














THE BRITISH ASBESTOS NEWSLETTER — THE FIRST HUNDRED ISSUES

Laurie Kazan-Allen

From the first tentative articles in the very earliest
issues of the Newsletter, our prime motivation has
been to make publically available resources which
would be of benefit to people suffering from
asbestos-related  diseases. When we  began
publication (1990), vested interests in the corporate
world and government departments still dominated
the national asbestos dialogue; information vital to
those suffering from asbestos-related diseases
remained locked away in company archives or dusty
files retained by insurers, legal representatives and
trade associations. Access to government records and
pertinent documentation was often problematic and
always time-consuming. Asbestos claims existing
“outside the pathway from well-organized unions to
specialist solicitors” often floundered due to the lack
of legal expertise of High Street generalists [1].
Further disadvantaging the injured was the fact that
members of the medical profession, more often than
not, refrained from advising patients of the existence
of possible claims. These factors combined to
produce “a significant pool of uncompensated
[asbestos] victims” in the UK.

During the early years of publication, research for
newsletter articles was done the old-fashioned way:
via phone calls, desk-based research and personal
meetings. The world wide web, although it existed,
remained the preserve of a handful of techies and the
appearance of social media platforms such as
Facebook, Twitter, MySpace and YouTube was still
some years away. Before the internet revolution,
however, there was Nancy Tait. As the archives of
her organisations, first SPAID and then OEDA (see:
page 38: Nancy Tait and the Pursuit of Justice),
show, Nancy provided formidable support for
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ordinary  people  placed in  extraordinary
circumstances. By 2007, Nancy had: “handled over
3,000 cases, providing not only tremendous support
to the victims of asbestos and their families but
gaining greater recognition of the hazards of
asbestos.”

Nancy’s reputation preceded her and I am not
ashamed to admit that for some while I steered clear
of meeting her; I had, after all, been warned about
this fearsome advocate, of “her messianic fervour”
and tunnel vision. Nancy did not do small talk and
did not suffer fools gladly as many “expert wit-
nesses” whose paths crossed hers found out [2].
When we finally did meet, it was obvious that she
was a truly remarkable person for all the reasons that
William MacDougall cites and many more besides. I,
like so many others, benefited from her knowledge,
wisdom, efficiency and organisational skills. I did
not realise until reading William’s contribution that I
had also worked for her — it seems that somewhere
along the line, I was SPAID’s Press Officer. The fact
that I don’t remember having been so anointed is ir-
relevant; if Nancy said it was so, [ am sure it was.

Effecting Change to Britain’s Asbestos Landscape

My personal relationship with Nancy Tait under-
pinned our collaborations. The same holds true for
interactions with others active in the UK campaign
for asbestos justice; it was individuals rather than or-
ganisations that developed the trust and commonality
of purpose to engage in the many battles fought over
the years. Many of them have agreed to contribute to
this issue of the newsletter. Others whose role I
would also like to acknowledge include: Alan
Dalton, Richard Jackson, John Todd, Ian McKechnie,
Frank Maguire, David Gee, Nigel Bryson, Rory
O’Neill, Hilda Palmer, Mick Holder, Tony Whitston,
John Flanagan, Mick Clapham, Jason Addy, Mavis
Robinson, Dr. Robin Rudd, John Pickering and Hugh
Robertson.

The collaborations with those named above and the
groups they represent have brought significant gains.
Through public protests, parliamentary lobbies, judi-
cial reviews, outreach activities and other initiatives,
injustices have been highlighted, remedies sought
and victories won. During the 1990s, the political
acuity and fervour of asbestos victims support groups
north of the border were key to actions taken by the
Westminster Parliament. On 22 November 1995, Ian
McKechnie from Clydeside Action on Asbestos, MP
Tony Worthington, representing the Clydebank and
Milngavie constituency, and Frank Maguire, a Glas-
gow-based specialist in asbestos litigation, gave



evidence to a Parliamentary lobby calling for the ab-
olition of the much-reviled Compensation Recovery
Unit (CRU) [3]. In November 1996, the CRU was
reformed and compensators and not victims were
made responsible for repaying “all relevant Social
Security benefits, paid to the successful plaintiff in
respect of his injuries” [4]. After devolution (1998),
the efforts of the Scottish groups focused increas-
ingly on Holyrood committees and Members of the
Scottish Parliament. As Phyllis Craig explained:

“Devolution created a Parliament ready and
willing to act in the interests of the victims of
what is recognised and accepted as a shameful
legacy of the country’s otherwise proud indus-
trial heritage. What has been most encouraging
is that support has been, for the most part, irre-
spective of party politics. The asbestos cam-
paign groups have been relentless in their
efforts and have achieved remarkable success
in bettering access to justice in the Scottish
Legal System. This has had an impact on those
with an asbestos related disease, both with re-
gard to civil damages and legislation affecting
benefit entitlement.”

(See page 43: Twenty Years of Legal Changes in
Scotland.)

Amongst the successes achieved in Scotland was the
2009 Damages (Asbestos-related Conditions) (Scot-
land) Act which re-established, in the face of the
2007 ruling of the House of Lords in the case of
Johnston v NEI international Combustion Ltd., the
rights of pleural plaques sufferers in Scotland to
claim compensation. The legislative consultations
and bills needed to achieve this were the subject of
fierce attacks by insurers who sought a judicial re-
view, petitioned the Court of Session and even ap-
pealed to the UK Supreme Court (see page 60:
Pleural Plaques and Neglected Social Justice Issues).
They did not succeed and in 2016 Scottish sufferers
of pleural plaques have been granted court-awarded
compensation of up to £15,000; sufferers in England
and Wales remain barred from bringing claims [5].

Over the last decade, the Asbestos Victims Support
Groups Forum UK (the Forum) has provided “a uni-
fying voice for asbestos victims” (see page 40: As-
bestos Victims and the Ongoing Fight for Justice).
With its members, supporters and partners, the For-
um has challenged actions by government depart-
ments, Parliamentary bodies, British insurers and
others that sought to undermine the legal and human
rights of those affected by asbestos-related diseases.
It is frightening to contemplate the injustices which
could have been wrought had the Forum not con-
tested the gross inequities proposed by those seeking
to curtail the liabilities of negligent employers in the
commercial and public sectors. The details recounted
by Graham Dring, the Forum’s Chairperson, provide
a salient reminder of the need to maintain a perman-

ent watching brief on the powers that be and “devel-
op links with like-minded organisations and
individuals in Europe and beyond.” As he so force-
fully concludes: “This is a fight for justice, not sym-
pathy — the betrayals of the past will galvanise us to
secure justice now and in the future.”

Since the beginning of the 215 century, the Asbestos
Sub-Group of the All Party Parliamentary Group on
Occupational Safety and Health has provided the op-
portunity for asbestos victims, campaigners, trade
unionists and other stakeholders to highlight system-
ic failings and judicial injustices experienced by
those suffering from asbestos-related diseases to MPs
and Members of the House of Lords (see page 36:
Parliamentary Activity on Asbestos) [6]. A number of
high profile successes have been achieved via “lob-
bying ministers, raising questions in the House of
Commons, intervening in (and even initiating) par-
liamentary debates, and publishing policy papers”
including:

e reducing delays in payments of Industrial
Injuries Disablement Benefits due to bur-
eaucratic blockages (2000);

e mobilizing Parliament to introduce the
Compensation Act 2006 to reverse the ini-
quitous Law Lords decision in the case of
Barker v Corus (UK) plc;

e the publication of the policy paper: Asbestos
in Schools — the Need for Action (2012);

e the establishment of the Diffuse Mesothe-
lioma Payment Scheme (2014);

e heightened awareness of the failure to act on
widespread asbestos contamination follow-
ing the circulation of the Asbestos Sub-
Group’s report: The asbestos crisis — Why
Britain needs an eradication law (2015).

Trade union representatives are actively engaged
with the work of the Asbestos Sub-Group and, of
course, other Westminster bodies; in addition, there
are close working relationships between UK and in-
ternational unionists which have helped raise the
profile of asbestos in discussions at the EU Parlia-
ment and at international meetings such as the 2015
Conference of the Parties to the Rotterdam Conven-
tion (see page 53: Asbestos and the GMB; and page
55: Unite’s Asbestos Campaign: Asbestos — Banned
but Not Gone; All Asbestos Causes Cancer). At
home, the GMB and Unite unions have both been
active in the Joint Union Asbestos Committee and
worked closely with the Asbestos in Schools group.
Through consultations with government departments,
the development of asbestos guidance material for
members, and collaborations with victims’ groups,
union officials have made significant contributions to
efforts to safeguard workers’ rights and improve oc-
cupational protection despite serious financial con-
straints and a hostile political climate.



As with Nancy Tait, the battle for asbestos justice
was a personal one for Michael Lees, whose school-
teacher wife died at age 51 from mesothelioma in
2000, just months after her condition was diagnosed.

Schoolteacher Gina Lees

Michael embarked on a fifteen-year quest to under-
stand how an industrial disease could take the life of
a teacher and what could be done to prevent other
deaths. What he uncovered was “a scandal that re-
mains unresolved after fifty years" (see page 46: As-
bestos in Schools — A Fifty Year Scandal). In great
depth and with a wealth of detail, he documents
years of neglect and malfeasance by generations of
civil servants and successive governments more
afraid of public relations disasters than of cancer epi-
demics. Information gleaned from a wide variety of
government sources as well as replies to Freedom of
Information requests paints a damning picture:

e  despite knowledge about the asbestos haz-
ard, 85% of UK schools were constructed
using highly friable products such as
sprayed asbestos lagging and asbestos insu-
lation board which contained the most toxic
of all asbestos fibre types — amosite and
crocidolite;

e  asbestos-containing products used in
schools built after the second World War are
now deteriorating due to their age; much of
the friable material is easily accessible to
children;

e between 1980 and 2013, 308 school teach-
ers died of the asbestos cancer, mesothe-
lioma; for every asbestos death of a teacher
“between two and three hundred people will
die each year due to asbestos exposures ex-
perienced as children at schools during the
1960s and 1970s”;

e government policy on asbestos in schools is
fatally flawed in its reliance on advice from

the Health and Safety Executive which in
2011 declared that as schools were “low
risk,” pro-active inspections of local author-
ity schools would cease.

Noting that “Britain has the worst incidence of
mesothelioma in the world,” Michael wrote that
“an increasing proportion of the deaths are
amongst people who have never worked in high-
risk occupations. It is reasonable to conjecture that
a significant contributory factor is that generations
of children in Britain have been exposed to asbes-
tos at school.” Concluding his exposition, the au-
thor calls for an “honest assessment of the scale of
asbestos contamination and the level of risk for
school personnel and pupils,” and “radical meas-
ures... to halt the carnage that has been exacer-
bated by decades of misguided government
policies.”

In the late 1960s a ground-breaking British TV series
called “The Prisoner” was filmed in the Welsh vil-
lage of Portmeirion. Week after week, the protagonist
— or Number 6 as he was called — grappled with the
Kafkaesque situation in which he found himself. This
program came to mind when reading the contribution
from Cenric Clement-Evans (on page 57) entitled:
Right to Know: Asbestos in Schools Wales — a Long
and Winding Road? When it comes to the issue of
asbestos in Welsh schools, the Welsh government
and the Westminster Parliament agree that neither
one of them is responsible, with the former saying
that as this is a health and safety matter it is not de-
volved and the latter adamant that the responsibility
is devolved to Cardiff and not the Health and Safety
Executive or the Department for Education. The
Right to Know Campaign was started in 2012 to re-
solve the situation and via petitions, public meetings,
discussions with Asbestos in Schools campaigners
and consultations with ministers, members and bod-
ies of the government in Cardiff has “raised aware-
ness of the issue in Wales.”

The development of corporate [7] and legal strategies
to avoid asbestos liabilities has been ongoing for
nearly one hundred years. With every battle won for
claimants, three more seem to loom large. Pleural
plaques compensation which had been an established
precedent for decades, was wiped out by insurer-
driven litigation with an estimated saving of £1.4 bil-
lion for Britain plc [8]. While Scottish and Northern
Irish sufferers have regained the status quo, those in
England and Wales have not. In the fight to secure
the rights of asbestos claimants, the expertise of legal
professionals is of paramount importance. Several
solicitors and barristers have achieved breakthroughs
and while it would be inappropriate to name them
here, their feats are detailed in issues of the newslet-
ter. One of the most glaring inequities is the failure to
secure government benefits and personal injury com-
pensation for sufferers of asbestos-related lung can-
cer. According to the Health and Safety Executive:



e “Research suggests there are probably about
as many asbestos-related lung cancer deaths
each year as there are mesothelioma
deaths”™;

e  “This implies there are currently in excess
of 2,000 lung cancer deaths each year in
Great Britain that can be attributed to past
asbestos-exposure”;

e there were 285 cases assessed for Industrial
Injuries Disablement Benefit in 2014;

e there were an estimated 96 cases of occupa-
tional lung cancer reported to the Health and
Occupation Research Network by chest
physicians in 2014;

e the much lower number of cases identified
via the Industrial Injuries Disablement Be-
nefit Scheme and the Health and Occupa-
tion Research Network highlight the
difficulty in attributing individual cases to
asbestos exposure [9].

