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Genomics Education
Programme

“Let’s

NHS

Health Education England
lead not follow.

Genomics is the route in and to be applied to all territories™.

Lord Willis of Knaresborough - Independent Chair

Health Education England’s summary report from the round table discussion around strengthening the
Nursing & Midwifery Contribution to Genomics that took place on the 28t June 2017.
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Forward from Lord Willis

Genomics has the potential to impact every nurse and midwife.

It is no longer a field just for specialists.

| was delighted to be invited again by Professor Lisa Bayliss-
Pratt, Director of Nursing at HEE, to Chair this follow up
roundtable discussion.

This report gives an insight into the updates received and the
discussion we had at the event on the 28th June 2017. It was a
pleasure to be informed of the excellent progress that’'s been
made since the previous meeting and the ongoing
implementation of the Genomics Education Programmes (GEP)
nursing and midwifery transformation strategy.

The meeting took an interactive format, with the GEP team
posing questions to the members attending. This generated
discussion around the current and future planned resources to
support the workforce development needed.

The group also saw a preview of the new GEP animation, which
highlights the work the programme is doing to educate and train
staff from across all professions to gain the knowledge, skills and
experience they need to embrace the extraordinary potential of
genomics, and bring about lasting benefits for patients.

NHS

Health Education England

As demonstrated at the previous round table, an eye-catching
summary of the discussion was recorded in the form of visual
minutes, including the three main themes to emerge from the
meeting: 'Learn, Share and Reflect'.

The outcome of the meeting was extremely positive, with all
attendees engaged and keen to share new developments in
genomics with their networks.

Overall the pace of progress, in this field more than almost any
other, has significant implications for our future lives. From how
we understand human health and develop ‘personalised’
approaches to preventing and treating disease.

The GEP team now has a number of actions to begin exploring
with the assistance of the group. A follow-up meeting is planned
for the new year to review progress.

Finally, | would like to thank colleagues from
the Genomics Education Programme as an
invaluable source of information and to
everyone that attended on the day for their
ideas and on going support.

Lord Willis of Knaresborough
Independent Chair
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Introduction

NHS

Health Education England

Professor Lisa Bayliss-Pratt, Director of
Nursing, Deputy Director of Education &
Quality, Health Education England explains
why genomic education matters to all
nurses and midwives in the 21st century.

As nurses and midwives we play a key role throughout the patient
journey. That journey is set to be revolutionised through advances in
our understanding of DNA. We need to be ready to make the best use
of this huge step forward in personalised medicine.

Imagine being able to give an individual a drug or advice to mitigate
problems, or to effectively target diseased cells without affecting
healthy cells. These are the possibilities of DNA based care (or
genomics). Understanding how a persons DNA can affect their health
will change how your patient is diagnosed and how you manage and
treat the condition. Cancer and prenatal care are just two of the areas
where genomics offers more personalised, precise diagnosis and
treatment.

I's clear to see that the nursing, midwifery and wider workforce have
a pivotal role in ensuring that we successfully embed a genomics
service within the NHS. Nurses, health visitors, school nurses and
midwives are a huge workforce of almost 350,000, and in a unigue
position to support and enhance the advances being made.
Personalised medicine has the potential to greatly influence nursing
practice for the benefit of our patients. We all have a role in taking this
further, and bringing the benefits of genomics to provide truly person-
centred care.

We have an ambitious goal: to help drive changes
at both a local, national and at a global level
regardless of their role or clinical specialty.
Embracing genomic healthcare requires a nursing
and midwifery workforce that can inform, educate
and empower people.

However there is still a significant challenge
ahead of us to fully understand this agenda and
how it integrates into clinical practice. So let's get
ready with the tools we need to communicate
genomic information, understand the implications
of the results and provide appropriate support.
Nurses, midwives and the wider workforce have a
pivotal role and it is important to seize the
opportunity to enhance and bring the benefits of
genomics to provide person-centred care.

Read Lisa’s Bayliss-Pratt’s full blog here at:
http://bit.ly/2vIkD1S



http://bit.ly/2vlkD1S

Co-Chairs of the round table NHS
Health Education England

Lord Willis of Knaresborough was delighted to accept another request from Professor Lisa Bayliss-Pratt, Director of Nursing at
HEE, to chair this roundtable discussion.

A
,'-“ .

A 3 :
Lord Willis of Knaresborough Professor Lisa Bayliss-Pratt

Independent Chair Director of Nursing & Deputy Director of
Education and Quality

Health Education England
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HEE’s Vision and Values NHS|
Health Education England

Health Education England (HEE) exists for one reason only: to support the delivery of excellent healthcare and
health improvement to the patients and public of England by ensuring that the workforce of today and tomorrow
has the right numbers, skills, values and behaviours, at the right time and in the right place.

Working together for patients
Compassion

Respect and dignity
Improving lives

Commitment to quality of care
Everyone counts

AV N N NN
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We're here to deliver a better healthcare workforce ‘y /A
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Five revised objectives for HEE

Thinking and leading
Analysing and influencing
Changing and improving
Delivering and implementing
Focusing and tomorrow
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Invitations NHS

Health Education England

National leaders from the nursing and midwifery system and representatives from a range of organisations were invited back,
to gain their expertise and develop our thinking in order to secure the best educational system for genomics in the future.

Participants were carefully selected as a group of individuals recognised as experts across the breath of Nursing, Midwifery,
Public Health, Education & Training and Genomics.

WE ARE
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Midwives Health Research % m

Nursing &
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The ® Royal College
Qni e Institute of of Nursing
Inexdrare Health Visiting
Excellence in Practice

Imperial College Healthcare NHS

NHS Trust



http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjD-_S67rrRAhWHbRQKHSnMARQQjRwIBw&url=http://www.lighthousegroup.plc.uk/affinity/the-royal-college-of-midwives/&bvm=bv.143423383,d.ZGg&psig=AFQjCNHUhfEai7FGYIVEH5fGw7DBmsAzjQ&ust=1484250575767403

Participants NHS

The following people attended the follow up round table event: Health Education England

Representing
Lord Willis Independent Chair

Lisa Bayliss — Pratt Health Education England Director of Nursing and Deputy Director of

Education & Quality

Aditi Chowdhary-Ghandi Nursing and Midwifery Council Standards Development Specialist

Alison Pope Genomics Education Programme Genomics Education Programme Operations
Manager

Dr Anneke Seller Genomics Education Programme Genomics Education Programme Scientific
Director

Carmel McCalmont Representing Royal College of Midwives Head of Midwifery

Charlotte Szczepanik Genomics Education Programme Project Administrator — Genomics Education
Programme

Dr Chris Patch Genomics England Clinical Lead for Genetic Counselling

Dame Professor Donna Kinnair Royal College of Nursing Director of Nursing

Dr Julie Green Queen’s Nursing Institute — representing DNs and GPNs  Director of post graduate studies.

Senior Lead in Nursing and Award Lead for
Specialist Community Nursing.

Elaine Trainor NHS England Project Manager Evidence and Evaluation
(LCAV)
Jane Niederer Nuffield Department of Surgical Sciences at University of ~ Senior Nurse Clinician
Oxford
Joanne Bosanquet Public Health England Deputy Chief Nurse
Karen Stansfield Institute of Health Head of Education and Quality
Maxine Foster Genomics Education Programme Genomics Education Programme Director
Suma Das Nursing and Midwifery Council Standards Development Specialist

Health Education England Senior Nursing Policy Manager




Agenda NHS

Health Education England

The key issues discussed during the day can be summarised as follows:

1. Introduction

a) Focus and updates following the last roundtable in January 2017 & feedback on roundtable report, any update on pledges and
professional mobilisation
b) NMC Pre-registration standards.

2. Presentations

a) World Collaborating Centres

b) Faculty of Genomic Medicine update and opportunities for the nursing and midwifery workforce
c) Creating a nursing and midwifery specialty video

d) Update and progress to date on the HEE Genomics Education Programme

e) Training needs analysis.

