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Chris Sleight
Chief Officer - Greater Manchester
Imaging & Pathology Networks - Greater
Manchester Provider Federation Board
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Prof. Matt Brown
Chief Scientific Officer
Genomics England
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Panel Discussion...

Understanding Genomics
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This panel debate will explore the potential benefits and
risks of using genomic data in clinical decision making
within the NHS. On the one hand, genomic data can

provide doctors with important information about a patient's
genetic makeup, which can help to tailor treatment plans
and improve patient outcomes. On the other hand, there
are concerns about the privacy and security of genomic
data, as well as the potential for discrimination based on
genetic information. The panel will discuss these issues
and consider the best ways to balance the benefits and
risks of using genomics in clinical care.
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Toby Call, PhD
Co- Founder, Product Strategy and
Operations - Hurdle
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Chris Sleight
Chief Officer - Greater Manchester
Imaging & Pathology Networks - Greater
Manchester Provider Federation Board




@VENZIS

Sipedackiiom g N

Understanding Genomics
o inthe NHS

x
<
% Pl
P /

Videha Sharma
NHS Clinician and Lecturer in Health
Informatics - University of Manchester
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The Sustainable Workforce
of the Futurec
Do Generations Z and
Alpha have the solution?

Mr Chris Sleight
Chief Officer
Greater Manchester Diagnostics Network
Email: Chris.Sleight@nca.nhs.uk
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Who am | am what is my role?

| started my career as a Junior B MLSO (with degree in Physics &
Mathematics!?!)

Divisional Director for Diagnostics at Pennine Acute Hospitals in 2008
Various Operation and Strategic Senior Roles in Greater ManchQester
member of GM PACS Collaborative Board and became SRO for the Bc
in 2018

Chief Officer for the Greater Manchester Diagnostics Network

SRO for GM Community Diagnostic Centre Programme

Chair of GM Diagnostics Digital Board

| have Programme Director responsibilities for GM Pharmacy
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The Sustainable Workforce of the Future Do
Generations Z and Alpha have the solution?

A Priorities for GM Imaging Network; with a focus on
A Reducing Health Inequalities
A Digital Enablers
A Workforce
A Why a short, medium, and LONG ERM Workforce Focus is critical now
to sustain future services
A An ageing Population
A New Generations with different stereotypes

18
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Greater Manchester Health Inequalities

d\ % Greater Manchester
%?’.' © Diagnostics Network
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Measures of deprivation and inequality in Manchester based on

Indices of Deprivation (loD) 2019
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Life expectancy at birth for Manchester residents fell by an
estimated 3.1 years for men and 1.9 years for women in 2020.

42% of children undet6 in Manchester are living in poverty.
Approximately two thirds of those children are in a family wher
at least one parentis working.

M AY n 27T albyearKoRiae ¢Ndpoyet c

1 in 3 Manchester children are not scheaehdy when they start
reception

M AY p 2F Iff dzySYLX 28 SR -NK:
term sickness

tKS SGKYAO RAGSNEBAGE 2F al y(
We are the only city outside London to have residents in each
the 90 listed ethnic groups in the census. Oﬁler 200 languages
are spoken here.

Source: Manchester City Cougduilding Back Fairefackling Health
Inequalities in Manchester 2022027



Life on the line? Differences in life
expectancy across Greater Manchester

Langworthy
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. Female life expectancy at birth (years) ‘ Male life expectancy at birth (years) @ IMD Decile (1 most deprived; 10 least deprived)
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Tram Network: The Metrolink tram network across Greater Manchester includes nearly
100 kilometres of track and 93 stops. In 2015 there were around 33.4 million journeys
(Metrolink 2015). The average journey time between tram stops is 2 minutes, but some
stops are further apart.

Index of Multiple Deprivation.

MANCHESTER

1824

Data Sources: Office for National Statistics experimental ward level life expectancy and
health living life expectancy estimates (ONS 2006) linked to selected Greater Manchester
Metrolink tram stops. The selection highlights some of the biggest differences between tram
stops. We also include information on socio-economic deprivation at ward level from the

The life expectancy data is based on mortality among those living in each particular ward in
1999-2003. The estimates are not the exact number of years a baby bom in the ward
could actually expect to live, both because the death rates of the area are likely to change in
the future, as is health care provision and because many of those people bom in the ward
will live elsewhere for at least some part of their lives.

