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Attendees
‘ Organisation Role Abbreviation in text
Independent Chairperson Chair
UKHSA Radiation Epidemiology Group Leader UKHSA-1
UKHSA Head of Radiation Effects Department UKHSA-2
UKHSA Database Manager UKHSA-3
UKHSA Secretariat UKHSA-4
UKHSA Statistician UKHSA-5
AWE Materials and Analytical Science AWE-1
EDF Chief Medical Officer EDF-1
GMB Trade Union Convenor GMB-1
MOD Civilian Consultant in Radiation Medicine MOD-1
NDA Epidemiology Research Manager NDA-1
Prospect Trade Union Negotiation Officer Prospect-1
Sellafield Deputy Head of ADS Sellafield-1
Sellafield Occupational Health Doctor Sellafield-2
Springfields Archives, Dosimetry & OH Services Manager | Springfields-1
Springfields Head of Radiological Protection Springfields-2
UKAEA Safety, Health, Environment & Quality UKAEA-2
UNITE Trade Union Convenor UNITE-1
Apologies
Sellafield Chief Medical Officer Sellafield-2
Rolls Royce Deputy Head of ADS Rolls Royce-1
UKAEA Radiation Protection Advisor UKAEA-1
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1.1.

2.1.

3.1.

3.2.

3.3.

3.4.

4.1.

Introductions
KB welcomed the group and a round of introductions were made.
Review of minutes

The minutes were approved and the group agreed for the depersonalised minutes to be
published on the NRRW webpage with the following additions/corrections:

e Add a list of abbreviations
e Add paragraphs 3.3 & 6.11
¢ Amend ‘Sellafield pension scheme’ to ‘nuclear pension scheme’ (para 6.2)

ACTION 1: Update the minutes as agreed and publish on the NRRW pages on the
www.gov.uk website (UKHSA-3/4)

Status of NRRW

UKHSA-3 gave an update on the current status of the NRRW and development of the
data management system to hold the NRRW, bringing together the ex-BNFL, SHIELD
& existing NRRW databases.

UKHSA-1 explained that data is held in the NRRW without informed consent. UKHSA-1
explained that the NRRW study has legal authority to hold personal identifiable data (PII)
about workers without informed consent. This has been provided by
the UKHSA Caldicott Guardian who has the authority to grant such permission under
regulation 3 of the Health Service (Control of Patient Information) Regulations 2002 for
studies undertaken for public health benefit.

As part of the data sharing agreements held with employers, employers are requested
to share information about the study with their employees, including the option to opt-
out; UKHSA do not prescribe how employers share this information. There was
discussion about how different organisations share this information and it was agreed
that each employer should be contacted to ask about how employees are informed so
that the group could be assured that this was being done

ACTION 2: Ask employers how they share information about the NRRW study with
their employees including the option to opt-out. (UKHSA-1)

UKHSA-1 explained that follow-up data for the study was being received internally, but
the databases have now moved to NHS Digital and work is ongoing to re-establish data
flows.

Cross-check with DWP

UKHSA-1 explained that cross-checks of the NRRW database with DWP records had
previously been conducted to identify deaths and emigrations that have not been picked
up viathe NHS records. Itis hoped a similar cross check can be completed prior to the
4" NRRW analysis.
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4.2.

4.3.

4.4,

4.5.

5.1.

5.2.

5.3.

5.4.

From discussion with the UKHSA legal team three steps need to be completed prior to
a cross-check: the privacy statement must be updated to say PII data will be shared with
DWP for the purpose of checking data accuracy; agreement of the NRRW Governance
Group; and a notice must be sent to all employers with whom a data sharing agreement
is held informing them of the cross-check and asking them to make contact if they have
any objections.

It is planned that the whole cohort will be sent for an initial cross-check, rather than those
already identified as potentially lost to follow-up. It might then be possible for afacility to
be set up which would allow the UKHSA team to log-in to an area of the DWP system
to check individuals about whom there are queries. Name, date of birth and National
Insurance number will be shared and DWP will return a status as alive, dead or
emigrated.

There was discussion about what controls would be in place to ensure data was not lost
or used beyond scope. A data sharing agreement will be put in place which will define
the data usage and a data destruction certificate will be required after the cross-check
is complete. The data items shared will be limited.

The group agreed that a cross-check with the DWP records should proceed and was
inline with good governance policy to ensure accuracy of the NRRW database.