3. Discussions

a) Overview of GEP Resources including the genomics game for nurses and midwives V

b) Toolkit and resource webpage

c) Genomic champions/supporters/ambassadors

d) G2NA - update

e) Communication and professional mobilisation going forward
f) Genomic Medicine Centres & HEI Posters

4. Summing up

a) Next Steps and Summing up



Focus and updates from the last Round Table In NHS
January 2017 Health Education England

Feedback on roundtable report, any update on pledges and professional mobilisation

After Lord Willis had welcomed senior figures from the nursing and midwifery profession to
its second genomics round table discussion, he explained the importance of maintaining
these conversations, that there was a need to act quickly and not to wait during these
unsettling political times.

“Let’s lead not follow, Genomics is the route in and to be applied to all
territories”.

Lord Willis led a dialogue around progress since the last round table meeting in January §
2017 and how the group could help more in sharing their experiences. It was unanimously
agreed that it is important to talk about genomics at every given opportunity, adding
information about genomics to talks and presentation’s to create a social movement across
the nursing and midwifery profession.

Recognising the generational differences and needs of early career nurses and midwives in
the workplace, there was an acknowledgement that science lessons in schools needed to
address genomics alongside traditional genetics. Enabling young people to not only g
understand the role of genetics in their everyday lives and future careers, but to present a F
realistic perspective of genetics research that will encourage some to even become scientists
in the future.

It was agreed that there needs to be more information shared with the midwifery profession '
as there had been a missed opportunity at a recent midwifery international meeting, where L
there hadn't been any reference to genomics throughout the event. .



NMC Consultation on standards of proficiency for  [V/I§

registered nurses Health Education England
NMC colleagues updated everyone that genomics is included What do nurses think the future holds?
in both the Nursing Associate Framework and NMC
Standards (Pre Reg Nurses) which are currently out for The draft standards of proficiency reflect what the NMC
consultation till the 12t September 2017. think the public will need in the future from the nurses who

care for them. They are the minimum standards that a
nurse will need to meet to be considered to be capable of

It was acknowledged by NMC colleagues that it was still early ) :
safe and effective practice.

days and although there hadn’t been any analysis at present,
overall the NMC have had positive feedback around the draft
standards for future nurses, raising the profile of nursing and
what is expected of them.

The full consultation - for nurses, midwives and those with a
background in education or healthcare are being asked to
give their views about the proposed standards of
proficiency for registered nurses and the education
framework: standards for education and training.

S - What should b.e included in The standards of proficiency are structured under seven
Y nursing and midwifery education headings that describe key components of the roles,
programmes in the future? responsibilities and accountabilities of registered nurses.
a7 P https://www.nmc.org.uk/education/education-
I\ (=) ' consultation/registered-nurses/
N - Our consultation is seekin
W < Action:

your views. #nurse2030 .
* For all members of the roundtable to keep talking about

Genomics to arouse curiosity.

—
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Presentations

Over the course of the day, there were a variety of presentations that gave
an overall flavour of the discussions that needed to be explored further, to
gain a consensuses or to debate around some key areas to inform the
developing GEP products in clinical practice.

2a)
2b)
2c)

2d)
2e)

2f)

World Collaborating Centres
Genomics Education Programme International Collaborations

Faculty of Genomic Medicine update and opportunities
or the nursing and midwifery workforce

Creating a nursing and midwifery specialty video

Update and progress to date on the HEE Genomics
Education Programme

Training needs analysis

NHS

Health Education England




World Collaborating Centres NHS
Health Education England

Joanne Bosanquet, Deputy Director of Nursing in Public Health England (PHE), provided an update
around the WHO Collaborating Centres from across the world and shared PHE’s outline action plan.

The Chief Nursing Directorate at Public Health England have been designated as the first WHO
Collaborating Centre for Public Health Nursing and Midwifery in November 2016. Professor Viv Bennett
Chief Nurse PHE is leading on this initiative. It was also noted that there wasn't any additional finances
attached to it.

3 Terms of Reference have been identified around generating evidence, defining the framework and
developing a network. To date there has been two events held with a great response. PHE currently
have 400 academic honorary contracts wrapped into the research. There is a concern that PHE is not
in the ICN due to considerable cost involved. The RCN updated that they were aware that the ICN are
currently restructuring the cost, with the desire to reunite, but obviously needs to be value for money.

During her conclusion, Joanne pledged to add some genomic slides or animations to every one of her
presentations that she now gives, maximise social media and tweet using the genomics hashtag more
(#HEEGenomics).

It was also noted and recognised that Professor Sue Hill was working with the G2ZMC around a policy
positioning paper which also needed to be linked in.

Public Health

England Joanne Bosanquet.

Deputy Director of Nursing in Public
Health England

10


https://twitter.com/hashtag/heegenomics

PHE CND WHOQO Collaborating Centre
for Public Health Nursing and Midwifery

ToR and initial outline action plan

11



Mk International call to action for nurses and

Public Health . .
engand  MIAWIVES

International | _
Council of Nurses / WHO Europe | UK and Republic of
International Health 2020 Ireland
Council of Midwives Strategic Caring for the
: : public’s health
_ Directions _ ,
Nursing and Making the vital
midwifery as a resource visible
force for health N_UVS_GS and Embedding and
and change midwives — a extending the
\ | vital resource contribution of
| nurses and
\ for health / midwives

Prevent avoidable disease, Protect health, Promote wellbeing resilience



4 WHO Europe Health 2020

Public Health
England
H E2A6L-2r g Public Health
A European policy framework En g Iand
supporting action across governmen t

and society for health
and well-being

Chief Nurse Directorate
Designated first WHO
Collaborating Centre

for Public Health

Nursing and Midwifery

Nurses and Midwives:
a vital resource for health NOV 2016

Prevent avoidable disease, Protect health, Promote wellbeing resilience




%ﬁuweanh WHO Public Health Nursing and Midwifery
M9 Collaborating Centre Terms of Reference

1) To support WHO by generating evidence and defining frameworks of
practice for nurses and midwives which prevent avoidable illness,
protect health and promote wellbeing and resilience.

2) To support WHO by providing information about the nurses’
(including health visitors) and midwives’ role and impact on
maternal and child health.

3) On request of WHO provide policy advice and technical assistance
about public health nursing and midwifery to the Regional Office and
Member States.

To note WHO have a wide understanding of PH
nursing and midwifery encompassing most community
care

Prevent avoidable disease, Protect health, Promote wellbeing resilience




Genomics Education Programmes
International collaborations

NHS

Health Education England

4 -\ \/ \/
Australia Canada USA Europe
(e.g. France,
/\ Australian _ Germany,
. G NallonaIHum\lanGenome etherlands,
v Genomics || &5 gLt mbic NH R i
\_ VAN J \_ VAN
Global e

7 1
‘e Global Genomic ;7% Global Alliance ‘GQVN(AE
e Medicine Collaborative 5 for Genomics & Health
[]

International Collaboration:

Around Genomics, there are currently significant global groups collaborating
with the aim to share GEP knowledge and learn how they work.

During the discussions a variety of actions were then identified by colleagues
from around the roundtable, as it was recognised that when engaging
internationally pace at scale was key. It was also important to gain the
support locally to ensure that pace at scale and to spend time sharing

best ideas and practice.

The round table were also asked for suggestions of contacts and
organisations to link into regarding global collaboration.

Actions:

The roundtable group to be kept updated via JB.
The GEP needs to link in with the National
Institute of Nursing Research (NINR).

HEE to co-ordinate international links with
Director of Global Health, PHE and WHO.

To request a position statement from the ICN.
HEE to follow up other key contacts suggested by
the membership.

15



Faculty of Genomic Medicine update NHS
Opportunities for the nursing and midwifery workforce Health Education England

An updated was provided on the Faculty of Genomic Medicine which was launched in March 2017 by Sue Hill.

What is it?
In order to embed genomic medicine in mainstream healthcare a Faculty of Genomic Medicine has been created that will serve as
the strategic and operational lead in this aim. The Faculty currently has 449 members.

The three key areas of activity are: )
y Ity Faculty Benefits:

. To serve as the centre of knowledge and expertise about how advances Qggﬁgﬁiiﬁggr SEUEIEN e (RS EElEn

thinking in genomic medicine will impact routine diagnosis, care and . Access webinars & lectures by experts.
management of NHS and 3" sector patients. «  Networking - make connections and

. To act as a professional network that drives the spread of this knowledge enhance relationships.
and its implementation in practice across the services of the NHS and wide  *  Share and gain knowledge across clinical
health system partners. and scientific specialties.

