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ABSTRACT

In many countries, including patients are legally entitled
to request copies of their clinical notes. However, this
process remains time-consuming and burdensome, and

it remains unclear how much of the medical record must
be made available. Online access to notes offers a way to
overcome these challenges and in around 10 countries
worldwide, via secure web-based portals, many patients
are now able to read at least some of the narrative
reports written by clinicians (‘open notes’). However,
even in countries that have implemented the practice
many clinicians have resisted the idea remaining doubtful
of the value of opening notes, and anticipating patients
will be confused or anxious by what they read. Against
this scepticism, a growing body of qualitative and
quantitative research reveals that patients derive multiple
benefits from reading their notes. We address the
contrasting perceptions of this practice innovation, and
claim that the divergent views of patients and clinicians
can be explained as a case of epistemic injustice. Using a
range of evidence, we argue that patients are vulnerable
to (oftentimes, non-intentional) epistemic injustice.
Nonetheless, we conclude that the marginalisation of
patients’ access to their health information exemplifies

a form of epistemic exclusion, one with practical and
ethical consequences including for patient safety.

INTRODUCTION

Today, via secure web-based portals, many patients
can rapidly and conveniently access their medical
records including the very words written by clini-
cians (hereafter, ‘open notes’). In some countries,
such as Estonia, the Nordic countries and the USA,
open notes are advanced.” For example, in Sweden,
most patients are already offered open notes via
‘Journalen’, one of the eHealth services on the
nationwide patient portal. In the USA, from 5 April
2021 (postponed from 2 November 2020 due to
COVID-19) new federal rules mandate that, on
request and with few exemptions, all health organ-
isations offer open notes to patients.”> Worldwide,
however, there is still limited uptake of the prac-
tice. For example, in Canada and Germany, open
notes are available to some patients but not yet
offered universally. In the UK in April 2020, it was
announced that patients in National Health Service
(NHS) England will be offered access to general
practitioners’ clinical notes, although on a prospec-
tive basis.*

Against these developments, a growing body
of research reveals a range of ethical and poten-
tial health and safety benefits of patient access to
their clinical notes, including greater engagement
and boosting recall about their care plans,®°

which we discuss in this paper. However, research
also points to notable hesitancy, and even averse-
ness, to the practice among some health profes-
sionals."" ' Moreover, in comparison with other
services offering consumers and the public access
to their secure personal information, such as online
banking, the implementation of open notes in
healthcare remains comparatively slow.

We argue that the resistance of clinicians and
health organisations to sharing clinical notes,
amounts to an ethical concern that can best be
understood using Miranda Fricker’s concept of
epistemic injustice.”® According to Fricker, the
sharing and production of knowledge is a valued
good, and as such, epistemology is interlinked with
ethical considerations. Inequalities in the access,
production or participation in knowledge forma-
tion can constitute an ethical wrong, leading to
primary or secondary harms. Fricker terms these
harms as ‘epistemic injustice’. Applying this concept
to healthcare, scholars have argued that this frame-
work provides a useful approach for understanding
distinctive epistemic injustices in the formation of,
for example, medical curricula, the dynamics of
health encounters and in health policy-making.'*"®

In this paper, we apply this theoretical frame-
work to open notes. We reflect on the ethical and
epistemic repercussions of denying patients rapid
and convenient online access to their clinical notes,
and on the differences between patient and clinician
perspectives on this practice innovation. Drawing
on a range of surveys, we propose that there is
evidence to substantiate the claim that clinicians
negatively stereotype patients in ways that unfairly
deflate their credibility. Furthermore, negative char-
acterisations of patients are often offered by clini-
cians as a justification withholding access to notes.
However, as we argue, evidence indicates that
patients may suffer disadvantages or possible harms,
due to lack of access to their clinical information.

At the outset, we emphasise that there are
numerous reasons why health organisations in
different countries and providers, might deny
patients access to open notes. Our concern in this
paper is specifically with evidence of epistemic
injustice as it pertains to examples of health profes-
sionals’ resistance, reluctance or misgivings about
offering the majority of adult patients open notes.

We begin with a brief overview of open notes,
including how the practice differs from patients’
requests to obtain copies of their clinical records.
Following this, we outline Fricker’s account of
epistemic injustice which describes how spheres
of social activity are entwined with epistemic and
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ethical dimensions. In this section, we define testimonial injus-
tice and hermeneutic injustice which can be interpreted, respec-
tively, as giving information/knowledge to others, and making
sense of one’s experiences.’® As Fricker, and as other philoso-
phers and health researchers have argued, these injustices may
undermine healthcare professionalism, leading to risks of patient
harm, 1S 19-21

Next, using Fricker’s framework as our foundation, we present
evidence from quantitative and qualitative studies of clinicians’
and patients’ experiences and attitudes about open notes. We
draw on findings from across medical specialties, including
primary care, oncology and psychiatry. In addition, and where
appropriate, we document events, some of which are matters of
public record. Using this evidence, we propose that, under the
explicit or implicitly voiced assumption that ill persons cannot
handle access to their clinical notes, patients are subject to
forms of epistemic subordination which may incur health disad-
vantages. Furthermore, structural disadvantages with respect
to patients’ access to their notes may diminish the epistemic
resources available to clinicians which, in turn, may result in
patient harms. The paper concludes with recommendations on
how clinicians, health organisations and eHealth designers might
strive to reduce epistemic injustice in this domain.