In the article (on page 63) entitled: Asbestos Induced
Lung Cancer — Proof of Causation, Barrister David
Allan, QC examined the background to and outcome
of a lung cancer test case brought against multiple
defendants; previous cases which had reached trial
had been against single defendants. In Heneghan v
Manchester Dry Docks Ltd. 2016 EWCA Civ. 86, the
Court of Appeal considered the claim brought for the
premature death of James Heneghan who had been
exposed to asbestos by multiple tortfeasors, six of
which could still be sued. Although it was agreed
that the exposure to asbestos “was sufficient to in-
crease Mr. Heneghan’s risk of lung cancer about
five-fold (more than satisfying the requirement to
prove a doubling of risk),” the Court of Appeal’s ver-
dict, following the Fairchild principle, found that the
“liability of each defendant will be proportionate to
the contribution to the risk of disease.” As the six de-
fendants were responsible for only 35.2% of the as-
bestos exposure, the compensation recovered will be
significantly reduced. The injustice of this outcome
was not lost on the author:

“The lung cancer victim already faces a greater
hurdle in proving sufficient asbestos exposure
to satisfy the doubling of risk test. It frequently
occurs that some tortfeasors responsible for a
significant part of the asbestos exposure can no
longer be sued. It will be a considerable in-
justice if a lung cancer victim, having satisfied
the doubling of risk test by proving on a con-
ventional basis that their cancer was caused by
asbestos, can still only recover a modest pro-
portion of their full loss.”

Mesothelioma: The British Disease

The repercussions of Britain’s long-lasting love affair
with asbestos have been disastrous. Annually, nearly
three times as many Britons die from asbestos-re-

lated diseases as from road traffic accidents [10]. Ac-
cording to British researchers: “UK mesothelioma
mortality is the highest worldwide” [11]. This dubi-
ous distinction has been confirmed by World Health
Organisation (WHO) statistics which reveal that
between 1994 and 2008 “the United Kingdom had
the highest age-adjusted [mesothelioma] mortality
rate, at 17.8 per million, followed by Australia, at
16.5 per million, and Italy, at 10.3 per million” [12].
During the 14 years covered by the WHO data, there
were 13,517 UK deaths from mesothelioma; only the
United States, a country with a population of 316
million, recorded more (17,062).

The transition that follows a mesothelioma diagnosis
from a life of employment and family matters to one
dominated by hospital tests and medical appoint-
ments is realistically described by Claire Cowley
(see page 13: The Cowley Family's Journey with
Mesothelioma). In September 2012, her husband
Paul was diagnosed with mesothelioma; he was 34
years old. Writing about the family’s new normality,
she says:

“From May 2013 to date our lives have been
lived in two or three month chunks up to Paul’s
next Papworth [Hospital] appointment... It is
very hard to explain though to anyone looking
in on our lives what it is like to live with a ter-
minal cancer diagnosis. Although Paul looks
incredibly well he still has cancer.”

Paul and Claire play an active role in the Papworth
Mesothelioma Support Group and have engaged in
outreach activities to raise both public awareness of
mesothelioma and funds for medical research [13].
As of January 2016, Paul’s latest CT scan showed
that the tumour had not grown or spread. Neverthe-
less “mesothelioma does remain in Paul’s body and
we know that it is incurable. One day, it will start to
grow but for now we can only hope that day is a long
way off.”

The experiences of mesothelioma warrior Mavis Nye
underscore the difficulties faced by patients cast
adrift by mesothelioma diagnoses (see page 16:
Mesothelioma Warrior). But for her persistence,
Mavis “wouldn’t even have known about the
Keytruda trial as the Marsden doesn’t advertise their
clinical trials.” As a result of her treatment at the
Royal Marsden Hospital, she has experienced an
“81% shrinkage with three marker tumours disap-
pearing completely.” At the same time as she urges
patients to seek out second medical opinions and ex-
plore all treatment options, Mavis highlights the im-
portance of Clinical Nurse Specialists and the need
for collaborative efforts to find a cure for mesothe-
lioma. Concluding her comments, she writes: “the
best way to protect future generations is to prevent
hazardous asbestos exposures and find a cure for the
unlucky ones, like us, who contract mesothelioma.”

Since 1990, medical awareness and treatment of
mesothelioma in the UK has improved with progress
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often driven by the efforts of medical professionals
or impassioned citizens with first-hand experience of
asbestos cancer. In 1997, Macmillan nurse Mavis
Robinson established the UK’s first National Meso-
thelioma Information Centre in Leeds; the following
year, a national mesothelioma telephone hotline be-
came operational. Mavis’ pamphlet: Mesothelioma:
Information for people with Mesothelioma and their
carers, which first appeared in 1999, was extended
and republished on numerous occasions. By the time
she retired, 100,000 copies of the booklet had been
distributed to patients, hospitals, hospices and spe-
cialist nurse teams [14]. A training scheme designed
and implemented by Mavis to create and educate a
network of lung cancer specialists on mesothelioma
health care, diagnosis, clinical research, palliative
care and medical treatment led to the creation of spe-
cialist nursing posts in asbestos hotspots such as
Leeds, Manchester, Newcastle, Glasgow, London
and Portsmouth.

Building on the work of nurse Robinson, in 2004, the
Mesothelioma UK National Resource Centre, or
Meso UK as it is commonly referred to, was opened
(see page 18: Mesothelioma Clinical Nurse Special-
ists in the UK). In 2009, the formation of the Meso-
thelioma UK Charitable Trust gave a new financial
grounding and security for the work of this nurse-led
organisation dedicated to “improving the outcomes
and experiences of those living with mesothelioma”
[15]. By exploring online tools and working closely
with the mesothelioma community of patients, clini-
cians, researchers and campaigners, Meso UK staff
nurses support, educate and lobby on behalf of the
injured. It is not coincidental that Consultant Nurse
Liz Darlison, head of Meso UK, is a member of the
local organizing committee of the International
Mesothelioma Interest Group’s Birmingham confer-
ence (May 2016) or that she was asked to present
evidence at a Parliamentary hearing on mesothe-
lioma on 22 March 2016. The expertise of this or-

Dean Fennell addressing Parliamentary
seminar, 2013
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ganisation is well-recognised as are the skills and
compassion of its personnel [16].

Unfortunately over much of the last 25 years, advice
given by doctors to mesothelioma patients was curs-
ory and depressing: “put your affairs in order,” some
people were told, “there’s nothing we can do for
you,” was the message others received. For more
than a decade, the standard chemotherapy drugs used
for mesothelioma treatment have been permetrexed
and cisplatin; in many patients, this protocol has not
prolonged life to any appreciable extent. Finally,
however, hope is on the horizon in the form of new
drugs and immunotherapeutic approaches (see page
15: Mesothelioma — At a Turning Point in 20167?).
According to Dr. Fennell “we are entering a golden
age of research for mesothelioma — both translational
and clinical. The implications are that we may see
new standards of care emerging over the next few
years at an accelerating rate.”

UK researchers have the benefit of a mesothelioma
tissue bioresource — aka MesobanK — housed at the
Papworth Hospital NHS Foundation Trust, Cam-
bridge. According to MesobanK’s Project Manager
Jacki Gittins “The long term objective is that the use
of MesobanK’s tissue samples will translate into
novel treatments for patients with mesothelioma res-
ulting in improved survival” (see page 23:
MesobanK — A Mesothelioma Tissue Bioresource
Now Open for Business).

The importance of research that translates findings
from basic science into medical and nursing proto-
cols to achieve meaningful health outcomes is one
recognised by the UK’s first mesothelioma charity:
the June Hancock Mesothelioma Research Fund
(JHMREF). Founded in 1997 in memory of mesothe-
lioma victim June Hancock, the fund has now raised
over £1.5 million “for research projects that aim to
improve treatment and care for people with mesothe-
lioma, and increase understanding of mesothelioma
development and progression” [17].

Kimberley Stubbs, June Hancock’s daughter, details
some of the JHMREF’s latest outreach activities, col-
laborations and support for investigations into: the
use of radiotherapy for treating pain, the feasibility
of adapting a proven gene therapy for treating blood
cancers for mesothelioma patients and the develop-
ment of new anti-cancer agents and immunotherapy
delivery systems (see page 20: The June Hancock
Mesothelioma Research Fund). On 24 March 2016,
the JHMRF launched the Mesothelioma Handbook, a
new resource for patients, carers and health profes-
sionals which contains essential information presen-
ted in an accessible manner [18].

Even though bureaucratic obstacles for the approval
of new drug protocols can occasionally be overcome
— e.g. “within months of successful melanoma trial
data being presented, combination studies [with
Merck’s Keytruda (pembrolizumab)] [19] have now



commenced enrolment internationally for patients
with mesothelioma” — at the current time, palliative
care remains the most appropriate treatment option
for many patients. Evidence shows that there are
non-hazardous and relatively inexpensive interven-
tions that can improve quality of life and reduce
physical and psychological distress for people exper-
iencing mesothelioma’s “severe symptom burden.”
Drawing on thirty years of experience as a general
practitioner and physician in hospice and hospital
palliative care in the north of England, Dr. Helen
Clayson highlights “the benefits of integrating palli-
ative care and oncological care from an early stage”
whilst arguing for high quality research to determine
best practice for the treatment of those affected (see
page 25: Palliative Care in Mesothelioma: Benefits
and Challenges).

Asbestos: The Bigger Picture

It would be comforting to think that more than fif-
teen years after Britain had banned asbestos, things
were improving. Unfortunately, this is not the case as
the analyses by Robin Howie reveal (see page 65:
Estimation of Future Male Mesothelioma Deaths in
Great Britain). With some serious number crunching,
Robin presents shocking figures related to the effects
of longer life expectancies and other factors on male
mesothelioma fatalities:

“The calculations indicate that male mesothe-
lioma deaths will increase progressively from
about 11,000 between 2014 and 2019 to about
30,000 between 2045 and 2049. Such increases
will be primarily driven by those aged between
80 and 89; but with a significant contribution
from those aged 90+. It is estimated that total
male mesothelioma deaths will be about
130,000 between 2014 and 2049 and will total
about 180,000 between 1969 and 2049, about
twice the figure given by Tan and Warren
(2009).”

What is true on our shores is most likely true for oth-
er at-risk countries with aging populations. The cost
of healthcare and social support which will be re-
quired by those affected is likely to be astronomical.

In their contribution to this issue of the newsletter
(see page 62: Armley: “Too Close to Home”),
Vanessa Bridge and Adrian Budgen marked the 20th
anniversary of a landmark ruling which recognised
the right to compensation of people exposed environ-
mentally to asbestos. As children June Hancock and
Arthur Margereson inhaled asbestos fibres liberated
by manufacturing operations at an asbestos factory in
Armley, Leeds. As a result, both of them contracted
mesothelioma. Despite the corporate defendant’s in-
tention “to contest these claims by any means pos-
sible, legitimate or otherwise... simply to obstruct
the plaintiff’s road,” on 2 April 1996, the Court of
Appeal upheld a claimants’ verdict. This case was re-
ported in local and national newspapers, on radio

channels and in TV news programs; the determina-
tion of June Hancock to see this case through made
her an inspiration not only to people who knew her
personally but to others who had never met her.
When she died just 15 months after the verdict, it
was decided to establish the June Hancock Mesothe-
lioma Research Fund in her memory [22]. The Court
of Appeal ruling in this case stands as a testament to
the rights of people everywhere who have been
poisoned by the actions of negligent and greedy cor-
porations.

Although, asbestos has caused Britain’s deadliest oc-
cupational epidemic, decisive action was not taken
until long after many developed countries had out-
lawed the import, processing and usage of asbestos.
It was only under the protective cover of an impend-
ing EU asbestos ban that in August 1999, Deputy
Prime Minister John Prescott signed The Asbestos
(Prohibitions) (Amendment) Regulations [20]. The
highly political and protracted process which finally
resulted in this legislation was played out against a
global backdrop dominated by the World Trade Or-
ganisation dispute over the French asbestos ban.
Through this and other actions, asbestos stakeholders
had made clear their intention to fight any measures
that could impact on global asbestos markets.

Despite all that is known about the human health ef-
fects of exposures to asbestos, two million tonnes of
chrysotile (white) asbestos are still used every year.
The asbestos industry’s evolving survival strategy
remained a focal point in newsletter articles from
1990 onwards. In the paper “Battles over Chrysotile”
on page 67, historian Geoffrey Tweedale delineates
key stratagems wielded by those supporting the use
of chrysotile (or chrysophiles as the author called
them in a 2010 publication) [21] including:

e commercial influence on international agen-
cies via the provision of funding for “sci-
entific discussions and meetings”;

e  distorted research and biased publications
discounting the arguments and credentials
of chrysotile’s critics;

e  spurious advisory missions by industry-fun-
ded consultants.

During the 20™ century, the Canadian asbestos lobby
coordinated global industry action to protect sales.
As with public relations campaigns mounted by the
tobacco industry, the intention was to provide am-
munition for the status quo to remain unchanged; in
the absence of municipal, national, regional or global
regulations, the trade in asbestos would remain un-
fettered. Concluding his commentary Geoffrey
writes:

“The Newsletter s strength has been to follow
doggedly the chrysotile story as it has played
out across the world. Its pages provide inform-
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THE COWLEY FAMILY'S JOURNEY WITH MESOTHELIOMA

Claire Cowley

Our journey with doctors and hospitals started in the
summer of 2012 (or possibly earlier) when Paul had
been to the doctors with a few problems he had, in-
cluding haemorrhoids. He was given a blood test
which found he was anaemic. As well as being pre-
scribed iron tablets he was referred to Addenbrookes
Hospital in Cambridge. After several tests with cam-
eras up and down he was also given a CT scan to
check for abnormalities. Later, he was referred for a
further CT scan to cover more of his body.

