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1st Consultation: 
Rapid Sequencing

I would like to thank all of you involved
in this consultation in Swansea, as
usual there was lots of enthusiastic
discussion and valuable input. Both of
the topics provided an opportunity for
your involvement early on.

For the rapid sequencing service, the
team were keen to hear your views on
the consent process prior to the
implementation of the service, when
they are still at the design stage.

The Advanced Therapies consultation
provided information about a different
programme which started this year,
and you had the chance to not only give
your views on some broad issues that
they face, but also on how they should
co-produce their strategy. We hope
that this shows our commitment to
involving you in the development of
genomics services and related
activities, and that your voice can
contribute to shaping implementations.

We continue to develop our co-
production within GPW with two
Sounding Board members joining the
Governance and Programme Boards in
July. Their presence on these oversight
groups have proved valuable as they
provide a patient focus for all topics
discussed. You will be hearing from
them soon about their thoughts so far.

Thank you again for your ongoing
commitment to our genomics work,
and we look forward to the next
consultation in January – there are lots
more exciting topics for discussion in
2020!

2nd Consultation: 
Advanced Therapeutics

In the afternoon we were very happy to welcome Nick 
O’Sullivan who joined us from the Advanced Therapies 
programme. Following an introductory talk by Nick to outline 
the subject, you again split into two groups. Each group was 
given different questions and they generated lively 
discussions. 

Following the group discussions we came back together and 
you suggested how patient and public involvement could be 
used in the Advanced Therapies programme. You all 
provided invaluable contributions which will help Nick. 

Diolch yn fawr i ti pawb / Thank you very much all for 
another productive and useful day of consultations!

We were extremely grateful to Hywel Williams from Cardiff 
University and Sian Corrin and Tom Stoneman from AWMGS 
who came to lead the first consultation on rapid sequencing 
services. After an introduction, you split into two small groups 
to review a clinical scenario; good discussions took place in 
both groups and useful points were raised.

Hywel concluded the discussion by extending an invitation to 
a forthcoming workshop in Cardiff on Rapid Sequencing. He 
felt that it would be beneficial to have patient representation 
at this free event, and members of the Sounding Board could 
provide this. 

Michaela John
Programme Manager, GPW
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You were presented with the scenario of an 18 month old infant who has been 
admitted to the intensive care unit having begun to experience uncontrolled 

seizures. It is suggested that a rapid whole genome sequencing test should be 
performed. You were asked what would be the best way to give all of the 

information needed to the parents at this difficult time. 

.

Consent to Research

Timing – You were asked about the appropriateness 
of the timing for this discussion. You acknowledged 
that the parents may be upset and not fully engaged 
in the discussion. However the family may be more 
upset if not asked for consent to research and if the 
opportunity was missed. You were supportive of the 
consent for research to be discussed at this time, as 
long as the parents understood their opportunity to 
change their minds later. You felt that leaving the 
consent to research ‘conversation’ until later would 
be resource intensive and intrusive to the family. You 
acknowledged similar consent discussions already 
occur (e.g. when a pregnancy scan shows up an 
abnormality, or in the case of organ donation).

Trust – You believed a trusted point of contact should 
be assigned to support the family. 

Benefits to Research – You felt that previous research 
benefits and potential future benefits would be 
relevant to discuss at this point. You believed that if 
you can demonstrate benefit to patients and wider 
society, consent is more likely to be given. Where 
additional samples are required following consent you 
felt that they should be told how much extra would  
be taken (e.g. a tube of blood, or ‘x’ extra ml). 

Communication Strategy – You believed a public 
campaign around research would help to increase 
understanding. Where research has led to improved 
clinical testing these examples should be highlighted 
alongside the research value of both positive and 
negative tests. It will need to be explained that 
patients will not receive research results but that 
these results benefit the research community and can 
inform future patient care and services.

Consent for Testing

Confidence in staff – you felt it was imperative for 
patients to trust their clinician, and that a good 
relationship was needed. The environment should be 
one that is non-threatening and reassuring with 
appropriately trained and qualified healthcare 
professionals needed to increase confidence in the test. 
Where there needs to be wider involvement multi-
disciplinary teams (MDTs) should be convened and 
involved in the patient care. 