What makes your area different to other areas? Let us know. Email: life.expectancy@manchester.ac.uk
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A Workforce, 4\ \ Greater Manchester

A Workforce, '\ © Diagnostics Network
A Workforce!

A Increasing Capacity

A Improving Efficiency and Productivity
A Pathway Improvement

A Ensuring Demand is Appropriate

A Levelling Up (working as a GM system by sharing and
Implementing best practice & Reducing Health Inequalities)

A Communication
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Genomics Workforce Current Challenges??

The workforce in genetics spans the clinical facing seralmeical geneticists and genetic counsellors
vacancies across virtually every centre in the country for both.

A Exacerbated by retirement.

A Not enough trainee posts.

A Both professional bodiesCGS and AGNC have been considering this and flagging to NHSE.
In the laboratories similar issues for both technical and clinical scientist staff.

A Increased sample throughput.

A Not enough trainees.

A Staff offered better pay and conditions by Industry and other career opportunities.




Overview of IMAGING Workforce and challenges in Greater Manchester
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High vacancy rates across all staff groups in Radiology, difficult to
recruit radiologists and sonographers, national shortages.

Total WTE diagnostic radiographers workforce has increased year o
year, majority of joiners are newly qualified. International

recruitment has been widely used to bring new radiographer
workforce into system. Lots of initial training and lots of newly
gualified/new staff in service.

Majority of leavers are <55 years old and leaving NHS, large attrition
to independent sector, especially at band 6 and 7 grade. Loss of skil
and experience.

Total WTE radiologist increased year on year, numbers coming
through speciality training have increase slightly across entire NW
region, however numbers of completing CCT fairly consistent year
on year (approx. per year)

Due to high vacancy rates, high use of agency/locum staff

Limited capacity to expand training for apprenticeships and
placement students

Shortage of radiologists resulting in limited capacity to expand
reporting radiographer training.

Significant challenges in sonographer workforce, large attrition to
independent sector or to trusts offering better rates of pay.




¥ Diagnostics Network

GM Imaging workforce strategy

[NHS]
inGreater Manchester
Greater Manchester NHS Provider Federation Board

‘GM Pathology Network Workforce Strategy

— G ailop Boar G oy Networ
S— :m Objective 1¢ to attract and retain talent in the network, to
Date of paper: mfoafzz

b e e decrease vacancy and turnover rates.

purpose Objective 2¢ to create clear development opportunities for all
e Grestar Manchaster Pathology workforos in 2021723 re g foreard It 2022728, |mag|ng staff to maximize staff potential and create equa”ty in

GM Pathology Workforce Achievements 2021/22

S training across the network

Pathology workfnroe sub grnup has been :reated and now well established to tackle to

ongoing workforce is. experienced in the network. Ke vd eliverables have been identified
by the grou pbymmpl ting a mini gap a Iy to find the of focus. Group has started
o work collal h lvmg h and become platform for h ing of fbes t practice and

B Objective 3¢ to better understand the workforce needs in

acrnsstha etwork.

Imaging and create a workforce sustainable for the future.

Good working relationships established with NHSE| and HEE colleagues, workforce lead and
group now single point of contact for engagement arcund workforce. This has allowed for
guicker decision making and rapid deployment of information and funding opportunities.
Also created better equality across the network, all trusts are now being given the sam
oppertunities. NW Pathelogy workforce task and finish group now established to drive
forward workforce agenda across the region.

Funding

Successful in receiving funding to support upskilling of support staff to create future
Biomedical scientist, total funding received for network was £68k from NHSE&I and £8Ok

https://greatermanchesterdiagnostics.nhs.uk/abenetworks/strateqies

. Greater Manchester m


https://greatermanchesterdiagnostics.nhs.uk/about-networks/strategies
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UK > Probabillistic Projections > Life
Expectancy > Both Sexes
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So is it all great news?

Population by age group. including UN projections, World Oyr-ggf?rlci
Historic estimates from 1950 to 2021, and projected to 2100 based on the UN i ata
medium-Tertility scenario. This is shown Tor various age brackets and the total population.