In September 2012 we had been away on holiday for
a week and came back to a letter from Addenbrookes
referring Paul to Papworth Hospital, which is a spe-
cialist heart and lung hospital. From memory I think
the referral letter said that there was something of
concern showing on the scans of Paul’s lung. Shortly
after receiving this letter there was a call from Pap-
worth for Paul to go in for a needle biopsy.

I will never forgot our first visit to Papworth. It was
the day cancer entered our lives. I don’t think, up un-
til that day, either of us had even thought about the
possibility of Paul having cancer. I remember a doc-
tor coming to talk to us before Paul was taken down
for his biopsy. I can’t remember what she was telling
us but I clearly remember her turning to me and ask-
ing what I was concerned about. From that moment
on, the word cancer was a part of our lives.

After Paul’s biopsy we were introduced to Claire our
Specialist Nurse who explained exactly what they
had found and why they were concerned that Paul
could have cancer. Claire has followed our journey
with us and is still present for all our appointments.

Following Paul’s biopsy we had, what I can only de-
scribe as the worst, most horrendous week of our
lives waiting for the results. This involved telling
family, friends and work colleagues. Support was
abundant; we remained positive and hoped that it
would be something else and not cancer.

Result day arrived and we travelled to Papworth
along with my Dad, leaving our then 22 month old
son Ethan with my Mum. Unfortunately, on that day
the clinic was running late and we were seen after 45
horrendous minutes in the waiting room.

It was cancer. My husband had cancer and they
thought it was something called mesothelioma which
was caused by exposure to asbestos. I don’t think any
of us had heard of it and I’'m not too sure really if we
listened to much of what we were told for the rest of
that appointment.

At that first diagnosis appointment, Paul was referred

for a PET scan at Addenbrookes, which would show
up any cancer in his body. This was to check that
there was no cancer anywhere other than where they
had already discovered it. We returned to Papworth
the next week for the results, which we were pleased
to find out were good: cancer had been found
nowhere else in Paul’s body. At this appointment we
were introduced to a surgeon. He was very surprised
at what the needle biopsy had revealed and was not
convinced that at Paul’s young age (34) he could ac-
tually have mesothelioma. He wanted to go in and
have a look and perform what they called a VATS
biopsy [biopsy using video-assisted thoracoscopic
surgery]. He would also introduce talc between the
affected lung and the chest wall; this would stop any
liquid forming there which could cause a problem.
The procedure was scheduled for the week after — on
19 October 2012.

For the VATS biopsy Paul was expected to be in hos-
pital for a few days. He had the procedure on the Fri-
day and he was discharged on the Saturday! We did,
however, have to return quickly on the Monday
morning as they had sent Paul home without having
an x-ray to check for air leakage before he was dis-
charged. Luckily, all was fine.

This biopsy did establish that Paul definitely had
mesothelioma. We believe the sampled tissue was
checked by several different people and even sent to
London to be looked at. It was therefore decided that
Paul would be best to have radical surgery to remove
as much as possible of the tumour. Paul had this sur-
gery on Friday 23 November 2012. Again, he was
expected to be in hospital several nights, maybe five
to seven. He was home after three! I even remember
commenting to the nurse “should he actually be
coming home so soon.” Paul has and never will (I'm
sure) conform to any mesothelioma statistic.

Paul recovered extremely well from the surgery. Our
son turned two on 4 December and he had a little
party with some friends at a local soft play centre.
Daddy couldn’t help having a little play and was seen
on hands and knees pushing a cosy coupé car round.

A few days later we returned to Papworth to see the
surgeon for a check-up and also for Paul to meet with
his oncologist. The surgeon had already told us that
he was surprised with the progression of the disease
from the time he performed the VATs biopsy to the
day he did the radical surgery. He was therefore keen
for Paul to start chemotherapy quickly.

Our first meeting with the oncologist turned out to be
quite a heartbreaking and emotional time for us both.
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It was decided that Paul was fit enough to have
chemotherapy and it was best that he have it quite
quickly — before Christmas!

Side effects of the chemotherapy could leave Paul no
longer able to father children. As a couple with just
one child we had always planned to have at least one
other brother or sister for Ethan. Unfortunately, as
Paul’s cancer was categorised as incurable he was
not eligible to have any sperm banked on the NHS.
We did look into sperm banking ourselves but real-
istically we knew time was not on our side. Also,
with the knowledge that Paul’s cancer was incurable
we were unsure about bringing another child into the
world not knowing how long he or she would have a
Daddy for. We both made the heartbreaking decision
that we would have to leave our family as it was and
Ethan would be an only child; a decision that was so
hard to make and is still very hard to think about
even now. Ethan is such a friendly, adorable little
boy. He would have made a great big brother.

Paul started chemotherapy on 20 December 2012.
The drugs used were pemetrexed and cisplatin. We
arrived at Addenbrookes at the chemotherapy ward
for 9am and didn’t leave until 6pm. It was a very
long day. Paul had a bad hives reaction to the pe-
metrexed and had to have a large dose of piriton, in-
travenously. Within half an hour of leaving the
hospital, and while we were driving home, Paul star-
ted to feel very sick. I had to stop the car in a layby
just before we reached home for him to be sick. Once
we were home I called the hospital and they sugges-
ted calling our doctor. We did as they suggested and
on call emergency doctors came to see Paul. They
ended up visiting twice, as the first anti-sickness tab-
lets they offered did not work and in the end they had
to give Paul an injection. This lasted only until the
next morning, when we returned to the hospital for
them to give Paul some stronger anti-sickness medic-
ation. Paul stayed in hospital overnight for monitor-
ing.

Christmas 2012 was not great. The side-effects of the
first chemotherapy session were bad and even though
Paul’s sickness was controlled, he still felt very naus-
eous and tired. He had also pulled some stomach
muscles and suffered badly with acid reflux. All of
these things were corrected for the second cycle of
chemotherapy.

Paul was admitted to hospital for his second cycle of
chemotherapy, which happened three weeks after the
first. He was to have six sessions in total, all three
weeks apart. Luckily, the second session went well
and with strong anti-sickness relief on board and oth-
er medication the side effects were not as severe as
for the first. Tiredness, however, was quite bad and
Paul would spend the first week after chemotherapy
not really leaving bed or the house.

From December 2012 to April 2013 we lived our
lives in three week blocks. Chemotherapy clinic for
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check-up and blood test, chemotherapy day, the bad
week or so, the good week and then back to the be-
ginning. After cycle three Paul had a CT scan which
suggested there was shrinkage and after six cycles
another CT scan showed that the chemotherapy had
done what it needed to.

At the end of April 2013 Paul turned 35 and we
booked ourselves a week’s holiday at Center Parcs to
recover from the hardest six months of our lives. It
was an amazing relaxing holiday with our little boy.

After the end of chemotherapy, Paul was referred
back to Papworth for check-ups every two months
and then after several “stable appointments” they
changed this to every three months. At these check-
ups we would see either the oncologist or one of his
registrars. Paul would have an x-ray before the ap-
pointment and they would check this against previ-
ous x-rays. They would also listen to Paul’s chest and
ask him how he was feeling and about any side-ef-
fects or symptoms he was experiencing.

Paul’s biggest symptom to this day remains his fa-
tigue and now he has to have a daily afternoon nap
just to make it through the day. On the odd occasion
where he doesn’t have this nap we have to ensure
that we have an early night or that he definitely gets
his nap the next day.

From May 2013 to date our lives have been lived in
two or three month chunks, up to Paul’s next Pap-
worth appointment. As time has gone on and the
more “stable appointments” Paul has had we have
slowly managed to get our lives back on track. Dur-
ing Paul’s diagnosis and treatment he worked where
possible. It is very hard to explain though to anyone
looking in on our lives what it is like to live with a
terminal cancer diagnosis. Although Paul looks in-
credibly well he still has cancer. In October 2014
Paul decided that he needed to finish work. He had
been working part time, but with severe fatigue (and
an incredibly unsupportive boss) he decided it would
be best to leave work and concentrate, in the times he
feels well enough, on his family life and the things
he likes doing most.

Over the last few months Paul has been experiencing
an increased amount and frequency of pain in the
area of his surgery scar and his affected lung. At his



check-up in November 2015 it was decided that be-
cause of this he would have a CT scan. He hadn’t
had one since May 2013 when his chemotherapy was
completed.

Paul had his CT scan on 7 January 2016 and we re-
turned to Papworth on 21 January for the results. We
are very pleased to report that his scan showed good
news. His mesothelioma had not grown and there

were no new areas. The report stated that the scan
showed stable appearance with no evidence of dis-
ease progression. We are of course over the moon
with this result given that fact he has now been treat-
ment free for two years and ten months. Unfortu-
nately though, mesothelioma does remain in Paul’s
body and we know that it is incurable. One day, it
will start to grow but for now we can only hope that
day is a long way off.

MESOTHELIOMA — AT A TURNING POINT IN 20167?

Dean Fennell, Professor of Thoracic Medical Oncology, University of Leicester

President, International Mesothelioma Interest Group

Effective therapy for mesothelioma, remains a press-
ing unmet need; particularly, in the wake of the UK
epidemic that is set to peak this decade and which
will be recapitulated in other western nations and po-
tentially worldwide, based on continued use of as-
bestos. In many ways 2015/2016 will be seen as a
turning point in the history of therapeutic drug devel-
opment for mesothelioma. The promise of novel, ef-
fective therapy is closer than ever before, and
parallels the astonishing developments taking place
across the landscape of anti-cancer drug develop-
ment. Furthermore, the rate at which new therapies
will emerge, is set to increase.

Standard of Care for Mesothelioma and
an Unmet Need in the Relapsed Setting

Treatment of mesothelioma is dominated globally by
one approved drug combination, pemetrexed-cisplat-
in, the effectiveness of which was originally reported
in 2003 by Vogelzang and colleagues. Their “ran-
domised” study (a critical factor), confirmed that a
combination of two chemotherapy drugs was better
than one (cisplatin alone). Over the last decade or so,
the field has been plagued with a therapeutic plateau
not unlike that which predominated in the lung can-
cer field until the emergence of personalised therapy
around the mid-noughties. Why was this, and what
has changed to bring optimism to the field?

There are perhaps three key factors that retarded the
development of the field over the last decade. Firstly,
a lack of randomised clinical studies to reliably val-
idate the efficacy of those drugs thought to exhibit
useful activity. With the exception of remarkably po-
tent drugs, randomisation is the only unbiased way to
establish whether a new treatment incrementally im-
proves upon the current standard. Secondly, there
was a preponderance of empirical studies — i.e. clin-
ical trials testing a range of novel agents, some mo-
lecularly targeted, but without any way of predicting
who might respond and who might not, in order to
achieve maximum benefit (the concept of personal-
ised therapy). Thirdly, a lack of investment from the
pharmaceutical industry, perhaps in part due to the

perceived rarity of mesothelioma as well as a lack of
biological insight to help support novel clinical trial
strategies. But this scenario has changed dramatic-
ally.

Beyond the Therapeutic Plateau

At the end of 2015, the French academic MAPS trial
confirmed for the first time, robustly, that the addi-
tion of an antiangiogenic agent (a drug which pre-
vents the formation of new blood vessels, essential
for mesothelioma growth) can significantly improve
survival for patients with mesothelioma. In so doing,
the MAPS trials ended the decade long therapeutic
plateau. This study has for the first time shown im-
proved survival (almost a decade after it was shown
in lung cancer). Other major studies are underway to
explore this anti-angiogenesis strategy, reflecting a
growing interest by the pharmaceutical industry.

The Rise of Inmunotherapy

Harnessing the immune system to kill cancer is one
of the most exciting developments at the frontier of
anti-cancer clinical drug development. Earlier, in
April 2015, Evan Alley presented on behalf of the
Keynote study 28 clinical trial, data on the PD1 im-
mune checkpoint drug Keytruda (pembrolizumab,
Merck) in patients with relapsed mesothelioma. This
drug showed a response rate of 28% and disease
control rate of 76% in the relapsed setting and has
subsequently led to studies in the US, Europe and
beyond. Combining these classes of agent is feasible
and has achieved ground-breaking activity in melan-
oma. Remarkably, within months of successful
melanoma trial data being presented, combination
studies have now commenced enrolment internation-
ally for patients with mesothelioma. Randomised
studies of anti PD1 immunotherapy are now planned
in the UK.

Immunotherapeutic approaches are likely to extend
beyond PD1 and CTLA4 as drug targets in the fu-
ture. For example, Leicester along with collaborating
centres in Italy, France, Belgium and Netherlands,
have been funded by the EU to run a novel study of
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MESOTHELIOMA CLINICAL NURSE SPECIALISTS IN THE UK

Liz Darlison, Macmillan Mesothelioma Nurse Consultant,
Mesothelioma UK and University Hospitals of Leicester

The Mesothelioma UK National Resource Centre
was launched in 2004 with financial support, initially
from Macmillan Cancer Support and later from in-
dustry colleagues, the Mick Knighton Mesothelioma
Research Fund and generous private donations. To
secure the centre’s long term future the Mesothe-
lioma UK Charitable Trust was established in 2009
and the new charity immediately became fully re-
sponsible for securing sufficient income to support
the resource centre’s activities. The financial inde-
pendence of becoming a charity meant Mesothe-
lioma UK has been able to continually grow and
develop. Through integrated working practices the
charity now significantly compliments and supports
UK health care providers to meet the needs of people
living with mesothelioma, particularly with regard to
the provision of specialist nursing posts in the UK.