Communication – you strongly felt that a clear message 
should be given, including why a genetic cause is 
suspected. You stressed the need to explain the 
urgency of the test, in clear layman’s terms, avoiding 
jargon, to ensure patient understanding. You indicated 
that use of flowcharts/visual aides to explain processes 
in simple steps would enhance this understanding of 
potential outcomes. Information should be tailored 
based on the age/background of the patient. 

Education – you felt that this should be approached 
sensitively, with the focus on the immediate situation. 
You believed it was important not to overwhelm with 
information initially, with the emphasis on signposting 
(e.g. for information about financial/carer support) 
which can be followed up at a less emotionally charged 
time.

Back-up plans – you acknowledged that many people 
may give consent without proper consideration or 
understanding. You made it clear that there should be a 
mechanism to enable patients to change their mind at a 
later date. Ensuring that there is an alternative plan 
should the parent say no should always be considered. 
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Advanced 
Therapeutics

After an introductory talk by Nick O’Sullivan on the background to Cell & Gene 
Therapies you were split into two groups. The first group discussed the first two 
questions, and the second discussed the third question, before coming together 

to review each as a whole group.

What are the opinions of the group regarding delivery of high and lower cost treatments within the NHS in 
Wales?
You posed the question ‘what price do you put on life?’ in answer to the above. You recognised that decisions need 
to be made, in terms of funding, between high cost/low volume treatments (with high risk variables) and low 
cost/high volume treatments. This question sparked lots of debate! You could provide arguments favouring both 
treatments and found this a morally challenging topic. It was suggested that local ethics boards should meet to 
discuss on a case by case basis rather than adopting a ‘one size fits all’ approach. Broader costs should be 
considered rather than just that of the individual therapy (e.g. socio-economic factors). Furthermore, you felt that a 
high up-front cost was justifiable, if that will mean a longer term cost saving for the NHS. You felt that current 
financial models are too short-sighted. You also perceived that commercial discussions with suppliers need 
improvement. You expressed that there is a need to capture outcomes and experiences in order to deliver value-
based healthcare to meet the needs of the population. 

What degree of confidence do people have in these therapies, and what degree of confidence do people need to 
have? What might the public wish / need to know about these therapies and what would be most effective in 
getting messages across?
You felt that the more people know, the more amenable they become to these new treatments, unlocking the 
enormous potential these therapies can offer. It was suggested that a clear communication strategy would be key 
for the successful adoption of these therapies. Increasing clinical knowledge and running public awareness 
campaigns in community areas would be imperative. You felt that there was significant misinformation in the 
media which needed to be tackled and there is a risk of people becoming ‘too engaged’ leading to inappropriate 
referrals. The NHS ‘behind the headlines’ service (https://www.nhs.uk/news/) was mentioned and as a group you 
thought this was a good service. You also felt promotion of ‘real world’ advocates should be encouraged, and 
linking to public health messages (where prevention is better than cure) would be advantageous. You believed the 
public should be made aware of the moral dimension of these treatments. You also thought an equivalent to NICE 
for advanced therapies could be developed. The level of detail would be audience-specific so you suggested that a 
comprehensive health promotion strategy be drawn up. This could build on existing networks from health 
professionals to patient groups (e.g. Involve); simplicity is key to ensure the right words are used for the right 
audience.

If you were to receive treatment with these products how important 
will it be to you to be treated locally, or is there a preference for 
travelling to centres for treatment? How could delivery be enhanced to 
improve quality of life for the patient?
You expressed a preference for treatment at centres of excellence, 
especially where such treatment is experimental or specialist, for 
example requiring intensive care (e.g. CAR-T). You felt that most people 
are happy to travel for treatment to where they feel they will receive the 
best care. Provision of accommodation for families of the patient 
undergoing treatment would be essential if treatment required a 
prolonged hospital stay. Once the risk associated with treatments 
reduces, you would be happy for treatments to be repatriated to local 
treatment centres, as has occurred with dialysis treatments and some 
forms of chemotherapy. You wished to emphasise that the long term 
vision should be for equity of access to appropriate treatments when 
needed regardless of location. 