+— Change country

10 billion fot=l
8 billion
& billion
e ——TTT e 25-64 years
4 billion
--------------- Under 25 years
e 655+ ywears
2 billion —  _—  _— e mr=e-esIIILLOLL L
T T Under 15 years
_______.-———————-'—"‘____/_______/‘_::t: """""""""""""""""""""""""""" Under 5 yvears
{:} I I L T T I 1
1250 1980 2000 2020 2040 20680 2080 2100
Source: United Nations, World Population Prospects (2022) OurWworldInData.org/world-population-growth « CC BY



Population by age group. including UN projections., United Our World
Kingdom
Historic estimates from 1950 to 2021, and projected to 2100 based on the UN medium-fertility scenario.
This is shown for various age brackets and the total population.
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Generation Alpha Generation Z Millennials Generation X Baby Boomers Silent Generation
Born 2012-2024 1997-2012 1981-1996 19651980 19461964 19261945
Age Upto 13 14-26 27-42 43-58 59-77 78+
Very short attention span. A More racially and ethnically Most educated "Latch Key" | So called because of Grew up during anc
information needed instantly diverse than any previous| generation of humangGeneration left| huge increase in birth after World War Il;
available. Allergies, obesitygeneration. No memory of lif  to ever exist, with | at home alone| rates followingendof G I dzZaKd (3
and health problems related | before the internet. Give around 40 percent | whilst parents|the secondWorldWa| | YR Yy 2 U
screen time. Family Oriente{ more voice to social cause having a university worked. Committed. Self Disciplined. Loyal.
Stereotype | 80% dictate family activitie§ than previous generations| degree or higher. Resourceful. | sufficient. Competitive
such as holidays! Exception Ambitious. Confident. Highe¢ Ambitious, Confident, Logical.

learning abilities and
opportunities.

Diagnosis of mental health
Prone to anxiety. Puberty
onset earlier.

Curious, but often
labelled as "Spoilt ang
Lazy" the "Me, Me, Me
generation.

ProblemSolvers

Social networks, anstreaming Hand held or integrated in| Text / social media / o, e-mail / text Faceto Face/ |Speaking Face to Fe
Communicatiofl Services; low interest in TV|  clothing comms device / line real time text Telephone Landlines / Formal letters
Create on line communities Facetime messaging /face to fag
_ Covid 19 Global financial crisis 2008 Nine Eleven (2001)| Fall of Berlin Moon landing World War Two
Major events wall (Nov 89)
Fidget Spinners Nintendo DS Cabbage Patch Kids Lego Etch A Sketch Bubble Solution
Playstation 4 Scooters BMX Bike Rubix Cube Spacehopper Roller Skates
Iconic Toys X Box 360 Fashion Dolls (BRATZ) Little Tykes (Log | Chopper Bikes Frisbee Toy Soldiers
Cabin/Cozy Coupe)
Music Smart Speakers Spotify iPod Walkman /CDs Audio Cassette Record Player
Mai Internet. Tik Tok. Pandemig.Youtubers. Internet. Parent;  Peers. Television. Parents. Parents. Newspapery World War Two.
ajor - .
Influences on Internet. Parents. Television. | Music (e.g. Beatles) Parents
L Books. World events. Books! /Grandparents/



Unsure Which
Generation You Are?

Generation Alpha

Samsung Galaxy Z Flip 5G
(other suppliers are available!)
Generation Z

Smartphone

Millennials

Phone

Generation X

Mobile Phone
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Generation Alpha

Generation Z

Millennials

Generation X

Baby Boomer;

Silent
Generation

Attitude to
Technolog)

They dondét just
intuitively understand it. Navigating
digital spaces, for them, is as natural as
breathing. "Technoholics".
Totally dependent on IThave no grasp o
alternatives. More digitally savvy than ar
previous generation. Will not understant
and will become quickly irritated by
previous generations "lack of
understanding" of modern technology.

U §

s Totally depgendens dndg

(born with a smartphone

and a tablet)- very limiteg
grasp of alternatives.

e
gy is part of

their everyday lives.
Activities mediated by
aONBSyd 51
be problem solvers a

internet does it for
them.

Digital immigrants.
Technology was
growing fast but in it
infancy. Understand
the importance of
digital and nordigital.

Early adopters.
Extremely
cautious and
sceptical. Seen g
a luxury.