. To inform, and be informed by, developments in genomics education
and training, and research priorities in this space, supporting innovation
and change in healthcare.

Faculty of Genomic Medicine
at ' ‘

A strategic advisory group ®
A strategic advisory group made up of leaders in genomic medicine will
determine opportunities and activities for the Faculty which will then be
delivered by Faculty members, drawn from across the healthcare sector in
England as well abroad.

Thoughts are maturing how they can better engage with nurses and midwives

going forward.

16



Emerging operating model for GEP NHS
Health Education England

_- Public Health England

NHS England ---.____ Health Education England y
o - i ’ National Institute for
NHS Dlgltal ______________ Genomlcs Educa‘tlon Programme . Health Research
e Strategy / policy / development of o
Department of Health -~ education and training "~ Professional Bodies and
Royal Colleges
T
FACULTY OF GENOMIC MEDICINE Genomics England Clinical
Faculty Advisory Group Interpretation Partnerships
T ——. i
: E 4 k /
Faculty Advisory 1 Faculty members: : K
Group consists of i Individuals ¢
key individual Organisations o ¢
stakeholders: International partners PP
Clinicians e ——— PO
Scientists \
GMCs v
HEIs . N
Industr : 1
: ndustry : 00,000 ['NHs GMCs
. International partnerS S Genomes Project
" IIIIIIIIIIIIIIIIIIIIIIIIIIIIIIIIIII .. J
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Faculty webinar series NHS
Health Education England

Four webinars are planned per year, led by leading healthcare professionals available to Faculty members introducing them
to emerging themes within genomic medicine. https://www.youtube.com/watch?v=scrObgYW;|8Q

Two webinars so far in 2017 looking at the role of the Faculty in genomic medicine and the impact of genomic medicine on
diagnosis and treatment. Other themes for 2017 include:

- genomics and workforce transformation in England

- the genomics ‘industry’

- genomics on an international scale.

- Faculty members are also invited to submit potential themes for webinars, including presenting their own research.

The discussion focused primarily around engaging and reaching nurses and midwives and there was a strong theme around the
need for the GEP communications to link into more groups and for members of the roundtable need to be speaking within
their communities about Genomics.

Actions:

» Members of the round table were invited to submit potential themes for webinars relevant to nursing and
midwifery and to link in with their professional communities.

+ Links with Clinical Academic Careers programme to be explored.

* HEE colleagues to meet strategically to discuss how the GEP can link the programme into the WHO
framework.

* GEP to link into the CLAHRCS programmes, which have been extending to 2019 and looking for new
ventures to build an interface and advise on how future research strategies can align and maximise
opportunities around nurse led initiates with academics are merging with other fields. GEP to send
information regarding Genomics directly to the Directors so that they can communicate the work the
genomics programme is doing.

18
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Update on the HEE Genomics Education NHS

Programme Health Education England

Training needs analysis of NHS Staff: The themes of perceived needs:

-  Developed in conjunction with E&T leads from Recognition of a need to acquire new knowledge and
GMCs develop new skills

- Cross-sectional survey with 2578 responses
(covering all professional groups) “Genetics (will) influence the way we treat

- 623 people out of 2578 that completed the training patients... I'm open to learning...
needs analysis were nurses and midwives. to provide personalised care to all patients”

- 23% (n=317) do not feel they have sufficient NS, (DI (e EmE!
knowledge or skills in genomics to perform their o
CURRENT role Understand the relevance to their clinical role

genomics

patient's care and why | should know about it”
Nurse, anaesthetics and recovery

Did not see it as relevant

“Itis imperative that going forward
all nurses should be taught a basic
understanding of Genomics... so
that we might be better able to
support our patients”

Nurse, surgery

- 84.9% (n=93) feel they need further training in “.. how it relates to my practice, impacts on k

[ “‘Doesn’t apply to my specific area...”

Awareness raising covers two groups of health
professionals:

Recognise that genomics will be relevant to their role
Unaware of potential impact to their professional
Practice.

General Practice Nurse

19



NHS

GEP animation Health Education England

A REVOLUTION

-— -

in medicine

https://youtu.be/PNtrZuPt24A?t=2m9s

20
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Creating a nursing and midwifery specialty video NHS

Awareness-raising is a key component of our programme strategy. The GEP
survey conducted at RCN Congress and Primary Care Conference(n=40)
showed a preference for hearing from contemporaries and patients in a
video. With survey preferences in mind, the GEP are taking a ‘case study’
approach to the video based around the ‘life course’. GEP has committed

to create 2 videos, one for nursing and one for Midwifery with a key theme
around ‘raising awareness’.

Various questions were asked of members of the roundtable throughout the
‘life course’, who the audience would want to hear from, promote and
disseminate and ensuring patient and public involvement. It was
unanimously agreed how incredibly valuable these videos would be as they
are vital role modules that are currently missing in this field. Antenatal
screening midwives are currently developing videos of their work. It was
noted that they will also contribute to the image and value of nursing

and midwives.

Action:

* GEP to engage in partnership for videos and align a strategy to link
with the Next steps on the NHS Five Year Forward View.

* To align with the completion of the NMC Standards consultation and
new nursing students starting.

* To aim to release the video Autumn 2017.

Health Education England

Key video message:

“Genomics has the potential to impact every
nurse and midwife. It is no longer afield just
for specialists.”

Case studies suggested to bring in a number of
different roles to ensure they demonstrate how
genomics is relevant to the patient showing the
nurses skill and knowledge.

* Practice nurses

u * Antenatal screening teams

+ Bereavement midwives

* Learning disability nurses

* Nurse consultants

» Parents from the rare diseases community,
patients and members of the public.

* Videos need to be practical and relevant to the
patient. Nurses need to be at the heart of the
story at any point in the system and be able to
start the conversation

» Video case studies could be aligned to the 4
themes from the FYFV to include mental
health, cancer and primary care.

» Link to policies, Nursing Associate Framework
and NMC Standards.

21



Resources for the wider workforce

Discussions focused on an overview of GEP Resources.

Whole Genome Sequencing: Decoding the
Language of Life and Health
o .

. Online ‘social learning’ style
course on FutureLearn

. Developed for health
professionals with limited
understanding of the sequencing process

. 13,500+ registered learners since Sep 16

Genomics 101 series

. Series of 8 short online
modules aimed at health
professionals with limited or
no genomics knowledge.

. Designed to take the learner from genes
and proteins, to genomics in clinical practice.

. Currently in development, launching late 2017

AN\

NHS

Health Education England

Genomics film series

Filmed interviews to raise awareness

of genomics in key areas:

. Cardiology, Pathology, Cardiology, Ophthalmology,
Respiratory, Primary Care

. Nursing, Midwifery, Bioinformatics

. First films to launch by autumn 2017

Genomics Game

. Board game for face-to-face
interactive group learning activity

. Developed primarily for
nursing workforce

. Aligned to current curricula

. Currently in testing phase, and due for release in
August 2017

Also... introductory online courses, factsheets, articles, videos, animations and infographics
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Resources for the wider workforce NHS
cont.. Health Education England

Genomics film series

. Series of 8 short online modules aimed at health
professionals with limited or no genomics
knowledge.

. Designed to take the learner from genes and
proteins, right through to how genomics can be

used |n CI | n|CaI praCtI ce Programme Networks Genomics for Everyone

. Will feature video, animation and infographics.

Some of the many GEP resources available

Heafth Education England e, Health Education England

1. From gene to 2. Making a

genome protein

3. Inheriting 4. Taking and

100,000 Genomes Project

a fg en et I C d raWI!_]n gt a fam l Iy THENHS Paving the way to Personalised Medicine
information istory E
Nursing in the 21st century: Taking a family history Identifying the clinical clues Communicating genomic
fommumca(ing the comple)(4 o of genetic conditions information
a g

5. Classification
of genetic
conditions and
variation

6. How genomics
is used in
healthcare

7. Communicating
genetic and
genomic
information

8. How we
investigate the
genome




. NHS
The Genomics Game Health Education England

. Aimed at nursing associates and pre/post-registration nurses
with little or no previous genomics knowledge.