Occupational Health Data

UKHSA-1 explained a major limitation of studies of occupational radiation exposures is
the lack of data on lifestyle factors which influence risk of disease, such as smoking,
BMI and blood pressure. If this data could be obtained, it would allow better
characterisation of the background risks, meaning the risk from radiation could be more
accurately assessed.

UKHSA have been in discussions with Sellafield-2 about the Sellafield Occupational
Health (OH) records over a number of years. UKHSA have reviewed a small sample of
anonymised electronic records and a larger sample of paper records and believe they
could be a useful source of data. However, data extraction will take a lot of resource
and expense.

UKHSA-1 proposed a pilot study to assess whether data extraction from the full record
set would be worthwhile. The pilot study would focus on the electronic records as
extraction from these will be far easier. Anyone employed between 1986 and 2014
should have an electronic record. Relevant data items would be extracted by an
automatic program including identifiers to allow for matching to the NRRW database.
Once OH records are matched to NRRW records, the dataset would be anonymised,
before being reviewed and written-up. It was suggested that the OH data would be held
by UKHSA for 6 months before being deleted.

Ethical approval from an NHS Research Ethics Committee was sought, but the
committee declined to review the application as the S251 for the study, which allows
personal data to be held without consent was granted by the UKHSA Caldicott Guardian
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5.5.

5.6.

5.7.

5.8.

5.9.

5.10.

5.11.

5.12.

6.1.

not the NHS Confidentiality Advisory Group; the pilot study is not on NHS patients; and
they suggested that approval was already in place as they had given a favourable
opinion when asked for an opinion in principle to hold occupational health data on
NRRW. UKHSA-1 therefore made a submission to the UKHSA ethics committee, which
did grant approval for the pilot study.

This proposal was previously discussed at the last NDA-UKHSA Governance Group,
where it was agreed that it should now come under the purview of the NRRW
Governance Group.

To proceed, agreement from the group is required, the current Data Sharing Agreement
with Sellafield Ltd and the privacy notice on the NRRW webpages will need to be
updated. Sellafield will need to decide whether to send any communication to workers.

There was discussion about the potential utility of the OH data. It was noted that some
of the data is self-reported, so the accuracy is questionable. The pilot study will look to
see if there are expected trends in disease risk with certain lifestyle factors which will
provide some indication of the accuracy.

NDA-1 noted that the pilot study will allow a better cost-benefit analysis for the
digitisation of the paper OH records which will be helpful for a future business case for
funding from the NDA.

There was discussion around potential expansion of OH data collection to other
employers and EDF-1 and Springfields-1 noted potential challenges in getting
agreements and funding. UKHSA-1 explained that Sellafield is hopefully just a starting
point, but it will be some time before the conversations with other employers could start
in earnest but if this project is successful then UKHSA would seek to collect OH data
from other employer organisations.

GMB-1 noted that at the November 2022 NDA-UKHSA Governance Group meeting
there had been discussion around the legal ownership of the OH records and the record
retention policy. NDA-1reported that further discussions between Sellafield-2 and the
NDA Departmental Records Officer were required to clarify the situation, but this should
not impact a pilot study.

Sellafield-1 noted that he had had a meeting with UKHSA-1 and Sellafield-2 to discuss
the pilot study, and Sellafield-2 was happy to proceed with the unions’ agreement.

The group agreed they were happy for the pilot study to proceed. It was noted that
Sellafield Legal were likely to discuss the study with the union members and this
agreement does not override any future discussions.

Updates on Projects

iIPAUW: The UK data, the Springfields cohort, is ready to be shared with the study
consortium when they are ready to receiveit. Delays have been due to the calculation
of internal doses which has been more complex than anticipated. Preliminary analysis
on Springfields data has begun and two papers — one on cancer and one on non-cancer
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6.2.

7.1.

7.2.

7.3.

7.4.

7.5.

7.6.

8.1.

8.2.

outcomes are planned to be produced prior to publication of any results from the pooled
analysis. A meeting on the study consortium is being held in May 2023 in Munich. The
Russian & Kazakhstani cohorts are no longer participating.

Plutonium dose calculations: With internal dosimetry information from the BNFL &
SHIELD databases moving into NRRW, the intention is to update the plutonium doses.
ICRP have changed how doses are calculated which has added complexity and so this
is taking some time.

Terms of Reference (ToR)

The ToR were updated following commentsat the July 2022 meeting and circulated prior
to the meeting.