Clinical Nurse Specialist (CNS) posts began to
emerge in the National Health Service during the
1990s predominantly in palliative care services. A
large review of NHS cancer care (Department of
Health 1995) recognised their value and there began
the suggestion that all cancer patients should have

access to their own cancer Clinical Nurse Specialist.
Guidelines and frameworks since have contained
clear support for the growth in number of tumour site
specific cancer nurse specialists. The fifth and most
recent census of the specialist adult cancer nursing
workforce in the UK (Macmillan Cancer Support
2014) showed there are 3,088 cancer nurse special-
ists in post which represents a 10% interim increase.
It is understandable, given the obvious difficulties,
that the census does not explore the challenges of
providing specialist nursing for patients living with
rarer cancers and no mesothelioma nursing posts
were included in the report. Mesothelioma UK ac-
cepts there are challenges but is committed to
providing equitable access to specialist nursing care
and specialist support for people living with meso-
thelioma, their families and carers.

Through the early years (2004-11) Mesothelioma UK
provided funding for one Nurse Consultant based
within its host NHS trust, the University Hospitals of
Leicester. Following the launch of the charitable trust
it took two years to reach a degree of financial secur-
ity felt necessary before funding for a second meso-

benefits advisor

information

Current Mesothelioma UK Services and Activities

The Mesothelioma UK charity is a national specialist resource centre
dedicated to improving the outcomes and experiences of those living with
mesothelioma. To achieve this the charity:

e Provides funding for Mesothelioma Nurse Specialists based in
centres of excellence across the UK and hopes to increase the
number of posts significantly over the next 5 years.

e Employs a Citizens Advice Bureau specialist mesothelioma

e Provides funding for research dedicated to mesothelioma

e Isrecognised as the UK'’s provider of specialist mesothelioma

e Operates a specialist freephone helpline

e Collates UK clinical trial availability and promotes equitable access
e Maintains a comprehensive website

e Distributes a quarterly newsletter

e Holds regular conferences and educational events for patients,
carers and health care professionals

e Delivers an accredited course in mesothelioma (in partnership
with The Royal Marsden School)

e Campaigns to raise awareness about the dangers of asbestos

e Supports national data collection for mesothelioma
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thelioma nurse specialist was provided. Papworth
hospital in Cambridge appointed this second Meso-
thelioma UK nurse specialist in late 2011. Cardiff
followed in late 2012 and Portsmouth in 2013.
Mesothelioma UK currently supports mesothelioma
specialist nursing posts in Portsmouth, London, Bris-
tol, Oxford, Leicester, Sheffield, Manchester,
Northumbria and Glasgow, and funding for an addi-
tional three posts has recently been advertised which
will take the total to twelve.

Mesothelioma UK nurses at Parliamentary asbestos
seminar, 2016

Mesothelioma UK has used the current NHS struc-
ture to develop a “hub and spoke” approach to spe-
cialist mesothelioma nursing. Thankfully, the volume
of people diagnosed with mesothelioma is not suffi-
cient to warrant every NHS trust establishing a
mesothelioma specific nursing post but the country is
conveniently divided into twelve Strategic Clinical
Networks (SCNs); regional posts are therefore feas-
ible. A service level agreement (SLA) between the
host NHS trusts for each of Mesothelioma UK sup-
ported post holders is prepared and signed by both
parties. Providing the conditions of the SLA are met
the funding is ongoing and guaranteed.

The SLA outlines expectations for the role locally
(within the host trust), regionally (within the SCN)
and nationally (supporting Mesothelioma UK core
activities). Local expectations include coordinating

the care of a caseload of patients and acting as
keyworker. Regional responsibilities require the CNS
to set up and run a regional patient support group,
provide educational opportunities for health care
professionals, promote clinical trial availability and
knowledge, high profile asbestos awareness and to
share widely across the network the resources and
activities of Mesothelioma UK . Finally, national re-
sponsibilities require the post holder to actively par-
ticipate in the Mesothelioma Nurse Action Team
(MNAT), a group established and facilitated by
Mesothelioma UK, provide cover for the Mesothe-
lioma UK help line and take a lead on developing an
area of Mesothelioma UK'’s services.

Group support has proved essential to the “hub and
spoke” approach to specialist nursing in mesothe-
lioma. The nurses meet 4-5 times a year. Each meet-
ing contains educational updates about clinical trials
or treatment advances, individual projects are re-
viewed and reflective accounts of experiences are
exchanged and discussed. In between meetings the
team are involved in a lively flow of communication,
via a variety of social networking resources, emails
and the telephone.

The Mesothelioma UK vision is to support at least
one mesothelioma specialist nurse in each of Eng-
land’s 12 Strategic Clinical Networks and then to
mirror this in Wales, Ireland and Scotland. The
charity predicts a minimum of 18 specialist meso-
thelioma nursing posts will be required to provide
equitable cover across the UK and will endeavour
to achieve this, funding permitting, over the next
five years.
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MESOBANK — A MESOTHELIOMA TISSUE BIORESOURCE

Now OPEN FOR BUSINESS

Jacki Gittins, Project Manager of MesobanK

MesobanK is a mesothelioma tissue bioresource
which has been given a favourable opinion by a Re-
search Ethics Committee; it follows the “Guiding
Principles” laid out by the National Cancer Research
Institute Confederation of Cancer Biobanks [1] and
the MRC Operational and Ethical Guidelines on
“Human Tissue and Biological Materials for Use in
Research.”[2]

MesobanK supplies researchers with human tissue
and blood samples to use in mesothelioma and as-
bestos related research.

There are a number of strands to MesobanK — A) a
Tissue Microarray being built with Formalin Fixed
Paraffin Embedded (FFPE) tumour samples which
had been archived for diagnostic use, B) prospective
collection of blood, pleural fluid and tumour samples
from patients newly diagnosed with mesothelioma
and C) the creation of novel cell lines.

A) Tissue Microarray (TMA)

A TMA is an incredibly useful tool for researchers.
Small cores (0.6mm diameter) are taken from the tu-
mour samples (FFPE) of many hundreds of patients
and remounted in one block. This block is then thinly
cut to give researchers access to multiple samples on
one slide (see diagram below).

Building a Tissue Microarray

TMA slides are constructed by obtaining cylindrical specimens (tissue cores) from standard
histological paraffin blocks and arranging them into a single microarray paraffin block.
The new block is then cut into - to 5-micron-thick sections that contain 6o to 180
tissue specimens. These sections can then be stained using standard laboratory methods.
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There are samples from over 800 patients in the
laboratory being cored, ready for inclusion in what
will become the largest mesothelioma TMA available
to researchers across the world.

Having multiple tumour samples available from
many different patients in such a concise format al-
lows researchers to use large numbers of samples in
an identical manner very quickly and easily; a single
experiment can be undertaken simultaneously on
many hundreds of samples.

Mesothelioma tumour samples, stored as FFPE
blocks, have been gathered from the archives of NHS
Hospitals across the UK — from Aberdeen to Ports-
mouth and all points between. This gives a huge
breadth of samples and encompasses all subtypes of
the disease. Each sample is accompanied by a clinic-
al data set including subtype, age, gender and treat-
ment given. MesobanK has obtained approval from
the Health Research Authority Confidentiality Ad-
visory Group (HRACAG) to exchange data with the
National Cancer Registration Service (NCRS). The
NCRS already collects data from every patient dia-
gnosed with cancer in England including treatment
(chemotherapy, radiotherapy and surgery) and out-
comes. We also expect to include relevant data from
any previous analysis undertaken which we hope will
reduce repetition and assist researchers move for-
ward more quickly with their work.

B) Fresh Tissue Samples

Patients presenting to clinics in 14 hospitals in the
UK are approached for consent to donate samples to
MesobanK. Where possible, tumour, blood and
pleural fluid samples are taken and processed and
stored, using SOPs (Standard Operating Procedures)
written to maximise the usefulness of the sample set.
Tumour samples are stored at -80°C after treatment
with RNAlater. Each tumour sample is examined by
a specialist Consultant Histopathologist at Papworth
Hospital. Tumour content, necrosis and size are
checked; samples are returned to long term storage
once it is confirmed they are suitable for use.

Blood and pleural fluid samples are spun and ali-
quots stored at -80°C. Plasma, serum and buffy coat
samples are available for research as well as DNA.

All samples are despatched with an anonymous data
set which can be extended to include more treatment
and outcome data in time. The diagram below shows
monthly recruitment.
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PALLIATIVE CARE IN MESOTHELIOMA: BENEFITS AND CHALLENGES

Helen Clayson MD, Chair/founder Cumbria Asbestos Related Disease Support

Author of the Mesothelioma Handbook 2016

Imagine an intervention for people with mesothe-
lioma that offered the following advantages:

e improved quality of life;
e less physical and psychological distress;

e fewer inappropriate interventions, especially
at the end of life;

e reduced caregiver stress and burden.

Moreover, consider that this intervention was non-
toxic, relatively inexpensive, applicable from dia-
gnosis and available to all patients, regardless of
their clinical condition, age, and whether or not they
were receiving chemotherapy or other cancer treat-
ments at the same time. Suppose also that this was an
evidence-based approach recommended in govern-
ment policies and by the medical regulatory body,
the General Medical Council [1-4]. Actually, such an
intervention does exist. It is, of course, palliative
care.

Mesothelioma, with a median survival of 8.5 months
from diagnosis [5], satisfies the NICE criterion for an
end-of-life condition [3] and the National Lung Can-
cer Audit (NCLA) 2014 Mesothelioma report [5]
states that “all treatments in mesothelioma are palli-
ative” (i.e. not curative). The NCLA report also sadly
confirms that median survival has not improved in
recent years despite advances in diagnostic tech-
niques and oncological interventions; the majority of
people who are diagnosed with mesothelioma will
die within a year of the diagnosis. A small propor-
tion, those with early epithelioid mesothelioma and
good performance status (a measure of general phys-
ical function), are most likely to benefit from modern
chemotherapy in terms of improved symptom control
and/or longer survival. However, the benefit is usu-
ally modest and the reality is that currently there is
no cure for this dreadful disease.

The challenge is to understand why palliative care is
still not a routine component in the management of
people who have mesothelioma and to look at how
this situation might be changed. The NCLA 2014 re-
port revealed that 36% of people with mesothelioma
do not have any form of anti-cancer treatment — so
how are these patients, over a third of cases, cared
for? Firstly, we need to understand what is happening
concerning access to palliative care for people with
mesothelioma. Despite emphasising the palliative
nature of all treatments for mesothelioma, the NCLA
report had one glaring omission: it completely failed
to include any data related to palliative care. This
was a major missed opportunity and should be recti-

fied in future audits. Surely it would not be too oner-
ous for hospital trusts to report information relating
to palliative care as part of the NCLA exercise? The
additional data collection should include details of
referrals of people with mesothelioma to palliative
care and pain management services, hospital admis-
sions for control of symptoms, and deaths in hospital.
An in-depth review of medical records of 80 people
with mesothelioma between 1998 and 2001 revealed
that only 49% were referred to palliative care, and
that in most of these cases the referral occurred with-
in the last 8 weeks of life [6].

We know that people with mesothelioma suffer a
severe symptom burden in their final months of life.
The medical records review revealed that 91%
suffered from pain and 96% from breathlessness; an-
other study showed that pain in mesothelioma was
more severe than in lung cancer and that psychoso-
cial distress was also greater [6,7,8]. Whilst we do
not know the extent of current access to palliative
care for people with mesothelioma, those of us in-
volved with asbestos victim support groups continue
to hear many distressing accounts from bereaved rel-
atives of unsatisfactory symptom control and end of
life care. There are acknowledged problems across
the UK regarding equity of access to palliative care
services [8]. However, it is not difficult to make a
special case for people with mesothelioma. The
severe nature of the physical and psychological suf-
fering in this condition should ensure that all these
patients receive palliative care as and when needed.

The problem with variable quality of care was also
identified in the recent James Lind Alliance (JLA)
stakeholder consultation on research priorities in
mesothelioma. People with mesothelioma, their fam-
ilies, other informal carers and healthcare profes-
sionals were surveyed to gather their concerns about
diagnosis, treatment and care. The consultation was
designed to “identify and prioritise ‘treatment uncer-
tainties’ that are defined as research questions about
the effects of a healthcare intervention for which
there are no up-to-date, reliable, systematic reviews
of research evidence.” Wide-ranging responses were
received, mainly written as narratives rather than as
specific research questions. Analysis of the 453 sur-
vey responses resulted in 52 unanswered research
questions that were deemed to fit the criterion that
they related to an “intervention” that could be tested
by rigorous scientific methods. However, 46 other
questions were developed from responses covering
issues that were deemed to be “out of scope.” [9,10]
Most of the “out of scope” responses related broadly
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CEMENTING ASBESTOS WITHIN THE PUBLIC CONSCIOUSNESS

Laurie Kazan-Allen

Dr. Greenberg noted in the preface to this newsletter
that as British engineers and technicians began ex-
ploring the commercialisation of asbestos, marketing
and public relations specialists were developing
techniques to increase demand for their products.
One such tool was a 1930s publication entitled: “The
Making of Asbestos-Cement Roofings as seen by W.
Heath Robinson.” The commissioning of cartoonist
Heath Robinson by Asbestos Cement Building
Products Ltd., a subsidiary of Turner & Newall, to il-
lustrate this slim promotional volume was inspired.
Heath Robinson’s unique style and whimsical ap-
proach had endeared him to generations of Britons.
By the First World War, his name had entered the
popular lexicon as shorthand for overcomplicated
machinery and ingenious contraptions for achieving
simple tasks.