BACKGROUND ON OPEN NOTES

In many countries, patients already have the legal right to request
access to their clinical records. In the USA, for example, The
Health Insurance Portability and Accountability Act of 1996 gave
patients the right to obtain copies of their clinical notes. Under
this legislation, providers could levy a fee for the administrative
costs of access, and requests were usually expected to be fulfilled
within a ‘reasonable time frame’ of 30 days.?” Similarly, in the
UK in 2000, the Freedom of Information Act allowed patients
to request access to information held by public authorities such
as the NHS. Open notes are different. Neither a software nor
a product, the innovation is similar to accessing one’s personal
financial information via online banking. Open notes facilitate
rapid, convenient access to clinical notes via digital devices such
as smart phones, laptops and tablets.

Currently, patients in around 10 countries worldwide are
offered access to some, or all, of their clinical notes.! In this
paper, we focus on survey findings from Sweden and the USA,
where multiple recent studies into the practice have been
conducted. In Sweden, access to clinical notes was launched in
2012, when the region of Uppsala gave all citizens over 18 years
of age online access to their notes. In this first region-wide trial,
the patients were offered access to their notes through an online
patient portal called ‘Journalen’.® ** Then, in 2015, Journalen
was launched as the national system in Sweden for online access
to clinical notes. At the end of 2018, all regions had implemented
Journalen and today, in a population of around 10 million, more
than 4.5 million citizens have accessed their clinical notes.

Meanwhile, in the USA, from April 5 2021, new federal law
mandated that all providers give patients immediate electronic
access to their clinical notes on request. It permits ‘information
blocking’ of medical notes if doing so “...will substantially reduce
the risk of harm’ to a patient or to another person (§171.201(a)
p. 704).% Licensed health professionals can decide what consti-
tutes a substantial risk when working ‘...in the context of a
current or prior clinician—patient relationship’ (p. 702). Under
the new ruling, the burden will be on providers to justify why
they have blocked information from patient view.

It is important to emphasise that in certain circumstances
caution around open notes may sometimes be justified. We fully
agree that, in specific contexts, it may be ethically justified to
withhold patient access to clinical notes.”*" For example, it
would be justifiable to temporarily block access if patients in
domestic abuse situations inform their clinician that they are
at greater risk of harm from a controlling partner reading their
clinical notes. Many ethical questions also arise with respect to
proxy access, including provisions for adolescents,”® and older
people who are vulnerable such as those living with advanced
stage dementia. As with other innovations in healthcare,
open notes may bring benefits while also inviting new ethical
dilemmas, and these emergent practice challenges will need to
be resolved. Notwithstanding, our focus is the decision to offer
or deny the wider adult patient population access to their clinical
notes.

In the remainder of this paper, we suggest that implicit and
explicit stereotyping of patients contributes to concerns, reluc-
tance, or even unwillingness, among many to share notes with
patients (‘testimonial injustice’). This injustice, in turn, may lead
to reduced access to healthcare resources which might other-
wise aid patients in understanding and managing their illness or
condition (‘hermeneutic injustice’). To develop these claims, we
must first examine Fricker’s account of these concepts in greater
detail.

EPISTEMIC INJUSTICE

Epistemic injustice points to a specific kind of injustice done
to someone in their capacity as a knower, or as a contributor
to knowledge. According to Fricker, this injustice takes two
forms, testimonial and hermeneutical, which we discuss below.
Although debate has arisen among epistemologists about other
kinds of epistemic injustice,'” >’ our focus in this paper is on Fric-
ker’s framework which remains widely accepted among philos-
ophers of medicine." 2°

Testimonial injustice

According to Fricker, testimonial injustice arises when an indi-
vidual, such as a speaker, is unfairly attributed a lower level of
credibility because of discrimination—typically, because of their
membership of a negatively stereotyped group. In such circum-
stances, the conversation partner or listener, implicitly and/or
explicitly interprets the speaker to have diminished capacity
as both a bearer and contributor to knowledge. For example,
the speaker may be considered unreliable or untrustworthy. As
a result of implicit or explicit negative stereotyping, he or she
may be unjustly excluded from shared epistemic activities, or
their contributions may be ignored or downgraded to a lower
status. Importantly, not all forms of stereotyping are unjustified.
In medical practice, for example, clinicians rely on heuristics and
stereotypes for certain presentations of illnesses. Such reliable
generalisations are crucial for physicians to make diagnoses.
Rather, Fricker refers to cases of discriminatory, negative stereo-
typing with respect to some aspect of an individual’s identity (eg,
gender, age, accent, race/ethnicity, disability or personality). The
listener, Fricker notes, withholds proper respect for the speaker
who suffers, whether knowingly or not, a degradation that also
constitutes an ‘epistemic insult.’