. Designed to start the discussion and raise awareness of
genomics and its application in healthcare.

. The game is a non-facilitated supplementary learning tool
intended to reinforce knowledge and increase retention.

. Midwife version is in development.
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HEIs sought to test new educational game NHS
Health Education England

The Genomics Game, developed by Health Education England’s Genomics Education Programme, is an interactive and
innovative way to start a bigger conversation about genomics and its application in healthcare.

Aimed at the nursing community, the game is designed to be used as an educational tool to support learning pathways and is
aligned to the Nursing Associate Curriculum Framework and the draft NMC standards, which are currently out for consultation.
The GEP is currently going through user testing with Higher Education Institutes delivering nursing associate and pre-

reg nursing training, with the aim to launch August 2017. If you would like further information, please contact Ed Miller at the
Genomics Education Programme: genomicseducation@hee.nhs.uk

Dr Jargon is a game designed to encourage health professionals to use simple, jargon-free language when talking to patients
about medical conditions, treatments and their health. GEP are looking to launch one with Genomics terminology.

Action:

. GEP to ensure that the RCN & RCM have a copy of the game for
their libraries.

. To explore launching the game at the RCM on the 13th September , @GenomicsGame
as Heads of Midwifery from across the UK will be there. :

. GEP to confirmation to roundtable members the price of the game.

. GEP to explore with Lord Willis if the game could be used as a -
‘Lunch and Learn opportunity’ in the House of Lords. HoRK B st Empe

.

The
@enomics Game
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The Genomics Game NHS

What our Trainee Associates told us Health Education England

“The answers led people to
generate other questions and gave
a platform for developing further
knowledge”

“We had some useful discussions
and it helped us revise what we
have learnt in university”

. . Trainee nursing associate - TNA
Pre-registration Nurse E

“We were all able to discuss the
questions once they had been
answered. This added clarity to our
knowledge”

“Made you discuss things you were
learning about” (TNA)

Pre-registration Nurse

“This game makes learning
interesting”

“I didn’t know anything about

Pre-registration nurse
genomes before the game” (TNA)

What is 2 genome? . What information can a genetic family history tell us?
. i

A. Biological relationships
. Identify a genetically inherited condition
C. Identify wha else in the family is at risk

A. A garden ornament
B. An organism’s complete genetic material . Why do people want 1o study the genome?
. Anindividual gene o
A. Scientific curiosity

B. Specific health reasons.
C. Trace our ancestry . ANl3 are correct,
. Bisthe correct answer.

Taking an individual’s family history is extremely impertant when

Genome describes an organism’s complete genetic material, which trying to identify whether a condition or disease runs in a family.

is often referred to as DNA. . They are all correct.

The genome interests people for different reasans. In healthcare wé By documenting the genetic history of individuals and close family
want to improve prediction, prevention, diagnosis and treatment o members it may be possible to identify patterns of inheritance,
disease. provide a diagnosis, or implement effective treatment strategies.

Each genome contains all the information needed to build that
organism and allow it to grow and develop.

For example, variations in our genome can mean we react
differently to drugs and experience different side-effects.



https://twitter.com/UniNhantsNews

Ed uc atl on al too I k | { Health Education England

Toolkit and resources webpage: The GEP education toolkit is currently in progress, the aim is to be a one-stop shop that is
transferable to all professionals.
This will be a live webpage covering the whole breath of the workforce.

SESSION OUTLINE

Understanding patterns of inheritance and communicating genetic risk - A 60 minute session which builds on session 1 exploring patterns of i itance and how i
families perceive chance and risk.

AT
ie:;‘ar\:\\”crsridumncr Health Education England

Recognising patterns of inheritance

Aim: To develop the participants understanding of inheritance patterns and how to communicate genetic risk to individuals and families. quiz

Which of the modes of inheritance is the most likely based on the
pattern of people with the condition in this family?

Objectives — At the end of the session the participants should:

*  Explain the differences between the inheritance patterns associated with autosomal dominant, autosomal recessive, X-linked reca
Have an appreciation that some patients with a common disease (such as cancer) may have an underlying inherited cause
Be able to explain ‘chance’ and how someone will inherit or be a carrier of a condition is determined

Understand the factors involved with risk perception and ways of talking to individuals about risk

L BRe

a. Chromosomal translocation
b. Autesomal dominant
c. X-linked dominant

Duration | Suggested activities Context Possihla handouts, d. Mitochondrial
e. Autosomal recessive
Introduction and | 10 mins Refresher of session 1 | Ensuring the participants have no ( D) —
overview and inheritance misconceptions. Ow genes are passédtnoeg,..
patterns. . — ey 100k
Understanding 20 mins Presentation on Understanding the different Using family history e.g. cystic fibrosis, Marfan, DMD to explain the O ENTTTOTES OF
patterns of autosomal dominant, | patterns of inheritance single gene inheritance as well as the implications of numerical and structural
inheritance autosomal recessive, abnormalities.
X-linked and Impact of the environment and genetics on common complex conditions e.g.
chromosomal diabetes, obesity .
abnormalities. Lareapdial W VS|
Prog Health Education England
Communicating 20 mins Explore factors which | Understand how life experiences | Using patients stories discuss how risk is perceived statistically, p
risk to families influence how impact on the perception of risk | etc Understanding patterns of inheritance:
families perceive risk. | and disease implications http:/fwww.tellingstories.nhs.uk/index.as Prompt questions if you require them
Explaining the role of language in
Discuss ways of communicating genetic i R s
communicating information. Talking to patients about ¢a
genetic information.
Conclusion and 10 mins Question and answer | Ensure no misconceptions. @
summary session.
Next steps 5 mins Suggested reading & Reading list and urls.,
other activities. internet trawl.
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Further information

NHS

Health Education England

1) Genomics Education Programme Website & Infographic

www.genomicseducation.hee.nhs.uk

RIDNIDAIDN

Genomics Education

5 Health Education England
rogramme

Home News Online Courses Taught Courses Resources About Us

Genomics Education Programme

The programme has been set up to ensure staff in the health

medicine. Read more

Master's in Genomic
Medicine (Fully
Funded to NHS
Staff)

Sign Up to Our
Whole Genome
Sequencing Course

—

and care system have the knowledge skills and experience to
keep this country a world leader in genomic and precision

Genomic Medicine
Professional
Development
Modules

Latest News

A genomic tool for better
antenatal care

Written on Monday, 11 July
2016 10:29

French plans for a genomic
healthcare future

Written on Monday, 04 July
2016 10:41

4.50 from Paddington to
Genomics

Written on Monday, 27
June 2016 12:55

MSc in Genomic Medicine:
Faculty Symposium
Written on Tuesday, 21
June 2016 14:59

Genomics in the battle
against Zika virus
Written on Monday, 20
June 2016 11:23

And our social media...

www.facebook.com/genomicsedu

www.twitter.com/genomicsedu

Tweets Tweets & replies Media
View 4 new Tweets

Genomics Education genomicsedy  1d

" Interested in #genomics? We fund NHS
professionals for further study:
bit.ly/1Urj6gv

Contact us ...

genomicseducation@hee.nhs.uk
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Genomics Champions/Supporters/Ambassadors

It was acknowledged that ‘Genomics ambassadors’ were an
action that arose from the previous meeting in January.

The discussion that took place focused around the following
questions:

When should we launch?

Suggested that we could launch in September when new
nursing students start.

Institutions could become Genomics Champions with their
members being Genomics Ambassadors.

Also need to have resources that nurses and midwives can
use.

Suggested that we could link with the nurses day.

Actions:

NHS

Health Education England

What should they be called?

The round table was invited in its advisory capacity to make a
decision and it was agreed for them to be called ‘Genomic
Champions’.

How to promote and disseminate?
A variety of suggestions were discussed and actions agreed.

How to encourage uptake?
Need to incentivise individuals to become members and
celebrate what people have achieved.

* GEP to develop a briefing for Jane Cummings following the CMO report on the 4th July.

