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The articles in this issue explore a number
of difficult choices in medical care
and research. They investigate ethical
complexity in a range of decisions faced
by policymakers and clinicians, and offer
new evidence or normative approaches for
navigating this complexity.

In this issue’s feature article, Ford and
colleagues engage with an ethical chal-
lenge faced by policymakers in relation
to health research: should free text data
contained in medical records be shared for
research purposes?’ While some types of
data from electronic medical records are
used widely in health research, privacy
concerns have limited the use of free text
data specifically. Ford and colleagues high-
light the richness of the clinical informa-
tion in free text and its centrality to some
areas of healthcare such as mental health
and primary care. In their view, while text
analytic technology is developing rapidly,
‘policy makers routinely judge that the
risk of re-identifying patients from text
data is too high for these data uses’. Their
citizens’ jury study in the UK found that
participants were largely in favour of
medical free text data being shared outside
the NHS for research using an opt-out
model: ‘the majority of jurors believed
the benefits of sharing data for research
outweighed the privacy risks’.

In their commentary on this research,
Largent and Morain raise some important
issues about policymakers’ use of empir-
ical findings about public preferences, and
the challenges of this type of approach.?
In depth deliberative methods such as
those used in Ford and colleagues’ study
involve extensive information provision
and structured reflection for participants.
Largent and Morain ask ‘how a policy
that incorporates informed and reflective
preferences elicited from a small group
of jurors can effectively engender trust
among members of the broader public
who have not had the benefit of deliber-
ative methods?’.

Similarly focused on ethical questions
faced by policymakers, two articles in this
issue look at difficult choices about medical
assistance in dying. Singh, Macdonald and
Carnevale explore extending Canada’s
legislation allowing medical assistance in

dying to include mature minors and poten-
tially minors more broadly.® The concept
of children’s voices is central to their anal-
ysis. They argue that children’s voices can
provide insights into their illness experi-
ences that are crucial to determining eligi-
bility for MAID in the Canadian approach.
In the German context, Horn reports on
the Constitutional Court’s recent ruling
on assisted suicide which emphasised
autonomy and self-determination.* Horn
suggests that, while the Court overturned
the ban on assisted suicide, the task of
providing clear guidance on how to regu-
late assisted suicide remains.

As well as ethical choices for poli-
cymakers, several articles in this issue
address challenging decisions for clini-
cians. Again focusing on minors, Turnham
and colleagues investigate whether minors
who are parents have the same ethical enti-
tlements in relation to medical decision-
making for their children as other parents
do.’ Their analysis focuses on a case in
which an unwell infant’s mother is herself
a minor. The ‘minor-parent’ is refusing an
intervention for the infant that the medical
team recommends. Should the clinicians
approach this situation in the same way
that they would if the parent was an adult?
Turnham, Binik and Wilkinson argue
that a minor-parent’s decision-making
authority for an infant is comparable
to that of other parents, insofar as the
minor-parent is undertaking the duties of
parenthood and shares the consequences
of medical decisions made for the child.
They suggest that, even though there
are limitations on the medical decisions
that minors are permitted to make for
themselves compared with adults, minor-
parents should not have greater restric-
tions on their ‘zone of parental discretion’
in relation to medical decision-making for
their children. This is, these authors argue,
because ‘the restricted authority that teen-
agers are granted to make medical deci-
sions for themselves looks very similar
to the restricted autonomy of all parents’
— limited by the harm threshold. Bersani,
Pacitti and Iannietelli also investigate
a clinical ethics issue: complexities of
consent for electroconvulsive therapy.®
They argue that this type of treatment
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highlights the distinction between an
expression of consent and valid informed
consent.

Continuing the focus on clinicians’
difficult choices, two other articles in this
issue look at ethical challenges related
to the COVID-19 pandemic. McCon-
nell analyses the hard choices faced by
clinicians attempting to balance their
duty to treat patients with their duty to
protect their families from COVID-19
infection.” He argues that it is morally
permissible for a healthcare worker to
abstain from work when their role-based
duty to treat patients is outweighed by the
risks and burdens of their work, which
include the risks of COVID-19 infection
for any particularly vulnerable members
of their family. Mannelli looks at allo-
cation of scarce healthcare resources in
the pandemic, specifically intensive care
specialists in the northern area of Italy
‘facing overwhelming decisions about who
should be provided with ventilation’.?
Mannelli argues that, despite the public
outcry, prioritisation for scarce health
resources is not a new phenomenon;
what is new in the COVID-19 situation
is the vast number of people affected by
prioritisation.