In healthcare, a growing body of literature proposes that
patients may be vulnerable to testimonial injustice.® 20 ! 30
Deflation of patients’ credibility can constrain their meaningful
contribution to clinical visits, and wider dialogue with the
healthcare community about their health condition. As Kidd and
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Carel note, ‘pre-emptive derogation of the epistemic credibility
and capacities of ill persons’ amounts to the ‘a priori view, for
instance, of ill persons being confused, incapable or incompe-
tent, that distorts an evaluation of their actual epistemic perfor-
mance’."” In this way, patients may even be viewed as susceptible
to psychological fragility or irrationality, and their testimonies
may be dismissed as, irrelevant, emotional, unhelpful or time-
consuming.” 2 Worth noting, even in contexts where clinicians
are genuinely sympathetic, they may still fail to perceive ill
persons’ contributions as worthy of epistemic consideration.'’
For example, an elderly patient may be treated with compassion
but routinely overlooked, or infantilised in visits in favour of
discussing the patient’s health with an attendant family or friend
caregiver.’! 2 A wealth of research shows that some patient
populations are at greater risk of negative stereotyping, and as a
result, may be subjected to epistemic subordination in visits.**=*

We emphasise that epistemic injustice does not challenge
the legitimate epistemic authority that some individuals, such
as medical doctors, have acquired as a result of extensive and
highly specialised training.'® Rather, the concept of epistemic
injustice invites a wider discussion about the kinds of epistemic
privilege that exist and the contributions that may be constrained
or delimited across a range of epistemic activities in healthcare."
For example, patients have first-person experiences of living with
an illness or disability, which means that they may have acquired
deep insights about their symptoms, medical treatments and the
nature of healthcare delivery."” ** Some persons with illness may
also develop considerable medical knowledge after intensively
researching their condition, and the contributions of patients
to medicine can be valuable in shaping critical conversations
and debate.**’ Equally, clinicians may accrue deeper appreci-
ation and insights about healthcare delivery by experiencing life
as a patient.**™* In summation, as Blease et al argue, ‘Injustice
arises with respect to epistemic privilege when one group fails
to recognise the unique expertise of another group, or when an
individual fails to fully appreciate the epistemic contributions of
another individual’.'®

On the other hand, an important consideration is unwar-
ranted epistemic privilege. In healthcare contexts, this may arise
when clinicians, researchers or patients are credited with having
a level of knowledge or insight beyond their knowledge and/or
experience. This can happen, for example, if medical doctors are
assumed by patients to have specialised expertise about a disease
beyond their formal education or ongoing training. Nor are all ill
persons epistemically reliable. Some illnesses may interfere with
cognitive judgements and personal insights. Yet even in these
scenarios, patients may still be vulnerable to epistemic injustice
since negative stereotyping on the part of clinicians may inter-
fere with judgements about the patient’s capacity as a knower,
and as a contributor to knowledge-formation activities." !¢

Hermeneutical injustice

Deficits in access to shared epistemic resources represent
another form of injustice. Fricker defines this as ‘hermeneutic
injustice’ which she describes as a structural and social problem
that occurs when, ‘both speaker and hearer are labouring under
the same inadequate tools’."® Tt arises when individuals cannot
access, or can only partially access, resources that could better
support interpretation of their experiences. Failure to access
these conceptual resources may asymmetrically affect one
group of individuals, conferring a structural disadvantage on
them. Impoverished access may also arise because one group
restricts collective access to other groups, or when one group
has ‘perfectly adequate hermeneutic resources of its own’ but

contributions are ignored or not deemed credible by a dominant
group.?’

As Fricker notes, and as other researchers have proposed,
hermeneutic injustice can also arise in healthcare where,
‘social and healthcare cultures have features that impede the
hermeneutic agency of ill persons’.'” Current hermeneutical
structures and practices can play a role in enhancing (or dimin-
ishing) patients’ experiences and understanding of their illness.
Obtaining a diagnosis, for example, can help patients to trans-
form a confusing or puzzling set of symptoms into an under-
standable illness, sometimes with an aetiological explanation,
and opportunities to avail of possible therapeutics. Despite
familiar rhetoric in modern healthcare about the importance of
eliciting the patient perspective in clinical practice and research,
structures and existing practices may sustain hermeneutical
injustice by delimiting access to resources which might help
patients to understand, or directly contribute to research into,
their illness or condition.