* GEP to review time table to get resources ready and then pick a day to launch with the appropriate
communications materials and maximising opportunities at major conferences throughout the year to
obtain organisational sign up. Chief Medical Officer to be asked to promote.

» GEP to explore a bracelet, badge, digital badge to be used on emails and social media, awards etc. to

encourage take up.

* GEP to contact PHE re. Antibiotic Guardians model and lessons learnt.
* GEP to explore badges with scouts, guides, cubs and brownie groups around a genomics badge.

A
™




Communication and professional mobilisation

. NHS'
going forward Health Education England

The discussion focused around recognising that it is a challenge to raise the profile within local teams and to explore how the
LWADB’s could follow up links into STPSs could support by sharing the improvements, agreeing that we need to continue to be
communicating through many different channels.

Word cloud of discussion

Action:
» To continue to utilise Social media: Twitter chats, LinkedIn accounts, support :
. s . learning patlent

blogs, Nursing and midwifery press and RCN Library. supportmg point found - NNUI'SES

+ Keep beating the drum about genomics and prepping communications- eXpe”ence
: - rare ramiy S mm'nnk o “report

sending out positive constant comms. Ineresting e s [OLS 2= roIe Ke¥Consent
* Roundtable members to promote the next nurses twitter chat on the 4th care. T;:b:::‘ijj’w ‘e""Gent?t'C

July at 8pm and to send in any ideas for @WeNurses chat topics? great - experts patlents
+ To plan a ‘Week of Action’ with written blogs from PHE, NMC etc. whilst Play " disease Diseases Project

makmg key messages sl mple' Word cloud of participant Twitter bios

rovidin
NS e ClINICAL , atd | et 2, VIEWS

tweeting educatlon SUPPOTtrce

mum fesponsbaty «Carrie affected ~*Tocees

"““Development Jobs worshi o
Care e %Wm R - Operations
nursing order L% e SENIOT
modeling pat|ent Programme Connectlng

COmmentysny
twitter Reteed

accountable 90 Nu rse v Welshdpr'nc'pal nursesshare
iMProve Genomicsgenetic - Manager

merqency

'wersklllsgeNn%mlc
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Key themes and recommendations

Lord Willis again noted the progress since the last
roundtable. A number of overarching themes emerged from
the discussion

1. Nursing & Midwifery Leadership

National leadership and from organisations represented at
the roundtable continued to be seen as vitally important to
continue the debate and champion the development and
implementation of the GEP strategy to transform and embed
genomics into nursing and midwifery practice. A key action for
roundtable members was for us all to keep talking and
promoting across our organisations about Genomics and
promote at every opportunity to create a curiosity.

2. Building Capacity and Capability

There is a need to think about nursing and midwifery in the
next 20 years and what the expectations will be to ensure
that the workforce of today and tomorrow has the right skills,
knowledge and competencies.

Ideas focused around having shorter express training —
similar to primer day but for those who are already involved in
Genomics. The importance of nurses and midwives ‘grabbing’
and accessing information when and where it is needed and
applying it to their clinical practice.

NHS
Health Education England

3. The NMC and Council of Deans

To continue links with the NMC and forge links with the
Council of Deans to make sure there is a stronger focus and
understanding around genomics within the undergraduate/
postgraduate curriculum and to identify what additional
support is required from the GEP to support education
establishments.

4. Utilising existing professional networks

It was seen as critical that we mobilise new and existing
networks to raise awareness of genomics and its impact on
nursing, midwifery practice and healthcare generally.
Utilising the 13 GMC Education and Training Leads within
Trusts across the country we can introduce the topic more
broadly, help identify and share areas of good practice and
map where genomics is currently being used in practice to
develop the set of case studies.

5. Genomic Champions

Was seen as a key initiative to
sign up individuals and
organisations where they can
support others to understand what
genomics is and its impact on
healthcare especially across the
nursing and midwifery.

——
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Key Findings and Recommendations

6. Communications and utilising social media

It was unanimously agreed around the importance to talk about
genomics at all given opportunities, adding information about
genomics to talks and presentation’s to create a social
movement across the nursing and midwifery professions.

The new GEP animation and filmed case studies suggested to
bring in a number of different roles to ensure they demonstrate
how genomics is relevant to the patient showing nurses and
midwives at the heart of the story aligned to the Five Year
Forward, Nest Steps around mental health, cancer and primary
care linking into policies and new NMC Standards.

A need to strengthen and target communications to ensure
engagement to highlight access to learning that’s profession

appropriate. When you increase the number of people who see
that genomics is relevant, then more individuals will engage
highlighting the sense of urgency.

Key is around utilising existing communication avenues
through PHE, iHV, RCN, RCM and other organisations around
the roundtable to ensure consistent and targeted messages at
pace and scale.

7. Understanding pathways and patient touch-points

There is a need to understand where the genomics touch-
points are along the patient pathway and identify education
and training needs for those staff who are coming into contact
with this activity.

NHS

Health Education England

8. Global Collaborations
There are currently significant global groups collaborating

with the aim to share GEP knowledge and learn how they
work. When engaging internationally pace at scale was
key, as important to gain the support locally, ensure pace
at scale and to spend time sharing best ideas and
practice. It was agreed that the GEP
would establish stronger links with PHE Collaborating
Centre.

9. Faculty of Genomic Medicine

In order to embed genomic medicine in mainstream
healthcare, the Faculty of Genomic Medicine has been
created that will serve as the strategic and operational
lead in this aim that roundtable members were asked to
promote across their networks.

Traditional Medicine Personalised Medicine




Next Steps: NHS
Learn Share and Reflect Health Education England

Lord Willis closed the meeting by thanking attendees for their involvement and valuable input. He highlighted the
success of the Nursing and Midwifery round table and celebrated the work that is being done around the country.

During the summing up he praised that huge step change in activity and conversations since the previous
meeting in January and offered his continued support at the round table, his continued involvement around
signposting to information and resources.
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If you have any comments or queries? NHS'|
Health Education England

Please contact:

Sue Hatton

Senior Nursing Policy Manager

Health Education England

Stewart House | 32 Russell Square | London | WC1B 5DN
E. sue.hattonl@nhs.net

Alison Pope

Operations Manager — Genomics Education Programme

Health Education England

St Chads Court | 213 Hagley Road | Edgbaston | Birmingham | B16 9RG
E. alison.pope@wm.hee.nhs.uk
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Appendix 1.
Genomic Medicine Centres and
HEI's posters

There is lot of activity taking place at the local GMC centres.

IDATDXIDATXY]
Genomics Education
Programme

Health Education England

Personalised medicine in the NHS

Translating and embedding genomics in Y&H
Julie Atkey, The Yorkshire and Humber NHS GMC

ABOUT US

e ikt & b G (0 2
joint c: between Sheffi

Fathing, Shafftd Chadran's and Lesds

Toaching Hosphas Truss, toguther ikt 11

local dalivery partners, comprising 20

SPOTLIGHT ON
BEST PRACTICE

YHGMC has & very

5.3 mitlion. Our aim in YAH is to:

active PPI group,
with members
aspact of the
project.

ey Y v a1 | e o NS
o ceaeueueey i e xh OALRS ey

e e b 0 A Pt
S v o

‘and the formation of the Y&H NHS Genomic
Madictre Conkes il b st o

Rndrew Sk, it Dieclr for YHGHC

KEY CHALLENGES

Exguie i ey f omirsediion devmep s
reatons neswee

Sacand waining need:

Py :
and engagament =

PARTNERSHIP WORKING

‘Working in partnership with HEE and HEls
10 ensure workforce transformation n line.
with ge

-
=BE0E
Collborstion with Prof Amne Krt. Heed of

Welome Trus s "-m in somq i Ethics
(2015-2020), patienthood i
chao

the post-

‘genomics era,
Tocusing in
particular

on cancer.

