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“Informed choice” in a time of too much medicine—no
panacea for ethical difficulties

Providing information to enable informed choices about healthcare sounds immediately appealing
to most of us. But Minna Johansson and colleagues argue that preventive medicine and expanding
disease definitions have changed the ethical premises of informed choice and our good intentions
may inadvertently advance overmedicalisation
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The idea of informed patients who make reasoned decisions
about their treatment based on personal preferences is appealing
in a Western cultural context, with its focus on the autonomous
individual. Rightly, many doctors now reject paternalism if the
patient does not specifically ask for it. They prefer to elicit the
patient’s preferences and embrace an open discussion of risks
and benefits of different options within a shared decision making
approach.' However, the rise of preventive medicine, the
transformation of risk factors and common life experiences into
diseases, and the lowering of diagnostic thresholds have changed
the ethical premises of informed choice by pushing responsibility
on to often ill prepared citizens.> We call for careful reflection
on the potential downsides of trusting informed choice to resolve
ethical problems and complex value judgments in an era of “too
much medicine.”®

New pathways to informed choices

When the clear cut needs of a patient to solve a health problem
set the framework for the medical consultation, the ethics of
informed choice can be fairly unambiguous. A patient with
osteoarthritis consulting a doctor because of serious, long lasting
knee pain that inhibits daily function may exemplify this. Most
of us would appreciate being informed about the pros and cons
of knee replacement surgery and other options, including doing
nothing, and thereby being enabled to make an informed choice
based on personal preferences. In such situations, informed
choice is clearly better than previous paternalistic approaches.
However, in medicine today, the path towards an informed
choice is often far more tortuous.

Correspondence to: M Johansson minna.johansson@vgregion.se

Dangers of diagnostic cascade

Consider a middle aged man who consults his general
practitioner because of a mild headache, dizziness, and a feeling
of strong heartbeats. Among other things, the doctor measures
his blood pressure, which is moderately raised. Although the
man’s blood pressure is unlikely to cause the observed
symptoms, and a reasonable response might be to set aside this
finding after exploring the personal history further, many doctors
will feel pressure from guidelines’ or quality measures to
proceed to medical action. After the diagnosis is confirmed
through monitoring ambulatory blood pressure, the patient’s
risk of cardiovascular disease is assessed in accordance with
current guidelines.” He is given individualised information on
the potential benefits and harms of treatment for hypertension
and hyperlipidaemia and encouraged to make an informed choice
about whether to start potentially lifelong preventive drugs.

In the process of medical work-up, the doctor explores the
patient’s symptoms further. These are obviously stress related.
Based on a short questionnaire and the conversation that took
place at the consultation, the doctor diagnoses moderate
depression and provides the patient with information on the
pros and cons of selective serotonin reuptake inhibitors, perhaps
combined with cognitive therapy. After exploring the patient’s
preferences the doctor facilitates a decision on whether to start
treatment. As doctors, we are taught to feel proud of ourselves
in this situation; we took the time to make sure that the person
was informed and to explore personal preferences. We thus
respected our vulnerable patient’s autonomy.

However, we see major ethical problems arising from this
approach, which in this case might smoothly transform a person
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in temporary distress into a lifelong patient, or at least someone
who for the rest of their lives has “previous, medically treated
depression.” A common consultation for symptoms such as
those discussed above, with strong ties to stressful life
circumstances, can evoke a diagnostic cascade that to some
extent is legitimised by offering choices about medical
treatment, choices demarcated by an unquestioned framework
of medical interpretation and classification.

Screening asymptomatic citizens

Mass screening programmes further complicate informed choice.
Here, the initiative arises from within the healthcare system.
Asymptomatic citizens are offered an examination they have
not asked for. In a best case scenario, potential participants
receive balanced information on both the pros and cons of the
intervention and can then make a choice. But who considers the
ethics of presenting such a complex choice in the first place?
An analysis of informed choice in healthcare must reflect on
the locus of initiative.® In a population screening programme,
the healthcare system is explicitly mandated to place citizens
in a situation with no possibility to avoid making a choice. And
in medical reality, the choice is often undermined by biased
information giving weight to the potential benefits and
downplaying the risk of harm from false positive results and
overdiagnosis.” "’

Expanding disease definitions

Expanding disease definitions present another major challenge
for informed choice. Conventionally, people are informed about
the pros and cons of different treatment options—but who is
charged with discussing the validity of the underlying diagnostic
label? There are now important controversies about whether
thresholds for diagnoses and risk factors have become too low
across a range of conditions, including pulmonary embolism,"
osteoporosis,'” chronic kidney disease,"” and hypertension."* For
gestational diabetes, a new diagnostic threshold that almost
triples the prevalence is being heavily promoted globally, despite
being rejected by a National Institutes of Health consensus
conference in the United States." Should doctors be diagnosing
according to the old or new threshold, and for women with
newly defined diabetes, should informed consent include
information about the controversy around the expanded
definition?