There was discussion around how decisions will be made and whether individuals would
have the ability to veto. It was agreed that this might vary depending on the decision to
be taken and would be assessed on a case-by-case basis.

UKHSA-1 explained that the Research Ethics Committee that had reviewed the study
had requested for a lay member to be part of the Governance Group, specifically to
represent non-union members. An advert was placed in the nuclear pension scheme
newsletter at the end of 2022 and seven applications were received.

The Chair proposed a set of essential & desirable criteria for the lay member and, if the
group were happy with these, UKHSA-1 and the Chair will shortlist the applicants based
on these criteria, speak to the shortlisted applicants and then the Chair will make a
decision on the appointment.

The group agreed that a union colleague should also participate in the shortlisting
process.

The group agreed forthe Chair, UKHSA-1and GMB-1to undertake shortlisting and gave
the Chair authority to make the final decision on the appointment of the lay member.

ACTION 3: The Chair, UKHSA-1 and GMB-1to shortlist the lay member applicants
and the Chair to decide on the final appointment. (Chair, UKHSA-1, GMB-1)

The International Nuclear Workers Study (INWORKS)
A presentation on the latest results from the INWORKS study was given.

The study, co-ordinated by the International Agency for Research on Cancer (IARC),
combines data from nuclear workers in the UK, US and France for pooled analysis. The
paper does not explicitly breakdown risk estimates by country but does look at the risk
excluding each country in turn; there does not appear to be a big difference in risks.
Risks for the UK cohort have been previously published under the updated NRRW-3
analyses, and the INWORKS paper will reference this.
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8.3. The results of the study are of importance to COMARE, ICRP & UNSCEAR who are
currently conducting reviews into the risks of circulatory diseases associated with
radiation exposure. The study only looks at mortality data. There may be an option in
the future to access morbidity data from the Hospital Episodes Statistics data set, but
this has limited historical data.

8.4. A paper has been submitted to the British Medical Journal for publication and is currently
under review. It is likely the paper will be published within the next couple of months.
The group will be informed when publication is confirmed and details will be published
on the NRRW webpages.

9. AOB
9.1. None
10. Dates of future meetings

10.1. The next meetings will be held:

e Friday 7th July 2023 (London)
e Friday 26th January 2024 (Teleconference)

11. Review of actions

11.1. The Chair led a review of actions from the meeting.

NRRW Governance Group Minutes
27/01/2023 Page 6 of 8



OFFICIAL

11.2. ACTIONLOG

Meeting | Ref. Action Owner Due date  Status
08{8322 01-01 | Circulate all presentation slides. UKHSA-4 31/08/22 | Complete
08/07/22 Discuss publication of the minutes with
[01] 01-02 NDA legal. NDA-1 31/12/22 | Complete
08/07/22 Update and circulate the Terms of
[01] 01-03 | Reference. UKHSA-4 31/12/22 | Complete
08/07/22 Circulate suggested dates forthe January
[01] 01-04 and July 2023 meetings. UKHSA-4 31/08/22 | Complete
27/01/23 Update the minutes as agreed and publish In
02-01 | onthe NRRW pageson the www.gov.uk UKHSA-3/4 | 30/06/23
[02] website progress
27/01/23 Ask employers how they share information In
02-02 | aboutthe NRRW study with their UKHSA-1 30/06/23
[02] employees including the option to opt-out. progress
27/01/23 The Chair, UKHSA-1 and GMB-1 to Chair, n
02-02 | shortlistthe lay member applicants and the UKHSA-1, 30/06/23
[02] Chairto decide on the final appointment. GMB-1 progress
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ABBREVIATIONS

AWE

BNFL

COMARE

DWP

EDF

EU

GMB

HRG

IARC

ICRP

INWORKS

IPAUW

MOD

NDA

NRRW

OH

REC

TOR

UKAEA

UKHSA

UNSCEAR

Atomic Weapons Establishment

British Nuclear Fuels Ltd

Committee on Medical Aspects of Radiation in the Environment

Department for Work & Pensions

Electricité de France

European Union

GMB Trade Union

Head of Research Governance

International Agency for Research on Cancer
International Commission on Radiological Protection
The International Nuclear Workers Study
International Pooled Analysis of Uranium Processing Workers
Ministry of Defence

Nuclear Decommissioning Agency

National Registry for Radiation Workers
Occupational Health

Research Ethics Committee

Terms of Reference

UK Atomic Energy Authority

UK Health Security Agency

United Nations Scientific Committee on the Effects of Atomic Radiation
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