Dt e
rovtos hatons

Engige sursing vt jusor
Goctors and primary care

AP AnXy
Genomics Education
Programme

Health Education England

Health Education England

Education at North Thames GMC

100k Genomes Project & workforce transformation

Masuma Harrison and Danielle Stevenson

ABOUT US

« Great Ormond Street Hospital

« Bart's Health

London North West Healthcare

Moorfields Eye Hospital

« Royal Free London

« University College London
Hospitals

As well as il other hospitals in the

geography of the UCLPartners AHSN

| 201612017
Clinical geneticist: 2 PAs
Genetic counselior: 0.8wle.
Co-ordinator: 0.8wte
201712018
Glnicel genetclst: 2 1PA
Geneticist: 0.
Co-ordinator (llm programme
manager | communication lead / PP|
| lead): 0.8wte — (6 months only)

KEY CHALLENGES

Embedding programme beyond
current funding cycles

MEASURING SUCCESS
VMo im0
[P e i

ey (3ele
ey

it

it

SPOTLIGHT ON
BEST PRACTICE

Embedding programme into yearly
training cycles to maximise
trainees over time and to ensure
sustainability: GP VTS trainees /
SpRs / nurses / medical students

PARTNERSHIP WORKING

+ Close links with local HEE
office - funded 17/18 posts

+ GMC embedded with Academic
Health Science Network

+ Training programme directors

+ For 17/18: education co-
ordinator post also PPl lead /
comms lead / and part

rogramme manager, resulting

in better joined-up workstreams
across the GMC

+ Recent pan-London group
established

TOP PRIORITIES

« Improving cancer recruitment ~
further cancer education
programme

+ Training all SpRs
+ Further work with GPs

[DADNIDIDN]
Genomics Education
Programme

ABOUT US

4 North West Coast NHS
Genomic Medicine Centre
covers Merseyside, Cheshire,
Lancashire & South Cumbria,

< We are based in Liverpool
Women's Hospital.

 Currently we have recruited
over 1,000 samples into the
project.

% We recruited an Education &
Training Project Manager in
August 2016,

KEY CHALLENGES

4 Logistics: South Cumbria is
over 90 miles away from our
base.

4 Accessing GP practices and
engaging with them to assess
their needs.

# Engaging across the UK for
attendees to our Prenatal
Micro-array Workshop at
Alder Hey Children's Hospital
In June.

 Turning our successful training
needs analysis into manageable
useful data to improve
education and training for all
NHS staff.

SPOTLIGHT ON
BEST PRACTICE

% Taking 100,000 Genomes
Project to Cumbria.

 Delivering Pharmacogenetic
module for MSc Programme.

# Structure of NWC Genomic
Alliance with educational
subgroup for all stakeholders in
our patch.

 Comprehensive programme of
workshops being run with UoL
& NWCGMC.

# Local marketing tools being
produced and used widely.

+ Soclal media used regularly inc.
WhatsApp | Twitter / Instagram
to raise our public profile.

MEASURING SUCCESS

< Since the E&T Project Manager
been appointed (Aug 2016)
there has been an increase of
35% in recruif .

4 Interest from outside privat
companies, e.g. Astra Zer
wanting to work with us.

© lcrease In pubiic approaching
our hospital stands due
Increased awareness of me
100,000 Genomes Project,
especially after our
Community Roadshow in
Liverpool City Centre.

Health Education England

PARTNERSHIP WORKING

 Taking the 100,000 Genomes
Project to Cumbria with
Newcastie GMC.

+ Providing training with
University of Liverpool (UoL).

# Running modules with UoL and
University of Manchester.

# Running joint workshops with
Liverpool Health Partners in
“Infection Education’ and
‘Genomics & Oncology’.

# Partof the Northern Genomics
Alliance with
GMCs - regula
materials and ideas.

TOP PRIORITIES

# Improve primary care and GP
involvement.

% Improve Cumbria’s
involvement.

 Improve training and regularity
of training to all clinical staff.

 Improve local knowledge of the
study by involving community
groups and charities,

+ Transfer successful workshops
10 online programmes for other
GMCs and their staff.

4 Create a mainstream workshop
model to distribute information.

Tha
University
Sheffield.

Julle Atkey

Education & Training Manager

Julie Atkey@nhs net
0113 206 7247
-

[INHS|
Yorkshire and Humber
NHS Genomic Medicine Centre

Masuma Harrison, Education and Training Lead
North Thames NHS Genomic Medicine Centre

Masuma harrison@ucipartners com

@NorthThamesGMC

S

North Thames
NHS Genomic Medicine Centre

Lisa Dowell, Genomics Education & Training Project Manager
North West Coast NHS Genomic Medicine Centre

lisa dowell@iwh.nhs.uk
0151802 5010

S
NHS

North West Coast

NHS Genomic Medicine Centre
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Appendix 1.
Genomic Medicine Centres and

HEI's posters

There is lot of activity taking place at the local GMC centres.

IDAIDUDAIy
Genomics Education
Programme

Health Education England

West Midlands Genomics Education

A transformative approach to embed genomics in healthcare

Education Team, West Midlands Genomic Medicine Centre

ABOUT US

The West Midiands
s the largest NHS

il

W have taken a diferent spproach to most
GMCs by focusng on transformation,
including _recruitment across the  entre

SPOTLIGHT ON
BEST PRACTICE

Forsonaliing medicie and
mainstreaming ger
masterciass hosted by o WhI GUC, and
atiended by 84 people, looked at the
impact of genomics on patent care and a

nted her story This will be
rolled out as a regional roadshow.

A flexible 4% Year medical student
elective in genomics has been pioted
with the University of Bimingham (Uo8)

region and outside of
In collaboration with the West Midlands
Academic Health Science Network, the WM
GMC has appointed three geographically
based Genomics Ambassadors to

this ransformative process, and the spread
and adoption of genomics and genomics
education across the LDPs.

A sulte of educational

medicne mmm impact on their role.

KEY CHALLENGES

shadow cinical staff and assist with project
dutes.

MEASURING SUCCESS
umers
Coniics RSt
Some S
oris o
pri)

coneant & et 29 stat
g

509 tar
26 e 1)

Bergoka ganamecs tanng.

* Regional consent training
predominantly attended by nurses, in
nd genti

DADIpAanxii
Genomics Education
Programme

Dawn of precision medicine in Wessex

Health Education England

Health Education England

Educating and preparing our workforce
Dr Catherine Mercer, Wessex GMC

IADDAnX
Genomics Education
Programme

Health Education England

Genomic Education Activity
North East & North Cumbria NHS GMC

Hayley Lucas, Genomic Training Co-ordinator

PARTNERSHIP WORKING ABOUT US SPOTLIGHT ON -~ PARTNERSHIP WORKING ABOUT US SPOTLIGHT ON
Fartoeesiip wedkng wi e Vesng mpatrssy BEST PRACTICE ; BEST PRACTICE
irimergndhesob b o O P ma ot o e S " ’
workforce has led to the MDTe, research n Collaboration and sharing of
aton of & ralin 30000 Gancemes Froctand e 3 b R pvsessitbe
ikl o el o Ooret Wi, Hampsr. o o g International Centre for Life in e
und vt of Semmesvel Sursy wrd uwwer. 2 Using every Newcastle upon Tyne. » The NENC GMC education team has
o Mastoc's,  number of resources and
It has also enabled the areas. First. to promote the uptakn of the Genomic. y
! ’ 3 'NENC GMC Education Team
promotion of genomics ool riidiid e d e LI Speciolist (former ward siter) P
ncery oe v . s atient and public involvement
‘ Hizei s = » Wo are partof he Genormic
b ks oo Pramc Manger e Worken Group, which consists of
in 4100000 Project. Vi sieo. IT, aducation. kboratory e - rare disease patients and carers, NENC NHS
counselling and genomics at It b cnprscom i oy 5 IT support for phonatyping il A Newcastlo Uniersity.
KS4 and Aevel have been designed in oL atiierdongin b serors s i Sl - Wihing with RTC North and their valusie
Parinecstip Wit Heal Tec, Frvbachls g e clticins n clalsing, corsening ehces By eser o STEV amaseados b dorco
ACentral Region Genomics Education Celaratn e aucomsmes of £ 10000 Germmen ptinta
and Training Network has been 7 Public engagement events across Wesser Sompeleory adicatec:
established. enabling collaborative - \ OO Prit
working, including a workshop for General Sohem s RIR '::z i':w n——
achos Rrsse it March 2017 nforraion pack, which i being disrbuted lo
actce in our
ik dminlird KEY CHALLENGES s

uiqnal wwal 15 places.