Similarly, more and more of life’s challenging experiences are
turned into diagnoses through the inexorable expansion of the
number of and criteria for mental disorders.' This is exemplified
by DSM-IV including the controversial “hypoactive sexual
desire disorder” in women."” Our biomedical framework for
understanding disease makes us sort our patient’s illnesses and
suffering into diagnoses that are technically correct but not
necessarily existentially meaningful in the sense of enhancing
the patient’s ability to engage in life.*

Informed choice—a fake fix?

We argue that general reliance on informed choice to resolve
ethical problems and closely balanced value judgments in
contemporary medicine might be a fake fix. There are five main
reasons for this, as discussed below.

Doubts about personal preferences—In a cultural context
permeated by the belief that “more is better,”"® ' it is doubtful
whether we can expect people to make truly informed choices
when considerable uncertainty exists about the benefits and
harms of interventions and diagnostic labels. Information

speaking to our intellect is likely to have a small role in decision
making compared with emotions and cultural influences.” *'
This questions the conventionally perceived relevance of being
informed when making a choice. In a US study, two thirds of
laypeople stated they would want to be screened for cancer even
if there was no treatment available.'® Should this be considered
a “personal preference” worthy of medical pursuit? Or should
we also take into account that the long term misperception of
the benefits of screening—fuelled by professional presumptions,
advocacy groups, and financial and political interests—pushes
people’s preferences in the direction of more medicine and more
screening?

Transfer of responsibility—There are downsides to being forced
to make informed choices. For example, if patients choose not
to have their risk factors treated, they may feel guilty if they are
later affected by the condition.”” Such feelings of guilt are
amplified by the “prevention is better than cure” dogma but are
ethically objectionable and uncalled for, given that a preventive
intervention makes no difference for the majority. Additionally,
there is a risk that informed choice transfers responsibility for
treatment harms from the health professional to the patient. This
presents a great ethical difficulty, particularly when not all facts
have been provided or understood or when facts have been
presented in a skewed paternalistic manner to promote a certain
choice.

Information can cause trouble—Informed choice implicitly
suggests that information is inherently good, a view reinforced
by a reluctance in our societies to accept uncertainty. But
information is not the same as insight. Information can be
harmful if it leads to unjustified distress or interventions that
eventually inflict harm. Additionally, information about our
risk of getting a symptomatic disease based on asymptomatic
risk factors can negatively influence the perception of our health
and quality of life.*** How is our ability to trust our own bodies
affected by receiving multiple diagnoses and treatments while
being free of symptoms?

No neutral territory—Inherent to the idea of informed choice
is an ideal of the doctor as a professional conveyor of neutral
information. However, the practice of medicine inevitably
includes many value judgments, both implicit and explicit.
Furthermore, the idea of a neutral doctor contrasts with the
fundamental importance of the interaction and relationship
between the doctor and the patient. The strong focus on
individual autonomy and informed choice may divert attention
from some of the underlying, unspoken premises and
assumptions that are fundamentally important to clinical
decisions.* For example, the wish of a relative to do everything
possible to prolong the life of a patient at death’s door, no longer
able to speak for herself, might spring from a fear of being the
one to decide when a loved one should die. Informed choice
does not solve such questions behind the question, and a lot can
be at stake.

Opportunity costs—Facilitating genuinely informed choices in
the context of preventive medicine will consume much time
and money. This risks redistributing ever more scarce resources
to healthy individuals when these resources could instead be
spent on people with the greatest need: those who are already
ill.?