Largely disengage
Lack of
understanding o
interest.

No constraints on geography; massively Career "multitaskers*

influenced on climate change and saving
planet. Like Generation Z, but moreso, tl
will have jobs that do not exist in today"

will move between
employers and job roles
5 Very low limitation on

Digitally driven. Work
"with" an employer
rather than "for".
Diminished geograph
constraint. Want to

Professionally loya
(not necessarily to
employer). Geograplh
constrained. Expect
retire at 65 or earlier

Organisational
loyalty. High
dependence on
geography. Expe
to retire at 65 or

Jobs are for Life
Totally dependan
on geography.

Attitude to|  world. Extremely curioug will want to | geography. Want to retiry "¢t €21 "Workaholies™ | - returm to work.
Work learn new things. As yet unknown when early.
they will want to retireq theories on this
are diverse.
Predicted to be the wealthiest generatio Security and Stability (dl Freedom and Flexibilii Work Life Balance| Job Security | Home Ownershig
o ever, financial savvy and will demand to global economic
Aspiration

financial stability.

turbulence in formative

years)




Generation Alpha

A Look into the Future

4\, Greater Manchester
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So are Generation Alpha the answer?
Permanently connectedq such is their attention to technology.

+ARS2 R22NbBStfaz FFIOAIFIf NBO23IYyAUA
V20StGASEa (02 UKSYT UKS@& QN&vwy KS y 2
ASYSN)Y A2y ¢KSé@ R2y QU 2dzad dzaS i
Navigating digital spaces, for them, is as natural as breathing.

They have a very heightened sellareness, coupled with a strong social
YR SYG@ANRBYYSY(Glf O2yaOAzdzZaySaaod
understand they need to.

Realistic and practicglshaped by the pandemic and global upheaval
financial stability is a genuine aspiration. They understand savings,
investments and financial planning.

CKSE@QNF y20 2dzald t221Ay3 F2N adzO

Extvre,mely curioug wanting to Iea,rn and do new things. This may mean th
I Oudzl tte oglyu 02 KIS t2y3ISNI OF N
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A To build a sustainable health services to meet
the needs of our growing population we need
a workforce that meets not only the needs of
our patients, but the needs of our future
g2NJ] FT2NOSX AaDSYSNI (A
different career aspirations to previous
generations. And there are less of them to
look after a growing and aging population.

A By 2030 Generation Alpha predicted to be
13% of the workforce; by 2040 could be 50%.

A We have to adapt now!!
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This means asking ourselves some very difficult

¥ guestions; for example

A Do we need develop new roles perhaps even working
F ON2aa GUNIYRAGAZYIE LINRTFS

AINBE 6S a alFlGGNYOUABSE | a
aspirations of our future workforce? (Opportunities for
Career Change, Cutting Edge Technology, Financial
Reward?)

A Do we need to take more control of ensuring demand o
services Is appropriate and making a difference to patie
care?

AL&8 aDSYSN)Y UAZ2Y - S

¢ | of j 2
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IN SUMMARYWe need to do things differently, and we need to act now to m
tackle the longterm workforce challenges.

2 S OlFyQid F20dza Iff 2dzNJ Sy S NBcru@afasii KS &
IS we address these.

a{0lragsS 2F GKS I NIé¢ RAIAGIE &aeadasSvya |yR
Important, not just for our patients, managing increasing demand and improving
productivity and quality, but because our future workforce will expegtthey

will only be attracted to careers using high performance technology.

We must create new roles that are attractive to new generations, well
remunerated, and which allow for their curiosity and need to learn.

Genomics will remain increasingly critical to the health of our population, and
we all have a responsibility to ensure we provide an inspirational and rewarding
career for our current and future workforce.
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Thank you for listening, any
guestions?