Kidd and Carel describe two kinds of ‘strategies’ that
may underpin hermeneutical injustice both of which may be
consciously or non-consciously endorsed.?” ‘Strategies of exclu-
sion’ refer to ‘excluding a currently hermeneutically marginal-
ised group from the practices and places where social meanings
are made and legitimated, such as professional committees or
legislative bodies’.?” This can take a variety of forms, including
physical exclusion to, ‘subtler forms of epistemic exclusion, such
as the procedural insistence on the employment of strenuous
legal, medical or academic terminologies and conventions so as
to exclude those who are not members of those groups from
participating in deliberative processes.”*’

A related concern is ‘strategies of expression’ which Kidd and
Carel describe as the demotion of modes of expression that are
not routinely adopted by the dominant group. Such modes of
expression may include anecdotal, autobiographical or affective
styles of presentation, which may be interpreted as evidence of
the lack of rationality or diminished capacity of the margin-
alised group. According to Kidd and Carel, in their efforts to
be heard the oppressed group may strive for further recogni-
tion. However, their efforts may be interpreted as ‘pushy’ or as
further evidence of ‘irrationality’ which, in turn, may prompt
greater frustration driving further ‘epistemic disenfranchise-
ment’."® 2° As a net result of these two strategies of exclusion
ill persons may suffer, ‘a double injury’."” 2° Patients may be
excluded from sense-making activities in healthcare on the basis
of unfair prejudice leading to a vicious cycle: in this way, it is
argued, ‘hermeneutical injustice (exclusion from the structural
processes of knowledge formation) may also intensify testimo-
nial injustice and vice versa.’'®

USING EPISTEMIC INJUSTICE TO UNDERSTAND ATTITUDES TO
OPEN NOTES

Evidence from clinicians

In Sweden and the USA, survey research shows that many clini-
cians, including those with no prior experience of open notes, are
often deeply sceptical or resist the idea of open notes, believing
that most patients will be confused or anxious if they read their
notes which will directly lead to a rise in patient contact and
greater workplace burdens.'" #™*¢ Such negative stereotyping of
patients as perplexed, emotional or as ‘time-wasters’, appears to
form a common rationale for resisting open notes or delaying
implementation of the practice. Shortly, we will provide evidence
that these assumptions constitute a form of testimonial injustice.
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First, it is important to note the strength of clinicians’ negative
feelings about the disruptive potential of patient access.

In Sweden, the introduction of Journalen led to strong and
mostly negative reactions from healthcare professionals, espe-
cially from physicians and their trade union.** During the imple-
mentation of Journalen in the Uppsala region, where the practice
was first pioneered in Sweden, physicians not only expressed
their concerns to the implementation team, they went to great
length to stop the project which was reported to nine different
authorities, including the Swedish Work Environment Authority,
in attempts to hinder patients from gaining online access to their
notes.*’

Negative stereotyping was also evidenced recently in the
USA. Following the announcement about the new federal rules
mandating patient access to their clinical notes, in many publicly
accessible social media posts in forums on medical topics, clini-
cians voiced strong resistance to the prospects of patient access.
For example:

There are zero positives to this from our perspective...I definitely
think this is one of the cases where the pendulum has swung way
too far in the direction of autonomy rather than paternalism after
overcorrecting for the crappiness of the past.*® [Reddit contributor
identifying as a medical resident. Post ‘liked’ 435 times].

‘We’ve been doing [open notes] for a while and T see zero
effect...[E]ven those patients/families that do read the notes still
have no clue what is going on. It’s like showing someone a bunch
of stock market numbers and thinking they can predict the ebb
and flow of the economy.”*® [Reddit contributor identifying as an
‘RN’ [registered nurse] in the ICU. Post liked 3 times].

An article describing the new rules on the US website
‘Medscape’ which covers news and resources for physicians
prompted 138 comments.’’ Some comments were highly scep-
tical about the capacity of patients to understand their notes, and
to derive value from them; for example:

The average patient reads at the 4th to 6th grade level. Are we to
write two levels of notes, to accommodate patients who may not
have even finished 8th grade? Another reason for me to formalize
my retirement plan.

In other high-income countries, patients have access to some
of their record. For example, in the UK patients who access their
care through NHS England can use health portals to read lists
of medications, test results and appointments and referral dates.
For most British citizens, the majority of the notes written by
specialist physicians remain hidden from view. In 2020, writing
in the BM]J, and wary of the prospects of patient access one
physician remarked: ‘Im [also] concerned about what might not
be written in the notes in future, the things we’ll leave out for
fear of upset. Observations about the mismatch between symp-
toms and signs, concerns about self-care, possible but unlikely
diagnoses that I should check up on—these all feature in my GP
notes but would need a whole load of explaining to patients.”’

A considerable body of survey research challenges the nega-
tive stereotype of confused or emotionally fragile patients
requiring more contact time with clinicians—a form of labelling,
we suggest that constitutes an ‘epistemic insult’. For example,
using objective measures of messaging—such as email volume—
in 2012 a US survey by Delbanco et al found that patient
contact did not change significantly in the 12 months before
compared with the 12 months after open notes was imple-
mented.* After experience with open notes, workload concerns

among participating physicians also diminished markedly. Study
authors reported that some physicians were so surprised by the
lack of disruption that, ‘Several wondered whether the interven-
tion had been implemented’. A more recent US survey found
that, among clinicians who had opened their notes for at least
1year, 86% (n=1112) reported that in the previous 12 months,
patients contacted them less than monthly or never with ques-
tions about their notes.’* Similar findings have emerged from
mental healthcare where after implementing open notes, mental
health clinicians report minimal workflow disruptions.”** Coun-
tries or health organisations that deny, delay or impede access,
on the basis that patients might be ‘time-wasters’ or unreliable
or untrustworthy readers of their notes, exemplify testimonial
injustice.