The cartoons on the following pages document the
complete production cycle of asbestos-cement roof-
ing from the operations at Turner & Newall’s ten
South African mines to the grinding of the ore, the
mixing of the treated fibres with cement, the drying
process, the manufacture and finishing off of the
roofing sheets. The anonymous author of the text ac-
companying the cartoons left it to the artist to portray
“the various processes of manufacture in his own
inimitable way.” It is notable that despite knowledge
about the occupational asbestos hazard as detailed in
the medical press in the 1920s and the report by
Merewether and Price [1] published in 1930 (at
about the time when the artist would probably have
visited the Manchester asbestos cement works), there
were no face masks, dust suppression equipment or
protective clothing in any of the drawings.

The written contents reinforced the positioning of as-
bestos as a boon to mankind and the products sold by
Asbestos Cement Building Products Ltd. as being
“of the finest possible quality.” The last few pages of
text veer away from the general praise of all things
asbestos to the specific advantages enjoyed by cus-
tomers of the company which employed specialised
and research chemists who were “constantly working
with a view to improvement — if improvement is pos-
sible.”

The final artwork in the volume was not by Heath
Robinson. It was designed during the early years of
the 20t century by illustrator John Bernard Partridge,
well-known for his cartoons in Punch magazine, who
was knighted in 1925 by Prime Minister Stanley
Baldwin. This illustration, nicknamed “Lady Asbes-
tos,” first appeared in a 1918 issue of the in-house
magazine produced by Turner Brothers Asbestos
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(after 1920 to be yet another Turner & Newall subsi-
diary). This image was reproduced countless times in
corporate publications and papers written about the
company. Positioned within a Grecian setting and
leaning on an Ionic column is a classically draped fe-
male figure — Partridge drew Britannia in a similar
way for his political cartoons — holding aloft a shield
to protect herself from a raging conflagration. The
word asbestos in capital letters is emblazoned upon
the shield. Looking down upon this scene, as Gods
from Olympus, are male figures labelled shipbuild-
ing, engineering, building and electricity. Two lions,
symbolising the British Empire, stand watch over
these modern deities. The caption on this highly dec-
orative allegory is “asbestos” written in Cyrillic
script. Should readers have been in doubt about the
objective of this publication, this image constitutes a
final reminder of the importance of the industrial as-
bestos sector to the British way of life.

Reference
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HEATH ROBINSON AND ASBESTOS
CEMENT

Geoftrey Beare,
Trustee, the William Heath Robinson Trust

Heath Robinson’s name has entered the language to
describe any contraption made from whatever comes
to hand, usually held together with knotted string, but
who was he? William Heath Robinson (1872-1944)
was a brilliant artist whose initial ambition was to be
a landscape painter. However, in order to make a liv-
ing he turned first to book illustration then to humor-
ous drawing. From 1920 until his death in 1944
humorous drawings for advertising made up a large
part of his commercial work. He was particularly in
demand for pictures showing his concept of how the
product was made, such as his drawings for Asbestos
Cement Building Products Ltd. Heath Robinson was
invited to visit the works at some time between 1929
and 1932 in preparation for making a number of
drawings for this promotional book in which “he
portrayed the various processes of manufacture in his
own inimitable way”. The book was finely printed by
photogravure on heavy, deckle-edged paper and tied
in embossed card covers with a silk ribbon.



THE MINING AND TRANSPORT OF RAW ASBESTOS

W HEATH
ROBINSON
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A PATENT DOUBLE ACTION GRINDER
FOR MASHING THE ASBESTOS FIBRE
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EFFICIENT PLANT FOR THE
SUCCESSFUL MIXING OF TREATED
ASBESTOS FIBRE WITH CEMENT
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CYLINDRICAL SIEVES FOR DRAINING OFF THE WATER, WHENCE

POWERFUL MACHINERY FOR CONDUCTING THE MIXTURE
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ASCERTAINING WEIGHT BEARING A
OF EVERITE
‘BIGSIX'

MOULDING A TRAFFORD TILE BY HAND
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PARLIAMENTARY ACTIVITY ON ASBESTOS

lan Lavery MP, Chair, All-Party Parliamentary Group on Occupational Safety and Health

In the UK a number of Parliamentarians meet three
times a year to discuss asbestos-related issues. They
comprise a sub-group of the All-Party Parliamentary
Group on Occupational Safety and Health, set up
around 15 years ago to examine issues concerning
asbestos exposure, both in terms of prevention of
such exposure and support for sufferers of asbestos-
related diseases.

There are around 40 members of the asbestos sub-
group, drawn from both the House of Commons and
the House of Lords, and representing each of the four
largest parties. The sub-group meetings are also open
to representatives of victims support groups, unions,
law firms specialising in asbestos litigation and cam-
paigners. Usually around 60 people attend each
meeting. I chair the meetings and the British Trades
Union Congress provides the administrative support
for the sub-group.

Every year the sub-group holds a seminar on current
issues. This is organised by Laurie Kazan-Allen, the
Editor of the British Asbestos Newsletter and covers
both UK and international issues. The most recent
such event took place on 22 March 2016 and was
dedicated to the discussion of one specific subject:
UK funding, or lack thereof, for asbestos cancer re-
search. Patients, medical experts and leading re-

searchers presented evidence and engaged in
discussions with Parliamentarians; calls made by
mesothelioma sufferers Trevor Barlow and Mavis
Nye for a long-term, coordinated funding strategy
were unanimously supported.

However, what matters is whether the asbestos sub-
group makes a difference — its track record indicates
that it does. There have been a number of high pro-
file successes over the past fifteen years that show
that it can be effective, regardless of the political col-
our of the government.

The sub-group works by lobbying ministers, raising
questions in the House of Commons, intervening in
(and even initiating) parliamentary debates, and pub-
lishing policy papers. It also acts as a coordinator of
the activities of others.

In the first year of its existence it challenged the
government on the amount of time that it was taking
to assess mesothelioma claims under the state Indus-
trial Injuries Disablement Benefit Scheme. Within a
few months of it being raised with ministers the pro-
cess was overhauled and payments were usually ap-
proved within a few weeks of diagnosis.

The sub-group also managed to get the government
to effectively overturn a 2006 court decision on how

Group meeting, 22 March 2016
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Trevor Barlow, March 2016

compensation in mesothelioma cases was calculated
through the introduction of a new law to specifically
deal with the issue.

That was only one of a number of occasions where
the sub-group has successfully lobbied ministers to
achieve a change in legislation.

The biggest success was securing a totally new com-
pensation system for those mesothelioma victims
who could not sue their employers because, since
their exposure, the records of their employers’ insur-
ance could no longer be traced. It was estimated that
this applied to almost one in ten claimants and meant
that they were losing out on their entitlement to com-
pensation of, on average, almost £200,000 each. In
2008, the sub-group published a report on the prob-
lem and called for a scheme to be set up, paid for by
the insurers. In early 2010, after a series of meetings
with ministers and questions in both the House of
Commons and House of Lords, the government is-
sued a consultation paper on the exact proposals that
the sub-group had proposed. Despite a change of
government in May of that year, the new administra-
tion, following pressure from the sub-group, finally
agreed to bring forward legislation to set up the
scheme. This was brought into law in 2014 and, as a
result, anyone who is diagnosed with mesothelioma
and who had previous occupational exposure is en-
titled to get compensation from the insurance in-
dustry without being required to establish the identity
of their employer’s insurer. Already, hundreds of
people have benefitted from this.

However, it is not only in cases of compensation
where the sub-group has been successful; it has also
lobbied hard on prevention. In 2010, the government
stopped funds for a hard-hitting advertising cam-
paign that was being run by the state prevention
agency, the HSE. It was aimed at tradespeople like
carpenters and plumbers who were often exposed to
asbestos. The chair of the sub-group met with minis-
ters and raised the issue in the House of Commons,

Mavis Nye, March 2016

eventually getting an assurance that the campaign
would be reinstated. The sub-group has also been in
the forefront in calling for increased funding for re-
search aimed at finding a cure for asbestos cancer
and improved treatment options.

Not all of the sub-group’s activities have been re-
stricted to the UK. It has lobbied for a worldwide ban
on asbestos and also offered support to those in other
countries who are currently being exposed to asbes-
tos or who are already suffering the consequences of
exposure.

The sub-group is now looking at the future and, this
year, is launching its most ambitious ever campaign.
It wants to see the eradication of all asbestos from
the UK by 2035. In a new booklet, it shows that
simply managing existing asbestos to try to prevent
exposure is not enough and this strategy is clearly
failing, with an estimated 1.3 million workers being
put at risk every year. The only solution is to have a
planned and properly managed programme of safe
removal and disposal of all asbestos. This is a
massive task, given that there are around six million
tonnes of asbestos still in place and it can be found in
over half a million workplaces. However, radical as-
bestos removal is essential if mesothelioma is to be
eradicated by the end of this century. The campaign
has the full support of the asbestos victims groups,
the British trade unions, many of the law firms, and a
growing number of medical and safety professionals.

I am immensely proud to chair the asbestos sub-
group. It has proven its worth over the past 15 years
by making a real difference to the lives of those suf-
fering from asbestos-related illnesses and by seeking
to prevent further exposure. But there is a lot more to
do, and working in partnership with others, it is now
preparing for the final challenge: the eradication of
all asbestos-related disease through the eradication of
all asbestos.

37



NANCY TAIT AND THE PURSUIT OF JUSTICE

William McDougall, Lecturer at Glasgow Caledonian University

I consider it as both a great privilege and an honour
that I was provided with the opportunity to research
and explore the (OEDA) archive at the University of
Strathclyde library. For in doing so I was able to en-
gage with at least some of the large rich collection of
material brought together by Nancy Tait, the founder
of the world’s first asbestos victims’ support group.
First as the Society for the Prevention of Asbestosis
and Industrial Diseases — SPAID (1978-1995) — and
then as the Occupational and Environmental Dis-
eases Association — OEDA (1995-2008) — Nancy
fought to gain justice for the victims and families of
asbestos sufferers. As the widow of a mesothelioma
victim who had died in 1968 due to intermittent ex-
posure (her husband William Tait came into contact
with asbestos while inspecting telephone cables for
the Post Office) she fought a four-year battle with the
Post Office and DHSS for compensation. However, it
was the recognition of asbestos as a collective prob-
lem that turned her into a tireless activist and a for-
midable and determined foe of the asbestos
companies. She had a steely determination and her
dogged persistence not only attracted the ire of her
opponents but gained her allies as well in the UK and
further afield. Two early supporters of Nancy were
Lord Plant of Benenden and Lord Avebury (Liberal
winner of the famous Orpington by-election). They
helped her in 1976 publish a booklet “Asbestos Kills”
and crucially gain a Churchill Fellowship. This al-
lowed her to travel to Europe and North America re-
searching asbestos. In the USA she met
environmental activists such as Barry Castleman
(whom she rode on a motorbike with) and returned to
the UK convinced that attitudes around asbestos
were complacent. She provided advice to the TUC,
forced T & N to raise its payments to widows and
came into contact with Petra Kelly, co-founder of the
German Greens. With a growing interest in environ-
mentalism, Nancy increasingly focused on white as-
bestos (chrysotile) used in products with which the
general public came into contact.

SPAID was founded in 1978 after the initial idea of
creating a trust was considered and rejected and the
fledging organisation survived initially with hardly
any resources and only volunteer support. Nancy’s
sister carried out the book-keeping free of charge, a
SPAID trustee, Ted Beckett, of the Post Office Sanat-
orium, who was also a source of great strength and
support did the accounts and Nancy — who was not
paid a salary by SPAID — used her free travel pass to
attend meetings and visit victims and their families.
At one stage she managed to have someone seconded
for nine months to SPAID from National Westmin-
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ster Bank, claiming that it was due to SPAID having
an account with the bank. It is more likely to have
been the result of Nancy’s persistence and powers of
persuasion. Even SPAID’s office equipment was
provided by sympathetic supporters. The Fire Bri-
gades’ Union (FBU) donated a typewriter and volun-
teers using buckets collected funds for SPAID.
Unsurprisingly, SPAID struggled financially and
gained little attention in its early years but still had
some notable successes with its first legislation suc-
cess in 1981. Nancy gained further success providing
support and advice to Alice Jefferson, who was to
become the central figure in Alice — a Fight for Life,
the 1982 Granada TV documentary that greatly dam-
aged the reputation of asbestos usage in the UK.
However, SPAID received little to no credit for its
role in this project. In retrospect, Nancy regretted the
involvement of Alice and believed it would have
been better for her health not to have been involved
in the TV production. Nevertheless, the increased
publicity aided the cause of campaigners against as-
bestos.

