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The problem



A colleague got in touch...

| finally took my letter my Dad had to the GP saying | had a relative with
HCM and the GP needed to refer me. | gave this to my GP who called me
confused and asked to see me to do an ECG and check me over ... not

what the letter was asking him to do!



An unwanted role

The Graphics Fairy



Current screening; a gauntlet

Might not get told GP might not refer Proband’s details ~ Delaysin
to specialist might be missing diagnostic tests
services (ID, relationship,
phenotype,
genotype and

consent)



Proband experience




Screening is disjointed, delivered
across several services and hard for
relatives to navigate.

The resulting user experience is likely to
impact uptake.

It's also hard to connect and collect
data, hampering evaluation and
efforts to improve screening in the
future.



A partnership






Our approach



The design journey

We understand
the problem

We know We have a
thereis a working
problem solution



Your relstre has nvited you to be. R Rl

W S
nus
RESWL\AGNT
(G=wor, Los
MWAILABLE)

Uses booking link to bool
into convenient nurse-le
clinic

Clinic appointment -

complete family histor
consent form, blood foi
give info and advice




From this...

Making Words Count with Computerised
Identification of Hypertrophic Cardiomyopathy
Patients

Luke T Slater*' ", William Bradiow** >, Trupti Desai’, Amir Aziz’, Felicity Evison’,

..to this
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An anatomy of next-generation
public services

Richard Pope



Prototyping

history
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Family history

Use this to create a pedigree from a family history while sitting
with a patient.

Complete family history
You can save your form if you need to add more details later.
Complete
Complete
Not started

Not started

© Eiolan cascade screaning

When you've completed as many details as you can, use the pedigree tool to
create a family tree.

Dear Tom

We recently asked you to
complete a family histary form.
This helps us understand if any of
your first relatives are at risk of
developing hypertrophic
cardiomyopathy.

It can be hard to talk to your
family about your health. We've
put together some information
that might help.
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Diagnostic screening (sort)

Diagnastic screening i used for two populations; those who are a relative to a gene negative proband
(Negative) and those who are a relative to gene positive proband and themselves are gene positive
(Positive).

These populations undertake the same screening. Outcomes for these populations are:

« Well - They o) nypertrophic

« Discharged - They are no longer monitored as they are considered at no elevated risk of developing
hypertrophic cardiomyopathy

» HCM - They have been diagnosed with hypertrophic cardiomyopathy
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New pathway

O
(=

Proband

(E]

Hospital

Proband
referred,

- data
reviewed by
specialist
cardiologist

proband
sent link to
=»collect
relative
information

[

GP Hub

Information
validated by
CNS, gene
—testing
performed,
proband
consented

Genetic
results
returned,
data

& checked,
proband
invites
relative
with link

-

o
o

Relative

Relative
accepts
invitation

_’
Correct
screening
test selected

(o

Community
diagnostic
centre

Proband gene
positive,
relative offered
genetic testing

Proband gene
negative, has
VUS, or not
tested, relative
offered
diagnostic

testing

Result:
0
positive

Result:
otype
negative

Result:
No HCM

Result:
HCM

Diagnosis

Relative has

diagnostic
testing

Relative
discharged

Relative has
serial
diagnostic
testing

zH

Hospital

Sessessssncnns

Sessesessesnne

seevssscerseeee

slongterm

follow up

o3

Data

Data
automatically
collected
prospectively

Relative’s long
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How did design
help?



Outcomes

Concept

e Flashy tech-led solution

e Build, get funding and
scale quickly

e Narrow scope

Reality

e Faster and more human
pathway, without building
anything

e Relational approach, resulting
in large group of
stakeholders/advocates

e Broad applicability, opening
wider opportunities



Why aren’t we
doing more of this?



It is happening...

m Digital prevention services portfolio

Home Screening Roadmap Notes

Digital prevention
services portfolio
Building the NHS that helps people

stay well, before they need the NHS
that makes them better

The magnitude of sudden cardiac death
in the young: a death certificate-based

Public health review in England and Wales
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Lung Institute, Imperial College. London, UK: and *Cardiac and Vascular Division. St Gearge’s University of Landon, Cranmer Street. London SW17 ORE. UK

Received 13 May 2009: accepted ofter revision 23 july 2009; online publish-aheod-afprine 21 August 2009



Timeline

Early 2024
Initial
conversations

May 2024
UHB Charity
funding
approved

2

August to
September 2024
Project: research,

prototyping,
validation

> August 2025
Grant submissions,
served as
interesting probe



avoid death
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What we’'ve learnt



1. Find a clinical
champion, with
funded time

2. Find the right
problem to solve

3.Show value
quickly and often

4. If you don’t know,
ask

5. Look for external
validation, often
outside clinical
circles
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