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Introduction

This article will consider the ongoing policy debate regarding asbestos management and
public health in the UK. The article has two aims. First, it aims to provide an overview of
the current policy context. Second, the impacts of non-traditional asbestos exposure on
the experiences of mesothelioma patients and their families will be presented with
reference to the findings of two studies. Implications for the policy community will be
addressed.

What is asbestos and what is the risk?

Asbestos first began to be used commercially in the UK in the 1870s. It is a mineral
resistant to high temperatures, valued for its use as a fire retardant and heat insulating
material. The UK has a history of exceptionally high asbestos use, being the biggest
importer of asbestos in Europe between 1920 and 1970 (Kameda et al., 2014).
Although asbestos was banned in the UK in 1999, many buildings built before this date
still contain asbestos. Indeed, the period prior to the ban included a significant post war
building programme that saw the construction of many public buildings including schools
and hospitals. The urgency of this programme meant that prefabrication, or system
building, was widely used and many of these schemes relied on asbestos as a building
material.

Asbestos is the UK’s number one cause of work-related deaths (UKATA, 2023). Itis a
carcinogenic material associated with several health conditions, including asbestosis,
cancer of the lung, larynx and ovary and mesothelioma (IARC, 2012). Mesothelioma is
an incurable cancer and is caused almost exclusively by exposure to asbestos. While
mesothelioma is a global burden, the prolific usage of asbestos in the UK means it has
the highest recorded rate of mesothelioma in the world (Bianchi & Bianchi, 2014; Peto
et al., 2009).
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Mesothelioma is a devastating disease with a high symptom burden. It also has
unique information and support needs due to its aetiology, prognosis and associated
financial and legal implications. While treatment is improving, mesothelioma remains
incurable, with the majority of patients dying within 12 months of diagnosis (CRUK,
2019).

Since 1970, the annual number of deaths caused by mesothelioma has increased.
There are around 2,500 mesothelioma deaths in Great Britain each year, ten times more
than the annual number in the 1970s (HSE, 2023). As a result of the ban on using
asbestos, the number of people diagnosed with mesothelioma following exposure
through manufacturing or use of asbestos products should decline, consistent with the
15-45 year time lag between exposure and presentation of the disease. It is currently
predicted that until 2030, mesothelioma will continue causing 2,500 deaths in Great
Britain each year (HSE, 2023). The number of deaths is expected then to decline.
Nevertheless, there is concern and growing evidence that ‘background’ exposure to
asbestos that remains in our buildings will delay the hoped-for fall in mesothelioma
incidence (Mesothelioma UK, 2023; Taylor et al., 2023).

Due to the historical use of asbestos in industries such as construction, asbestos
mining and dockyards, the incidence of mesothelioma has typically been higher in men
and in certain occupational groups, (HSE, 2023). However, exposure to asbestos that is
now degrading in UK buildings means that the patient profile is changing. Asbestos
remains present in 94 per cent of hospital trusts in England and 80 per cent of UK state
schools (Morrin et al., 2019). It is therefore unknown how many people will continue to
be harmed by asbestos in the future. Existing projections of asbestos-related disease
rates do not take this type of exposure into account. For example, no data tells us how
many children are at risk from asbestos-related diseases as a result of asbestos
exposure in public buildings such as schools and leisure centres. However, some
modelling suggests that nine times more pupils than education workers are likely to
develop mesothelioma due to asbestos exposure in schools (Environmental Protection
Agency, 1980). A more recent UK report estimated that between the years 1980-2017,
the estimated number of UK mesothelioma deaths exposed to asbestos as school pupils
ranged from 3,890-9,000 (JUAC, 2021).

Policy context

April 2022 saw the publication of a UK Parliamentary Work & Pensions Select Committee
report into the Health and Safety Executive’s approach to asbestos management (HoC,
2022a). The report argued that the status quo was unacceptable and there was a risk to
public health if nothing changed. They made several recommendations concerning
future management of asbestos. These included 1) the development of a national
asbestos register to ensure accurate records of asbestos in buildings and 2) gradual
removal of asbestos over the following 40 years, prioritising buildings where people are
most at risk, such as schools.