Often stubborn, Nancy was quite prepared to fall out
with anyone and often did; but this “genteel stub-
bornness” was used to benefit the pursuit of the
rights of victims. However, from reading private cor-
respondence in the OEDA archive it is clear that she
was prepared to learn from others and adapt her tac-
tics (though she might not necessarily let them know
this) and she did rely on key allies for advice. In
1984 and again supported by the FBU, SPAID gained
substantial funding from the Greater London Council
(GLC). This led to a dramatic increase in the number
of victims of asbestos that SPAID could help as big-
ger premises and extra staff were acquired. Incred-
ibly, SPAID managed to be in profit for a number of
years as Nancy built and kept a reserve in case fund-
ing was lost. She hoped that SPAID would provide
research which would lead to the prevention of not
only asbestos-related diseases but other industrial
diseases. SPAID of course wanted to support the vic-
tims of asbestos and their families but was keenly
aware that there was no cure for mesothelioma.
Nancy wanted what she considered the “needless
deaths from asbestos products” ended. Despite the
purchase of a transmission electron microscope,
SPAID and then OEDA never realised these wider
ambitions of becoming prominent research-based or-
ganisations able to support the fight against not just
asbestos but other substances injurious to health in
the workplace and wider environment. More precari-
ous funding after the GLC was abolished in 1986 and
less media interest in asbestos until the mid-1990s



restricted Nancy’s more ambitious plans for her or-
ganisation. Indeed the situation become so bleak at
one point that Nancy did consider if SPAID would
survive and in her private correspondence she in-
formed Ted Beckett and Lord Avebury that if it were
not for their support and advice she would have had
to give up on SPAID. Nancy Tait, in attempting to
keep SPAID relevant was also prepared to slightly
exaggerate its size. In one press release a certain
Laurie Kazan-Allen was described as the SPAID
Press Officer, perhaps without her knowledge!
However, supported by her allies Nancy persevered
and by 2007 had handled over 3,000 cases, providing
not only tremendous support to the victims of asbes-
tos and their families but gaining greater recognition
of the hazards of asbestos. Some cases Nancy fought
lasted more than ten years and she would often travel
from her home in Enfield to elsewhere in the UK to
attend a hearing, argue the case on behalf of a victim
or publicise the dangers of asbestos.

Nancy also collected a massive amount of informa-
tion on asbestos and its victims to which anyone who
uses the OEDA archive can testify. She used this to
aid an extensive list of contacts, often writing to
provide advice to US lawyers or those involved in
setting up fledging victims’ support groups elsewhere
whether it be in Hull or Los Angeles. She correspon-
ded with Michael O’Connor, the Vice-President of

Nancy Tait

Chase-Manhattan Bank who was involved in a legal
battle with T & N in New York and she used this in-
formation to fight for asbestos victims in the UK. In
her later years, Nancy continued campaigning and
OEDA opened its final case in 2007 when she was 88
years old. By then Nancy had been vindicated. Even
then she was prepared to use this to fight for victims.
For example, when she was awarded an honorary
doctorate she began using the prefix Doctor when
contacting the Industrial Injuries Advisory Council
(TAC) and challenging medical opinions and ex-
perts. Even with asbestos imports banned and a
stronger network of campaign organisations as she
had predicted much earlier, her capacity for cam-
paigning did not diminish though age did slow her
ability to fight on as many fronts as previously. Nev-
ertheless, she recognised that many more victims of
asbestos and their families would suffer and her en-
vironmental influence still led her to believe that as-
bestos in place continued to present a great danger.
Her legacy is one of recognising a great wrong and
having the determination to do something about it
with nothing other than a razor sharp mind and a
willingness to help others. It was a recognition that
complacency and a failure to be vigilant would lead
to more unnecessary and needless deaths and
someone had to act to change this. Nancy never
ceased campaigning for victims and never gave up
on the pursuit of justice.

William Ashton Tait
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ASBESTOS VICTIMS AND THE ONGOING FIGHT FOR JUSTICE

Graham Dring, Chair of the Asbestos Victims Support Groups Forum UK

Ten years have now passed since campaigners first
established the Asbestos Victims Support Groups
Forum UK (the Forum) with the aim of providing a
unified campaigning voice for asbestos victims. Our
members help thousands of people each year to se-
cure the welfare benefits and government lump sums
they are entitled to. But it is vital that we do more
than just ameliorate the financial consequences for
individuals who develop asbestos diseases, as im-
portant as that job is. We need to campaign and fight
for justice for all asbestos victims.

Asbestos victims were knowingly and negligently
betrayed by employers who put profits before the
lives of workers and their families, and by successive
governments who dragged their feet by not banning
the use of asbestos in the UK until 1999, decades
after the dangers were clearly identified. To add in-
sult to injury, since asbestos diseases generally de-
velop decades after exposure, victims have often
died uncompensated because employers have gone
out of business and insurers could not be traced.

The insurance industry has also launched a series of
court cases (Fairchild, Barker, Trigger), seeking to
limit compensation for mesothelioma victims, at-
tempting to profit from the long latency period
between exposure and development of the disease. It
seems it was not enough that many victims should
die uncompensated because of the negligent (to be
charitable) failure of insurers to maintain proper re-
cords. Those victims who were able to trace a liable
insurer would now have to deal with an ever chan-
ging obstacle course set by insurers attempting to
deny justice to people with only months left to live.

In the 2002 Fairchild case, insurers argued that
where a mesothelioma victim had been exposed to
asbestos by more than one employer nobody could
be held liable as it could not be proved which expos-
ure had caused the onset of mesothelioma. In the
later Trigger case, they claimed that the wording of
policies meant that the date of onset of the disease,
rather than the date of exposure, should be the “trig-
ger” for an insurer’s liability. The envisaged denial of
liability relating to the time of exposure would have
left many mesothelioma victims without compensa-
tion, since no redress could be sought from employ-
ers who had ceased trading by the time an
employee’s disease was diagnosed. In the 2006
Barker case, insurers ran the argument that where
there had been more than one negligent employer,
each employer should only be liable for compensa-
tion proportionate to the extent of their exposure.
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The Forum led campaigns against all these attempts
by insurers to wriggle out of their responsibilities. At
the heart of these campaigns were victims and family
members directly affected, who stood up to the in-
surers with dignity and determination. They lobbied
MPs, wrote to newspapers, spoke on TV and radio
and protested outside the courts. The insurers failed
in most of their attempts to deny victims justice.
Their judicial success in the Barker case was over-
turned by the introduction of the Compensation Act
by the then Labour government.
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Forum chair Tony Whitston presenting letter to Nick
Starling of the Association of British Insurers, 2009

More recent attempts to deny justice for victims have
come via Parliament. The Legal Aid Sentencing and
Prosecution of Offenders Act 2012 (LASPO 2012)
contained a clause that cut civil compensation
awards in personal injury cases. The Forum led a
successful campaign to exempt mesothelioma vic-
tims from the effects of this clause. Lord Alton
moved the motion in the House of Lords that was
eventually accepted by the government. When the
government tried to lift the exemption in 2014, the
Forum won a judicial review and this attempt was
overturned by the High Court.

In 2013, the Ministry of Justice launched a consulta-
tion on reforming mesothelioma civil compensation
claims. The proposals contained, amongst other
things, a pre-action protocol drawn up by the Associ-
ation of British Insurers (ABI), hardly an impartial
player, which would have led inevitably to further
obstacles in securing timely justice for mesothelioma
victims. It was clear that the insurers had the ear of
government (subsequent revelations confirmed secret
meetings and promises made); however, the Forum
obtained a judicial review challenging what we felt
was a flawed and biased consultation process. The



government subsequently dropped most of the pro-
posals before the judicial review could be heard.

One of the greatest injustices faced by asbestos vic-
tims has been the lack of a mechanism for securing
compensation when negligent employers have gone
out of business. The insurance industry systematic-
ally destroyed records, leaving many victims unable
to trace or prove which insurer was on cover at the
time they were exposed to asbestos. The Forum cam-
paigned hard for the establishment of a fund of last
resort, funded by insurers, to compensate asbestos
victims unable to trace a negligent employer or in-
surer to sue. In 2010 the Labour government
launched a consultation and in 2014, under the Co-
alition government, the Mesothelioma Act was fi-
nally passed, setting up the Diffuse Mesothelioma
Payments Scheme (DMPS), applicable from April
2014.

Compensation from the DMPS is only payable to
mesothelioma victims diagnosed after 25 July 2012
and initially was set at 70% of the average figure
awarded in court claims. The Forum’s “100%
Justice” campaign argued for compensation to be
awarded at 100% of average court awards, for the
cut-off date to be 10 February 2010 (when the con-
sultation was first announced) and for other asbestos
diseases to be included under the scheme. Forum
briefings were sent to every member of the House of
Lords and House of Commons; victims and family
members wrote to their MPs. The government con-
ceded partially and increased compensation to 80%
before the passing of the Act (this was subsequently
increased to 100% from February 2015). The intro-
duction of the DMPS is, of course, welcome as some
mesothelioma victims will receive compensation
previously denied to them. But the Forum continue
to campaign for further improvements, including
compensation for victims of asbestos-related lung
cancer, asbestosis and pleural thickening.

So what does the future hold?

There is no getting away from the fact that the 2015
General Election result makes it harder to secure the
reforms needed to secure justice for asbestos victims.
Already the government has announced that they in-
tend to review the LASPO mesothelioma exemption
at some point over the next two years. No doubt
there will be more challenges to come.

In 2015, the Forum published its Charter for Justice,
which contained a number of easily affordable re-
forms that would secure improvements for those liv-
ing with asbestos diseases and their families.

Mesothelioma research will be at the heart of Forum
campaigning over the coming months and years.
Government funding for mesothelioma is pitifully
small. We need to be able to give sufferers hope for
the future that improvements in treatment and a cure
can be found. That means government committing

funding for research. No more excuses, no more
delays.

We will continue to campaign for improved com-
pensation for all asbestos victims. The government
must ensure the Diffuse Mesothelioma Payments
Scheme is properly funded through a minimum 3%
levy on relevant insurers, the figure insurers claimed
they could afford without passing on costs to cus-
tomers and the figure the government said would be
set during debate on the Mesothelioma Bill in Parlia-
ment. The DMPS started its life as a cut-price
scheme because of the failure to impose an adequate
levy on insurers. We need proper funding to guaran-
tee 100% compensation for all future mesothelioma
applicants and to compensate victims of other asbes-
tos diseases, who face the same difficulty in tracing
former employers or their insurers.

We will seek ways to work more closely with asbes-
tos victims’ support groups in other countries and
build on the ties which have been developed in re-
cent years via attendance at pivotal meetings and
events in Europe. On 17 & 18 September 2012, For-
um members Doug Jewell and Joanne Carlin (now
Gordon) participated in a Brussels Conference en-
titled Europe’s Asbestos Catastrophe: Supporting
Victims, Preventing Future Tragedy along with rep-
resentatives of asbestos victims’ groups and trade
unions from several EU countries; delegates at a
workshop during this event began discussions on the
formulation of a European Charter for Asbestos Vic-
tims. On 18 September, conference delegates atten-
ded an asbestos hearing convened by the European
Parliament's Committee on Employment and Social
Affairs.

In November 2014, the Forum sent a delegation of
13 members from Birmingham, Manchester, Derby-
shire and Liverpool to Italy to show solidarity with
asbestos victims whose landmark case against the gi-
ant Eternit asbestos conglomerate was due to come to
fruition after more than a decade of litigation. On 18
November, Forum members stood shoulder to
shoulder with scores of European asbestos victims,
campaigners and Italian victims at the Court of Cas-
sation, Italy’s Supreme Court, to hear the verdict
against asbestos billionaire Stephen Schmidheiny
who had been tried on charges relating to the asbes-
tos deaths of thousands of Italian workers and cit-
izens. In the aftermath of the Court’s disastrous
ruling — the case was thrown out on a technicality —
the delegation travelled to Casale Monferrato, the
town at the centre of Italy’s asbestos epidemic, to
show support for those affected and their relatives
and take part in discussions, a press conference and a
torchlight demonstration.

On 24 June 2015, Forum member John Flanagan
from the Merseyside Asbestos Victims Support
Group addressed European Union officials and del-
egates at an EU conference entitled “Freeing Europe
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John Flanagan presenting evidence on behalf of the Forum at EU asbestos hearing, 2015

Safely from Asbestos.” John’s presentation high-
lighted the work of the Forum and the ongoing needs
of asbestos victims. Having issued a call for positive
action on a wide range of issues, including the need
for adequate funding for mesothelioma research and
support for the injured, a ban on the transhipment of
asbestos through EU ports and the imposition of
mandatory asbestos surveys of the built environment,
John showed an extract from a video of the late An-
drew Burns, a mesothelioma sufferer who died in his
late thirties, having been exposed to asbestos whilst
employed on UK industrial sites.

Recognising the multinational dimension of the as-
bestos epidemic, the Forum must continue to develop
links with like-minded organisations and individuals

- G'eiter M
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in Europe and beyond. It beggars belief that asbestos
is still being mined and sent to countries in the de-
veloping world, despite all we have learned about its
effects in this country. We must step up the campaign
for a worldwide ban and expose the lies of the asbes-
tos industry and the scientists they have bought and
paid for.

And we should remember all those who have lost
their lives to asbestos and honour their memory by
fighting for justice with, and for, the loved ones left
behind, those living with mesothelioma and other as-
bestos diseases now, and those to come in the future.
This is a fight for justice, not sympathy — the betray-
als of the past will galvanise us to secure justice now
and in the future.

ALL ASBESTOS KILLS
RUSSIN'S  GREED
IS

KILLING MANKIND!

