and pilot studies, to determine the best 
way forward. It is possible that tick protection programmes arranged with input from local 
communities and agencies, and groups at risk, could provide a more effective long-term approach.  
Such an approach would, for example, would be able to draw on the experience already gathered by 
the UK charity (BADA) (footnote

5
) that is taking a lead in innovative approaches to getting information 

and knowledge out to those groups, and communities, that are most at risk.  
 
Health messages about risks such as skin cancer and sun exposure, Chlamydia, eating or drinking 
habits etc., are commonly integrated into the information provided in surgeries, chemists, schools, etc. 
There is no reason why tick-protection should not be treated as necessary and important health 
information and delivered at the local community level, as well as via at risk groups. 
 
Clearly there are a number of key questions about how this would work, and what policy should be set 
up to guide the process. However the failures of the existing system, evident in questions raised by 
patients, their carers, MPs and other representatives, have set the background for the need for some 
radical re-thinking of previous approaches. 

                                                         
5
 Borreliosis and Associated Diseases Awareness UK, http://www.bada-uk.org/ 
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PART TWO: Recent government’s policy approach to tackling the threats from 
tick-borne infections 
 
At the time of writing a new Liberal Democrat/Conservative coalition government has recently come 
into power.  It is now clear that some major health institutions and structures such as the Health 
Protection Agency and Primary Care Trusts will be disbanded. This appears to enable a revision and 
relocation of primary functions, and ways of commissioning services, related to health improvement 
outcomes.  However there is currently considerable lack of clarity to date about the nature of these 
reforms, and the degree and methods by which, new structures will be molded and „tested„.  
 
How these services will affect people in general terms, and specifically those with chronic illnesses, is 
not yet fully clear.  Since long-term outcomes for certain types of chronic illnesses, are not „on the 
agenda‟, the likelihood is that they will not be included, in these efforts. The focus is more likely to be 
on acute outcomes, or the existing priorities for the NHS (eg heart disease, cancer, obesity, diabetes 
etc). 
 
It is a good time to look back and assess to what extent the previous systems were adequately 
working, and whether they did tackle tick-borne infections, and the risks to communities. It would make 
sense to base future improvements on past failure, and enable learning from mistakes. This section 
will therefore deal with‟ high level‟ structures and processes principally the work of the HPA and 
related committees. 

 
Prior to the formation of the HPA, the level of public concern about TBIs, expressed via 
government and other public democratic forums, rose throughout the 1990s. Members of 
parliament and the Lords raised issues in the two Houses about Lyme disease only twice in the 
1980s compared to 16 different occasions in the 1990s.  
 
For example, Lord Erroll of Hale asked in the House of Lords (footnote

6
); 

 
‘What steps they are taking to arrest the spread of Lyme disease within the United Kingdom?’ 
 
This arose out of concern for the risks in Richmond Park, and the potential for more complex illness 
after treatment. The reply to the question included the statement; 
 

‘We advise that the presence of the disease should not spoil people's recreational enjoyment of the 
parks’.  

 

This was an early indication that the government‟s response to public concern, was to „worry‟ about 
the public‟s fear. This was later to develop into „institutional avoidance‟ of the problems, fuelled by 
assumptions about public anxiety or (perceived) panic, in groups who were „economically important‟ to 
the country, such as tourists. Some observers also noted in the past a „state concern‟ about the 
potential damage to productive local industries such as tourism, such as is found in certain areas of 
the UK. England‟s „green and pleasant land‟ was not going to be „tarnished‟ by too much exposure to 
information on the threat to the public in ordinary public places from tick-borne infections. 

 
Clearly public concern was being expressed as early as the early 1990s and questions about public 
protection were being asked. Furthermore, other agencies and forums - particularly those who were 
looking at the health impact of global warming - were drawing attention to the potential growing threat 
from TBIs (footnote

7
). 

                                                         
6
 Hansard online, 11 November 1991  

7
 CLIO Project report, “Climate Change and the European Countryside” (2006) 

("http://www.elo.org/UserFiles/File/documents/CLIO%20SUMMARY.pdf") ; World Health Organisation (WHO) 
publication, “Public Significance of Urban Pests” (2008), Inaugural meeting of a new Associate Parliamentary 
Group for Environmental Health, London.‟ The Mayor of London‟s Draft Report, “London Climate Change 
Adaptation Strategy” (August 2008). (http://www.london.gov.uk/mayor/publications/2008/08/climate-change-
adapt-strat.jsp)  

http://www.london.gov.uk/mayor/publications/2008/08/climate-change-adapt-strat.jsp
http://www.london.gov.uk/mayor/publications/2008/08/climate-change-adapt-strat.jsp
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 For example the London Climate Change Adaptation Strategy of 2008, states,  

 
‘The Royal Parks, Country Parks and the Green Belt are considered areas where contact 
with ticks is likely. The risk of Lyme disease may therefore increase as the conditions for tick 
activity improve and people spend more and longer time in public parks, so increasing public 
exposure to ticks’. 
 

There was, and is, no excuse for not having a more comprehensive strategic and „action planning‟ 
approach to the protection of people from ticks, and the prevention of Lyme disease. This can be 
starkly illustrated by a more detailed look at the agencies, and the policy efforts that have been made 
under the banner of „health protection‟ for infectious disease, and the extent to which this has 
addressed key problems and issues.  

 
The DOH initiated and produced a new „strategy‟ for infectious disease released in 2002 called 
„Getting Ahead of the Curve„. While this document outlined some radical changes to structures and 
functions of organisations in the UK, it also set the scene for roles and remits that later excluded Lyme 
disease and TBIs as priority areas for new work or policy. For example, its focus on; 
 
 ‘ a local health protection service....working with the NHS and local authorities to deliver specific 
functions relating to the prevention, investigation and control of infectious diseases...’  
 
It promised to tackle infectious „threats‟ to the population and communities of the UK, in England, 
Wales and Northern Ireland. However, despite drawing attention to the need for ‘a strengthened and 
expanded system of infectious disease surveillance…‟ no proposed changes were made regarding 
TBIs. New surveillance of cases and collection of data was still limited by a focus on a voluntary 
laboratory based reporting system, based on positive test results only (footnote

8
). Then, as now, no 

information is gathered on the multiple infections (i.e. recognised co-infections) that are experienced 
by sick patients, or clinically diagnosed cases (that may not have not been tested or have false-
negative test results). 
 
Other „policy actions‟ such as „research and innovation programmes’, and „better public information 
and involvement on infectious diseases and their risks’ did not appear to take account of TBIs or Lyme 
disease, which was not mentioned at all in the report. 
 
The Health Protection Agency itself, newly formed in 2002, had clear aims to ‘protect the 
community.....against infectious diseases and other dangers to health’ and in particular (footnote

9
) is 

to: 
 
  ‘….prepare and respond to the emerging health threats and emergencies including those created by 
emerging disease...’ 
 
It is important to realise that the remit and purpose of the HPA was to enable a clear mandate to tackle 
diseases such as complex tick-borne infections and related disorders. The HPA, for example, spelt out 
at least four scenarios it considered were „emerging infections‟. In each case its relevance to tick-
borne infections is very clear (footnote

10
) (see comments relating to TBIs from author in bold italics). 

 
1. A new infection resulting from changes in existing micro-organisms (there is concern that 

Babesia and other co-infections from ticks may be far more common than is realised in UK) 
 
2. A recognised infection spreading to new areas or populations (some parks and other recreational 
spaces have now been identified as reservoirs for infection in ticks, as well as ‘tourist areas’ 
that have opened up, and changes to use of land) 
 

                                                         
8
 In October 2010 Lyme disease in England and Wales became notifiable, but only via laboratories within the UK 

who find positive tests. This excludes large numbers of people who are clinically diagnosed or who have tests 
accepted abroad. At this point in time, this also changed the process for Scotland which meant that clinically 
diagnosed cases were no longer included there. 
9
 Programme Nine of its current five year strategic plan  

10
 HPA website 21/7/10 - Emerging Infections 
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3. A previously unrecognised infection appearing in areas where the habitat is changing (see point 1) 
 
4. An old infection re-emerging because it has become resistant to treatment, or as a result of a 
breakdown in public health initiatives (Lack of public and professional awareness of TBIs 
increases potential for delayed diagnosis, misdiagnosis and subsequent chronic illness in 
some areas of the UK). 
 