Diagnostics Network Twitter:
@GM Imaging

. Diagnostics Network LinkedIn:

’ ’ @GMImagingandPathologyNetworks
Visit our Website

https://greatermanchesterdiagnostics.nhs.uk/

Or you can even send me a
written letter J


https://twitter.com/GM_pathology
https://greatermanchesterdiagnostics.nhs.uk/

@VENZIS

Sipedackiiom g N

Understanding Genomics
y v in the NHS

x
<
4
| Pl
1

Dr Tootie Bueser
Director of Nursing & Midwifery/Chief Nurse - South
East Genomic Medicine Service Alliance/North Thames
Genomic Medicine Service Alliance




The Transformation of
Nursing & Midwifery Practice
through Genomics

Tootie (Teofila) Bueser, RN Im @2tbueser

Director for Nursing & Midwifery, SEGMSA, Guyos & St
Thomas6é6 Hospital

Chief Nurse, NTGMSA, hosted by GOSH

tootie.bueser@nhs.net



Why do nurses & midwives need to know
about genomics?

Altés in our NMC profici

A We are the largest section of the NHS profaiency for
workforce and are best placed to optimise —
the contribution of genomics to improving

health
A Many are already involved in genomics In Sl
specialised roles but general Ll
awareness/genomics mindset needed for
all s )
A We need more nurses & midwives to lead ¥
in this field and ensure equity of care =

South East North Thames
Genomic Medicine Service Alliance NHS Genomic Medicine Service Alliance




Accelerating Genomic Medicine

_____________________________________________________________________________________________________________________________________________________

- Our vision is that the power of genomics in predicting, preventing and diagnosing disease,
‘and targeting treatment is accessible to all as part of routine care in the NHS |

England

Accelerating genomic medicine
in the NHS

cutting-
edge science,
research
innovation

innovative optimising

service model treatments and data and digital
delivering delivering revolution

equitable testing new therapies

NHS Slide from NHSE m

South East North Thames
Genomic Medicine Service Alliance NHS Genomic Medicine Service Alliance




The benefits of embedding genomics

O Opening up more
treatment possibilities
through identifying at
early stage

Identifying
predisposition N
markers y N EARLY

DIAGNOSIS (O——O Providing clear

identification of
underlying cause
of disease and
segmentation

Through better O

charafcterisdation
of condition
and driver B E N E FITS
targets °
ELIGIBILITY MORE O Precise diagnosis
FORCLINICAL g EFFECTIVE it i
TRIALS TREATMENTS and increased
effectiveness
Through FEWER
identification of ADVERSE
predisposition to REACTIONS
side effects

North Thames

NHS Genomic Medicine Service Alliance

South East
Genomic Medicine Service Alliance




The National Genomic Test Directory

The test directory contains:

A Tests available in the NHS in England
A Rare and inherited disorders

A Cancer

A Technology platform by which each test is delivered
A Clinical eligibility

A Funding

https://www.england.nhs.uk/publication/nationadjenomictest-directories
NHS

South East North Thames
Genomic Medicine Service Alliance NHS Genomic Medicine Service Alliance



https://www.england.nhs.uk/publication/national-genomic-test-directories

The Genomic Medicine Service Alliances (GMSAS) _ ...

GilLmoss2@nhs.net

Marie Kirwan
Marie.kirwanl@nhs.net

Julie Goodfellow
( \ julie.goodfellow@nhs.net
Gill Moss

A Support the systematic il mosszamts et &7 5

embedding of genomics into Marie Kirwan '¢ - ~
TN (g . Vicky Carr
A -"-‘; Victoria.carr@addenbrookes.nhs.uk

Marie.kirwanl@nhs.net

routine clinical care R =
QVaheeda.abbas@mﬂ.nhs.net) North West Annette Breen
. Annette.breen@nuh.nhs.uk
A Facilitate rapid adoption of Allance East of England Joanne Hargrave ()
SC|ent|f|C advanceS A"'ance Joanne.Harqrave@stqeorqes.nhs.uk/
-
: : Central and sotie Bueser
A Collaborative partnership South Alliance Uiy 2 (oot hueser@nnsnet
Worklng acrOSS dISCIPIIneS / Charlotte Hitchcock North Thames Dom?r?iT.iSntLCdaSriqunar:;net
and geographles charlotte.hitchcock@uhb.nhs.uk A"iance | |
Philandra Costella Tna Prendeville

) tina.prendeville@nhs.net
Philandra.Costello@uhb.nhs.uk INa.prendeviiecenns.ne

Donna Gillen

Pers O n al i Sed K Donna.Gillen@uhb.nhs.u
medicine 7 L3 e Ast  |ommm ettt nes
& care plans ( South West el Alliance

- / Tootie Bueser
) tootie.bueser@nhs.net

=4

Bethany Shobrook (MW)

) e, bethahy shobbrook@stgeorges.nhs.uk
Alliance hﬂ:ﬁ
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Genomics Is for all but 1s 1t accessible to
all?

