gg FODMS75 Medical Surveillance Form — Workers Undertaking
HSE Licensed Work with Asbestos (excluding firefighters)

Asbestos Workers’ Survey:
Information Leaflet for Asbestos Workers
Research into the health of people working with asbestos

We invite you to take part in a research study

e Before you decide whether to take part, it is important to understand why the research is being
done and what it will involve.

e Please take time to read the following information carefully.

e You are free to decide whether or not to take part. If you choose not to take part, this will not
affect your medical examination today.

e Ask if anything is not clear or you would like more information.

Important things that you need to know

e The Health and Safety Executive (HSE) wants to minimise the risk to health caused by working
with asbestos.

e Over many years, HSE has reduced this risk by controlling the use of asbestos at work.
e This research will help HSE to inform future policy about regulations for working with asbestos.

e |If you take part, the doctor will ask you to complete a consent form and a questionnaire, and
will ask for your permission for HSE to ask central NHS registers for information about your
health.

e If you do not want to take part, you can record this on the consent form. This will not affect your
medical examination today.

e All information you provide will be treated as strictly confidential.

e You can stop taking part at any time by contacting the study team.

How to contact us

e If you have any questions about this research please talk to the doctor who carries out this
medical, or get in touch with the study team using the contact details at the end of this leaflet.
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1. Why are we doing this research study?

The Health and Safety Executive (HSE) wants to reduce the risks people face through work
activities. Over many years, HSE has aimed to minimise the risk to health caused by asbestos by
carefully controlling its use at work. It is still very important for HSE to carry out research into the
health of workers exposed to asbestos. The aim of this research is to monitor the health of people
who work with asbestos in Great Britain and Northern Ireland. The findings will help inform future
policy decisions about regulations for working with asbestos.

2. Why am | being invited to take part in this research study?

You are being invited to take part because you are a licensed asbestos worker and may handle
asbestos during your work.

3. What will | need to do if | take part?

If you agree to take part, the examining doctor will ask you to complete the study consent form and
the study questionnaire. This questionnaire asks about the type of work you do with asbestos, how
you do it, whether or not you smoke, and some questions about your health.

If you have had an asbestos medical before and completed a questionnaire, we may already have
some information about you. You will still be asked to complete the questionnaire again at this
examination so your information is up to date.

The results of your asbestos medical examination are kept confidentially by the examining doctor
and will NOT be sent to HSE for research. Only the consent form and study questionnaire are sent
to HSE. HSE will use this information for research purposes and it will be kept strictly confidential
by the study team.

The law requires you to have a medical examination, but taking part in HSE’s research is
voluntary. The doctor will issue you with a certificate of medical examination, whether or not you
take part in the research.
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4. More information about taking part

What information will the study team ask me to give them?

If you agree to take part in this research, the examining doctor will ask you to complete the survey
consent form and the study questionnaire.

Will the study team collect any other data about me?

The study team would like to follow your health over the long term. To do this, they contact central
bodies of the National Health Services (NHS). If you agree, the researchers will ask these NHS
central bodies to tell them about important health events, such as cancer and death registrations.
The study team may also ask these bodies to help contact you.

The researchers will send your name, address, date of birth, sex and NHS number (or CHI
number in Scotland) to NHS England (England and Wales) or the NHS Central Register (Scotland)
so that you can be linked to the correct data. For cancer and death registrations, NHS England or
the NHS Central Register will send the study team the date of the event, and the cancer type and
cause of death respectively.

Right now, we are not receiving any health information from the NHS for participants based in
Northern Ireland. In the future, HSE may ask to receive this information to support the research.
This will only happen if you have agreed to this on your consent form.

By doing this for many workers, the study team can assess asbestos risks over a long period of
time. This will help ensure that the risks to current and future asbestos workers are properly
controlled.

How long will the research study last?

This is a long term study which began in 1971. HSE has not set an end date for it.

Does HSE have plans for other research studies?

We may wish to contact you again in the future about other research into the health or
experiences of asbestos workers. We will only do this if you agreed to this on your consent form.
We will explain any new study and what taking part would mean for you. You would be free to
choose whether or not you wanted to take part.

Will my information be kept confidential?