TOP PRIORITIES

We have identfied the lollwmn training
and education priority area:

across the heallh sector. geting the
massages nght s that they understand
the impact of genomics for their role and

“Train the trainer® days for GMC staff,
wsing a biend of face-to-face and onine
training

patients and t
theic families b

MEASURING SUCCESS

TOP PRIORITIES

3300 o ganomi metrg

We are a small team and have
been through a lot of staff
changes in the last few months.
This has created challenges
such as:

» Cancer: We have been working hard

MEASURING SUCCESS

» Evaluation of appropriate education
wsng Survey Monkey questionnaires.
» Dovelopod our own Twittar page =

Ermirng suppert o dinicane
et Germe tatn whare b n
Cruutng guidunas for wesrg wih
S Giicira whare sgproprite.

Embuddng gurmme.
o S g of 8 o
Visex Evaers

- cutiiog s drateg i st
oyt e
mpevahase
Drcfovaorat o ozosder an.
1oquest ganeni tetng atsvery
NS uatin Vs

Dr Catherine Mercer, Education and Training Lead
Wessex NHS Genomic Medicine Centre
theri

for theirpatents &4 o
. 3 by chient accessible for clinical staff, by knking to

across current and new education training and preparation -

programmes to ensure a sustainable for the UoB MSc in

model in future. Genomic Medicine. of pabent conditions and pathways.
wmgmc@nhs.net
0121 371 5360/ 4821 s}
www.westmidsgme nhs.uk St AGSans
W @vwestmidsgme

nhs.uk

02381 205231

\Y/QMC \

\WeME

have found that for many eligible
cancers there are mutiple pathways
and one size does not fitail.

» Geography: Our GMC covers vast
rural areas (Cumbria) and we have

rking collaboratively with

NWC GWC is the only way to
tackle this

~ Engagement with CC
number of reasons this

process. Our aims are clos
with all CCGs in the e mokano
disseminate inform

¥ @nenceme

» Use of biLly Bnks - we can monitor vists to
‘our webipages and interest in events

PARTNERSHIP WORKING

» Partnarship working with the North
Region Core Group
L] o]

100,000
Genomes Project

P, D £V
I
General Practice
Information Pack

> Wo have formed the NENC Genomic
Education Steering Group; we work
closely with local universities, other
trusts in the region, AHSN and many
more.

TOP PRIORITIES
To focus on:

1. Hospital engagement and staft
education - increasing recruiment to
the cancer strand of the project.

2. Increased engagement in primary
care especially in more rural areas

3. Pationt and public engagoment in
100,000 Genomes Project
throughout the region.

4. Supporting and informing the
school curriculum and educating the
future workforce.

Hayley Lucas, Genomic Training Co-ordinator
North East and North Cumbria NHS Genomic Medicine Centre

hayley lucas@nuth.nhs.uk
0191 241 8851

NHS Genomic Medicine Centre
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Appendix 1.
enomic Medicine Centres and
HEI's posters

There is lot of activity taking place at the local GMC centres.

DA an
Genomics Education
Programme

Training and Education

Oxford NHS Genomic Medicine Centre
Jen Whitfield, Training and Education Lead

ABOUT US

Lead organisation:
‘Oxford Uriwersity Haspitals Foundaton Trust
5 local uolmry pertners |I.DPs):
‘Graat Vivstem (ive for rare d5easo)
Keynen. ey eath oyl
rkshire Heathcars (and 4 ofer smales ocal
g spaices)
Population size: ~3 mition

KEY CHALLENGES
Engagement with primary care

SPOTLIGHT ON
BEST PRACTICE

School and careers events
+ Exhibils

Health Education England

PARTNERSHIP WORKING

HEE-Thames Valley
* Working with local schooks to demonstrate
penommics in practice and potential career

school children 1o educate, Insgire and

+ Engagamant with haalth dean, intarim G
dea

ize winners at Bucks Skilk Show 2016),
+ Cofaboration with HEE-TV has expanded our
network of contacs and led to nerw events.

Patient and public engagement

hewe
sgrecdfo help rae the praile of genomecs
Other GMCe

Oxord GAIC, WMGHC and EEGAC oty
131 & workshop on penoiGS ot the General

DAXIDATXY
Genomics Education
Programme

Health Education England

Health Education England

South London Genomics Education
Delivering high-quality education and training

South London NHS Genomic Medicine Centre

cation and training to
care womn throughout South
Lumw Kes v

Qur ganomics ducaNan programme 5

the 100,
toward personalised medicine.

invitaticas 1o gve talks.

+ GPs i practice especially hard ta reach

cllmc-l

o

+ Genomics uu- et o n ol

andr s,
+ Tisining sRemoon planned for early Agxil

No local HE for HEE Master's

expenses available and cultire of conti

forum for

MEASURING SUCCESS

local HE|

Reaching nurses
+ Trairing noeds analysss: 46% of nurses ol

foc the Mastar's, 33 heathcare protessionals have.

penoac educaion opporunities.

Oxford Academic Health

Science Network
Slow to engage, but key relatiorships
recently estabished with potental o expiot
isting networ

Centre for Personalised Medicine

+ The Orford CPM has expressed interest in
colaboraing e hassxpadarce o rsieg

TOP PRIORITIES

Training delivery
+ Follow up requrements idenbfied through

training needs an aly the
development and implementation of aining for
nurses,

mandatory tra)

T e iy e kg Engagement: Moth-on monh incresse in paople

o acrass allGHC actvaes)

Reforats: Effocsvo -
£0F sogagemient canical engagamanthas = =

+ Peerto-peer conta cinics idloincessng RD -

Pl LDPs st e, b b rofora ates over B

el 2 I
portne Trues, dopariments . _

+ Dewelop  variant interpretation package 1o
Suopot beathcae cenbets nd et

Local dchvory partners
and

Medicine Cenire and is resporsitie for

Gelvenng educaton across:

+ GNHS Tosts in South London

+ 12 NS Trustsin Kee, Surrey and Sussex.
(x88)

* 3 higher educason instisions (HEJs)

KEY CHALLENGES

“Thers are known knowns. These aro things
w that we know. There are known
unksouma. Tha e 0 se thav e gt Bt
don't know. But there are alzo
o s oy by

PARTNERSHIP WORKING

= We work collaboratively across the South
London and KSS regions.

DA

Genomics Education
Programme

Health Education England

Workforce transformation

Building the legacy of the 100,000 Genomes Project
Melanie Watson, Eileen Roberts and Aniko Varadi, West of England NHS GMC

ABOUT US

The West of England NHS GMC

from the South London Trusts and KSS are
members of the South London Genomics
E ‘and Trainng Working Group,

« We are actively engaged with the Soutn
London LETB (HESL) and have regular

Contre in December 2015 and
serves a population of 2.8 million.
The WEGMC consortium
composed of five Trust partners:

his team

= We have presented at the Confederation of
th London Lead Pro 0!

SPOTLIGHT ON
BEST PRACTICE
1. Website 2. Online
development resources
[——
|
‘ Medicine
| " Goorgs g
Coege Lo,
[ s
6. Bullding a

MEASURING SUCCESS

Micutl. Possbly the easiest quantitative measurs

and HEls in aur sector

e have limited numbers of
earing high-cualiy

i workers are ol
gunamics for fura

e ergupemen Diough ool g and

bosrding event fo bing LDP
‘and LO cincians logether o encoursge
ate progress to date

Jen Whitfield, Training and Education Lead

Oxford NHS Genomic Medicine Centre
Jjennifer whitfield@ouh.nhs.uk
01865 225586

p——
INHS|

Oxford
NHS Genomic Medicine Centre

These are shown beiow:
1. Online ouer our three.
Joiners = 41,900

Loamers = 15,737

Active leamars = 11,920 L L g
2 WS Ganomic Madicne

Total number enroted n MSCPGDRPGCart = 71

garmer wider support of genomics.