ASBESTOS v

Forum members in ban asbestos demonstration at Russian Embassy, London 2013
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ASBESTOS IN SCHOOLS — A FIFTY YEAR SCANDAL

Michael Lees MBE, Founder Member of the Asbestos in Schools Group

There is a major problem of asbestos in schools in
Britain. It is a scandal that remains unresolved after
fifty years

More than 85% of schools contain asbestos [1];
much of it in the most dangerous types of asbestos
materials, where toxic fibres are readily released as
the materials degrade over time or are damaged. In
many locations such materials are vulnerable to dam-
age by children and staff. As a consequence, teach-
ers, support staff and former pupils are dying of
mesothelioma, the deadly cancer almost always at-
tributable to the inhalation of asbestos fibres.

Government data, obtained through a series of free-
dom of information requests, showed that 308 school
teachers had died of mesothelioma since 1980, of
which 155 had died between 2003 and 2013 [2]. But
they are the tip of the iceberg, as it is estimated that
between two and three hundred people will die each
year due to asbestos exposure experienced as chil-
dren at school during the 1960s and 1970s [3].

The asbestos containing materials (ACMs) were in-
corporated when the schools were built or refur-
bished, but because of government policy most of the
asbestos used in their construction remains in place.
Over the last fifty years officials have advised the
government that, despite the pervasive presence of
asbestos, there was a negligible risk to staff and pu-
pils. Even when it was clear this this was not the
case. The scale of continuing risk was played down;
if asbestos materials were “managed” any slight risk
that there might have been before would be elimin-
ated — or so claimed government officials responsible
for the safety of our children. And, for a variety of
reasons, they have maintained this policy of man-
aging asbestos while advising against removing it.

The main agency tasked with devising asbestos
policy, including that for public buildings such as
schools, is the Health and Safety Executive (HSE).
The cornerstone of its current advice for buildings is
“Asbestos which is in good condition and unlikely to
be disturbed or damaged is better left in place and
managed until the end of the life of the building as
this presents less risk of exposure to the occupants
than the process of removing it” [4]. The critical flaw
in this contention when applied to schools is that
they differ from most other premises in one import-
ant respect — they contain children, a lot of children.
They are boisterous places where children will inev-
itably disturb and damage asbestos materials if they
are accessible to them, when adults would not.

As for asbestos removal, more than twenty years ago
(1993) the HSE itself privately acknowledged that
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asbestos can be safely removed and that, because of
the presence of children, systems of asbestos man-
agement can fail in a school [5]. Things have ad-
vanced even further since then. It is now generally
accepted that, using approved methodologies, asbes-
tos can be removed without danger to the public. In-
deed, phased removal is now the preferred option in
many commercial organisations (and in the Houses
of Parliament [6]). Application of such a radical
policy for schools, though costly, would remove
forever the risk of asbestos exposure in classrooms.

It is a reasonable assumption that the rationale be-
hind the government’s policy for schools is that al-
though the effective management of asbestos entails
a continual and expensive drain on financial re-
sources, the expense is spread over the life of the
building, whereas removal would entail a significant
cost over a short period of time. As most schools
contain asbestos the immediate cost to central gov-
ernment funds would be considerable.

The Asbestos in Schools Group proposed the phased
removal of asbestos from schools. Priority being giv-
en to those schools containing the most dangerous
asbestos. In the interim there has to be a rigorous
system of asbestos management. In the 1980s this
was the policy of the Association of Metropolitan
Authorities. They reasoned that phased removal is
safer and, in the long run, it is also cheaper [7]. The
practice stopped when the organisation ceased to ex-
ist, however phased removal remains the policy of
Nottinghamshire. It also has been adopted as Gov-
ernment policy in Australia, incorporated in the 2013
Asbestos Safety and Eradication Bill [8].

But why was so much asbestos used in school con-
struction in the first place, when there was evidence
of the dangers of exposure to it? And what lies be-
hind the reluctance to remove it? The answers to
these questions are complex and interlinked. But the
reason so much asbestos was used stems, in part,
from the adoption of a particular building style in
Britain during several decades of the mid-twentieth
century.

Following the end of the Second World War, the
government and the Department of Education and
Science was confronted with the need to build a great
number of new schools and replace or refurbish
many more. Consequently, there followed a school
building boom, with more than fourteen thousand
schools being built between 1945 and 1975. The
peak year was 1968, when more than six hundred
schools were constructed [9]. To meet the demand,
industrialised “System” built principles were intro-



duced, where dimensions were standardised and
components prefabricated in factories. At that time
the use of asbestos was at its height, so asbestos ma-
terials were used in school construction and refur-
bishment [10]. But for System built schools, in
particular, the preferred designs specified the incor-
poration of large quantities of these materials.

System (school) buildings were normally based
around a frame made of steel, concrete, wood or alu-
minium on which was placed external and internal
cladding. The light structure used in most of the
designs is vulnerable to fire damage and therefore
extensive use was made of asbestos materials [11].
Materials containing chrysotile (white asbestos) were
extensively used, but so were the amphiboles, with,
in particular, large quantities of amosite (brown as-
bestos) and to a lesser extent crocidolite (blue asbes-
tos). The amphiboles were incorporated in the form
of sprayed asbestos, lagging, and asbestos insulating
board (AIB). Chrysotile can cause mesothelioma but
amosite is up to 100 times more likely to and crocid-
olite up to 500 times [12]. Of greatest concern is the
presence of these lethal materials in locations access-
ible to children: AIB panels in ceilings, walls, win-
dow reveals, door surrounds, heaters, fire-doors in
classrooms, halls, gyms, corridors, cupboards and
toilets. All of these are vulnerable to damage and will
easily release (mainly amosite) asbestos fibres if dis-
turbed.

It should not be thought from the foregoing that the
widespread use of asbestos in school construction
was excusable, a result of ignorance about the risks
involved; on the contrary, by 1965 (at the height of
the school building boom) there was increasing
awareness of the dangers of asbestos, as evidenced
by the annual report of the Chief Inspector of Factor-
ies who highlighted the fact that mesothelioma had
been shown to be associated with exposures to as-
bestos “Sometimes of astonishingly slight degree”
[13]. Aware of the widespread use of asbestos in
classrooms, the Department of Education sought the
advice of the Chief Medical Officer of the Factories
Inspectorate who warned of the dangers of asbestos,
and advised against the use of asbestos in schools,
stressing that children were particularly vulnerable to
exposure. While admitting that the science was not
complete, he concluded: “The important point to me
is that you are dealing with children... The more I see
of asbestos, the more I dislike it” [14].

Regrettably, such warnings were not heeded; the
building program proceeded apace (still using asbes-
tos materials) and school personnel and the public
were not given the full facts about the scale of the
problem or the potential risks. Though, in 1967, a
warning was issued to all schools [15], under pres-
sure from the asbestos industry, it was watered down.
Cape Asbestos and Turner and Newall’s overriding
concern was the likely damage to their industry if
people thought that asbestos in buildings could harm

their health. They consequently wrote to the Secret-
ary of State for Education claiming, incorrectly and
contrary to the growing evidence [16], that “Their
anxiety is based on an unjustifiable exaggeration of
the health hazards...there is no evidence whatsoever
that the incorporation of asbestos in buildings has
ever impaired the health of the occupants” [17]. They
went further in ensuring that the concerns of teachers
were quelled by repeating their incorrect claims in
the Times Education Supplement. The Board of
Trade gave its support to the asbestos industry and
was pleased that the policy of “quiet reassurance”
had “headed off secondary alarm” [18].

Most controversially of all, the Department of Edu-
cation Architects and Building Branch gave support
to the flawed claims of the asbestos industry [19].
One Department of Education official protested that
the department was taking a different line from the
one advised by the principle experts in the country,
but his protests were in vain [20]. The warnings had
been given by experts and yet they were ignored; in-
stead, the department allowed the continued use of
asbestos materials in classrooms and knowingly
oversaw the design and construction of thousands of
schools where the extensive use of asbestos materials
was specified.

About half the schools in the country are System
built [21] and many of them were constructed by
consortia of local authorities, the first being CLASP
(Consortium of Local Authorities Special Pro-
gramme) established in 1957. However, the Archi-
tects and Building Branch had overall control of the
building program and was responsible for the design
and development of new schools.

It is significant that, to better achieve ambitious
building targets set by government, many senior offi-
cials in the branch were pioneers of System building,
recruited from local authority consortia, and having
strong commitments to the use of asbestos materials.
For example, in 1964 the Chief Architect of CLASP
moved to the Architects and Building Branch as
Chief Architect, where he later became head of the
branch, remaining until 1975 [22]. Since he had been
at the fore in the development of System built
schools, it is not unreasonable to assume that the Ar-
chitects and Building Branch’s denial in 1967 that
asbestos in schools could harm the occupants
stemmed in a large part from the fact that the
branch’s chief architect, together with like-minded
branch officials with similar backgrounds, specified
and encouraged the widespread use of asbestos ma-
terials in school construction.

The use of amphiboles rapidly slowed in the late
1970s, until their import and manufacture were fi-
nally banned by law in 1985 [23]. But the damage
had already been done; by then the vast majority of
schools in the country contained asbestos, with most
System built schools containing large amounts of

47



amosite. Britain imported more amosite than any
other country and this is considered the reason we
have an exceptionally high incidence of mesothe-
lioma [24].

In 1979 the government’s Advisory Committee on
Asbestos again highlighted the greater risks that chil-
dren faced from asbestos exposure, compared to
adults [25], but the US authorities had gone a step
further. Following an audit of the extent of friable as-
bestos in their schools, they estimated that for every
teacher and support staff death from mesothelioma,
nine former pupils would die from their asbestos ex-
posure at school. As a result, in 1986 stringent laws
were introduced in the US specifically for schools; it
being acknowledged that, because of the increased
vulnerability of children, schools had to be treated as
special places (with regard to asbestos regulations).
In contrast to UK practices, the US advocated a
policy of openness [26].

In Britain, to this day no such audit has been carried
out to determine the extent of asbestos in schools and
no official estimate has been made of the number of
people who are likely to die as a result of their asbes-
tos exposure at school. Some fourteen years after the
US action, calls for an audit in the UK were turned
down because: “Commissioning a nationwide survey
might provoke unnecessary panic” [27].

A comprehensive audit of the condition of school
buildings in England was completed in 2015, but an
assessment of the extent, type and condition of as-
bestos materials was specifically excluded [28]. This
decision was taken despite the presence of asbestos
being one of the most expensive items when school
buildings are maintained, refurbished or demolished;
excluding assessment of such costs means that any
future financial forecasts will be meaningless. (This
course of action appeared to be a politically motiv-
ated; without embarrassing data, there would be no
pressure to produce a proportionate or proper re-
sponse — and the public would remain unaware of the
scale of the problem.)

In 1997, consultations took place regarding the Con-
trol of Asbestos Regulations. Since it was proposed
to make the management of asbestos mandatory, it
was proposed that asbestos surveys also be made
compulsory. The Building Research Establishment
and the Department for Health supported the propos-
al. However, the Department for Education argued
strongly and successfully against asbestos surveys
being made compulsory, their reasons being revealed
in a letter:

“Like you we are not very keen on the idea of
surveying all the schools. The cost of the sur-
veys, removal and reinstatement would be pro-
hibitive...We also feel that it would not be fair
to single out schools for such survey thus im-
plying that they are more at risk.” [29]
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This letter was written to the HSE by the head of the
Department for Education Architects and Building
Branch the senior official responsible for school
buildings and advising ministers on government
policy. He joined the department in 1982 and was
head of the branch from 1997 to 2008 [30]. He ig-
nored the expert opinion of the Building Research
Establishment, the Department of the Environment
and the Medical Research Council [31]. The fact that
he argued against schools identifying their asbestos
is appalling, and has inevitably led to the continu-
ance of unsafe practices in many schools. As a senior
official with a duty of care for every child in the
country, his dismissal of the particular vulnerability
of children to asbestos exposure in schools provided
the government with a further excuse for inaction.

While arbitrarily denying that there was a particular
risk from asbestos in schools, in 1997 the Depart-
ment for Education also advised the schools minister
against assessing the scale of any such risk. An in-
ternal background ministerial briefing gave the reas-
on why:

“A central government initiative to assess the
risks to teachers and pupils would not only be
inappropriate, given where the statutory re-
sponsibility lies, but would also lead to pressure
for centrally funded initiatives to remove all as-
bestos and for other aspects of building work.
That would be extremely expensive, as well as
risky and disruptive for the schools concerned.”
[32]

With no official assessment of the extent of asbestos
in schools or of the risks involved, the HSE and the
Department for Education could publicly deny that
there was any problem with asbestos in schools —
officially there wasn’t.

In contrast to the above, in the same year, a report by
the Medical Research Council and the Building Re-
search Establishment had concluded “It is not un-
reasonable to assume, therefore, that the entire
school population has been exposed to asbestos in
school buildings.” It highlighted the particular risks
in System built schools, assessed lifetime asbestos
exposures and estimated that “Children attending
schools built prior to 1975 are likely to inhale around
3,000,000 respirable asbestos fibres...Exposure to as-
bestos in school may therefore constitute a signific-
ant part of total exposure” [33]. The above exposure
estimate was based on asbestos being in good condi-
tion but it was stressed that fibre levels are a lot
higher when asbestos is disturbed or damaged. Con-
sequently, the numbers of fibres released and inhaled
can be significantly greater than in this estimate, and
there is considerable evidence of frequent disturb-
ance and damage in schools [34]. But the warnings
sounded in the above report were evidently unheeded
by officials steering Department for Education and
HSE policies on asbestos.