With such a relevant remit, there is an expectation from those who are at risk of Lyme and other 
infections that public health protection agencies would strategically plan health protection measures 
related to TBIs. They would consider it quite reasonable to ask that arrangements to ensure protection 
from ticks, prevention of illness and quick and good access to care (including for more complex cases) 
that were appropriate and adequate. 
 
The public health authorities could strategically plan specific ways of ensuring improved public and 
professionals, awareness of defensive measures against ticks, and TBIs. More prompt and 
appropriate treatment could be made available to those falling ill from TBIs, and these types of 
interventions could be monitored and improved on an ongoing basis. 
 
However, the current and past approaches to the risks of being infected with a TBI do not to be appear 
spelt out clearly neither in the HPA business plans for 2002-2008, nor in their quarterly reports for 
2006-2007, nor in their reports on targets and milestones for 2005-2006 (footnote

11
). There is no 

mention of Lyme disease in any of these documents (other than a small reference to information 
placed on Channel 4‟s website). The primary method of delivering the priorities the HPA was 
exercising was through „cross-organisational‟ Key Health Protection Programmes. Lyme infection (or 
other TBIs) was not mentioned in the stated outcomes for these nine HPA programmes, which were 
supposed to (footnote 

12
): 

 
„…achieve a co-ordinated way of working across the Agency and to look critically to assess whether 
the Agency is using its resources to best effect to achieve its aims and objectives…‟ 
 
There was no clear critical assessment of the issues related to TBIs and illness since it was not a 
„priority‟ in the first place, and was not included in any of these nine programmes. 
 
It appears that the approach the HPA has taken is one that assumes all tick-borne infections are 
„acute„, can be dealt with at the level of the general practitioner (with occasional specialist referral 
when required), and without any other types of public health action or initiatives. As there is no 
monitoring of misdiagnosis, there can be no targets to reduce it. As there is no (overall) monitoring of 
more complex, chronic forms of illness, there can be no growing knowledge base for research and 
„innovation‟ in treatment. The need for high-level and detailed strategic planning, and revision of data 
collection approaches to enable more sophisticated and detailed analysis for assessing population 
and community risks from TBI‟s, was (and is not) clearly not understood, or acknowledged. 
 
The setting up of a National Expert Panel on New and Emerging Infections (NEPNEI) in 2003 
(activities documented to 2008), made possible a focus on TBIs from a wide range of professional 
expertise. This included international input (including from the W.H.O); academics; and government 
agencies, and enabled a potential discussion of TBIs.  
 
By the end of this time period numbers of people confirmed with Lyme disease had nearly doubled in 
both England and Wales (340 in 2002 to 595 in 2005), but this information did not appear to ring 
institutional „alarm bells‟. 
 
There were no „action points‟ or recommendations related to Lyme disease in any of NEPNEI‟s 
reports, so it is not clear what reactions this committee made, if any, and what advice was given to the 
Department of Health (DOH). Their methods of review and analysis included „horizon scanning‟ and 
„risk assessment‟ which are applied to other infections not yet seen in the UK. It is not clear if, and 
how, these methods were applied to the case of Lyme disease or other tick-borne infections. In fact, 
no mention was made whatsoever of newly emerging co-infections, or „multiple infections scenarios‟, 
or more complex illnesses related to this. This is despite evidence in the medical and biological 

                                                         
11

 Documents available from the HPA website 
12

 http://www.hpa.org.uk/web/HPAweb&HPAwebStandard/HPAweb_C/1234859701353 
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literature that ticks often carry multiple infections, and that people then become infected with them 
(footnote

13
 ). 

 
In the 1

st
 NEPNEI annual report, for example (2003-2004), it was noted that Lyme was a ‘growing 

threat to the population of the UK’ but evidence of a more detailed or strategic focus on this area of 
illness is absent. It is clear Lyme disease was discussed in a presentation on more general vector-
borne issues, including malaria, West Nile Fever (etc.) - diseases that have not yet occurred in the UK 
environment but are considered to be potentially „newly emerging„. This discussion/presentation was 
aimed to cover the history of these diseases, as well as: 
 
‘...implications for the future, including what practical prevention and control measures could be 
undertaken...’  
 
The report identified changing levels of contact with infected ticks, due to human behaviour to be the 
most relevant factor in future trends for Lyme disease. However, this review of information and 
knowledge did not appear to influence the planning process for preventing Lyme disease in any way. 
There were no recommendations in this respect. 
 
For example, the second annual report of 2005 only drew attention to the use of private laboratories 
for testing and to ‘patients receiving inappropriate treatment’. There were no clear changes to strategic 
planning, policy or practice regarding TBIs as a result of all of this panel‟s activities. This committee 
appears to have missed an opportunity to review the real and present threat to public health from tick-
borne infections. State organisations, either individually or as „a collective‟ are unlikely to „challenge 
their own work‟ by drawing attention to problems with diagnosis, treatment, and access to services. So 
there was (and still is) no full review of these issues, nor a response to changing levels of risk and 
increasing incidence of TBIs, nor concerted response to the growing concern and perspective of the 
community, or patients. 
 
This committee then set up a sub-group to examine issues around surveillance data and risks, called 
the New Human and Animal Infections Risk Surveillance Group (HAIRS) (2004). Lyme Borreliosis  

((another term for Lyme disease) appears to have dropped completely off the agenda, despite the 
issues. In particular, that of the figures not including clinical diagnosed cases and lack of full 
notification for Lyme disease in the UK (footnote

14
), and all the knock-on effects of this on monitoring 

trends. Another opportunity for constructive review of the need to prevent Lyme disease was missed.  
 
The agenda was restricted to looking at the risks in the future for „truly new‟ vector-borne infections, 
such as West Nile Virus and Malaria. These infections had not yet become a major public health 
problem and in fact do and did not exist in the UK (either indigenously or endemically). „Emerging 
infections‟ in the context of this committee veers a long way away from the HPA definition (outlined in 
1-4 above). 
 
The net result is that the work of NEPNEI and HAIRS did not appear to review the evidence or trends 
relating to TBIs and consequently did not generate a different or enhanced approach to them - there 
was no concerted response to these new and emerging threats. The overall role and focus of the HPA 
and its associated committees and networks, appears to be „scanning, forecast and risk assessment‘, 
as opposed to a real response to existing threats and issues. There also appears to be an 

overwhelming emphasis on acute illness, to the neglect of chronic sometimes systemic illness, or 
complex or newly emerging health issues, such as multiple infections. There is also an assumption 
                                                         
13

 Fryland et al (2010) (4) showed multiple strains of different subspecies of Borrelia in one-third of ticks from 

humans, with up to half a million spirochetes in each tick. They found 3% of ticks had more than one species 
of Borrelia. It has been shown that infection with many types of Borrelia results in much more severe illness in 
mouse studies, so it could be expected in humans too (Hovious JW, 2007) (5). These newer studies corroborate 
earlier findings. 
14

 The notification system for the UK was originally set up in 1891 to tackle highly contagious infections including 

smallpox and typhoid, to enable containment of its spread in the community. It is now being used to monitor the 
epidemiological trends of certain illnesses. It has expanded to cover a wide range of different infections including 
diseases like Mumps and Malaria. It is not clear why Lyme disease or other tick-borne infections should not be 
included. Malaria, for example, is included as a notifiable disease - which is also a vector borne infection and 
does not exist in the environment in the UK, and so are some „clinically diagnosed‟ infections. A recent petition 
handed in to the EU regarding notification  from the Irish Republic was accepted, and an EU investigation into the 
issues is due to start soon.( Petition number 0683/20 of 25/05/2010: filed in the name of Tick Talk Ireland) 



Kate Bloor - February 2011  Tick-Borne Infections in the UK 

 

 

11 

 

that existing „threats‟ can be purely dealt with within the existing NHS and health protection and illness 
prevention agendas. 
 
While „health protection‟ is no doubt considered to be „overlapping‟ with „health promotion‟ (but not 
entirely the same), government action in the latter is determined by the former. They are and should 
be interlinked - otherwise „scanning‟ for threats and other HPA related activities would not result in the 
„prevention of illness‟. This would be particularly so where the behaviour and actions of people and 
doctors are instrumental in preventing exposure and dealing with risks quickly. At the very least 
recommendations based on risk assessment should inform or at least kick-start more substantial 
health promotion/illness prevention programmes where required. 
 