However, there is also evidence that testimonial injus-
tice engenders hermeneutic injustice. The latter arises when
patients are prevented from deriving benefits from their notes
and potentially correcting errors in them. Studies show that
after accessing their open notes, patients can, and do, perceive
mistakes in their documentation.’® ** For example, in the USA,
in the large-scale survey of more than 22000 patients who read
their notes, around one in five reported finding an error with
40% perceiving the mistake as serious.”> The most common
errors included mistakes in diagnoses, medical history, medi-
cations and test results. Notably, in one study, of the patients
who reported contacting their physician about an error in their
notes, 85% (231/331) reported satisfaction with how the matter
was resolved.” Yet by excluding patients from readily accessing
and offering feedback on their notes, both patients and clini-
cians may be, in Fricker’s language, ‘labouring under the same
inadequate tools’.’> When health organisations and clinicians
deny patients access to their clinical information, clinicians are
thereby deprived of a key resource (namely, patients) who might
help improve on their documentation.

Supporting this view, qualitative findings from psychiatry and
psychotherapy surveys also show that some patients identify
inaccuracies in the reporting about their subjective or emotional
states.” >® As one psychotherapy patient noted, ‘Interpretations
of feelings are just that, someone else’s attempt to understand.
They are not always correct. The note is a permanent and some-
times incorrect portrayal of a discussion.”® Although we know
of no large-scale surveys aimed at investigating whether patients
perceive errors in mental health notes, soliciting patients’
insights may be valuable for correcting or improving precision
in clinician’s judgements about patients’ first-person states.*
Lacking access to their notes and the possibility of picking up
on errors, omissions, or inaccuracies, these findings strongly
point to a form of, what Fricker terms, ‘cognitive disablement’—
patients are structurally prevented from obtaining convenient,
rapid access to their notes—preventing them from partnering
with clinicians to improv the accuracy of their records.

Even when open notes are implemented, how clinicians use
portal features may impose strategies that continue to exclude
patient contributions. For example, in Sweden, there is no obliga-
tion on clinicians to read patients’ comments on notes submitted
via Journalen. In this way, patients’ contributions remain subject
to what Kidd and Carel describe as ‘an epistemically marginal
role in consultative exercises’.”’ Additional evidence of strategies
of exclusion are found in a recent US study’* which reported
that, after opening notes to patients, the majority of physicians
(78%, n=620) admitted that they did not encourage patients to
read their notes.

Language used in clinical documentation may impose subtler
strategies that may still exclude the full epistemic engagement
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of patients. In a study conducted with mental health clini-
cians at the VA, responding to whether they had made or will
make changes to the way they document mental health notes
as a result of patient access, 29% (n=45) of surveyed clinicians
reported they would write less about the diagnosis.** Similarly,
existing forms of medical expression in notes may stifle patient
collaboration.’” In a recent web-based survey in the USA, 58%
(n=422) of physicians reported changing, ‘use of language that
could be perceived as critical of the patient” with 41% (n=306)
reporting that they changed the ‘use of terms such as ‘noncom-
pliant,” ‘patient refuses’ and ‘patient denies.” While this points
to mindfulness in record-keeping among some clinicians, among
the majority the continued use of medical vernacular appears to
signal traditional roles of ‘authoritative doctors’ and ‘submissive’
or ‘disobedient patients’. In a recent survey, Ferndndez et al found
that 119% (n=2411) patients who accessed their notes felt judged
or offended by what they read, which included forms of labelling
and disrespectful language.’” Choice of words, therefore, may
provide further unintentional discrediting of patients, which
may serve as a barrier to their epistemic engagement, which in
turn may engender patient distrust, possibly leading to patients’
withdrawl from care.’® The net result is that the quality of epis-
temic resources may become further impoverished, reducing the
potential of notes to aid patients in understanding and managing
their condition (thereby, illustrating hermeneutic injustice).

Evidence from patients

The evidence of both testimonial and hermeneutic injustice when
it comes to clinical information blocking is strengthened by find-
ings from patient surveys. In particular, the starkly contrastive
evidence of patients’ experiences with open notes compared
with clinicians’ perceptions of patients’ experiences provide
compelling evidence of unjustified negative stereotyping about
the capacity of individuals to understand or emotionally cope
with what they read. Despite physicians’ doubts about patients’
competency and their emotional rectitude to read their notes,
in recent quantitative and qualitative surveys of patients’ expe-
riences with open notes, the overwhelming majority of respon-
dents reported positive experiences.’ * ** In surveys from Sweden
and the USA, around 98% of surveyed patients with experience
of the practice believed open notes are a good idea or reported
they wanted access to continue.” 7 ® * For example, in a large
scale survey research of over 22000 patients in the USA, Walker
et al found that only a small minority—3% and 5%—of patients
reported being very confused or more anxious by what they
read.’ Also worth noting, it is undetermined whether reported
patient anxiety reached diagnostic thresholds. Conceivably, for
example, respondents’ anxiety might have been the result of
being better informed about their health condition and not a
result of open notes per se. However, most patients may not
recognise they are the victims of testimonial injustice when it
comes to the failures of health organisations in their country
to offer them ready access to their online notes. This is in part
because many patients may not be aware of the innovation, or
know of the ongoing debates about patient access including that
many clinicians resist the idea.