The inevitable consequence of large quantities of fri-
able asbestos materials accessible to children in
schools is that asbestos fibres are released. In 1987,
air tests carried out in a System built school in Lon-
don showed that when a door was slammed or when
a wall was hit large numbers of asbestos fibres were
released into rooms. In one test, a concentration of
330,000 (mainly amosite) fibres per cubic metre of
air was detected after slamming a door just five times
[35]. Despite the serious nature of these findings and
the widespread implications, there is no evidence
that the public was alerted or that a warning was is-
sued to the many thousands of other schools that
contained asbestos insulating boards in similar loca-
tions vulnerable to damage by children.

It was only when the problem was rediscovered
twenty years later in 2006, when tests were carried
out in a number of CLASP schools, that measures
were taken to inhibit the release of asbestos fibres in
thousands of System built schools. The tests showed
that hitting a wall or column, slamming a door or
even sitting on a window sill could release (mainly
amosite) fibres — amounting to as much as 420,000
fibres per cubic metre — into classrooms. Presumably,
fibres had been repeatedly released by such activities
since the schools were built more than forty years
before. However, the HSE advice was not to remove
debris or damaged, deteriorating asbestos, but in-
stead to “manage” the (asbestos) problem by apply-
ing silicone sealant to every crack and gap. This was
bad, unsafe advice and such seals have been shown
to fail. But for administrators such “containment”
was an easy solution to their asbestos problems; en-
abling reassurances to be given that staff and chil-
dren were safe — the asbestos was being “managed.”
It was an approach that also avoided the considerably
greater expense of removing the asbestos or demol-
ishing the school [36].

In 2004, the HSE introduced two initiatives; the first,
an extraordinary, retrograde measure denying in-
formation about asbestos incidents occurring in a
school to concerned parents. Against their own ex-
pert medical advice [37], the HSE decided that par-
ents need not be informed of their children’s asbestos
exposure at school unless it exceeded the Action
level [38]. This is a dangerous level of exposure for
adults, let alone children. It is meant to be applied to
contractors working on asbestos — who have to wear
protective clothing and breathing apparatus. As a
consequence, asbestos incidents have occurred in
schools without being officially recorded, and par-
ents and children have not been informed they have
taken place. The Asbestos in Schools Group argued
successfully for this flawed guidance to be with-
drawn and it finally was in 2012 [39].

The second HSE initiative was introduced following
some acknowledged serious asbestos incidents. It
was a campaign to improve asbestos management in
schools and “to reduce exposure dramatically over

the next few years” [40]. A year later the campaign
was dropped before the first meeting had taken place,
so that resources could be reallocated to achieving
Public Service Agreement targets of reducing asbes-
tos exposure for building maintenance workers [41].

The Department for Education was asked to take
over the campaign, but they declined, not being will-
ing to accept that they had overall responsibility for
the safety of staff and pupils. It was not until 2010
that the campaign was re-established following a
meeting between the Asbestos in Schools Group and
the Prime Minister. The department finally accepted
that it had overall responsibility and established the
Asbestos Steering Group to improve asbestos man-
agement in schools. This was a major step forward,
and since then this group has made some significant
improvements. But government policy remained re-
liant on advice from the HSE.

In 2009, the HSE Director of the Disease Reduction
Programme issued the following unsubstantiated
(and incorrect) reassurances: “Even if asbestos dust
was released from floor tiles, ceiling tiles, wall pan-
els and other common materials and was inhaled by
teachers and pupils, the doses would be too low to
cause any problems....” [42] and “There is also no
evidence to suggest asbestos can affect children more
than adults” [43]. These statements were not only
contrary to expert opinion and the evidence, but the
fact that such views were expressed by a senior offi-
cial who advised ministers on asbestos policy, makes
it little wonder that effective action on asbestos in
schools has not been taken.

Clearly, the unambiguous statements made some
fifty years before — that children were more at risk
from exposure to asbestos than adults — had once
again been conveniently put to one side. This led the
Asbestos in Schools Group to propose that a new as-
sessment of this particular risk should be made. The
suggestion was taken up, and in 2013 the govern-
ment’s advisory committee on cancer, the Committee
on Carcinogenicity (CoC), completed a two year
study which confirmed children were indeed more
vulnerable to asbestos exposure than adults. The
younger the child the greater the risk: the lifetime
risk of developing mesothelioma for a five year old
child is 5.3 times greater than that for an adult aged
thirty. The fact that children were more at risk should
have formed the basis for all asbestos policy for
schools. But it has not. If the mistakes of the past are
not to be repeated it is essential that a realization of
this vulnerability underlies all future asbestos policy
for schools.

While it had been made clear that schools were ex-
pected to manage their asbestos themselves, in 2011
the HSE decided they would not even carry out pro-
active inspections of local authority schools to assess
whether they were managing it safely [44]. After all,
they had officially advised the government that
schools were “low risk™ [45]. This policy was later
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extended to all schools and remains government
policy.

At the Education Select Committee hearing on As-
bestos in Schools in 2013, a senior HSE official
stoutly expounded HSE policies and assured MPs
that these policies were working: staff and pupils
were safe. Even though the HSE Chief Executive at
the time has, since leaving the organisation, ques-
tioned key elements of those policies and advocated
measures diametrically opposed to them [46], gov-
ernment policy continues to be based on the official
HSE line — however flawed the reasoning supporting
it.

In 2013, T accompanied a nursery school teacher,
who was suffering from mesothelioma, to a meeting
with the schools minister. The teacher very elo-
quently and bravely explained to the minister how
government policies had failed to ensure that chil-
dren and staff in schools were safe. She provided
evidence that present government policies were not
working, and said that fundamental changes needed
to be made.

The minister assured her that if there was evidence
that asbestos posed a risk to school staff and pupils
then, regardless of cost, measures would be taken to
ensure that schools were made safe. However, he
stressed his policy was based on HSE advice, and
this advice was that staff and children were not at
risk from asbestos in schools. Furthermore, it was the
HSE’s view that, in general, school authorities were
effectively managing their asbestos. Therefore, on
the evidence available to him, he could not justify to
the Treasury the need to spend large amounts of
money on mitigating the effects of asbestos in
schools [47].

In 2015, the government published a policy review
on asbestos in schools. This was a step forward and a
number of improvements were proposed. However,
the review again stressed that policy was based on
HSE advice; seemingly an excuse to essentially
maintain the status quo. It appeared the opportunity
to establish a long term strategy or make the funda-
mental changes required to make schools safe had
been missed.

There are, however, glimmers of hope; the current
Department for Education official with responsibility
for school buildings (recruited from the commercial
world) acknowledges that there is a problem and that
measures have to be taken to solve it. The policy re-
view did accept that staff and pupils had been ex-
posed to asbestos at school and that former pupils
and staff were dying of mesothelioma. A question-
naire has been subsequently issued by the Depart-
ment for Education to all schools in England to
obtain data on asbestos management. However, a re-
sponse was not mandatory and at the close just 25%
of schools had replied; currently their responses are
being analysed. Finally, after fifty years of keeping
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the facts from the public, the review also recommen-
ded a policy of openness should be adopted; in fu-
ture, parents would be made aware of the standards
of asbestos management in their children’s school.

Concluding Thoughts

Britain has the worst incidence of mesothelioma in
the world and it is increasing; 39.9 per million of the
population per annum [48], compared to the USA
which has stabilised since 1999 at 12.8 per million
per annum [49]. An increasing proportion of the
deaths are amongst people who have never worked in
high-risk occupations. It is reasonable to conjecture
that a significant contributory factor is that genera-
tions of children in Britain have been exposed to as-
bestos at school. This could start processes involved
in the development of mesothelioma at a very young
age in a large number of people; all asbestos expos-
ures are cumulative and increase the likelihood of
mesothelioma developing [50] so that any later ex-
posures then add to the childhood exposures.

The deaths — of schoolteachers, school support staff,
and former pupils — occurring now are a direct result
of government policies of the past. Fifty years ago,
those responsible for these policies were warned of
the dangers by acknowledged experts, but chose in-
stead to listen to advice from a small coterie of indi-
viduals within government departments and the
asbestos industry. It was expedient to maintain the
status quo so as not to alarm the public; even if this
entailed manipulating awkward evidence. What was
to be avoided was a public outcry calling for imme-
diate removal of asbestos from all schools, a prospect
seen to be too expensive to countenance; govern-
ments were persuaded that it was better to keep the
facts from public scrutiny, and provide ever more ex-
pansive reassurances that all was well.

Nevertheless, in the last few years the whole issue of
asbestos in schools has been brought into the open,
and senior officials now in the Department for Edu-
cation have distanced themselves from the unjusti-
fied assurances given by their predecessors and the
department’s flawed policies of the past. The process
of addressing the problem has begun. There now
needs to be an honest assessment of the scale of as-
bestos in schools and the level of risk for school staff
and pupils — and the unembellished results must be
made public.

Given the nature of schools and the way they are
used, radical measures will be required to halt the
carnage that has been exacerbated by decades of
misguided government policies. In deciding how
drastic such measures should be, those responsible
for the safety in schools must, above all, take into
account the particular vulnerability of children with
regard to asbestos exposure. A phased asbestos re-
moval program for schools, though expensive, would
at least eventually lead to the elimination of any risk
of exposure for future generations. While asbestos









ASBESTOS AND THE GMB

John McClean, National Health and Safety Officer of the GMB (retired)

Coordinator of the Asbestos in Schools Group

When Will Thorne MP, who was also the first Gener-
al Secretary of the GMWU (the precursor to the
GMB), stood up in the House of Commons in 1932
to ask a question on behalf of his constituents in the
London borough of Barking it was probably the first
recorded reference to asbestos by the trade union.

This had followed the Merewether report on asbestos
exposure in factories, some of which were situated in
Barking, that had highlighted the high exposure to
dust in the workplaces where asbestos was being
used.

Initial concerns centred on breathing difficulties
workers were experiencing; there was no common
knowledge of the long-term consequences of asbes-
tos fibre exposure. Indeed, it would probably be fair
to say that well into the 1960s trade unions often
considered that the best way of representing their
members was to negotiate extra payments for dirty or
dusty work, without necessarily looking to deal with
the hazard involved.

With the link between mesothelioma and asbestos
exposure becoming clearer in 1965, trade unions had
to begin to take a different approach which gained
greater focus with the passing of the Health and
Safety at Work Act 1974. From this came the Safety
Representatives and Safety Committee Regulations
1977.

When trade unions realized the opportunities this
gave them to represent their members on health,
safety and welfare issues they started to appoint spe-
cialist officers to help provide guidance and advice.
The first National Health and Safety Officer appoin-
ted by GMB was Dave Gee, who had an industrial
background in chemistry.

Obviously the new role took a time to establish and
was initially concerned with tackling traditional
problems encountered by what was still then pre-
dominantly a manual workers trade union, and draw-
ing up guidance manuals on a wide range of issues.
The GMB as a general union has members in a num-
ber of sectors, both public and private, right across
the economy, so asbestos was only one of many con-
cerns raised by members and their officers.

It was becoming obvious in the 1980s that deaths
from asbestos related diseases were growing annu-
ally. In response to this, as well as campaigning on
asbestos issues at local, regional and national levels,
much greater effort was directed into fighting for
compensation for victims and their families. As now,
this often involved establishing case law against in-
transigent insurance companies.

After Dave Gee came Nigel Bryson who arrived in
1990 with a trade union background. Nigel also had a
good working relationship with Stephen Hughes
MEP and they both shared a background in North
East England. This relationship became increasingly
important as trade unionists were often looking to
Europe to secure improvements in employment and
health & safety legislation, particularly during the 18
years of Conservative rule. The national health and
safety department also developed more professional
material on asbestos, both for guidance, and in eye
catching posters, raising awareness of the asbestos
problem in many workplaces.

Following Nigel’s departure there was a period of re-
organisation to deal with some internal financial dif-
ficulties, which left the focus on health and safety in
general and on asbestos in particular on a less satis-
factory level. Obviously, work continued on giving
advice to members and officers, and dealing with
government initiatives, but there was little scope for
proactive campaigning.

When I was appointed National Health and Safety
Officer in 2005 it was with a brief to restore the
GMB’s reputation as a campaigning trade union, fo-
cusing on those issues that were important to GMB
members — and due to our history, asbestos featured
high on the list. The three lobbies on pleural plaque
compensation that we organised, while high profile,
did not produce the result we felt victims deserved —
a major disappointment under a Labour government.
There was more success for the campaign for the
universal provision of Alimta, a palliative drug which
also helped extend life for mesothelioma sufferers —
putting an end to the “post code lottery” implicit in
supply from local NHS trusts.

Involvement in HSE campaigns such as the Hidden
Killer campaign, designed to raise the profile of as-
bestos awareness among building workers mainly
engaged in refurbishment work, was deemed a suc-
cess, and responding to government consultations on
proposed changes to asbestos legislation ensured that
the worker’s voice continued to be heard. Working
alongside the asbestos victims support groups on is-
sues such as the paying of compensation to those
victims of exposure who could not trace their origin-
al workplace insurer took time but was ultimately
worth it.

At a European level, meetings organised by the
European Federation of Building and Woodworkers
(EFBWW) helped develop a wider perspective and
establish a common approach across Europe while
recognizing different speeds of achievement, particu-
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