The UK Government rejected two key recommendations (HoC, 2022b). The reason
given for the decision not to remove asbestos was based on the low risk of exposure
where the in-situ asbestos is effectively managed. Importantly, however, the Government
has based their response on evidence about the risk of asbestos that has been shown
to be a serious underestimate.

The underestimate arises from the data used by the Government. Each year, the
Health and Safety Executive (HSE) publishes statistics about the number of
mesothelioma deaths by occupational group (HSE, 2023). It is therefore possible to look
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at the data for the teaching professional group and health professional group. It is this
data collected by the Office for National Statistics (ONS) that was referred to as an
indicator of risk for workers in hospitals and schools in the Government response (HoC,
2022b) to the Select Committee recommendations (HoC, 2022a). There are crucial flaws
to this dataset and these are presented in Box 1. These flaws explain why the data
creates an underestimate of the risk of mesothelioma to hospital and education workers.

Box 1: Limitations of the ONS data used to determine risk of mesothelioma following
asbestos exposure in schools and hospitals

The ONS data:

1) Only includes deaths for people aged 74 and younger. The majority of
mesothelioma patients are over the age of 74 (Mesothelioma UK, 2023) so are
not counted.

2) Only includes the final occupation of the person who has died, therefore
missing those who changed occupation.

3) Excludes those who worked in schools or hospitals in a maintenance,
administrative or auxiliary position. There are many such positions in schools
and hospitals.

It follows that the ONS data used by the Government to justify its response to the
Select Committee inquiry is likely to be a substantial underestimate of the number of
people with mesothelioma following exposure to asbestos working in a school or hospital
environment. This surmise is supported by evidence from Freedom of Information
requests. For example, ONS data records deaths per year from mesothelioma as around
seven per annum (pa) for health professionals and 23 pa for education professionals.
By contrast the numbers of former health and education workers claiming
mesothelioma-related benefit payments are around 65 pa and 70 pa respectively
(Mesothelioma UK, 2023).

In addition to this underestimate of risk, there are further concerns about the
Government’s response that in situ asbestos can be, and, more importantly, is being,
effectively managed. In the first place, the poor condition of public buildings, such as
schools and hospitals is well established (Cordery, 2022; NAO, 2023).

The first data analysis report following a survey of asbestos in UK buildings, was
published in November 2022. The report highlights failings of current policy to manage
asbestos in situ effectively and appropriately (ATAC & NORAC, 2022). The survey found
that 71 per cent of the 710,433 items of asbestos found were damaged, evidencing the
inadequacy of the current policy of in situ management. As the condition of buildings
declines in the future, the extent of the damaged asbestos is likely to increase, further
threatening public health.

Another concern is the nature of school environments, in which children behave as
children do. Such wear and tear is above what is expected in a building that is not used
by children every day. This is not accounted for in the Government’s in-situ management
policy.

Amongst those who expressed disappointment at the UK Government’s rejection of
the recommendation to remove asbestos from public buildings, was Charles Pickles,
founder of the Airtight on Asbestos campaign. He said:

To put it bluntly, the UK has one of the worst asbestos legacies in the world - and
our current lack of an informed strategy for dealing with this is shocking. For any
project involving old buildings it will mean increased costs, delays, and even
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untimely deaths. Industry, campaigners, patient organisations and unions are
united in their disappointment of this missed opportunity. (Politics.co.uk, 2022)

The European Commission has since launched a public consultation on a proposal to
implement mandatory screening and registration of asbestos in buildings in Europe.
Doing so will increase transparency and accessibility of information regarding asbestos
for those at risk, such as construction workers and building occupants. This legislative
initiative demonstrates a commitment by the EU Commission to address the risks of
asbestos exposure, a commitment unmatched by the UK Government.