Call for reflection

What we do in medicine is inevitably value laden; it reflects the
values of the surrounding society all the way from the choice

of research questions to the choice of information to provide in
the individual consultation.” If we fail to analyse and critically
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reflect on the values leading to the call for an informed choice,
the whole process risks serving as a conveyor belt for more
medicalisation and “too much medicine.” When there is any
risk of overmedicalisation, we believe a more questioning
approach is warranted. Before feeling satisfied for navigating
someone through an “informed choice,” perhaps doctors should
start with some more humble reflections. Did we, the patient,
or some other force, initiate the process leading to an informed
choice being necessary? Is it likely the person will benefit from
having to make an informed choice? Can she or he be harmed?
In the time of too much medicine, shared decision making may
need to be more sensitive to the downsides of the many decisions
necessary. We also need to think more critically about which
new disease criteria and interventions with a close benefit-harm
balance we should offer.

A relevant response to the man with increased blood pressure
in the example above might be to sit back and really listen.
Among the myriad reasons for his symptoms might be a poor
relationship with a family member or imminent downsizing at
the workplace. Such problems are not resolved by use of
antidepressants or assessing cardiovascular risk. A more laidback
and listening approach from the doctor might favour salutary
choices with great importance to health and might represent
greater respect for individual autonomy then offering medical
choices the patient did not ask for.

We are not opposed to providing information or involving
patients in decisions. But we want to raise a note of warning;
there is increasing complexity in making choices about the many
disease labels and interventions that bring only marginal benefit
and considerable harms. Most importantly, providing
information to make “informed choices” does not address the
many deeper drivers of medical excess, be they technical,
professional, commercial, or cultural. Moreover, it imposes new
ethical questions that healthcare providers and policy makers
are yet to consider.

Contributors and sources: This article arose from discussions between
MJ and RM at the 2015 "preventing overdiagnosis" conference. MJ
wrote the first draft and included RM, KJJ, and LG in further development
of the argument. RM has broad experience of research on
medicalisation. KJJ has investigated informed choice and overdiagnosis
in a screening context, and LG has worked with ethical aspects of
informed choice in relation to medical risk. All authors take responsibility
for the accuracy of the data presented and have accepted the final
version of the manuscript. MJ is guarantor.

Competing interests: We have read and understood BMJ policy on
declaration of interests and have no relevant interests to declare.

Provenance and peer review: Not commissioned; externally peer
reviewed.

1 Hoffmann TC, Del Mar CB. Shared decision making: what do clinicians need to know and
why should they bother?Med J Aust 2014;201:513-4. doi:10.5694/mja14.01124 pmid:
25358570.

2 Armstrong D. The rise of surveillance medicine. Sociol Health llin 1995;17:393-404. doi:
10.1111/1467-9566.ep10933329.

3 Welch G, Schwartz L, Woloshin S. Overdiagnosed—making people sick in the pursuit of
health. Beacon Press, 2011.

4 Getz L. Sustainable and responsible preventive medicine. Conceptualizing ethical dilemmas
arising from clinical implementation of advancing medical technology. PhD thesis. NTNU:
Trondheim, 2006:63-89.http://www.diva-portal.org/ntnu/abstract.xsql?dbid=750.

5 Getz L, Brodersen J. Informed participation in cancer screening: the facts are changing,
and GPs are going to feel it. Scand J Prim Health Care 2010;28:1-3. doi:10.3109/
02813431003625410 pmid:20331385.

6 Glasziou P, Moynihan R, Richards T, Godlee F. Too much medicine; too little care. BMJ
2013;347:f4247. doi:10.1136/bm;.f4247 pmid:23820022.

7 National Institute for Health and Care Excellence. Hypertension in adults: diagnosis and
management. NICE guideline (CG127). 2011. http://www.nice.org.uk/guidance/cg127/
resources/hypertension-in-adults-diagnosis-and-management-35109454941637

8 Sackett DL. The arrogance of preventive medicine. CMAJ2002;167:363-4.pmid:12197692.

9 Barratt A. Overdiagnosis in mammography screening: a 45 year journey from shadowy
idea to acknowledged reality. BMJ2015;350:h867. doi:10.1136/bmj.h867 pmid:25736426.

10  Roberts MM. Breast screening: time for a rethink? BMJ 1989;299:1153-5. doi:10.1136/
bmj.299.6708.1153 pmid:2513031.

11 Wiener RS, Schwartz LM, Woloshin S. When a test is too good: how CT pulmonary
angiograms find pulmonary emboli that do not need to be found. BMJ 2013;347:f3368.
doi:10.1136/bm;.f3368 pmid:23820021.