This in-depth review then highlights another set of questions, that are particularly relevant given the 
new coalition‟s intended disbanding of PCTs (Primary Care Trusts) and the HPA, and the setting up of 
new „sites‟ of responsibility. The issues are about the location and nature of responsibilities for 
promoting health via the prevention of illness, and ensuring protection from ticks and TBIs. 
 
Following the creation of the HPA it was assumed the strategic nature of health protection would be 
strengthened in „national consistency of practice‟. However, scrutiny of the working understanding of 
roles and practice regarding specific roles and responsibilities of the new structures revealed 
confusion within professionals themselves (6) (PA Cosford et al 2006).  
 
In the midst of such confusion it seems that the interface between health protection and health 
promotion, and‟ tick protection‟ and „Lyme prevention‟, had no clear agents of responsibility within this 
newly constructed system. It is not clear, and has never been clear, who really bears the responsibility 
for planning and delivering, tick protection and Lyme prevention efforts in local areas. 
 
As the discussion in this paper (2) pointed out: 
 
‘at a local level, both PCT’s and HPA had statutory responsibilities for health protection. Unless the 
roles of each organisation were clearly defined, there was the potential for individuals locally to be 
unclear about their leadership and support roles in carrying out different health protection functions...’ 
 
While confusion about roles at a local level may not be a cause of the neglect of the threat from TBIs 
to local communities in some areas, it illustrates the background issues that have contributed to 
inadequate, widely varied, or un-coordinated efforts. Within this organisational context, government 
neglect of the need for more detailed long-term planning regarding TBIs provides another opportunity 
for local neglect, or for very inconsistent levels of effort at that level.  
 
It is not clear, and has never been fully clear, how agencies were to work together to raise awareness 
of TBIs among people and health professionals, and ensure rapid diagnosis, treatment, and 
prevention of illness. It is not clear which agencies and professional groups carry specific 
responsibilities for developing a strategic approach, and for contributing to its delivery at a local level.  
 
This situation has left local communities in a position where they are not fully aware of the threats to 
their health while living, working or using areas where ticks are found. They have not been adequately 
protected against the risks they face, nor treated well when they become ill from these infections. 
 
For example, a recent question to the House of Commons from the Head of the Green Party, Caroline 
Lucas (footnote

15
) regarding local statistics on Lyme disease in the south-east promoted the following 

reply: 
 
‘Data on confirmed cases of Lyme disease are not routinely available by region…..Information for the 
public on prevention and control of Lyme disease is published on the Health Protection Agency's 
website and is also available for travellers on the National Travel Health Network and Centre.’ 
 
The HPA now receives data on UK laboratory-confirmed cases (since October 2010) but continues to 

                                                         
15

 Caroline Lucas: To ask the Secretary of State for Health what data his Department holds on the number of 
people diagnosed with Lyme disease in each region in each of the last three years; what his most recent estimate 
is of the incidence of Lyme disease in the South East; and what recent steps have been taken to prevent the 
spread of Lyme disease in that area. [33208] reply from Anne Milton 17

th
 Jan 2011.  
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deny access to more regional data that could be useful to show changes that may be taking place in 
incidence and risk. At the same time, it seems little that is being done in a region (that carries more 
than twice the national average of cases), and is thought to contain within it „endemic‟ areas. We need 
to question if „small pieces of advice‟ that appear on websites, which the vast majority of visitors and 
community would just not be exposed to, is adequate. 
 
A recent toolkit related to communication of information about tick-borne infections from the ECDC 
(European Centre for Disease Prevention and Control -footnotes

16
 
17

) is clearly not being used. 
However good these materials are, there are vital issues about what is the most appropriate policy 
environment or structure within which the toolkit could be used. Further clarity is needed in order that 
tools such as this can be used effectively, as well as clarity about the „organizational context‟ within 
which it is embedded, and disseminated. 
 
Where information is being made available, such as royal parks, the effectiveness of this approach is 
still open to discussion and review. Leaflets are currently available for royal parks explaining the risks. 
However, with large numbers of visitors, it is not clear what the real level of effectiveness of this kind of 
approach is. The transient nature of visitors to royal parks from all over the world means language 
issues may also be an prohibitive issue, as is lack of equipment for visitors for effective tick removal. 
 
A recent check of national park websites show that out of 14 of them, seven had no information about 
TBIs or ticks, and one park has no website at all (footnote

18
). The ones that do have information vary 

in quality; in some cases there is very limited or poor information and in others, more complete 
information.  
 

These are just some examples, of evidence that the current approaches to informing the public are 
incomplete or inappropriate, and taking place in a very „ad hoc‟ approach in very limited areas, by a 
few organisations. It is difficult to find examples of good practice in communicating information about 
tick protection, and while it is assumed it exists, proof of that, would be very encouraging. 

 
PART THREE: A strategic approach to dealing with the growing threat of TBIs 
to health - a community agenda 
 
A - Why a ‘Community Involvement’ approach is necessary. 
 
There are a number of reasons why, in the case of tick-borne infections, local initiatives for tick 
protection and Lyme/TBI prevention are needed. It has to do with the nature of the risks, the nature of 
the ensuing illnesses, and the role that behaviour and environment play in these risks. However, it is 
also to do with the distinct challenges that the medical profession and the government face in 
achieving good outcomes for preventing these types of illnesses, and the kinds of efforts that are 
made by these agencies. 
 
Policy-making, aimed to develop better services with better outcomes, needs to embrace new 
evidence, knowledge and understanding.  Innovation is also needed and this can be influenced by 
knowledge that is developing at the level of individuals/doctors and communities. Good services, be 
they health protection or health management, is about what suits individuals, families and 
communities. The level of knowledge developed within communities of interest, who are at risk of a 
particular disease or illness are relevant to how improvements should be made.  The overall progress 
of the medical profession and its knowledge of illhealth should always be, informed by clinical practice 
that identifies problems and finds solutions. This type of „problem-solving‟ approach for tick-borne 

infections, appears not to exist, and the „rationale‟ often given is that problems, do not exist. 
 
To illustrate some these points, the following list provides a number of reasons why tick-borne 

                                                         
16

 „Guidance: ECDC Communication Toolkit on Tick-Borne Diseases‟ 2010 www.ecdc.europa.eu 
17

 Established in 2005 and based in Stockholm, Sweden, ECDC is a European Agency whose mandate is to 
strengthen Europe‟s defences against infectious diseases through identifying, assessing and communicating 
current and emerging threats to human health posed by infectious diseases and by promoting the exchange of 
best practice in disease prevention. 
18

 National parks with no information on ticks; Brecon Beacons, Broads, Loch Lomond & the Trossachs, 
Northumberland, Peak District, Snowdonia (no dedicated website) Pembrokeshire Coast, South Downs (issue is 
on future agenda, as it‟s a new national park) 
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infections and the risks associated with them are different, and require a different approach to one that 
is primarily ‟top-down‟ and „prescriptive‟. 
 
1. Tick prevention relies on human knowledge gained by groups of people (e.g. local areas of risk) as 
well as individuals‟ behaviour. Better knowledge can best be obtained through local networks and 
forums of communication rather than just top-down communication exercises aimed at more limited 
groups of people using leisure facilities for short, very specific amounts of time, such as short holidays. 
This could include, for example, information about places that local people use where ticks are known 
to be questing, or information about groups that use rural areas that could be drawn into tick protection 
or Lyme prevention training. 
 
2. Tick-borne infections are not about „one bite - one illness‟. This model may be inadequate for certain 
types of research, but also for models of risk – some communities (e.g. workers in outdoors, rural 
dwellers, etc.) will be repeatedly exposed to ticks and infection and therefore need a different type and 
level of knowledge, as well as support and advice from health agencies. Repeated exposure to ticks is 
not necessarily the same „type‟ of risk, as rare or one-off exposure, in terms of the aetiology of illness. 
However this perspective has not been adequately researched to date. For example there would be a 
greater chance of picking up multiple (chronic) infections. 
 
3. Rapid diagnosis depends on the doctor‟s understanding and behaviour as well as individuals‟ 
knowledge, and both of these are intertwined in developing local knowledge. Local doctors and other 
health professionals play a vital role on a local level to increase locals understanding of the signs of 
illness (and vice versa). For example, efforts need to be made to extend the knowledge of local 
doctors on more complex selequae from Lyme disease, so they may diagnose better. 
 