Despite the UK Government’s response to recommendations in the Select Committee
report, debate regarding current policy for managing asbestos risk has maintained
momentum. Campaigns, such as ‘Airtight on Asbestos’, led by Res Publica, and ‘Don’t let
the dust settle’, led by Mesothelioma UK, have continued to raise awareness and lobby
for change. In September 2023, Andrew Percy MP introduced a Private Members’ Bill to
generate a national register of public buildings containing asbestos. In November 2023,
a cost-benefit report was published by Mesothelioma UK in partnership with
stakeholders. The report (Mesothelioma UK, 2023) estimates that in 2023 the total cost
to the UK economy of asbestos-related diseases among former school and hospital
workers was over £1.3 billion. Considering asbestos removal costs only, the benefits of
removing asbestos from schools and hospitals over a 10-year period would outweigh the
cost by a factor of three. This equates to a £3 million saving for every £1 million spent
on removal. If the fabric of the building is made of an asbestos product, then demolition,
rather than removal, is required. Cases where demolition is required are more expensive,
reducing the cost benefit ratio to 0.85. This means that for every £1 million spent, the
economy saves £850,000. The net cost to the Government remains relatively small at
£2 billion over ten years. In addition, much of this rebuilding would have to take place in
the near future anyway due to the poor condition of UK schools. There is now, therefore,
a clear cost-benefit argument to removing asbestos from schools and hospitals.

Most recently, an All-Party Parliamentary Group meeting on occupational safety and
health (asbestos) was held at the House of Commons (13 December 2023). The
proceedings at this APPG indicated that the body of evidence and support to eliminate
the risk of asbestos exposure for future generations is growing.

Here, we have summarised the current political context surrounding asbestos in UK
public buildings. The next section will look at the human impact, presenting insights into
the experiences of mesothelioma patients and their families following exposure to
asbestos.

Human context

The Mesothelioma UK Research Centre has established a diverse portfolio of patient and
carer experience research. This section draws on extracts and insights from two of these
studies, each developing understanding into the experiences of mesothelioma patients
exposed to asbestos in non-traditional environments: working in schools and hospitals.
The two studies are:

1. The Mesothelioma Asbestos Guidelines Study (MAGS). This mixed methods study
aimed to develop a critical account of the experiences of presentation, diagnosis,
treatment and care for healthcare staff with mesothelioma. The study comprised:
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Stakeholder consultation.

A literature review.

Freedom of Information Requests.
Seven qualitative interviews.

Findings showed that the current estimate of NHS workers diagnosed with
mesothelioma is a gross underestimate and provided insights into the
experiences of NHS workers diagnosed with mesothelioma. The study generated
recommendations for clinical practice, future research and asbestos
management. Further detail about the MAGS study can be found in related
publications (Allmark et al., 2020a; Allmark et al., 2020b).

2. The Mesothelioma and Education Workers Study (MEWS) aimed to generate a
critical account of the experiences of presentation, diagnosis, treatment and care
for current and former school-based education workers with mesothelioma. The
MEWS had three stages:

— Stakeholder consultation.

— A scoping review examining the experiences of school-based education
workers who developed mesothelioma, including grey literature such as
YouTube videos and blog posts.

— Analysis of national data, including Freedom of Information requests, to
generate an indication of incidence of mesothelioma amongst school-based
education workers.

Further detail about the MEWS study can be found in related publications (Taylor
et al., 2022; Taylor et al., 2023).

The findings from these two studies provide insights into the changing profile of
mesothelioma as people are exposed to asbestos in non-traditional environments. Those
who develop mesothelioma in environments not yet recognised as high-risk are likely to
have different experiences to those who have worked in industries known to be high risk.
The following section draws on selected findings from both studies to explain why these
experiences may differ.

Low index of suspicion

There is often immediate suspicion of mesothelioma when a person who presents
with symptoms typical of mesothelioma has worked in an industry associated with
asbestos exposure. People who have worked in industries not traditionally associated
with asbestos exposure, such as hospitals or schools, are less likely to trigger timely
suspicion. Similarly, as the industries known to be associated with asbestos exposure
are dominated by men, women generally may be viewed by services with a lower index
of suspicion. While there remains a need for statistical research to explore this index of
suspicion further, qualitative data does suggest that this is the case.