Two other papers in this issue address
phenomena that are genuinely new, and the
ethical issues associated with them. In the
first, Fabiano explores whether technolog-
ical moral enhancement is a unique area
of human enhancement, with a different
level of justification compared with other
types of human enhancement.” This paper
takes as its starting point the argument
that moral enhancement is unnecessary:
that traditional forms of moral education
are sufficient to enable our presently inad-
equate morality to develop in ways that
would enable us to tackle co-operatively
the new global risks to human lives such
as climate change and pandemics. Fabiano
critiques this view, arguing that its assump-
tions about the efficacy of traditional
moral progress are too bold and that [t]
raditional moral progress could use some
assistance from non-traditional means in
order to face new challenges’.

Kim and colleagues investigate the new
possibilities raised by technologies that
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remotely monitor patients’ adherence
to medications.'” In a ‘learning health
system’ where clinical care and research
are closely integrated, do patients have
a responsibility to use technologies that
enable remote monitoring of their medi-
cation adherence and to share their data?
Using a framework of seven obligations
specific to learning health systems, Kim
and colleagues argue that patients do have
a conditional responsibility to use avail-
able novel medical adherence monitoring
systems when important new knowledge
can be generated. However, these authors
suggest, this responsibility is limited by
considerations around intrusion, privacy,
coercion and data ownership.

Funding The authors have not declared a specific
grant for this research from any funding agency in the
public, commercial or not-for-profit sectors.

Competing interests None declared.
Patient consent for publication Not required.

Provenance and peer review Not commissioned;
internally peer reviewed.

© Author(s) (or their employer(s)) 2020. No commercial
re-use. See rights and permissions. Published by BMJ.

ORCID iD
Rosalind J McDougall http://orcid.org/0000-0002-
3809-2575

REFERENCES

1 Ford E, Oswald M, Hassan L, et a/. Should free-text
data in electronic medical records be shared for
research? A citizens’ jury study in the UK. J Med Ethics
2020;46:367-77.

2 Largent EA, Morain SR. From preferences to policies?
Considerations when incorporating empirical ethics
findings into research policy making. J Med Ethics
2020;46:378-9.

3 Singh HK, Macdonald ME, Carnevale FA. Considering
medical assistance in dying for minors: the complexities
of children’s voices. J Med Ethics 2020;46:397-402.

4

Horn R. The right to a self-determined death as
expression of the right to freedom of personal
development: the German constitutional court

takes a clear stand on assisted suicide. / Med Ethics
2020;46:412-3.

Turnham HL, Binik A, Wilkinson D. Minority report: can
minor parents refuse treatment for their child? J Med
Ethics 2020;46:355-9.

Bersani G, Pacitti F, lannitelli A. ‘Delusional’

consent in somatic treatment: the emblematic

case of electroconvulsive therapy. / Med Ethics
2020;46:392-6.

McConnell D. Balancing the duty to treat with the duty
to family in the context of the COVID-19 pandemic.
Med Ethics 2020;46:360-3.

Mannelli C. Whose life to save? scarce resources
allocation in the COVID-19 outbreak. J Med Ethics
2020;46:364-6.

Fabiano J. Technological moral enhancement or
traditional moral progress? why not both? J Med
Ethics 2020;46:403-9.

Kim J, Kassels AC, Costin NI, et al. Remote monitoring
of medication adherence and patient and industry
responsibilities in a learning health system. J Med
Ethics 2020;46:386-91.

352

J Med Ethics June 2020 Vol 46 No 6

ybuAdoo Aq parosioid 1sanb Aq 120z ‘T |1Mdy uo jwod fwg awl//:dny wol) papeojumoq ‘020z AN 62 U0 0TH90T-0202-SOIY19paw/9ETT 0T Se paysiignd 1sil :So1y1g3 Pan


http://orcid.org/0000-0002-3809-2575
http://orcid.org/0000-0002-3809-2575
http://dx.doi.org/10.1136/medethics-2019-105762
http://dx.doi.org/10.1136/medethics-2020-106197
http://dx.doi.org/10.1136/medethics-2019-105702
http://dx.doi.org/10.1136/medethics-2019-105702
http://dx.doi.org/10.1136/medethics-2019-105540
http://dx.doi.org/10.1136/medethics-2020-106250
http://dx.doi.org/10.1136/medethics-2020-106250
http://dx.doi.org/10.1136/medethics-2020-106227
http://dx.doi.org/10.1136/medethics-2019-105915
http://dx.doi.org/10.1136/medethics-2019-105915
http://dx.doi.org/10.1136/medethics-2019-105667
http://dx.doi.org/10.1136/medethics-2019-105667
http://jme.bmj.com/

	Navigating difficult decisions in medical care and research
	References