A Cardiomyopathies (1:200-1:500)
A Polycystic kidney disease (1:400-1000)

u Lynch syndrome: ~40% eligible relatives not tested (Seppala et al EJHG 2017)

u Familial hypercholesterolaemia: 1:250 less than 8% are currently identified (NHSE
2020)

u A proportion of African American breast cancer patients who meet criteria for genetic
testing do not receive it as part of routine care. In women who do not meet testing
guidelines, nearly 5% have a known deleterious mutation associated with breast
cancer Ademuwiya et al (2019)

NS u Ina sample of unexplained stillbirths, 8.5% could be attributed to genetic disease NHS
South East variants (Stanley et al 2020) North Thames

Genomic Medicine Service Alliance NHS Genomic Medicine Service Alliance




Supporting equitable access to genomic services & care
excellence

Visible leadership &
genomic ambassadors
across the GMSA

Training, education,
competenciesin
genomics forall
nurses & midwives

Quality

iImprovement

&

Evidence-based Research
pathways into
genomic

Patient and public involvement services

Inc underserved
communities

NHS NHS
South East

North Thames
Genomic Medicine Service Alliance

NHS Genomic Medicine Service Alliance




Nursing & Midwifery-National Transformation Project 2022-

2023
ﬂ AGenomics red flags

AExemplar project :

template for National A%gg&ﬁgﬁﬁs&toéal for transition &

N U2 MDT-primary, infographic
secondary & tertiary ACNS competencies
care, and patients position statement for

National Epilepsy Pathway Project / genomics
PHEPSY y J ANational study day-
Nov 10

ALunch & Learn-May

AConsultation w/ HEE
working grps for
Genotes & CPlIs

\_ J

Other pathways Lun Breast CStiC COIOreCtal

MDT MDT in Ovarian gen al Recommendations
participated in workshop CNSin pisease from scoping

document
° workshop ACNS :
expertis

scoping

Contribute
CNS & ANPs d to draft > e

in workshops CPI




Initial outputs

Y
YL id|
PRE-CONCEPTION

Pre-implantation Genetic Testing (PGT)is ™
available to those with a known family
history of Cystic Renal Disease.

PREGNANCY

Scans during pregnancy may reveal signs \
of PKD. Genomic testing may be
discussed and offered via amniocentesis.

AN
(/ . % \>
&F—R /
New babies may be offered genomic N s
testing if signs of PKD were noticed during
antenatal scans or newborn checks.

N

PAEDIATRICS ( )
Children attending paediatric nephrology ™ H /

clinic may be offered genetic testing.

YOUNG ADULTS

Teens and young adults at risk of PKD
should be made aware of testing when
transitioning to adult services.

FAMILY HISTORY

AN
‘When an individual has confirmed PKD, a
genetic diagnosis can be helpful for family
members who may also be affected.

N
NEW SYMPTOMS (@ @)
New onset of PKD symptoms is typically ™, /
diagnosed via ultrasound scan and family ~——

history but may be confirmed by genomic
testing.

An estimated 12 million people worldwide have PKD

In autosomal dominant polycystic kidney disease
(ADPKD) there is a 50% incidence of renal failure
by the 6th decade of life

PKD has a wide phenotype spectrum, from severe
neonatal presentations to incidental findings

Prevalence of PKD in the UK is 1 in 500-1000 with
an estimated 70,000 people affected

\—

East Genomics

POLYCYSTIC
KIDNEY
DISEASE

There are many opportunities for genomic
testing for PKD throughout a person's lifetime

PATIENT
SUPPORT GENOMIC
TESTING

{ EIREME Bl Ernagm

i £ ) be H Contact your

P EEE 15 = H regional Genomic
: t R :

: , Renal |

T National National Laboratory Hub for

Genomic info on your local

“. GeNotes TestDirectory Networks s testing pathway or

e clinical genetics
o service.
North East & Yorks

[Of=5a-{0}
0]

Clinician information poster developed by NHS East Genomics Tt SF = V1

North Thames

South East !