https://www.nhs.uk/news/
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Your Say

• Communication is key, must be tailored and 
appropriate to the patient/family member and be 
underpinned by a good relationship with clinical 
team

• Education – not too much all at once, but adequate 
signposting for further information

• Contingency plans – people change their minds or 
refuse consent, establish process for when this 
happens

• Timing of consent to research conversation crucial, 
not to lose the opportunity

• Trusted and consistent point of contact needed for 
family before, during and after consultations

• Benefits of both positive and negative results to 
research need to be emphasised as part of 
generating a greater awareness of research

Summary & Next Steps

How can PPI help the Advanced Therapies programme?

You were asked to consider how Patient and Public Involvement might be used by the Advanced 
Therapies programme; you felt that there is a need to begin this involvement as soon as possible. You 
suggested that a patient cohort could be identified by mapping therapies that will be available in the near 
future against potential patients, and approaching them to be involved. Consultations with patients 
and/or families will be critical to this programme. Professionals working in the services will also need to 
provide their insight as they will have to work with these therapies as part of patient care.

Below is a summary of your key recommendations:

• PPI should be used from the very beginning, starting with promotion to target the right audience; 
creating a brand would help with this

• Use GPW approach and create a Sounding Board for Advanced Therapies by attracting patients that 
would or could benefit from these treatments

• Link with other bodies, such as Involve or Health and Care Research Wales (HCRW), who have links 
with patient groups and would be able to advertise in their networks 

• Patient representatives should be part of the Advanced Therapies Programme and Governance Boards 
as soon as possible

• Establishment of different groups to better capture different viewpoints, e.g.
• Patients and the public (including families)
• Healthcare professionals

Consultation 2: Advanced 
Therapeutics

Consultation 1: Rapid 
Sequencing

Your Impact

• As the implementation planning develops, the 
Service will highlight the suggestion that a trained 
professional is available to discuss consent with the 
patient, using appropriate jargon-free language

• The Service support the idea of a flow diagram to 
outline possible outcomes following the testing. 
They agreed that this should be in a format that 
the patient can take away with them. 

• Consent for extra samples should be taken at the 
same time as clinical consent was something you 
agreed with. The Service acknowledges this 
alongside the need for a public campaign to 
increase awareness of research to make it as 
common a topic as organ donation. 
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GPW Patient & Public Sounding Board
Winter Consultation

28th January 2020, 10:00 – 15:30

Venue – Holiday Inn City Centre, Castle St, Cardiff CF10 1XD 
Agenda – to be confirmed

Dates For Your Diary

Your Feedback
Format of the Day
You felt that the order and pace of the day went well. Each consultation received good feedback and you 
were generally happy. You were not completely happy about the catering, and some suggested that there 
could have been some fruit to have as a dessert. This has been followed up with the hotel and they have 
apologised for the food and assured us that food provision will be better at future events. 

Suggestions for Future Meetings
You were all given the opportunity to express what you felt might be priority areas for patient and public 
engagement. The following areas were identified:
1) Pharmacogenetics
2) Delivery of NHS treatment and waiting times for treatment
3) How industry can support the commercial elements of precision medicine?
4) Use of branding to promote NHS Wales to industry 
5) Ways of maximising data intelligence to make us more effective

RAPID Workshop

The Life Sciences Hub, Cardiff Bay
Date: 13th March 2020, 10:30 - 15:00 

Further details available from the GPW Programme Office on request

NB: This will be a technical workshop but Sounding Board members are welcome to attend

PUBLIC GENOMICS CAFÉS

2nd December 11:00 – 13:00  Coffee #1, The Friary, The Friary, Cardiff CF10 2PB
7th December 11:00 – 13:00 Coffee #1, St Catherine’s Walk, Carmarthen SA31 1GA

Tickets available from Eventbrite
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@GenomicsWales

genomicspartnershipwales@wales.nhs.uk 

Thank you for your participation

Contact GPW