They started asking me whether I've been exposed to asbestos and | was thinking
no | don’t think so. | did you know and the chest surgeon ... you know he didn't,
couldn’t believe a teacher would have it because | wasn’t in any of the industries
known for this disease. (Source: YouTube Rosie Peters, patient, teacher (MEWS))

[We] had consultants that wouldn’t accept that she wasn’t suffering from
something normal. Mesothelioma should be sort of kept at the back of everybody’s
mind, | think. It’s not the first port of call, but when you’'ve got something strange
and you don’t know what it is you can’t rule it out. And the consultant | think said it
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couldn’t be some things because she hadn’t worked in industry. (Source: Interview
with partner of health professional with mesothelioma (MAGS))

Eventually they said I'd have to go to [hospital] and have the lining of my lung sealed
with talc. After | had the operation they asked me if I'd ever work with asbestos. |
think until then they thought | had TB, that was the sort of that was the disease
that was being suggested. (Source: Elizabeth Bradford, patient, teacher (MEWS))

Such low index of suspicion led to perceived delays in diagnosis as people with a work
history not typically associated with asbestos exposure, and particularly women,
presenting with symptoms were not expected to have been exposed to asbestos.

Distress and shock at diagnosis

It follows, that patients who have not worked in a known high-risk occupation are at
more risk of high levels of distress and shock upon receiving their diagnosis.

You always think labourers get mesothelioma because they work so closely with
these substances, but to be in a classroom day-in day-out with young children, it
came as such a shock to us. (Source: Freddie Davis, husband of Pearl Davis, a
teacher who died of mesothelioma a patient (MEWS))

I never for a second thought the job | loved and dedicated my life to, could give me
a life limiting disease. (Source: Geoffrey Lee, patient, teacher (MEWS))

People unknowingly exposed to asbestos in an environment that was presumed to
be safe spoke about a sense of injustice that they were not kept safe when working to
educate or care for the public.

I think personally now, it’s ironic, that I've dedicated 44 years of my life, and you
know, that dedication is what’s killing me now. It’s ironic really. (Source: Interview
with health professional and patient (MAGS))

It follows, that people who receive a mesothelioma diagnosis following asbestos
exposure in an environment not typically recognised as high-risk are likely to have
additional psychological and emotional support needs. They may require more time of
health professionals to understand and process the diagnosis.

Concern for others and on-going risk

Great concern, and for some anger, was experienced upon learning that that the
asbestos risk remains in buildings such as hospitals and schools and the danger this
continues to present. This can leave people with an additional enduring emotional
burden.

What was also incredibly upsetting to Pearl was the idea that children may have
been put at risk on those premises. It doesn’t bear thinking about.” Source: Freddie
Davis, husband of Pearl Davis a teacher who died of mesothelioma a patient
(MEWS))

Mum was incredibly angry when she got her diagnosis as she was working in a
school with asbestos. She worked ... in primary schools with five-year-olds in
reception. She hadn’t been able to protect them. Although Mum is now in the last
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weeks of her life, she is horrified that teachers and pupils continue to be exposed
to asbestos in schools. (Source: Lucie Stephens, daughter of Sue Stephens a
patient and teacher (MEWS))

Inequalities in accessing compensation

Mesothelioma is considered an industrial disease and therefore compensation is
available to those who were exposed due to their employer’s negligence following the
asbestos ban. Compensation can support patients to access non-NHS funded
treatments to lengthen their lives. Compensation can also support families facing loss of
earnings as a result of the disease.

Consultation with legal professional stakeholders during both the MEWS and MAGS
highlighted that patients exposed to asbestos in an occupation not recognised as high
risk are less likely to have a successful compensation claim. This relates to the point
about index of suspicion made earlier. If a builder or carpenter developed mesothelioma
then a lawyer usually has little problem in finding likely points of exposure. This is far
more difficult if a teacher or health care professional develops mesothelioma. In these
cases, it may be difficult to find specific cases of exposure that were due to negligence
on the part of the employer and it is likely that the employer will contest the case. In
general, lawyers will be reluctant to take these cases on and will only do so where there
is a more than 50 per cent chance of winning. This generates an inequality between
patients exposed in a high-risk industry and those exposed in an environment not yet
recognised to be high risk, such as in a school or hospital.