COULD YOUR PATIENT HAVE GENETIC EPILEPSY?

Does your patient have epileptic seizures PLUS ANY of the following

Neurodevelopmental
History

Medical History

Psychiatric History Family History

for example for example for example
congenital schizophrenia, intellectual disabilities,
abnormalities or paranoia & developmental delays,
dysmorphic delusional Autism & regression of
features disorder developmental
milestones

for example relatives
with epilepsy and

any of the conditions
listed here plus

blood related families

If your patient has epileptic seizures, plus one of the above, refer
to your nearest genetic epilepsy clinic for evaluation & testing

Dr Laura Mantoan
Genetic Epilepsy Clinic
Kings College Hospital

Dr Elizabeth Caruana-Galizia
Genetic Epilepsy Clinic
St George's Hospital

CATCHMENT AREAS

Wandsworth Surrey Richmond Greenwich Lewisham

Bexley Southwark

Merton Kingston

Croydon Sutton Lambeth Bromley
A



Nurse-led Genomic Innovations
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Lynch Syndrome Project: Infrastructure Development

Building Capacity

Upskilling the Workforce

Expert Networks

2 7

National Clinical Leads Regional Clinical Leads

2 10

National Lynch Nurses Regional Lynch Nurses

236/248 (95%)

MDT Lynch Champions appointed
Across all CRC and Gynae MDTs

Genomic Practitioners,Lynch CNS
roles, Expert Network Coordinators

Cancer Alliances supporting additional
expertise & pathway resource

INHS|

South East
Genomic Medicine Service Alliance

1400+ participants

425 Completed standardised online training
packages for cancer teams, pathology & primary
care

300 Attended MDT team national workshops
350 Attended Pathology national workshops

250 Attended Nursing national workshops
supported by industry partnerships

10 Regional Lynch Nurses participating in
comprehensive Lynch education, mainstreaming
skill s, and peer
Trainer 6 model to

to MDT CNS roles.

Clinical Pathway Initiative completed for
Lynch pathway

support
achieve

Supporting all regions to develop expert networks,
supported by regional expert centres and the national

Lynch forum
Local spedialist clinics

GENERALLY ORDER

SIMPLER TESTS, WITH
L SUPPORT AROUND

RESULTS GIVEIN

Specialist subregional dinics . .

DEVELOP EXPERTISE

OVER TIME \

, . TERTIARY SPECIALIST GENETIC CLINIC
Programme. OTr ai hyseserdioeuscme

onward di ‘e Mi N Qadrrdsrs Srobhes s

COMPLEX TESTS

FUNDED TO PROVIDE SUPPORT ROLE

LEAD MDTS

North Thames

NHS Genomic Medicine Service Alliance



Reg lonal Ly nch North East and Yorkshire

Syndrome
Nurses

~ Mandy Darbyshire Amy Sanderson Karen Westway Rebecca Foster
Miranda.Darbyshire @mft.nhs.uk amy.sanderson5@nhs.nek.westaway @nhs.netrebecca.foster26@nhs.net

/4

. |:..--’~.]

\ & /
ot NS
Felicity Blair Laura MonjeGarcia ~ AnnaKoziel MelissaCambelikelly
Felicity.Blair@uhb.nhs.uk National Lead Nurse Anna.Koziel@nhs.net ,qjissa cambellkelly@nnuh.nhs.uk

Laura.MonjeGarcia@nhs.net

Tracie Miles Sarah John Siobhan John Aela Limbu
m Associate Director of Sarah.John@nbt.nhs.uk siobhan.john@nhs.net AeIa.Limbu@qstt.nhs.ukm
South East Nursing & Midwifery SWGMSA North Thames

Genomic Medicine Service Alliance tracie.miles@nhs.net NHS Genomic Medicine Service Alliance



mailto:k.westaway@nhs.net
mailto:amy.sanderson5@nhs.net
mailto:rebecca.foster26@nhs.net
mailto:Laura.Monje-Garcia@nhs.net
mailto:Anna.Koziel@nhs.net
mailto:Aela.Limbu@gstt.nhs.uk
mailto:tracie.miles@nhs.net
mailto:Sarah.John@nbt.nhs.uk
mailto:siobhan.john@nhs.net
mailto:Miranda.Darbyshire@mft.nhs.uk
mailto:Felicity.Blair@uhb.nhs.uk
mailto:melissa.cambellkelly@nnuh.nhs.uk

Lynch Syndrome Nurses

‘ﬁ% Improve access to the Lynch syndrome
diagnosis

BMjOncology  The English National Lynch Syndrome
Training and Support Lynch champions transformation project: an NHS

Genomic Medicine Service Alliance
(GMSA) programme

Kevin J Monahan © " Neil Ryan © ,*° Laura Monje-Garcia ©,"?