4. Prevention of tick bites is not enough to prevent illness. Many people, and communities, that are 
repeatedly exposed have protected themselves, but they can still be bitten and still become ill. 
Preventing illness is about rapid treatment and that relies on all the communication mechanisms 
outlined above. 
 
5. People who have experienced Lyme disease or other tick-borne infections (as patients, carers, 
employers, or friends/ neighbours etc), have become well informed about the issues and problems. 
They are then able to contribute to enabling realistic and achievable local action on TBIs. The 
involvement of communities in deciding how tick advice and protection is delivered, in areas where 
ticks are endemic, is a valid and necessary part of public health prevention programme. People can 
contribute to educating each other and most new health information for the public is „spread‟ in this 
manner. Finding different ways of doing this, to suit local communities, is a very valid approach. 
 

6. Complex and chronic forms of illness that may well appear disproportionately in certain areas, 
including specific local areas, need closer monitoring. Diagnosis needs to be quicker and this will 
depend on local levels of awareness. There is a need to ensure recognition of tertiary stages of Lyme, 
complications and selequae, and recognise that there could potentially be dormant forms of Borrelia. 
 
There are four key areas of governmental policy and action, that could provide initiatives that address 

the needs of people at risk of, or affected by, tick-borne infection.  
 

 Firstly, there are areas of policy and practice to ensure prevention of Lyme disease and 
protection from ticks (and therefore illness) (Table A).  

 

 Secondly, there should be strategic efforts to improve the relevance, quality, and use of 
knowledge and research about Lyme disease (Table B).  

 

 Thirdly, organisational initiatives are needed to ensure information about risks associated with 
ticks are made available to communities and spread within them (Table C).  

 

 Lastly (but not least) it is important to ensure better systems are put in place for rapid and 
effective diagnosis and treatment for Lyme disease (Table D). 

 
These four aims are not mutually exclusive - good research and monitoring systems are needed, for 
example, for effectively targeting local communities where risks are known to be higher, and for better 
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communication of those risks. See Tables below (footnote
19

). 
 
 

 
A. Tick protection and Lyme prevention - Aim: To ensure good prevention of Lyme  and protection from 

lyme (Improve disease prevention measures)* 

 
1. * Ensure that full information on Lyme disease and its prevention is widely disseminated to all sectors of society  
 
2.  Enable support for local community initiatives to provide advice,  information and support to people at risk of 
TBIs 
 
2.1. Provide advice on ticks to tourists and people taking part in outward bound and recreational activities via a 
good (local) communication strategy including websites, leaflets, GP surgeries, tourist information,etc. 
 
3. Embed tick protection training into personal development and recreation activities within schools and colleges, 
especially in endemic areas  
 
Outcomes: Reduction in Lyme disease cases;  quicker diagnosis and treatment 

 
 
 
 

 
B. Research and Medical/Scientific knowledge – Aims: to improve the type, quality and use of 

knowledge and research about Lyme disease including risks 

 
1. * Develop and provide a laboratory test (or set of tests) for Lyme Borreliosis  and closely associated tick-borne 
diseases that are accurate at any stage of the illness  
 
2. * Accurate assessment of the scale of the problem, of misdiagnosis, and epidemiological trends in morbidity 
from TBIs and geographical location etc (including risk analysis)  
 
3. * Granting notifiable status to Lyme disease throughout the United Kingdom and therefore gain reliable case 
numbers  
 
4. * Further development of tick surveillance procedures and their relationship with tick numbers 
 
4.1 Specifically monitor the tick populations in parks and other major recreational areas used by the local public 
and visitors  
 
5.  * Urgently bring about a programme of research into important European aspects of Lyme and associated tick-
borne diseases 
 
5.2. Research into less harmful methods of tick-control  
5.3. Enable the government/ DOH/ HPA to fully review new research into European Lyme issues and embed this 
into medical practice and knowledge, including local initiatives  
 
6. Review and ensure that risks to blood transfusion, sperm, and organ donations schemes are addressed  
 
Outcomes: Improved information and knowledge; better testing and diagnosis; more appropriate 

treatment  

 
 
 
 
 

                                                         
19

 * From Lyme Diseases Action (LDA) in the UK: „Ten steps to better control Lyme Disease ‟ (LDA prior to 

August 2008)  -  development and expansions of these ten points by the author. Later adapted by LDA into three 
specific main aims – Action on awareness; Action on guidelines; Action on Research. 
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C. Organisational and educational initiatives and strategic change 

 
Aim: More appropriate organisational response to TBIs , clear organisational strategies and action 
planning  
 
1.* Ensure that more specialist clinicians trained in the clinical diagnosis, treatment and care of patients become 
available within the National Health Service,  e.g. train key doctors (including M.E. doctors) in Lyme/TBIs to 
enable quick cross-discipline referral, and also to enable collaborative efforts for more complex cases  
 
2. Work with major agencies, e.g. Health and Safety Executive (HSE), public health specialists, to ensure and 
enable local employers‟ responsibilities for people affecting by Lyme through the workplace are followed 
 
3. Provide guidelines for organisations and staff at risk of Lyme/TBIs including voluntary or private sectors (e.g. 
Outward Bound instructors) and other jobs/professions (parks, forests, rangers etc) 
 
4. Enable local strategy and action planning aimed at specific communities; review the efforts of local authorities 
with endemic Lyme disease/TBIs to inform the local public and tourists in tick protection and prevention,  in 
consultation with local groups and communities, and stakeholders (e.g. landowners) etc. 

 
5. Enforce the use of (less harmful) tick control pesticides or other environmental methods of tick prevention/ 
protection and control on local authorities 
 
Outcomes: Build an ongoing ‘continuous improvement business cycle’; deliver locally relevant  

approaches to tick protection and Lyme disease prevention 
 

 
 
 

 
D. Treatment of people with tick-borne infections  
Aim: Deal with existing chronic or complex cases of TBIs and enable knowledge to develop 
 
1. Put in place local responses so that people with TBIs receive prompt,  appropriate treatment which, in some 

cases, may be long-term   
 
2. * Ensure that clinical guidelines for diagnosis and treatment of patients are developed for all medical staff and 
ensure better testing is available (better use of existing range of tests as well as, ultimately, better test methods) 
 
3.  * Ending over-reliance on a tick-bite risk assessment in the diagnostic procedures for Lyme disease 
 
4.  Enable support for local community initiatives to provide advice, information and support to people affected by  
Lyme/TBI's 
 
Outcomes: Links with local patients and support groups, better care for long-term sufferers 

 
 
 
These approaches are presented as a starting point, for the development of strategy for both national 
(government-level) and local levels. The government‟s approach needs to be both strategic and also 
to make an impact to a broad range of people at risk (not just tourists) at local and community levels. It 
also needs to set up policy that enables local engagement of local people in this process. 
 

B - Evidence-based approaches to local action on tick protection and Lyme 
prevention 
 
The literature on issues around tick protection and Lyme prevention is surprising sparse and mostly 
relates to American systems, problems and types of biodiversity or ecology/environment. This section 
will take a look at some of this evidence which, it is hoped, will encourage a future debate which will 
result in approaches being developed to preventing TBIs that would specifically suit the UK. 
 
These studies are interesting because they illustrate the kinds of initiatives, and debates, about 
prevention and TBIs that should be happening throughout Europe and the UK. Clearly detailed pilot 
schemes and initiatives need to be set up, to gain an understanding of prevention methods that would 
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work for the UK, specifically endemic areas. However, local initiatives also have to be aimed at those 
„at risk‟ in a more general sense, given that ticks have now been found in urban parks, and Lyme 
disease in urban park workers, as early as 1991-1994 (EC Guy 1991 (7); D Nadzamova et al 2000 (8); 
Rees et al 1994 (9)). City dwellers and city park workers are also at risk. 
 
There is some evidence that a targeted, health information campaign directly to those using facilities 
can bring about a reduction in tick-borne infection. A large number of passengers using a ferry to an 
endemic area in America were given an „educational experience‟ related to tick protection and then 
rates of TBIs measured afterwards (LH Daltroy, 2007) (10). This resulted in a 60% reduction in risk, 
compared with those who did not receive the tick-protection advice (visiting the island for more than 2 
weeks).  
 