12 Jarvinen TLN, Michaélsson K, Jokihaara J, et al. Overdiagnosis of bone fragility in the
quest to prevent hip fracture. BMJ 2015;350:h2088. doi:10.1136/bmj.h2088 pmid:
26013536.

18 Moynihan R, Glassock R, Doust J. Chronic kidney disease controversy: how expanding
definitions are unnecessarily labelling many people as diseased. BMJ 2013;347:4298.
doi:10.1136/bm;j.f4298 pmid:23900313.

14 Martin SA, Boucher M, Wright JM, Saini V. Mild hypertension in people at low risk. BMJ
2014;349:95432. doi:10.1136/bmj.g5432 pmid:25224509.

15 Cundy T, Ackermann E, Ryan EA. Gestational diabetes: new criteria may triple the
prevalence but effect on outcomes is unclear. BMJ 2014;348:91567.pmid:24618099.

16  Dowrick C, Frances A. Medicalising unhappiness: new classification of depression risks
more patients being put on drug treatment from which they will not benefit. BMJ
2013;347:f7140. doi:10.1136/bm;.f7140 pmid:24322400.

17 Meixel A, Yanchar E, Fugh-Berman A. Hypoactive sexual desire disorder: inventing a
disease to sell low libido. J Med Ethics 2015;41:859-62. doi:10.1136/medethics-2014-
102596 pmid:26124287.

18  Schwartz LM, Woloshin S, Fowler FJ Jr, , Welch HG. Enthusiasm for cancer screening
in the United States. JAMA 2004;291:71-8. doi:10.1001/jama.291.1.71 pmid:14709578.

19  Grady D, Redberg RF. Less is more: how less health care can result in better health. Arch
Intern Med 2010;170:749-50. doi:10.1001/archinternmed.2010.90 pmid:20458080.

20 Slovic P, Peters E, Finucane ML, Macgregor DG. Affect, risk, and decision making. Health
Psychol 2005;24(suppl):S35-40. doi:10.1037/0278-6133.24.4.535 pmid:16045417.

21 Loewenstein GF, Weber EU, Hsee CK, Welch N. Risk as feelings. Psychol Bull
2001;127:267-86. doi:10.1037/0033-2909.127.2.267 pmid:11316014.

22  Tymstra T. The imperative character of medical technology and the meaning of “anticipated
decision regret”. Int J Technol Assess Health Care 1989;5:207-13. doi:10.1017/
S0266462300006437 pmid:10303487.

23 Jergensen P, Langhammer A, Krokstad S, Forsmo S. Diagnostic labelling influences
self-rated health. A prospective cohort study: the HUNT Study, Norway. Fam Pract
2015;32:492-9. doi:10.1093/fampra/cmv065 pmid:26240089.

24  Reventlow SD, Hvas L, Malterud K. Making the invisible body visible. Bone scans,
osteoporosis and women’s bodily experiences. Soc Sci Med 2006;62:2720-31. doi:10.
1016/j.socscimed.2005.11.009 pmid:16356616.

25 Kelly MP, Heath |, Howick J, Greenhalgh T. The importance of values in evidence-based
medicine. BMC Med Ethics 2015;16:69. doi:10.1186/s12910-015-0063-3 pmid:26459219.

Published by the BMJ Publishing Group Limited. For permission to use (where not already
granted under a licence) please go to http://group.bmj.com/group/rights-licensing/
permissions

For personal use only: See rights and reprints http://www.bmj.com/permissions

Subscribe: http://www.bmj.com/subscribe

BuAdod Ag paloaloid 1senb Agq 20g YoJe €T U0 /wod wig mmmy/:dny wody papeojumod "9T0Z AN 6 U0 0gZe!'fwag/9eTT 0T St paysignd 1siy :CIANG


