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From fate to modification

Changes in society and healthcare
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Evolution in society

» Ideal of emancipation and increasing importance of subjectivity

» Protest against authority and ‘the system’

» Medical technology allows making decisions on crucial lifespan moments
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Evolution in medicine: P4

Predictive Preventive

Personalized Participatory
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Ten Have and Gordijn, 2018

‘Personalized medicine promised that medical treatments can be tailored
to the specific characteristics of each patient. The new medicine will not
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Where we are: autonomy
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A new non-symmetrical client-doctor
relationship?

Doctor
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Maximizing independence for patients/clients




Ethical issues in pre-natal testing

Making decisions and trying to live with them




Some key challenges

Health vs risks

Actionability

Severity of illness (and who defines it)

' Parental autonomy (no other criteria)
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What about (parental) autonomy?

Two major evolutions in medicine:
» More information

» Widening of screening options

» Seems to support autonomy
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But

» Informed decision making and consent (complexity of data)?
» Future (time-lapse between prognosis and occurrence of illnes
» Risks/probabilities: how to live with that?

» Facilitating reproductive choices includes more than informatio
» More information is not the same as more autonomy
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NIP test as a Belgian casy study

o

Obligation
.2. Right

Three stages of ethical debates ®1.New
: . option
» Right to (Non-discrimination)

» Accessibility and affordibility
» Right turns into obligation: explaining why one does not make use of sth

» 3rd stage: shift from system responsibility to individual responsibility
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Parental autonomy under pressure

How to inform when information is everywhere?
Prevention from social pressure
Digitalization of healthcare

Complexity of results in terms of risks and how to communicate them

vV v v Vv Vv

Widening the scope of testing but how to safeguard reproductive
autonomy?
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In need of other model

Shared Decision Making

Reliable Informed

Symmetry information| choices

Maximizing benefit for patients



Shared decision making

» Patient and doctor step into a dialogue to take well-informed
decisions

» Both play and active and particular role
» Doctors have their expertise

» Patients have their life, personality and preferences

www.ignaasdevisch.com




Conclusions

>
>
>
>
>

Allowing people in developing capacities
Education doctors to support/inform them
Safeguard parental autonomy

Taking care after decisions being made

Organizing care from broad perspective
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«Only physical
*No social context
«Objectifying
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context

Humans as persons

Biology in social

Dynamic individuals in
relationships

Physical, social and
psychological



Personalized or impersonal? Digitalization is also a

UH..YOU MIGHT

WANT To ACTURLLY

Look. AT THeE
PATIENT ...

N

Wow! Your
CROLESTEROL.
HAS Me REALLY
WoRRIED!
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