However, there also some evidence of reticence to take „tick-protection action‟ even when the public 
have knowledge of Lyme infection risks. Poland (2001) (11) indicated that only 40-50% of adults take 
precautions against ticks even when they know about the risks. Little recent information relevant to the 
UK exists with the exception of one study that showed that, among visitors to Breckland in East Anglia, 
while two-thirds knew about risks from ticks, only half knew it was Lyme disease - and only 13% 
recognised a nymph tick (Mawby 1998) (12). Consideration needs to be given the outcomes of 
education, and how knowledge about risks is put into practice or not, as well as which types of 
techniques might work best in particular communities or areas. 
 
RP Clark (2008) (13) reviewed a range of different measures including personal preventative 
measures, tick reduction, reservoir reduction, and vaccination (ticks and animals). Hayes (2003) (14) 
also looks at primary prevention strategies, reviewing research in this area and taking a practical view 
of preventing Lyme disease on „ground level‟ through a various efforts. This included changes to the 
environment and land management; educational and information and advice to local people and 
communities; tick prevention behaviour; and discussion of other related issues such as the use of 
prophylactic treatment (treatment of cases before known illness).  
 
Prophylactic treatment remains a complex issue and one lacking in consensus. Past practice has been 
that systematic treatment of people bitten by ticks and at risk of Lyme disease is not appropriate and 
that little evidence exists to support its use. However, more recent revisiting of the issues in an 
extensive meta-analysis has resulted in a newer proposal that this approach would be effective 
(Warshafsky, Stephen et al, 2010) (15).  
 
Certainly this approach needs to be more carefully considered in relation to patterns of infection and 
risk in specific local areas. It could be considered for use where there are local endemic problems, or 
where exposure is prolonged. It is not clear what the challenges and outcomes from this approach 
would be in the UK, and this remains a controversial issue that needs fuller consideration. The risks of 
prophylactic treatment must be assessed in relation to the risks of „not treating‟ with that method, for 
communities. Long term outcomes need to be considered alongside short-term gains, however 
research rarely „stretches this far‟. 
 
An important study by E Weisshaar (Et Al) (2006) (16) looked retrospectively and prospectively at tick 
prevention behaviour, and risk of Borreliosis in groups of children in kindergartens with different levels 
of exposure to ticks. Its conclusions warn of the difficulties of basing tick prevention strategies primarily 
on those with a higher risk: 
 

‘Our data show that children in forest kindergarten have a 2.8 higher risk for getting at least one tick bite 
and 4.6 higher risk for coming down with Borreliosis than that of children in conventional 
kindergarten.....Parental prevention measures were significantly better in forest kindergarten children but 
our clinical study also shows that behavioural prevention has its limitations if the circumstances of a 
situation pose an increased risk. Prevention of tick bites and Borreliosis comprises a combination of 

primary prevention, early diagnosis, and treatment.’ 
 

This research provides good evidence that strategies for combating Lyme Borreliosis need to be ‟holistic‟ 
and focus beyond simple prevention in high-risk groups. Some of the children that were not in a „high risk 
group‟ did develop Borreliosis, which could have been „missed‟ just because parental knowledge of risks 
infection was lower as were levels of parental checking for ticks. 

 
One of the studies most relevant to this paper is the „Nantucket tickborne infections community prevention 
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programme‘ (17). This is a planned project to bring together local stakeholders and individuals to tackle 
tick-borne infection through a variety of educational programmes, environmental management, and other 
efforts.  The project involves a variety of people such as local physicians, entomologists, management of 
the countryside specialists, members of the local „board of health‟ to discuss and devise the project, and 
how the complexity of the issue should be tackled. This is very close to the model presented here that might 
be used to drive efforts in the UK. 
 
Their overall aim is to: 

 
„…recommend an integrated long-term and sustainable approach to reduce the incidence of tick-
transmitted infections‟ on Nantucket, comprising a programme of: 
 
(1) Managed deer reduction  
(2) Island-wide and individual property owner vegetation management directed at limiting human 
exposure to ticks  
(3) Prudent use of pesticides (acaricides)  
(4) Public education programs to include:  
 

 personal protection instruction in our schools 

 information for property owners on property landscape management 

 information for our island visitors provided on the various modes of transportation to the island 
and in hotels, inns and rental properties  

 seminars by members of the Tick-borne Disease Committee and experts on the science of 
tick-borne disease  

(5) The development of an improved passive and active surveillance system to better measure the 
incidence of tick-borne infection on the island to more accurately measure the results of the overall 
program; and  

(6) Continuation of the Nantucket Tick-borne Disease Committee in some form to execute, coordinate 
and monitor the progress of the recommended activities.  

 
All of these approaches have some relevance to tick prevention at a local level in the UK or Europe with the 
exception of (3), given the differences in the use of pesticides and the law regulating such practices in 
Europe. Most revealing is their understanding of the role of the community in achieving the goals and aims 
of the initiative. 
 

„The program will not be successful unless there is an understanding that this will be a 
continuing and long-term effort by the entire community‟  
 

This approach comes very close to this paper‟s „action for change model‟. However, there are reasons to 
think that even good community-based intervention might not eradicate Lyme cases, as RP Clark and LT 
Hu (2008) (8) point out in their review of different approaches: 
 
‘…despite the explosive growth in our knowledge, the incidence of Lyme.. (in America)..has been 
increasing at a steady rate, and efforts at prevention have been unsuccessful on a population 
basis….There are now proven multiple modalities available for preventing  transmission, as well as 
some intriguing new strategies under investigation…‟ 
 
New strategies include new ways of eradicating ticks and preventing tick attachment to humans or 
animals, but also new „organisational methods‟ of enabling these activities, including action generated 
within local collaborative partnerships. These methods should be set up in ways that are most relevant 
to local areas and communities at risk, and that also deal with Lyme disease when it does occur. 
 
People, particularly those in high risk areas will continue to contract Lyme disease and continue to 
need diagnosis and treatment, even despite tick protection measures. This would also include those 
who use or visit high-risk areas, but whose doctors could be less likely to recognise the illness through 
unfamiliarity. There needs to be more action related to known patterns of illness regarding educating 
doctors and enabling early diagnosis - an example would be high numbers of cases in the London 
area (presumably contracted in parks or while on holiday in the UK, or abroad). There is a case for 
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regionally focused training and other initiatives. 
 
Given the lack of more detailed information about risks within the wider population at large in England and 
the UK, strategies need to embrace a wide range of situations in which people may be infected, It also 
needs to embrace the possibility of misdiagnosis or delayed treatment.  We need to know more about the 
patterns of illness within the European Community setting, and the kinds of situations in which more 
complex and chronic illness develops.  Focus on prevention without this broader, longer-term, more ‟holistic‟ 
perspective will only serve to provide an incomplete picture of the real, long term risks from these 
infections. 
 
The kinds of initiatives that are being used to tackle the prevention of Lyme disease within communities 
need to be more fully reviewed, and good practice guidance developed which can be rolled out at a local 
level.  This needs to be set in a clear policy context, based on evidence, but made relevant to UK issues 
and patterns of illness. 
 
Only a full review of the inadequacies of the current system, combined with a review of good practice will 
enable these inadequate services to be remedied, in a structured and consistent, and strategic manner.  We 
do need evidence-based medicine, but this should not just be related to treatment protocols. It needs to 
embrace issues around health promotion in a broader sense, including the role of institutions at national and 
regional and local levels. The existing structures and approaches have not been responding to the 
increased exposure and risk to the public from Lyme disease, and have not responded to the knowledge of 
how this failure affects cases of chronic illness. 
 
„Evidence-based medicine‟ should also include information about risks to populations and communities, and 
inform initiatives that will actually have good outcomes, in terms of preventing illness. This is only possible 
with a full notification system to allow proper surveillance, and allow epidemiological analysis to tackle the 
risks at various levels. We cannot fully tackle a system that is inadequate and is failing individuals, families 
and communities, until we have information to show where this failure exists. 
 
