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Background

* Previously worked with patients and
families to co-design interventions to
facilitate the sharing of genetic risk
information within families.

« Joined the Solve-RD research team, to
discuss sharing diagnoses / non-
diagnoses between health professional
and patients.



Our aim

 To collaborate with patients (and their
families) and health professionals to design
an intervention or service that most
effectively and satisfactorily shares the
outcome of a genetic / Solve-RD results for
rare disease from a patient’s perspective.

« Under development in two centers that have
distinct cultural differences
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Use Design Thinking!
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Experience Based Co-Design
(EBCD)

Uses principles of design thinking

Participatory - patients and health
professionals involved in collaboration.

Equality and equity in the approach all
views and experience is valid.

Democratic

Results in co-design on an intervention or
service



EBCD is following a six stage process using design thinking

UNDERSTANDING
EMPATHISE AND DEFINE (EBCD stage i - iii)

I. Setting up the project.
il. Gathering staff experiences of providing the

sequencing of results through non-participant
observation and in-depth interviews.

lii. Gathering patient and carer experiences of
receiving the sequencing results through 12-15
filmed narrative based interviews.



PROTYPE AND (stage v)
v. Small groups of patients and staff work on
the identified priorities (typically 4-6) over
three or four months and try them in practice.




MATERIALISE
TEST and IMPLEMENT (EBCD stage v-vi)
vi. A celebration and review event



Expected outcomes

* Implement the intervention / service in a
European Reference Network (ERN) -
(probably ITHECA) and undertake a process
evaluation to ascertain whether it is effective
and what mechanisms or context of delivery
make it work for patients, families and health
professionals.

* Produce a manual to describe the process for
other European Reference Networks (ERNSs)
to follow / learn from if the wish.



Examples of where experience
based co-design has worked:

« Reforming health care services in more than 8
countries.

* Design of interventions to support carers

* Design of new dressings and garments for rare
skin diseases.

Overview publication

Robert et al., (2015) Patients and staff as
codesigners of healthcare services BMJ 2015; 350
doi:https://doi.org/10.1136/bmj.g7714 (Published 10
February 2015) Cite this as: BMJ 2015;350:97714
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Thank you for listening

 Contact detalls:

 Email: a.m.metcalfe@shu.ac.uk
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