The following extract demonstrates how hostile and tiresome claiming for
compensation can be:

Now, what actually happened was that they [the lawyers representing the person
with mesothelioma] were putting freedom of information requests and things to try
and find out what they were doing at that period of time. And they [the employers]
wouldn’t respond to us, so we got to the point of going to court. And one week
before the court date, which they had put back a number of times, possibly even a
couple of months actually, they suddenly delivered ten box files to [lawyer name].
And within one of the box files was a letter basically saying on a certain date, when
[XX] was present, they were refurbishing the foyer, removing asbestos ceiling tiles.
And they presented that to them and said got you. They said okay, and we settled
out of court. They had the information, but they hid the information and they
wouldn’t accept anything until we basically proved that they were doing something.
(Source: Interview with a partner of health professional and patient (MAGS))

What does this mean for future policy?

The findings from these two studies give human context to the current political
landscape. They provide insights into the changing profile of mesothelioma as people
are exposed to asbestos in non-traditional environments. Public sector workers who
develop mesothelioma in non-traditional environments may experience delayed
diagnosis, additional emotional trauma and inequitable access to compensation. These
people are therefore likely to have unique support and information needs.

There is an urgent need to improve the index of suspicion for mesothelioma when
people present with symptoms and have an occupational history in non-traditional
environments such as health care and education. We must challenge assumptions about
asbestos exposure and risk, raising awareness of the risk in public buildings, such as
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schools and hospitals. To do this, it is essential that quantitative data accurately
captures the past occupations of mesothelioma patients to remedy the current under-
estimate. The identified flaws in the ONS data, used by the Government to justify the
rejection of Select Committee recommendations, explain why there is a substantial
underestimate of the number of people with mesothelioma following exposure to
asbestos working in a school or hospital environment. The ONS data is not fit to inform
decisions about asbestos management and risk. Relying on ONS data is putting the
public at unnecessary risk. There is an urgent need to improve the quantitative data
concerning the extent of mesothelioma amongst current and former NHS staff and
education workers to inform policy.

If the UK Government wish to manage asbestos in situ, air monitoring must be
considered an essential aspect of said management, especially in schools when there
are additional concerns due to the unaccounted wear and tear caused by children. Air
monitoring involves a process of measuring the concentration of asbestos fibres in the
air to ensure that it is within safe limits. Routine air monitoring would provide assurance
of a safe level for everyday use in buildings such as schools and hospitals. At present,
air monitoring is only routinely used when asbestos is treated or removed. There are
however further concerns about what the UK considers a safe level of airborne asbestos
compared to other developed European nations. For example:

The UK’s current regime allows a ‘clearance level’ of airborne asbestos (0.01
f/cm3) which is five times greater than the ‘environmental limit’ allowed in France
(0.005 f/cm3) and ten times greater than the acceptable ‘Occupational Exposure
Limit’ in Germany (0.001f/cm) (https.//www.airtightonasbestos.uk/ files/ugd
5e41e6 69dall396e5c44ffad18ab67d23d1953.pdf)

These observations raise serious questions about what the UK considers safe
compared to other developed European nations. The UK must urgently reform its air
monitoring standards.

Of course, if the EU Commission goes ahead with the proposed implementation of
mandatory screening and registration of asbestos buildings, there will be challenges
concerning readiness to proceed and logistical issues to consistent implementation
across the EU. Hopefully, the UK Government can learn from the experience of our
neighbours. Currently, safety in UK public buildings such as schools and hospitals is
being compromised.

Conclusion

Asbestos remains a public health risk. This article provides insights into the changing
profile of mesothelioma as more people are exposed to asbestos at work in occupations
not traditionally associated with asbestos exposure. The changing patient profile can
generate inequalities in care, including delays in diagnosis, increased support and
information needs and a more challenging route to seeking compensation that can
prevent access to non-NHS funded treatments. It is important to increase awareness of
the risk of asbestos exposure to public sector workers. The possibility of non-traditional
exposure should be highlighted for those taking an occupational history from patients
with mesothelioma. Mesothelioma is a preventable, incurable cancer. Why, when we
know the dangers, are public sector workers, school children and patients, being put at
risk?
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