Data provide evidence that testimonial injustice gives rise to
informational deficits that constitute hermeneutic injustice. In
a range of surveys, patients report multiple, hitherto unexperi-
enced, benefits from accessing their notes. For example, in the
survey by Walker et al, of patient respondents who read at least
one visit note in the last 12 months, the majority of surveyed
patients described feeling more in control of their healthcare,
enhanced understanding of the rationale for treatments and

referrals, better remembering their treatment plans, and, as a
result, doing a better job taking their medications.’ ** We suggest
that inherent informational gaps in clinical record access are
tantamount to forms of hermeneutic injustice because patients
are routinely excluded from making greater sense of their clin-
ical diagnoses, and from better understanding and engaging in
their own treatment plan.

Next, we review evidence of epistemic injustices pertaining to
particular patient populations.

Marginalised patient populations

Studies show that minorities, persons with low incomes, older
patients and those who do not speak the same language as their
provider, are more vulnerable to implicit negative biases on the
part of providers which may contribute to increased likelihood
of communication breakdowns among these patient popula-
tions.* Relatedly, such patients may suffer a ‘double injury’
when it comes to information blocking. Perhaps because they are
vulnerable to nonconscious forms of epistemic discrediting, and
communication breakdowns, such patients may accrue greater
benefits from accessing their notes away from the pressures and
limitations of the face-to-face encounter.®® Supporting this inter-
pretation, survey research from the USA, shows that, compared
with their counterparts, patients who are older, in poorer health,
persons with fewer years of formal education, minorities, and
those whose first language is not English, are significantly more
likely to report that open notes boost their recall, understanding,
and engagement in their care plan.’ ®®* However, research in the
USA indicates that the likelihood of receiving an access code to
activate a health portal is lower among already disadvantaged
patient groups.®? Such persons may be relegated lower credi-
bility as knowers and as a result experience impoverished access
to their clinical information (‘testimonial injustice’). Further-
more, without adequate safety nets in health systems targeted
at improving access among these populations, patients may
routinely miss out on particularly important benefits of reading
their notes (‘hermeneutic injustice’).

Patients with mental health conditions

The degree of clinician scepticism about patients’ capacity
to understand and cope with reading their notes is particu-
larly salient among patients with mental health conditions.
For example, in a Swedish study, over half of surveyed mental
health clinicians (58%, n=488) anticipated that, ‘a majority of
mental health patients will worry more’.!" Around one in two
(53%, n=438) believed that, ‘a majority of patients will find
the notes more confusing than helpful’ with fewer than a third
(30%, n=252) expecting that, ‘a majority of patients will better
understand their health and medical conditions’ as a result of
accessing their notes.'! Similarly negative attitudes have emerged
in US surveys. For example, a survey of mental health clinicians
at the Department of Veterans’ Affairs (VA)—the nationwide
healthcare system that offers veterans portal access to their clin-
ical notes—67% (n=135) believed that, ‘a majority of patients
will find the notes more confusing than helpful’, while 77%
(n=156) of participants anticipated that ‘a majority of mental
health patients will worry more’.** A growing body of research
suggests that clinicians’ views amount to what Kidd and Carel
describe as ‘pre-emptive derogation of the epistemic credibility
and capacities of ill persons’. In a recent US study of open notes
in primary care, there was no reported difference between the
experiences of patients with and without a mental health diag-
nosis, with most patients reporting that they felt more in control
of their healthcare (92%, n=336 of patients with a mental health
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diagnosis compared with 91%, n=1789 without). Only a small
minority—1% (n=35) of patients with a mental health diagnosis
compared with 3% (n=49) of those without—reported finding
the notes more confusing than helpful.®* In a pilot study of 52
patients at an outpatient psychiatric clinic in Boston, USA, only
a few patients reported being confused or anxious by what they
read.”