« W are members of & recently established
pan-London / Soutnampton genomics
education and training network

TOP PRIORITIES
Building a legacy

The top priority of the South London GMC
‘genomi ion programme is 1o build
an infrastructure of educabon and training
resources that wil be avaiable once active
funding of the programme has stopped. We
are achieving this legacy through the

« Buiding a genomics education faculty
locally. This is achieved through:

« Apostgraduate teaching skills
course which is offered as part of
the MSc Genomic Medcine.

* We ars applying for funding support
for a genomics teaching fellow.

* Buikding a repository of educational
resources though the website,
signposting to HEE resources, the MSc

taca sessions.

o usualy a0 post-<course
eveaialon ol s coTaed o Ierove qualty

» Establishing an ongoing training needs
‘analysis (through the website) 50 new
resource can be developed and targeted.

vawwe southlondongme.nhs.uk
icseducation@gstt nhs.uk

07795617037

W @SouthLondonGMC

F

[INHS]
South London
NHS Genomic Medicine Centre

T

In collaboration with:

+ Clinical Commissioning Groups

» Health Education England
South (West)

» Avon and Wiltshire Mental
Health Partnership NHS Trust,

» West of England Clinical
Research Network

» West of England AHSN

KEY CHALLENGES

» Funding: finding innovative
approaches by partnering with
other education stakeholders
Fully understanding the gaps in
education in existing workforce
» Ensuring primary care links
across the whole WEGMC
geography

There is a risk that appropriate
mainstreaming will not be
delivered in the timescale

SPOTLIGHT ON
BEST PRACTICE

» Education strategy bullt on
vision of mainstreaming

» Seven multidisciplinary
Genomic Champions recruited:
specialist and research nurses,
a GP, a consultant surgeon, a
Junior doctor, a genetics clinical
fellow and a pharmacist

» Outreach strategy: school and

public engagement with LEGO®

Probots

Use of public contributors - at

development and evaluation

stages of educational activity

HEI advisory capacity - UWE

and Universities of Bristol,

Gloucestershire & Bath

MEASURING SUCCESS

» Locally developed objectives
for workforce and education
work stream scrutinised by
WEGMC partnership board

» Media interest in outreach work
and planned formal evaluation
& publication

=

LEGO® Probots

PARTNERSHIP WORKING

» Workforce Group members are
multiprofessional and cross
organisation, reflecting the key
sstakeholder voice in the West of
England community

HEE South West: member of
stakeholder group with links to
'sustainability and transformation
plan workforce advisory boards
and community education
provider networks

» Charitable organisation links
through public contributors.

TOP PRIORITIES

» Achieving a competent and
resilient workforce at all delivery
pai for delivering project
now and embedding for business
as usual

» Applications for funding to
expand outreach project work

» Aligning to other workforce
transformation networks: STPs
and CePNs

» Collaboration and dissemination
of work with other NHS GMCs

» Evaluation of interventions linked
to TNA recommendation

Melanie Watson, Education & Training Lead

West of England NHS Genomic Medicine Centre

Melanie. Watson7@nhs.net
07962 342763

F

West of England
NHS Genomic Medicine Centre
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HEI's posters

There is lot of activity taking place at the local GMC centres.

Health Education England

DADUDAD
Genomics Education
Programme

DAY
Genomics Education

Health Education England ProprainTie

Health Education England

Genomics in West London
The Story So Far

Joselyn King - West London NHS Genomics Medicine Centre

Training and Education
Greater Manchester NHS Genomic Medicine Centre

Dr Glenda Beaman, Education and Training Lead

ABOUT US SPOTLIGHT ON PARTNERSHIP WORKING ABQUT US SPOTLIGHT ON BEST PRACTICE
BEST PRACTICE Embedded genamics into the FY1 dedicated teaching progiamme within 1 norh and esst Manchester
The West London NHS Genomics * ICH Healthcare Scientists for Trusts
Healthcare Science Week: 100K Hokling reguiar

Medicine Centre comprises
Imperial College Healthcare NHS.
Trust as lead host, along with:

+ Chelsea and Westminster NHS
Foundation Trust

The Royal Marsden NHS
Foundation Trust

The Royal Brompton and
Harefield NHS Foundation
Trust.

KEY CHALLENGES

+ West London NHS Genomics
Medicine Centre not having a
regional clinical genetics centre

The clinical pressures limiting
inicians’ capacity to
engage in informal training or
networking

Similarty, engaging nursing
staff to participate in the
educational and training
opportunities available

+ Working to revise the

* Members of the GMC are invited
to attend sessions for the
Master's in Genomic Medicine

+ GMC Cancer and RD MDTs are
used as hubs to exchange
knowledge

training, engaging a wide range
of professions as below:

Sl ST
“Slncalogy.
== Paediatrics

MEASURING SUCCESS

+ By using evaluation forms such
as those for the ‘Genomics in
Clinical Practice’ training day

+ By the numbers enrolling into
the Master's programme in
Genomic Medicine

+ By the number of staff
members across the GMC who
are providing contact

stalls a
hospita
awareness of education and
training opportunities

+ NIHR Resoarch Nurses: to
provide consent training for
cancer nurses

+ Imperial Lead Provider:
‘Genomics in Clinical Practice’
training day

+ Medical Education: working
with clinical skills tutors to
arange consent training for
medical students

s three of the LDP

g

TOP PRIORITIES
ﬂ Education needs

analysis

Map and connect b

local specialist skills
Develop local
resources

Facilitate specialist ﬁ\}

training FrYy

Engaging nurses, medical
students, consultants and GPs.
across the GMC for greater

+ Greator Manchessar s on of the 13 NHG
‘Genomie Medicine Centres (GMCS) acioss
England

+ Ris a large muttidisciplinary genomic
‘madicine unit providing Integrated chrucal and
nefics services 1o 8 population of
more than & milion and an intemational
programme In discovary genomics and healih
services
rovides
diagnostic, counselling and support
5 10 Inckiduals and these famibes with 3
Qeneic disorder sflacing any bedy system st
any age.
+ We prouide comprehensive services for
pronatal gonatics, devakopmantal disarders,

1o provided hroughout the North West of
Englard.

MEASURING SUCCESS

Disease Day. [\

PARTNERSHIP WORKING

and ot professionss from ofher dsciplines.
The Scientst Traming Program (STP) for

and | think 2 =

Education and Training Core Group
3 North Wes

50 that we can consider a1 options when we.

rare diseases.

Manchester. We have 3 narmber of major
infarnational partnerships, notably wih

usualy 4o, the session showed that a
diagnosis 'is* important. because even

KEY CHALLENGES
+ Sustainabikty of education and training
Manchesier.

+ Estabish 8 training and educational
legacy in genomics

it can change
e managemant plan vary radicall
dapanding on the specific gene
deletionatteraton.”

1ing mutations in & patients pene

“Discover
sequence can ident cause of 3
disease. This can then be used 1o help other

t
‘Coast, Yorks and Humber, Newcasta,

+ Partnership with the Royal Collage of Ganeral
Practtioners.

+ Part of the Advanced Clinical Practitoners
ring Group.

TOP PRIORITIES

+ Cancer:increase awareness of the 100,000

weatment of briging in treatment eacker.”

Inceias tecruRment of cancer patierts.

:::::l": Tor purses &) s participation in the 100K project + Waintain the momentum ensurng " medine. The 100000 Ganomes Propc ot " praessonais
» = traini it genomics as business Loy 7 . .
madice m" as usual for transformation Project = compleed. widespplcation ofscence” macicaleducason
Joselyn King, Education and Training Lead Dr Glenda Beaman, Education and Training Lead o :
West London NHS Genomic Medicine Centre Greater Manchester NHS Genomic Medicine Centre Central Manchester University Hospitals
joselyn king@nhs. net West London glenda.beaman@manchester.ac.uk NHS Foundation Trust
07827 977 346 NHS Genomic Medicine Centre 0161 701 2305
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Appendix 2: The GEP team
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SRO

Max Foster
Programme Director

Anneke Seller
Scientific Director

Sue Hill
CSO
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Development Lead
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Manager
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Project
Manager
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Editor
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Edward Miller Charlotte Murray Lavina Pitters Siobhan Simpson
Education Engagement Project Education
Development Officer Administrator Development

Jacqui McDonald-

Project Manager
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Health Education England

AIion Pope
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Amelia McPherson
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