http://dx.doi.org/doi:10.5694/mja14.01124
http://www.ncbi.nlm.nih.gov/pubmed/?term=25358570
http://www.ncbi.nlm.nih.gov/pubmed/?term=25358570
http://dx.doi.org/doi:10.1111/1467-9566.ep10933329
http://dx.doi.org/doi:10.1111/1467-9566.ep10933329
http://www.diva-portal.org/ntnu/abstract.xsql?dbid=750
http://dx.doi.org/doi:10.3109/02813431003625410
http://dx.doi.org/doi:10.3109/02813431003625410
http://www.ncbi.nlm.nih.gov/pubmed/?term=20331385
http://dx.doi.org/doi:10.1136/bmj.f4247
http://www.ncbi.nlm.nih.gov/pubmed/?term=23820022
http://www.nice.org.uk/guidance/cg127/resources/hypertension-in-adults-diagnosis-and-management-35109454941637
http://www.nice.org.uk/guidance/cg127/resources/hypertension-in-adults-diagnosis-and-management-35109454941637
http://www.ncbi.nlm.nih.gov/pubmed/?term=12197692
http://dx.doi.org/doi:10.1136/bmj.h867
http://www.ncbi.nlm.nih.gov/pubmed/?term=25736426
http://dx.doi.org/doi:10.1136/bmj.299.6708.1153
http://dx.doi.org/doi:10.1136/bmj.299.6708.1153
http://www.ncbi.nlm.nih.gov/pubmed/?term=2513031
http://dx.doi.org/doi:10.1136/bmj.f3368
http://www.ncbi.nlm.nih.gov/pubmed/?term=23820021
http://dx.doi.org/doi:10.1136/bmj.h2088
http://www.ncbi.nlm.nih.gov/pubmed/?term=26013536
http://www.ncbi.nlm.nih.gov/pubmed/?term=26013536
http://dx.doi.org/doi:10.1136/bmj.f4298
http://www.ncbi.nlm.nih.gov/pubmed/?term=23900313
http://dx.doi.org/doi:10.1136/bmj.g5432
http://www.ncbi.nlm.nih.gov/pubmed/?term=25224509
http://www.ncbi.nlm.nih.gov/pubmed/?term=24618099
http://dx.doi.org/doi:10.1136/bmj.f7140
http://www.ncbi.nlm.nih.gov/pubmed/?term=24322400
http://dx.doi.org/doi:10.1136/medethics-2014-102596
http://dx.doi.org/doi:10.1136/medethics-2014-102596
http://www.ncbi.nlm.nih.gov/pubmed/?term=26124287
http://dx.doi.org/doi:10.1001/jama.291.1.71
http://www.ncbi.nlm.nih.gov/pubmed/?term=14709578
http://dx.doi.org/doi:10.1001/archinternmed.2010.90
http://www.ncbi.nlm.nih.gov/pubmed/?term=20458080
http://dx.doi.org/doi:10.1037/0278-6133.24.4.S35
http://www.ncbi.nlm.nih.gov/pubmed/?term=16045417
http://dx.doi.org/doi:10.1037/0033-2909.127.2.267
http://www.ncbi.nlm.nih.gov/pubmed/?term=11316014
http://dx.doi.org/doi:10.1017/S0266462300006437
http://dx.doi.org/doi:10.1017/S0266462300006437
http://www.ncbi.nlm.nih.gov/pubmed/?term=10303487
http://dx.doi.org/doi:10.1093/fampra/cmv065
http://www.ncbi.nlm.nih.gov/pubmed/?term=26240089
http://dx.doi.org/doi:10.1016/j.socscimed.2005.11.009
http://dx.doi.org/doi:10.1016/j.socscimed.2005.11.009
http://www.ncbi.nlm.nih.gov/pubmed/?term=16356616
http://dx.doi.org/doi:10.1186/s12910-015-0063-3
http://www.ncbi.nlm.nih.gov/pubmed/?term=26459219
http://group.bmj.com/group/rights-licensing/permissions
http://group.bmj.com/group/rights-licensing/permissions
http://www.bmj.com/permissions
http://www.bmj.com/subscribe
http://www.bmj.com/

BMJ 2016;353:i2230 doi: 10.1136/bm;.i2230 (Published 9 May 2016) Page 4 of 3

ANALYSIS

Key messages
Informed choice is increasingly considered as the best way to determine appropriate care
Providing information does not tackle the deeper drivers of overdiagnosis and overtreatment
Requiring an informed choice can cause harm when controversy exists about treatment or diagnostic thresholds

Without critical reflection our good intentions may enhance medicalisation and too much medicine

For personal use only: See rights and reprints http://www.bmj.com/permissions Subscribe: http://www.bmj.com/subscribe

BuAdod Ag paloaloid 1senb Agq 20g YoJe €T U0 /wod wig mmmy/:dny wody papeojumod "9T0Z AN 6 U0 0gZe!'fwag/9eTT 0T St paysignd 1siy :CIANG


http://www.bmj.com/permissions
http://www.bmj.com/subscribe
http://www.bmj.com/