We will treat all information you provide, and any health information sent to the study team, as
strictly confidential. Access to personal data will be restricted to authorised people, which are the
small number of individuals working on the study and may include auditors who check that the
study is being carried out correctly. The extended study team will include the researchers; the
examining doctors and their staff who process the consent forms and questionnaires; and any
contractors employed to process the study data. Your personal data is protected by the Data
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Protection Act (2018), the General Data Protection Regulation (GDPR), and other laws protecting
the privacy of information obtained through the NHS.

Your examining doctor may use an online version of the study consent form and questionnaire, or
a paper version. The online form is hosted by Snap survey software. When the doctor submits the
form, your information will be encrypted during transfer and stored securely in the UK. Only the
HSE study team can download and view the data.

HSE may involve other expert researchers in this study. Other researchers may also ask for
permission to use the information we collect. Some of these researchers may be working on
similar studies in other countries. We want to make it clear that all information collected about you
during the study will be kept strictly confidential. If we share data with other researchers, we will
remove your name, address, and any other details that could identify you. We will not share any
information that could identify you with anyone, except the NHS central bodies mentioned earlier,
unless you have given us permission.

We must publish our research findings so they can help improve health and safety. However,
personal information that could identify you will not be made public. We will only report
findings that are summarised over many individuals.

What will the study team do with the information | give to them?

Health information is regarded as a special category of information. HSE’s researchers will use the
information for health research only, and not for any other purpose.

HSE is the sponsor for this study based in Great Britain and will be using information from you to
undertake this study. HSE will act as the data controller, which means that HSE is responsible for
looking after your information and using it properly. HSE will keep identifiable information about
you for 15 years after the study ends.

Your rights to access, change or move your information are limited, as we need to manage your
information in specific ways for the research to be reliable and accurate. If you withdraw from the
research, we will keep the information about you that we have already collected. To safeguard
your rights, we will use the minimum personally-identifiable information possible.

You can find out more about how HSE uses your information on the Asbestos Workers’ Survey
website (https://www.hse.gov.uk/research/long-term-studies/asbestos-workers-survey.htm) and in
HSE’s Privacy Policy Statement (https://www.hse.gov.uk/help/privacy.htm). HSE’s Data
Protection Officer can be contacted by email using the following email address —
DPO@hse.gov.uk — or by writing to the following address — Data Protection Officer, Health and
Safety Executive, Redgrave Court, Merton Road, Bootle, L20 7HS.

Who has reviewed this research?

This study has been reviewed and given a favourable opinion by the National Research Ethics
Service Committee North West — Greater Manchester Central (Reference 14/NW/1041). The role
of the committee is to protect the interests of study participants.
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What if | change my mind?

If you agree to take part you can still ask to withdraw from the research at any time in the future by
contacting the study team using the contact details given below.

HSE will need to use the information collected up to the time you withdraw from the research. This
is because the information will already be part of earlier analyses and published statistics. These
reports do not contain any identifiable data and it is not possible to remove individual data from
them.

What if there is a problem?

If you have a concern about any aspect of this research, you should speak to the researchers who
will do their best to answer your questions (see contact details below). If you are still unhappy,
they will advise you on how to make a formal complaint.

If you have a concern about the way in which your personal information is looked after by HSE you
have the right to complain to the Information Commissioner’s Office (ICO). The ICO is an
independent body responsible for making sure that organisations comply with the Data Protection
Act (2018) and General Data Protection Regulation (GDPR). Full details about the process are
available on the ICO website (https://ico.org.uk/make-a-complaint/).

What should | do now?

If you want to take part in the study, please let the examining doctor know. They will help you
complete the consent form and questionnaire. The doctor will then send completed forms securely
to the study team at the HSE Science and Research Centre.

If you do not want to take part in the study, please tell the examining doctor. They will record your
decision on the consent form and send it securely to the study team. The team will use your
details to check whether you agreed to take part at a previous medical. If you have previously
taken part, the study team will update your records to show that you have withdrawn from the
study. If the check shows that you are not already taking part, your personal data will not be kept
and your consent form will be securely destroyed.

5. How do | contact the study team?

If you have any questions about the research, please feel free to get in touch with the study team
using the following contact details:

Address:  Asbestos Workers’ Survey
HSE Science and Research Centre
Harpur Hill
BUXTON
Derbyshire
SK17 9JN

Telephone: 01298 218609

Email: asbestos.workers@hse.gov.uk

Website: https://www.hse.qgov.uk/research/long-term-studies/asbestos-workers-survey.htm
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