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Forward
Co-production is a key theme
within the Genomics for Precision
Medicine Strategy. Following a
robust recruitment process we
have now established our
Sounding Board. We are
delighted to have a diverse group
of 10 members from across
Wales with various personal
experiences of genetic
conditions, including cancer, rare
disease and genetic testing during
pregnancy.

The next consultation in June will
focus on developing public facing
website content and a discussion
around means to improve the
patient experience. The Sounding
Board can be accessed by all
GPW partners for consultation
on any genomics-related topics to
ensure that the valuable patient
and public voice can strengthen
their work. Contact GPW for
more information.

Members of staff from AWMGS gave an overview of
circulating tumour DNA (ctDNA) and the benefits this
approach provides in comparison to the more invasive
traditional biopsies. ctDNA is the DNA which is shed by the
tumour into the individual’s bloodstream. From a blood
sample, tumour DNA can be identified and genes analysed to
enable targeted treatment of the cancer. The plan is to
expand genetic testing from looking at single genes to a panel
of genes. Wales would be the first nation to adopt this panel
testing for ctDNA routinely. >>Read more on page 2.

Consultation 2: Genomics Showcase

Michaela John
Programme Manager
Genomics Partnership
Wales

On 6th May 2020 we are taking over Cardiff City Hall for the
first Genomics Showcase. The Showcase will exhibit all that is
current in the field of genomics in Wales. In preparation for
this event we split you into three groups to get your opinion
on what you thought would be good to have at the event for
patients and the public, as well as what role you would like to
play >>Read more on page 3
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Would you be willing to provide blood samples for research purposes alongside biopsies and other
treatment if you were a patient?
You felt that the general public already had a good understanding of cancer. If you were asked to
engage in a study of this type, you believed that expectations should be managed as there may not be
a direct personal benefit; as part of the consent process, the wider benefit to society and other family
members should be highlighted. Information should be provided in various formats so that the patient
can state their preference. The consenting process should be kept simple to ensure maximum uptake.
Depending on the clinical context you felt that people might not be in a position to answer
immediately, so information should be provided to take away and allow the decision to be made at a
later date.
As the clinical utility of sequential sampling to track disease has not yet been proven, how do you
feel about Wales being an early adopter of such tests?
You were supportive of Wales being an early adopter of these tests, being a unique selling point for
Wales.Where the presence of ctDNA cannot be confirmed in the laboratory, you were asked whether
this meant there was no ctDNA in the patient’s sample and whether a second test could be
commissioned. You felt the patient donating the sample must understand possible result outcomes
including false positives/negatives, and inconclusive results, as part of the consent process. You felt
visual resources would help with this and also improve understanding that Wales is an early adopter
of this process.
Should samples be tested in a large gene panel that may not have a direct relevance on the cancer
treatment?
You felt that it was the duty of the clinician to inform the patient of the benefits of panel testing and
allow the patient to provide consent or not. What to do where germline variants are detected in
genes associated with hereditary cancers (e.g. BRCA1/2) which may have clinical significance for
wider family members was also discussed. You believed that this should be part of a robust consent
process, with upfront conversations and utilising simple language in information sheets to ensure
transparency. Some of you felt disclosure of these results would depend on whether they were
actionable (e.g. BRCA1 or BRCA2 gene) or non-actionable (e.g. Alzheimer’s), and the impact they can
have on wider family members.You also made the following two observations which have been fed
back to the Service.
1. You did not see an ethical issue with working with big companies in developing new
drugs/treatments providing that the reasons for this collaboration were sufficiently explained.
2. You suggested testing may be done locally in a hub and spoke model to reduce burdens on the
main service.
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What do you think should be at the Genomics Showcase for the general public?
You felt that the event should be interactive and engaging to a wide audience. You suggested
the following:*
Use jargon-free plain English only!*
Stands, exhibitions (e.g. journey through… to teach children about genomics) and stalls to
showcase the breadth of genomics in Wales.*
Careers-focused talks/activities targeting the future workforce (e.g. students, school-aged
children beginning to consider their future careers)*
Talks and presentations, e.g. exploring the family implications of genetic testing, building
on patient stories. You felt timing these for lunchtime/early evening may increase
footfall.*
Hands on activities such as treasure hunts, microscopes with some examples of results,
mini experiments, tour of a mock-up laboratory, etc.*
Visual tools such as models of the body/double helix and looped introductory videos (e.g.
what is genomics, what is DNA, etc.)*
Promote where Wales is at the cutting edge of ground-breaking genomic developments.
Include historic Welsh achievements on a timeline alongside other notable milestones.
What do you think patients would value having access to at the Showcase?
You felt an interactive Genomics 101 visual presentation would be useful to help myth-bust.
You felt that having patient stories being played on a loop in a dark room would also be good
– there should be signposting from here to relevant exhibits should anyone want to follow up
something that they heard in the video. Having as many rare disease support groups as
possible present, alongside Genetic Counsellors, would help with any further questions (e.g.
wider impact of genetic testing).
Showcasing what is new in terms of emerging technologies would be of interest to patients,
specifically where the new technologies have an impact on patient care (e.g. shorter patient
journeys to diagnosis). You felt that this should include the role of ‘spokes’ across Wales.
'Meet the… (Clinician, Scientist, Bioinformatician, etc.)’ sessions would help to add a human
face to the patient journey. You also felt a quiz on arrival would help to direct patients to the
areas of most interest/use to them. You felt this would also benefit members of the general
public as well. You said that the public talks and presentations would also be of interest and
benefit to the patient. Some of these may be able to be recorded and made available as
podcasts for those unable to attend the Showcase in person.
What do you think the Sounding Board can bring to the Genomics Showcase