As the HPA itself states; 
 

‘Reporting levels have improved, but the data remain incomplete because they do not include cases 
diagnosed and treated on the basis of clinical features such as erythema migrans (the early rash of 
Lyme borreliosis), without laboratory tests. It is estimated that between 1,000 and 2,000 additional 
cases of LB occur each year in England and Wales’ (footnote 

20
) 

 
This highlights the need for different types of evidence, to inform choices in policy and practice for 
preventing TBIs. In particular, there is a need to consider the environmental issues too – the extent to 
which changes in land management, or wildlife management for instance, that could be used for 
preventing exposure to ticks to the public, might affect the micro flora or fauna and long-term changes 
to the environment. As always, some kind of balance needs to be struck between the needs of 
communities and the need to ensure a stable environment. Clearly there are potential „conflicts‟ here 
and that highlights the need to open up the debate about the impact on the environment of tick 
protection, and Lyme disease prevention measures.  
 
This review of some of the evidence illustrates various approaches to preventing TBIs. It is hoped this 
will stimulate a debate some of the issues, which may question existing „laissez-faire‟ stances and 
„received wisdom‟. This would include such issues, as the long-term efficacy of tick removal 
techniques, or the correct advice regarding testing after tick exposure, where there are real questions 
about current practices. Above all, this review aims to create a more open debate around how 
organisations (be they national or local) could contribute to better prevention of Lyme disease. 
 

C - Community Action at a Local Level - Learning from Good Practice 
 

Local communities in conjunction with information support networks and some charities and 
organisations are forging the way with „local action‟ on preventing TBIs and raising awareness.  
 
The focus and aims of these different groups, and networks, are varied and there are both differences 
and common understandings about issues.  There is a general consensus within these groups and 
networks that Lyme disease and other tick-borne infections need to be addressed within the UK. There 
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are also various opinions about key issues, largely related to the specific history and different roles 
that each group and organisation plays.  
 
This paper will show some of the good practice within these networks and forums, and give examples 
of efforts that are currently being made. It will try to give some impression the range and type of 
activities being undertaken, but is in no way „complete„, nor will it fully reflect future directions or 
planned activities. These forms of community action can be fluid and subject to change within short 
time periods. This paper will, however, aim to provide some kind of structured model within which state 
and community can aim to develop further, efforts to tackle TBIs at a local level. 
 
These networks provide sets of ideas, built on in-depth experience, about the problems presented by 
TBIs; their treatment and diagnosis; and the difficulties faced by patients. This is often absent within 
the „dispersed‟ health care that is provided to Lyme patients. Many patients diagnosed with Lyme, 
particularly those who have a chronic form, are not offered any useful services from consultants, and 
therefore discontinue contact with them in favour of private treatment (if they can afford it).  This is 
often in the context of symptoms and problems that arise or get worse, such as acute clinical changes 
(e.g. facial paralysis) or slow medical changes (increased levels of joint pain) where consultants 
dismiss the degenerative consequences of the condition, or delayed diagnosis. 
 
This means that the more chronic cases are not (always) being seen on a regular basis, or monitored 
more carefully for changes in their illness, or improvements assessed that arise as a result of private 
treatment. The clinical evidence for improvements is to some degree, „hidden‟ from the establishment.  
Because the established NHS does not attempt to treat chronic Lyme, information about successful 
methods of treatment is not available to them - clinical evidence is being „bureaucratically suppressed„. 
This same can be said about the nature and extent of specific types of complications from chronic 
Lyme disease, where ignoring the consequences of lyme means the opportunity of greater clinical 
knowledge is being missed. 
 
The kinds of activities that have been undertaken by families, individuals and communities affected by 
Lyme disease have included writing articles for local magazines and newspapers; giving radio 
interviews; getting leaflets into GP surgeries, libraries and pharmacies; tourist information and car 
parks in national parks; giving talks to local ME groups or other health support groups; and talking to 
neighbours, farmers and landowners about areas where ticks are abundant. 
 
Typically, small local groups develop among the Lyme disease networks and interest groups which 
meet to discuss their problems and issues.  There are currently groups in London, the North, the 
South West/Devon, and Surrey/South East.  However, smaller groups come and go, and are often 
based on social networks between friends and neighbours as well as those emerging via the Internet 
and other Lyme networks. The kind of support offered includes advice on how to find a suitable doctor, 
how to present information to any medical specialists and which tests to have done, right through to 
benefits, support for carers, and ways of coping with Lyme disease. Rather than fostering „Lyme 
anxiety‟ support groups such as this provide vital information to help patients cope better with their 
situation. Often GPs or other doctors are grateful that their patients are being supported in this way, 
since it is clear that patients are well informed and provide a vital service, so they (as physicians) are 
better able to support individuals with complex, multi-systemic illness. 
 
There are two main charities working towards better knowledge about Lyme disease and other tick-
borne infections in the UK. One of these focuses primarily on improving awareness and prevention of 
TBIs, and the other on lobbying for improved diagnosis and treatment for patients.  In addition an 
organization in the Irish Republic called „Tick Talk Ireland‟ covers many of these roles and is in the 
process of becoming a charity. 
 
Each organization focuses on issues in different ways, and is engaged in various broader networks, 
including professional associations, research networks, and international and national organisations 
concerned with issues related to TBIs.  
 
Lyme Disease Action (LDA UK) is primarily concerned with campaigns on policy and practice issues 
related to diagnosis and treatment for TBIs. They have national and international links with scientists 
and commonly include new research and emerging knowledge in their yearly conference, which is 
primarily aimed at doctors, but has on one occasion been specifically patient-focused. The last 
conference focused on research issues, when debates about the limitations of current research were 
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discussed.  It currently has three main aims; „action on awareness‟, „action on guidelines‟, and „action 
on research‟. 
 
The charity provides some patient help via email contact and is concerned with raising awareness 
among the public and the medical profession, and with fostering research. They produce awareness 
and educational leaflets and posters which are made freely available. These have been requested by 
a number of NHS outlets across the UK as well as Forestry organisations, outdoor recreational outlets 
and rural employers as a good example of charity and community cooperation.  
 

Over the past five years the membership of Borreliosis & Associated Diseases Awareness UK 
(BADA-UK) has promoted greater education and awareness of the dangers associated with an 
increasing tick population. This not-for-profit charity run by volunteers concentrates its efforts for those 
most at risk of exposure, either through their employment or involvement in various outdoor pursuits. 
Exhibiting at many outdoor pursuits and agricultural events annually, they provide information to the 
general public, organisations and companies about tick-borne diseases such as Borreliosis and how to 
best avoid contracting them.  
 
As well as raising awareness through their annual national awareness week, the charity writes articles 
for several specialist magazines, such as The Pharmacist, Organic Matters, Environmental Health 
Practitioner and Pest Control News, and for newsletters of organisations such as The National 
Gamekeepers' Organisation, the Ramblers Association and the Royal College of Nursing.  
 
BADA also assists in the creation of health and safety good-practice guidelines for employers, unions 

and governing associations, such as the Communication Workers Union, BT Openreach and the Deer 
Commission for Scotland. The charity has also taken part in parliamentary meetings focusing on 
tackling the increase in cases of tick-borne disease. In addition to raising awareness, BADA-UK 
provides support to people diagnosed with tick-borne diseases and those who have concerns for their 
health. 

 
Tick Talk Ireland (footnote

21
), represents patients and communities in the Irish Republic.  

Ireland shares similarities to the UK in terms of geography and climate and in potential risk of its 
population being affected by tick-borne illnesses.  Irish (replublic) patients are also „linked into‟ the 
issues relating to England and the rest of the UK because many of their blood samples for „western 
blot‟ Borrelia antibody testing are sent to the Southampton laboratory in England. Also, travellers to 
and from Ireland may be suffering from tick-borne illness either picked up from Ireland or from the rest 
of the UK, and therefore this Irish organisation is included in this paper. It has tackled the issues 
through both political and local/community efforts, some of which are outlined below. 
 
Their core team of members have approached local TDs (Irish MPs); written to local papers; 
undertaken radio interviews and put out a documentary film about Lyme disease in venues across 
Ireland. Core team members have also distributed BADA leaflets and Tick Talk business cards to 
chemists, health centres and National Parks.  The co-founder of Tick Talk in Kerry has been in close 
contact with a member of the HSE Southern Board (a version of the UK NHS) (footnote

22
). Another 

member is working on a University degree in Education and Training. He is focusing his project on 
Lyme prevention and awareness by designing surveys to be used by health/safety officers to test their 
knowledge on Lyme and the mode (vector/host) of transmission.  
 