Drawing on these findings, it seems reasonable to postulate
that clinicians’ a priori stereotyping of all mental health patients
as incapable of handling their notes is unjustified and constitutes a
form of testimonial injustice. The injustice arises because a range
of policy decisions and covert practices have been implemented
to selectively withhold clinical information from this patient
population. For example, in the USA, psychotherapy notes are
exempt from the new rules about sharing.”* In Sweden, only
around half of the country’s 21 regions share notes from psychi-
atric clinics. In Norway, all patients are offered access to open
notes but a survey of psychiatry clinicians working in hospitals
found that 8% maintained a ‘shadow record’ precluding some
patients from reading some details about their health.®*

Again, there is also apt evidence that such testimonial injus-
tice gives occasion to hermeneutic injustice. The injustice arises
because patients are denied valuable opportunities to better
understand, remember and engage with information about their
treatment plan. In Canada, in 2020, a qualitative study reported
that psychiatry patients who accessed their information were
better able to identify patterns related to their mental health
which, in turn, provided greater sense of control over their
illness.* Failure to take medications and stick to treatment plans
is huge challenge in healthcare, and one that especially effects
patients with mental health diagnoses. A study in 2020 found
that around 50% of patients with include major depressive or
bipolar disorders, or schizophrenia failed to take their prescrip-
tion medications.®® A recent survey analysis found that persons
with serious mental illnesses—defined as including major depres-
sion, bipolar disorders and schizophrenia disorders—were
significantly more likely than other patients to report feeling in
control of their medications, to understand adverse effects, and
to report taking their medications, after accessing their notes.®”

Even while acknowledging that there may be occasions when
some patients with mental illnesses may be upset, or confused
by what they read, or that some patients may even be harmed
by access,” %° this growing body of research indicates that the
majority of mental health patients derive benefits from reading
their clinical notes. When health organisations deny mental
health patients access to resources—namely, their clinical
notes—this constitutes a form of hermeneutic injustice since it
may impede patients’ capacity to understand their clinical condi-
tion and treatment plan, and potentially to improve their health

outcome.68

Patients accessing cancer care

In cancer care, many clinicians believe that online access to
oncology notes and test results pose special difficulties for
patients. The deflation of cancer patients’ epistemic credibility
is particularly well illustrated by a recent US study. Analysing
survey results, Salmi et al found that 98% (n=3366) of patients
with a cancer diagnosis who read their visit notes agreed open
notes was a ‘good idea’ compared with 70% (n=70) of oncology
clinicians who had opened their notes.®” More starkly, only
4% (n=131) of oncology patients reported finding their notes
confusing, compared with 36% (n=44) of oncology clinicians
who believed their patients would find the notes ‘more confusing
than helpful’ and 27% (n=33) who did not know if patients

found notes confusing. In a recent research study conducted in
Sweden with oncology healthcare professionals 6 years after
the launch of Journalen, Moll and Cajander reported that the
majority of both physicians and nurses believed that clinical
notes were more confusing than helpful for patients.”’ Quali-
tative research provides further evidence of the epistemic dero-
gation of cancer patients among clinicians with the claim that
blocking access is justified. In a study by Griinloh et al oncol-
ogists expressed concerns about patient’s ability to understand
test results, advising that withholding notes and test results was
warranted.*® For example:

I have a long education, and I do tests and other things and then
I put all these things together...I do not want anyone to put their
nose in this... I think it can be very dangerous if the patient comes
in during this investigation and sees the test results;

They are not able to interpret the test results, and it leads to more
work, revisits and telephone calls, and they are worried. /.../ A
thing like this is nothing but a lot of extra work /.../. I see nothing
positive in that the patients read their medical records online;
Some can become calmer actually, when they have seen the test
results, and know what they are. But not the oncologic patients,
they are mostly worried.

We suggest that oncology clinicians’ opinions that patients are
ill equipped to read their notes, and that blocking or delaying
opportunities to access results is therefore justified, amounts to
a case of testimonial injustice. While Swedish users of Journalen
prefer immediate access, and rate test results as one of the most
important information types to which they can have access,’®
strategies of exclusion are apparent. Under the assumption that
patients might be too emotional, or lack the necessary rational
capacity to choose whether or when to access their test results,
many patients are still subjected to a form of epistemic insubor-
dination. Some regions, for example, impose a 2-week embargo
and others only release results once they have been checked by
a physician.”!

When oncology patients lack timely access to their clinical
resources (namely, to the patients’ own oncology test results
and notes) this can undermine understanding about their diag-
nosis and treatment plan (‘hermeneutic injustice’). For example,
in Uppsala University Hospital, Uppsala, Sweden, where Jour-
nalen has been implemented since 2012, many oncology patients
reported feeling more in control of their care than when they
were not offered access to their notes, with many citing rapid
access to test results as essential for safeguarding their mental
well-being.” In the study by Rexhepi et al patients attested,
‘Accessing test results, it is a tremendous difference, and it really
means a lot to me...It’s so difficult to wait, whether it is good
news or bad news, it’s very good to know’; ‘I think that the infor-
mation that you have been diagnosed with cancer is worrying no
matter how you get it... I think that we should be free to choose
how we get access to that information’. Or as one patient bluntly
put it: ‘if we can manage to have all of these cancer diseases and
to live with it, then we can handle reading about it’.