You felt a mini Sounding Board could be run, you suggested HealthWise Wales (HWW)
For
the latest
most
to
starting off the conversation with a 5 minute talk on a topic (e.g.
‘what
your and
genes
sayup
about
date information,
the
you’), followed by a 45 minute interactive session. You felt you could
be involved visit
in the
facilitation of the group sessions. You stated that you would need
knowledge
of the
topics in
Public
Health Wales
website.
advance in order to help withthis. Another suggestion you made was to map genomics into
people’s lives in the form of the diagnostic journey from well person to
sick person to
phw.nhs.wales
recovery
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Sounding Board Membership
The final consultation of the day was focussed on the membership of the Sounding Board, Michaela
explained that we were looking to recruit additional members to the Board. We wanted to consult
with you on your thoughts for this and we welcomed your feedback on the role description.
Your suggestions:
You felt that developing a suite of frequently asked questions may be useful to send to prospective
consulters to avoid duplication of discussion. This is not deter potential consultations, as each
consultation to date has brought a distinctive perspective, even when the same subject has cropped
up several times (e.g. consent).
You wanted to see details of the consultation on the website in the form of high level points, this
could form a useful resource to help signpost departments should they wish to consult the group.
You believed this would help them to be more focussed in the questions they asked.
You agreed that the numbers currently on the Sounding Board are not high enough to allow for
unavoidable absences. We proposed that having a membership of ~15-20 members would increase
the probability of ~10-15 attending any consultation and you agreed. We invited interest from any
member who would like to help with recruitment.
You were asked to feedback on the draft role description for the Sounding Board members. We
noted that there should be some minor re-wording to clarify that this is for the recruitment of
additional people to an existing Board. Other wording changes suggested were to highlight the
following:
The issues surrounding genetics and genomics are complex, but not the actual subject of genetics
and genomics
Emphasise to work with patients and public, not learn from them
Give examples of what consultations have taken place to date
You thought that, whilst emphasising that direct/indirect personal experience of genetics/genomics
services would be advantageous, you would not want to exclude anyone with a genuine interest in
genomics.
You believed more could be done to link with and support the Public Genomics Cafés, and that
certain resources should be made available in easy read format (e.g. for learning disabilities). Once
the advert was live, we would share the link with you to share across your networks (support groups,
Facebook pages, etc.)
In terms of the induction for the new members, you felt it may be useful to pull together some
general questions based on feedback received following existing members’ inductions.
Date of Next Meeting - In agreement with those present, we confirmed that the date of the 2020
Summer Consultation would be Wednesday 1st July.

Contact GPW

@GenomicsWales genomicspartnershipwales@wales.nhs.uk