Tick Talk Ireland has been in close communication with the Department of Health and the Health 
Protection and Surveillance Centre regarding the raising of public awareness.  In response to this, the 
local authorities across Ireland were encouraged to add a link to Lyme information on their websites.  
Following reminders sent by Tick Talk, 21 out of 26 councils now have links to help the public learn 
more of the dangers of Lyme disease and how to help protect themselves. 
 
These are just examples of its work as a unit, with much work being done at local level as well as 
through democratic processes. On 25 June 2010 the charity sent a petition to the EU which demanded 
the monitoring of Lyme disease as a „notifiable‟ disease in Ireland (footnote

23
). As a result of the 
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petition, investigations are to take place into the issues within the EU. However, it is not yet clear 
which methods and process will be involved. 
 

The collective, combined efforts of these different organisations and networks to help people who are 
at risk of Lyme disease are essential for the support and protection of families in the UK and their 
communities around them.  Many people with Lyme disease contribute to local knowledge of it, and 
work with their own GPs and other doctors to get vital information across to the public.  This kind of 
action at a local level is a unique and vital contribution to making people aware of tick protection and to 
deal with Lyme disease where it arises.  This kind of work, needs to be supported and extended 
across the country, by the state and its agencies. Is is not acceptable to expect voluntary work of this 
kind, to take final responsibility for prevention of lyme disease. 
 
Some of the actions taken - particularly by those individuals who ask for better services, write to their 
MPs, instigate complaint procedures, or ask for information about TBIs in the UK - are often perceived 
negatively. The level and extent of „institutional avoidance‟ of TBIs is prohibitive, when coupled with 
lack of understanding about the issues of delayed diagnosis, misdiagnosis and lack of effective 
services. This continued set of problems does nothing for the medical profession‟s development of 
understanding of clinical issues. It simply serves to reduce the information and knowledge base about 
the complex conditions brought on by TBIs because there is no recognition of the real problems, no 
strategic planning, and no „systematic‟ follow-up or monitoring of cases, and no research into any of 
these areas. 
 
However, may patients, carers and members of Lyme networks have also built productive 
relationships with various researchers, academics/scientists, local politicians and doctors regarding 
the real problems relating to the diagnosis and treatment of Lyme disease. There is a growing body of 
„professionals‟, including many within the NHS and other professions, including osteopaths, 
physiotherapists and others, who understand the extent of these problems for individuals and families, 
and communities. This of course also includes GPs or other doctors, themselves affected by Lyme as 
patients or carers who find their profession „lets them down‟. Using the tools of knowledge about Lyme 
disease and information from and via the internet, communities are trying to help themselves - 
because government and the NHS have so dismally failed. GP‟s practicing in local (known) endemic 
areas, are becoming more concerned and more aware, and probably diagnosing acute cases more 
quickly, but have little support from specialist units and are „left‟ caring for complex cases. 
 
The willingness to develop local knowledge of TBIs needs to be better supported by specific policy and 
consequent practice. This should be set up in ways that enable local institutions, organisations and 
networks to contribute as well, and it should be co-ordinated to some degree.  Local authorities are 
best placed to play this role, given their knowledge of local communities, local organisations, and local 
industries and networks. 
 

 

Combining Strategic Policy and Local Involvement - ‘The best of both worlds’ 
 
Discussion 
 

Changes in the risks of being bitten by ticks, and therefore contracting TBIs, are taking place at small 
and local levels (e.g. specific parks, and open spaces not previously used for recreation). Public policy 
related to tick prevention is being planned and based on the notion of „individual risk‟ and „individual 
behaviour„, and at a „high„ rather than „localised„ level. Its aim is to change behaviour by targeting 
specific places (mainly known „hot spots‟ of specific areas, such as Exmoor) and specific risk 
behaviours (mainly related to occupation or outdoor pursuits). 
 
There are several areas recognised by the HPA to be hot-spots for Lyme disease but limited action is 
to be seen in terms of local agencies communicating advisory information in these areas, or 
throughout the UK as a whole. Efforts seem to be restricted to putting outdoor notices with minimal 
information in certain „tourist‟ areas, or occasionally, providing a small number of leaflets in a limited 
number of visitor centres. Large areas of land that are used by the public and tourists, and land 
workers of various kinds, are not given such notices or information.  
 
There needs to be a much better and more considered debate about how protection messages are 
spread into and through communities at risk, and what the best methods to achieve this are. However, 
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with recorded cases of Lyme disease in 85% of English and Welsh regions and an ongoing increasing 
numbers of people infected, far greater public awareness of feasible preventative measures is 
required nationally as well as locally. 
 
As the HPA itself suggested:  
 

„Areas in the UK where people acquire Borreliosis include many popular holiday and outdoor 
activity destinations such as the New Forest, Exmoor, other woodland or heath land areas of 
southern England, the Lake District, the Scottish Highlands and Islands, North York moors, 
Thetford Forest, the South Downs. Although these are high risk areas for Borreliosis, any area 
where Ixodid ticks are present should be regarded as a potential risk area’ 

 
Clearly the risks encountered in endemic areas need to be considered alongside the general risk - and 
also to include issues surrounding infection acquired abroad, including various potential co-infections 
(around 20% of new Lyme patients are infected overseas). Strategies for sending out „protection 
messages‟ need to be both „broad‟ and „narrow„, focusing on a variety of behaviours and areas, but 
also including local risks encountered by local people. 
 

There are a number of agencies, professions and networks that could easily be extended, or 
developed, to implement a strategy for tick prevention and protection, without a huge investment in 
new posts or public spending. Environmental health professional groups, such as the Chartered 
Institute of Environmental Health have started becoming more engaged with issues around tick 
protection, and this has been greatly aided by the input from the charity BADA-UK. However, these 
efforts need to be set into a clear national policy context, and supported by the state. 
 
Public health specialists already based in Local Councils or Health Trusts have established 
connections with local communities via existing health, educational, environmental and other links and 
networks. The HPA have had staff in „HPA regions‟, whose role appeared to include respo 
nses to sudden and acute outbreaks of communicable infections. This role needs to be re-examined 
and extended to include chronic outbreaks, prevention/health education, and tick protection planning 
in regions or localities. 
 
Now that new structures for the NHS are emerging, consideration must be given to how these might 
contribute to strategy and implementation of tick protection efforts. GPs in local areas, where cases 
arise in small clusters (and which are not always endemic areas), are frequently aware of risks from 
ticks in nearby woods, parks or recreational areas (canals, marshes, hills, rivers). They will have local 
knowledge but also some vested interest in contributing to how local tick education and prevention is 
organised and delivered. These types of professional groups could easily be engaged in proactive 
ways to enable local agencies take action on prevention, be they be via groups or industries locally. It 
would not necessarily require new or greater resources, but a use of existing resources in a different 
way. 
 
At the very least it needs to become clear which agencies do actually have a statutory responsibility, to 
ensure the safety communities and protect them from the threat and impact of Lyme disease and 
TBIs. The responsibilities (and understandings) of the larger statutory agencies, such as the DOH (and 
the HPA before it was disbanded), are too far „removed‟ from these local community issues and 
perspectives. 
 
However, there are other agencies that do have a better connection at these levels, and would 
„naturally‟ find ways of developing networks and local initiatives to ensure the spreading of good tick 
protection messages and methods. For example, many environmental departments of local authorities 
have databases of local groups using, or promoting the use of, local wild spaces and which already 
„consult‟ with them over plans to change, develop, or use the environment differently. These channels 
of communication are good and have already been set up, and would provide a very good starting 
point for enabling engagement over tick protection, and ways of directing efforts.  
 
This would of course be influenced by the type of geography, tourist industry, farming and other land 
use/land management that is special for each locality. Numerous other forums, networks, 
communications channels (e.g. newsletters, local meetings with council and councilors, consultation 
and engagement events) routinely take place. The infrastructure is already there to ensure a planning 
local effort to disseminate information about the dangers of ticks and TBIs. However, these agencies 
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need to operate within a better strategic plan to make them more aware of how best to approach this 
course of action. 
 