Patients living with cancer who are not offered the choice
to access to their test results and oncology notes may experi-
ence cognitive disablement. Under pressurised, and oftentimes
upsetting face-to-face visits, patients may be unable to retain
or process all the information that their clinician is communi-
cating.”* Studies of patient portal access in Sweden and the USA
demonstrate that by ‘extending the visit’ beyond traditional,
one-shot disclosures during appointments, patients with cancer
better remember and understand crucial information about
their diagnosis and prognosis.” For example, in a US survey in
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radiotherapy, 60% (53/88) of oncology patients accessed their
notes when given the option, and all patients who chose to read
their notes found them to be useful.”> Among those radiotherapy
patients who accessed their notes, 96% (51/53) reported better
understanding their diagnosis, 94% (50/53) reported better
understanding of the treatment risks and side effects, and 91%
(48/53) described learning important information they had
missed during visits. These survey findings are illustrative of
hermeneutic injustice since, with limited or no access to their
notes, many patients with cancer may be denied opportunities to
better understand and manage their care.

Summary
The conclusion we draw, based on the contrasting findings
of research into open notes among clinician and patients, is
that patients—including those with serious illnesses—may be
vulnerable to unjustified negative stereotyping with respect to
their capacity to understand and cope with reading their clin-
ical notes. We emphasise that some patients in only around ten
countries worldwide are currently offered access to their notes.
Anticipating that patients may be too emotional or that access
will lead to work burdens, clinicians and health organisations
appear to have resisted open notes or express serious misgivings
about shared access.”! Drawing on a growing body of survey
research, we find robust evidence that strategies designed to
exclude or limit access to their notes can give rise to herme-
neutic injustice. When patients are unable to, or not encouraged
to readily access their notes they lose out on important oppor-
tunities to support understanding and interpretation of their
diagnosis and care plan.’ >3 %% ¢’ In countries where open notes
are not yet implemented, policies that preserve the ‘epistemic
isolation’ of patients, forfeit chances for individuals (or their
family members) to benefit from, and collaborate with clinicians
to actively contribute, and improve, clinical documentation.?’
Merely offering open notes will not be sufficient to address all
the existing hermeneutic shortfalls. For example, it seems likely
that many patients remain unaware that they can access their
clinical notes.”* In the USA, a recent survey found the majority
of clinicians did not encourage patients to read their notes.’>
In Sweden, there is still no obligation on clinicians to read
patient feedback submitted via portals. Here again, by relegating
patients’ contributions to a lower epistemic status or ignoring
their input, clinicians thereby miss out on key chances to improve
the quality of their record-keeping and augment their epistemic
performance, potentially improving patient care.”*

CONCLUSIONS AND RECOMMENDATIONS

Pioneering physician Warner Slack once opined that patients are
the ‘largest and least used resource in healthcare’.”” Research into
open notes supports the wisdom of this insight. When patients
are systematically denied or offered only restricted access to their
notes, this can also compromise the epistemic activities of both
patients and clinicians. Patients’ active engagement with their
documentation presents an important, and hitherto underap-
preciated mechanism to strengthen patient-clinician teamwork,
improve diagnostic processes and prevent errors.’*

Our first recommendation is that health organisations strive
to provide the electronic infrastructure to support open notes
for patients. However, merely offering open notes is unlikely to
reap all the potential benefits of patients as active epistemic part-
ners. Second, therefore, we recommend that clinicians explic-
itly encourage patients to read their notes, and offer feedback
on possible errors, omissions and inaccuracies’* ”® For example,

in the USA, a web-based educational programme for veterans
offered by the VA providing guidance on reading mental health
notes proved highly effective in engaging patients and promoting
trust in clinicians.”” Portal innovations which actively solicit
feedback, such as the implementation of ‘Our Notes’”*—which
allows patients to cocreate their clinical notes—may serve to
close the feedback loop on care, and function as a patient safety
mechanism.” 8 Such strategies could develop a richer, patient-
focused agenda using the words and forms of expression of the
patient.

Third, since not all patients are able to access electronically
housed clinical notes, beyond providing access to WiFi and
portal-enabled electronic devices, we recommend health organ-
isations invest in new outreach programmes aimed at training
patients in basic digital literacy skills, such as how to use the
internet, logon to portals, and read their own health data.®!

Fourth, there is an important role for eHealth designers and
informaticians working in collaboration with health organisa-
tions and—crucially—patients, to develop structural improve-
ments in patient portals. Such designs should encompass notes in
multiple languages, and interfaces that allow manually impaired
and sight-impaired patients to access and contribute to their clin-
ical notes.** The use of tooltips or other design modifications
embedded in clinical notes may also facilitate patient under-
standing of medical or psychotherapy terminology without
further compromising the clinician’s time and workload.®® %

Finally, clinical education can play a role in improving prac-
titioners” education about open notes, and the justifications for
sharing notes with patients. Indeed, it is our hope that this paper
will prompt a deeper discussion about the role of epistemic
injustice in healthcare, and a call to action. Specifically, we hope
that health professionals will reflect on the ethical justifications
of sharing notes, the epistemic and healthcare advantages of
engaged patient partners and the harms of withholding patient
access.
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