Ruth Armstrong,®’ David N Church,®® Jackie Cook,'*'" Alaa Eighobashy,'?
Fiona Lalloo,'®™ Sally Lane,'® Frank D McDermott, ® Tracie Miles,”
Steven A Hardy,® Adele Tyson,'®? Valerie Ya Wen Wang,?'??> Anna Kim,?'

M ai n Stre am G e n e te Sti n g fO r‘ Lyn C h Syn d ro m e Simone Gelinas,?*?* Francesca Faravelli,?® Frances Elmslie,?*?® Adam C Shaw?*%*

https://bmjoncology.bmj.com/conte nt/bmjonc/2/1/e000
124 full.pdf

Qj Improve access to personalised oncological &
surgical care

NHS| NHS'

South East _ _ North Thames
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Sudden Cardiac Death Pilot Project

Coroners officer
gains HTA
consent

|

Pathologist suspects
sudden unexpected death
?cardiac genetic cause

L

Pathologist sends samplesfor analysis, may take
spleen and freeze

C
3

If final cause of death
SADs/ SCD, Coroners
Officer to inform
family

Hnal cause of death given by pathologist when all other

reports are back (4-6 months) and sendsto Coroner

|

Family to contact GP
for appropriate
referral

NHS

South East
Genomic Medicine Service Alliance

Coroners Officer sends final PM
report to Family

Concernswith current
pathway:

Pathologist may not store
fresh spleen sample

If taken, spleen sample
may not be stored
correctly or may be
destroyed prior to genetic
testing

Family may not be aware
that sample is available
for genetic testing

CGoroners Officer may not
have the knowledge to
discuss importance of
spleen retention

(G0 may not explain
importance of genetic
testing/ screening

GP may not refer to

specialist centre/to
genetic m
North Thames

NHS Genomic Medicine Service Alliance



he SCD Coordinator Role and Making Change

Triaging for
red flag
symptoms in
families

Linking
Coronial and
NHS service

Campaigning for Change!
7/ Coordinators (Nurses or GCs havé
been recruited across the country)

Supporting
family decision
on tissue
retention

Inpatient SCA
support

Signposting
to ICC
services

Genetic
Counselling
in SCD/SCA

NHS| NHS'

South East _ _ North Thames
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Embedding genomic testing in memory clinics and
intellectual disability services

Jana Mikova
Senior Nurse Practitioner,
Tower Hamlets Diagnostic

Memory Clinic

NHS

East London
NHS Foundation Trust

INHS|

South East
Genomic Medicine Service Alliance

R58 (Adult-onset neurodegenerative
disorder) requests from mental

health services: 2021-2022 660
tests done 0/10

A Mapping mental health and genomic medicine
working in North Thames region.

A Consultation on improving access to and
ensuring equity in genomic investigation

A Coi creation of model genomic testing pathways

A Trial of virtual MDT

A Creation of educational modules for genomic
testing in intellectual disability and dementia

NHS

North Thames

NHS Genomic Medicine Service Alliance



Genomics in Community paediatric nursing

Jennie Sule-Ejeh
Nurse Practitioner,
Community Paeds, Newham

NHS

East London
NHS Foundation Trust

NHS

South East
Genomic Medicine Service Alliance

Objectives:

A Provide a standardized approach to genomic nursing care
In the community setting.

A Support the Paediatrician in the clinic by providing
support and education to the patients while obtaining
consent and testing for Whole Genome Sequencing
(WGYS).

A Provide information to support patients and their families
In making an informed decision.

A Ensure that patients receive evidence-based, patient-
centred genomic nursing care.

A Promote the integration of genomic information into
patient care plans.

A Improve patient outcomes using genomic information. INHS
North Thames

NHS Genomic Medicine Service Alliance