Giving local authorities statutory duties to develop local plans for tick protection is a valid and 
relevant use of these existing forums and networks. An alternative legislative route could be achieved 
through use of the „Well-Being Power‟s‟ (Local Government Act 2000) that are ; 
 
 „…designed to provide opportunities for local authorities to engage in novel forms of collaboration with 
partners....‟ ( H Kitchin; Griggs; S Rodgers et al (18).  
 
Whether this would fit well into the Coalition‟s new NHS structures and processes, specifically the role 
of the local authorities in public health, is debatable and remains to be seen. There is real concern that 
the reorganisation of the NHS will „swamp‟ the concerns and problems of those people who are at risk 
of TBIs to such an extent that their needs will, once again, be very low priority.  
 

Conclusion 
 

Governments and the primary agencies they interact with (e.g. official „stakeholders‟) need to be 
„closer to the ground‟ in terms of their understanding of local (and community) needs of those most 
affected by a new set of risks, and emerging illness from TBI‟s. 
 
They have much to gain from a more „person and community-centred‟ approach to developing policy, 
practice, and new initiatives, to combat more complex (and little-understood patterns of illness) from 
exposure to ticks. Policies and practice that focus on prevention do and will make a contribution to 
preventing illness, but communities that carry higher than average risk are likely to be dealing with a 
disproportionate level of illness, and need services to reflect that.  
 
The health agencies need to understand that the hostility, lack of belief, scepticism, and poor 
understanding of the real experience of these illnesses (footnote

24
) commonly experienced by patients 

in the NHS services is not an adequate response to tackling TBIs. Clarity of roles and responsibility for 
prevention and intervention need to be set in place, operating in endemic areas or areas with clusters 
of cases - with some input from local people, networks, and professionals who have gained 
experience of the issues. 
 
There are models of community involvement in tackling emerging infectious disease which have 
contributed greatly to new ways of working with „communities of interest‟ (e.g. sexually transmitted 
infections, Hepatitis, TB). One review of this area of policy making, examined some of the problems 
and issues of achieving good outcomes and in using different methods (Cheryl Merzel, Dr PH and Joanna 

D‟Afflitti, 2003) (1). The unique issues surrounding TBIs make it a useful area in which to try these 
methods out, by involving communities of people in contributing to health outcomes via raised 
awareness. Those embedded in local networks and community life, educational institutions and so on, 
would target those at risk far more effectively. In the case of TBIs these „communities of people‟ would 
include workers in certain sectors or organisations, families with gardens near fields or woodland, 
hikers or bikers and people engaged in other outdoor pursuits, who could (and do) help to prevent 
TBIs proactively. 
 
As these authors point out:; 
 

‘Sustainability of prevention efforts and their impact may be enhanced because programs draw on 
existing community resources and help generate local ownership and empowerment in addition to 
producing change in the social environment. A community approach may be especially important 
when attempting to engage inaccessible populations, in which reliance on informal community 
networks is a critical component of outreach and can support normative and behavioral change, 
augmenting diffusion of interventions and their effects ’. 

 

                                                         
24 From the Duerdon report (2007), (p4) (19) ‘It is claimed that their infections are not detected by the 

internationally accepted laboratory criteria. In effect, this view has become that undiagnosed  Borreliosis is the 
major cause of chronic fatigue syndrome. The proponents of this view comprise some clinicians who do not 
support the evidence-based majority opinion, supported by vociferous patient support groups.........Over the 
last few years the unorthodox views have gained some support in the UK from patient groups.... 
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There is no reason why the government and key agencies cannot embrace a more „open‟,‟trustful‟ 
approach to dealing with TBIs, and create a „learning culture‟ around tick-borne infections by working 
with, and through, local networks and „communities and organisations of interest„. Its hostility towards 
certain types of „community action‟ to TBI seems to be growing. This isolates and intimidates those 
most affected by these illnesses, or at risk of them.  
 
These kinds of attitudes are reflected by statements from stakeholders and are now becoming more 
ingrained in information given to health professionals; for example, a 2009 circular (footnote

25
) to 

doctors states that: 
 

‘Misinformation about Lyme disease is readily available to patients via the internet and can lead 
them to seek inappropriate diagnosis and treatment’ 

 
A new research award funded by the Wellcome Foundation last year (footnote

26
) may provide a major 

contribution towards change. Research questions need to address key issues that arise that are 
relevant to communities and patients. Existing research into tick-borne infections in the UK, needs to 
be orientated to areas of uncertainty regarding chronic illness and complex forms of it, as opposed to 
more complex biological questions that are more distant from these issues. More mulit-disciplinary 
research approaches, for example, that look at the perspective and experience of patients, would be 
extremely helpful in determining the nature of the problems for them. 
 
However, this will depend on the degree to which researchers (and funders) are able to understand 
and appreciate the kinds of issues that have held back the „TBI agenda„. They need to move beyond 
more „constrained‟ research questions which suit government and its agencies rather than 
„communities at risk„. There needs to be more robust policy-orientated research to identify the 
problems of access to diagnosis and services, so that a debate can take place, to determine what 
policies and systems would remedy key issues. 
 
For example, the concern is that research will take very top-down models of health knowledge related 
to TBIs rather than looking more closely at community needs and their role in information and 
knowledge. Related to that is a concern that „land, animal or environmental management‟ approaches, 
will not investigate the „human-system‟ or medical issues laid out earlier in this paper - such as  
investigation of good practice, better understanding of chronic and complex illness, or more 
sophisticated epidemiological analysis at a more local level.  
 
There will be pressure to undertake the kind of research likely to lead to „technological innovation‟ that 
could make profit for the UK via the university/research/technological sectors, rather than examining 
the more community-orientated „human‟ perspective related to the needs of local „communities of 
interest‟ - which has so far not been directly examined or reflected in, or for, the UK. 
 
Overall, the „prevention agenda‟ is put aside for the more formal focus on existing approaches to 
treating acute illness. Combined with an unwillingness to acknowledge the range of issues for 
sufferers and their families, the situation has resulted in „defensive‟ as opposed to progressive actions 
on the part of the NHS and government authorities. For example, the recent efforts of the HPA were 
wholly focused on assessing one „alternative‟ view of treatment for Lyme disease, while a whole „raft‟ 
of other health services/epidemiological policies, and issues and questions, remain unexamined (20). 
 
Firstly, there needs to be a review of the efforts of local and national health bodies in European 

countries most affected by TBIs to assess policy and practice which have been put in place to tackle 
endemic problems from Lyme disease. For example, it is clear that working with young people and 
families via schools is one example of good practice. There may well be other good practice in Europe 
which the NHS could draw on. This approach also needs to address issues around monitoring the 
overall impact of preventative measures. 
 
Secondly, a full review of existing services for people with tick-borne infections and illness, including 
those who have evidence of illness not restricted to NHS tests or successful treatment (i.e. embracing 
the needs of misdiagnosed and/or chronically sick patients). This should include looking at issues 
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around ensuring quicker and more effective referrals through the NHS to avoid the problems of 
„multiple specialty care„ (where new illness doesn't fit into any specialty and is not accommodated), 
and communication between different consultants and care professionals. 
 
Thirdly, there needs to be a review of the work of key stakeholders in the health networks, for 
example, the local authority/health services interface, to find out about the type and level of action 
taken on a local level to raise awareness about TBIs. This needs to take into account local knowledge 
(about patterns of use of outdoor areas, groups that use them, and so on) and key local stakeholders. 
To focus primarily on national stakeholders misses these important perspectives. Action needs to be 
taken at a more local level, and involve communities and community groups in that process. 
 
As is stated in some recent research (EUCALB footnote 

27
) 

 
 „A high level of health professional and public awareness of the variety of clinical 
manifestations of this disease is desirable for its recognition, treatment and prevention‟. 
 
The main questions now are about how this awareness is to be achieved, and the strategy to be 
devised to enable it. Important questions need to be addressed on which organisational groups, 
professionals, and networks need to be involved in planning the required strategies in order for this to 
happen.  
 
The government needs to be far clearer and more proactive in deciding specific strategy and policy in 
the face of the concerns and experiences of voters, communities, GP‟s and individuals affected by 
these complex illnesses. The alternative is a poorly conceived and top-down public communications 
exercise that does not operate well at the level of local communities, communities of interest, or at-risk 
groups.  
 
 
Kate Bloor, BSc Hum Sci; MSc Soc Health; MSc Sci Tech Pol; Cert Man Cirr.  
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