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Abstract

Background: Roles in the doctor-patient relationship are changing and patient participation in health care is increasingly
emphasized. Electronic health (eHealth) services such as patient accessible electronic health records (PAEHRS) have been
implemented to support patient participation. Little is known about practical use of PAEHR and its effect on roles of doctors and
patients.

Objective: This qualitative study aimed to investigate how physicians view the idea of patient participation, in particular in
relation to the PAEHR system. Hereby, the paper aims to contribute to a deeper understanding of physicians constructions of
PAEHR, roles in the doctor-patient relationship, and levels and limits of involvement.

Methods: A total of 12 semistructured interviewswere conducted with physiciansin different fields. Interviewswere transcribed,
trandated, and a theoretically informed thematic analysis was performed.

Results: Two important aspects were identified that are related to the doctor-patient relationship: roles and involvement. The
physicians viewed their role as being the ones to take on the responsibility, determining treatment options, and to be someone
who should betrusted. In relation to the patient’s role, lack of skills (technical or regarding medical jargon), motives to read, and
patients characteristics were aspects identified in the interviews. Patients were often referred to as static entities disregarding
their potential to develop skills and knowledge over time. Involvement captures aspects that support or hinder patients to take an
activerolein their care.

Conclusions: Literature of at least two decades suggests an overall agreement that the paternalistic approach in hedlth careis
inappropriate, and a collaborative process with patients should be adopted. Although the physiciansin this study stated that they,
in principle, werein favor of patient participation, the analysis found little support in their descriptions of their daily practice that
participation is actualized. As seen from the results, paternalistic practices are still present, even if professionals might not be
aware of this. Thiscan create aconflict between patients who strive to become moreinformed and their questions being interpreted
as signs of critique and mistrust toward the physician. We thus believe that the full potential of PAEHRs is not reached yet and
argue that the concept of patient empowerment is problematic as it triggers an interpretation of “power” in heath care as a
zero-sum, which isnot helpful for the maintenance of the relationship between the actors. Patient involvement is often discussed
merely in relation to decision making; however, this study emphasi zes the need to include al so sensemaking and learning activities.
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Thiswould provide an alternative understanding of patients asking questions, not in terms of “monitoring the doctor” but to make

sense of the situation.

(J Med Internet Res 2018;20(1):e11) doi: 10.2196/jmir.8444
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Introduction

Patient Participation and Electronic Health
Technologies

Patient participation is advocated as ameansto improve patient
safety and is seen as akey component in the redesign of health
care. There are, however, many barriersto patient participation
that according to Longtin et a can be divided into (1)
patient-related and (2) health care professiona factors [1].
Among health care professionals, the main obstacles to patient
participation are the desire to maintain control, lack of time,
personal beliefs, and insufficient training in the patient-caregiver
relationship [1].

It is argued that electronic health (eHealth) technologies have
a tremendous potential to promote patient participation and
improve health outcomes [2]. eHealth interventions recently
started to focus on patients’ rights to access their electronic
health records (EHRS) over the Internet (eg, through patient
portals). However, literature is not conclusive regarding the
effects of making health records available for patients. Some
studies have reported that patient accessible health records can
generate anxiety or concerns[3], whereas others have concluded
that having full access may decrease anxiety [4]. At the same
time, it has been reported that health care professionals have
been concerned about giving patients Web-based accessto their
health record (see eg, [5]). One of the concernsfrom physicians,
as identified in a previous paper, was that patients would read
their EHR with the purpose to control and monitor physicians
[6]. Thus, they feared that patientswould check on and monitor
the physician’s activities rather than adhering to the more
“traditional” relationship: that physicians check on the patient,
and not the other way around. These results indicate that we
need to further explore the doctor-patient relationship in relation
to eHedth interventions aming at increasing patient
involvement.

The purpose of this paper was to analyze and report in depth
about how the interviewed physicians view the idea of patient
participation in general and in relation to patient accessible
electronic health records (PAEHRS). This is important to
understand how they make sense of and assess the introduction
of PAEHRs and eventually to explore the possible relationship
between their concerns and the patients’ abilities to become
active partnersin their care. The contribution of this paper isa
deeper understanding regarding factors related to physicians
framing of PAEHR in relation to patient participation.
Furthermore, the paper contributes with a critical discussion of
the concept of patient empowerment as being problematic as it
triggers an interpretation of power as zero-sum.

http://www.jmir.org/2018/1/e1l/

In our previous paper [6] from this study, we gave an overview
of our whole dataset, which was thematically analyzed in
relation to the physician’swork environment. In this paper, we
want to explore certain aspects of the datain more depth, which
isin accordanceto the method as presented by Braun and Clarke
[7]. The detailed analysis conducted for this paper focused on
patient participation and empowerment as an element of the
patient-doctor relationship. The main research question driving
this in-depth analysis was “How do physicians view the idea
of patient participation in general and in particular in relation
to patient accessible electronic health records (PAEHRS)?’

The Patient Portal and PAEHR

Patient portals are provider-tethered applications that allow
patients to access, but not to control, certain health care
information (eg, their EHR) and provide communication and
administrative functions (eg, secure messaging, appointment
booking, and prescription refill requests) [8]. In 2012, Region
Uppsalain Sweden launched a Web-based patient portal to its
350,000 citizens as part of alarge European Union project. The
portal offers about 10 different eHealth Web services and aims
to contribute to patient participation. Efforts to enhance
participation through eHealth solutions have been emphasized
in the National eHealth strategy of Sweden [9]. The provided
eHealth servicesinclude, for example, PAEHRS, including the
latest test results, appointment booking, following a referral,
and a list of names of all health care professionals who have
entered the EHR (so called “log list”). The PAEHR captures
information from different EHR systemsin all of Sweden, and
the patient can read information from the primary care as well
as hospital care. What exactly is shown in the system depends
on (1) the EHR system the provider uses and (2) the region
where the provider is located and thus whether and how the
PAEHR system has been implemented. It is not possible for
patients to edit the records; however, in Region Uppsala, they
can comment on each of the professionals’ notes. Patients access
the portal using an e-1D or other securelog-in options. Initially,
and at the time of the presented interview study, health care
professionals had to sign or approve the medical notes for
patients to access them within the first 2 weeks. Thiswas later
changed, in that patients in Uppsala now choose whether they
only want to read signed notes or unsigned notes aswell. Today,
PAEHRs are provided in 19 out of 21 countiesin Sweden and
have more than 1,000,000 registered users[10].

Doctor-Patient Relationship

Various models of the relationship between the physician and
the patient have been discussed in literature (see eg, [11-13]).
The different models have been developed over time in
accordance with new approaches to conducting health care, for
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example, shared decision making [12,14] and patient-centered
approaches [15].

In the following, we will briefly describe the basic models of
the doctor-patient relationship by Szasz and Hollender [16] and
the models discussed by Emanuel and Emanuel [12]. Even
though the approachesto conceptualize the rel ationship overlap
on certain levels (eg, they both include a paternalistic model),
we consider them both relevant for our discussion as they
emphasize different aspects. In Szasz and Hollender, primarily
the role of the patient is changing (from infant to adolescent
child to adult) [16], whereas Emanuel and Emanuel outline a
spectrum of possible roles for the physician [12].

For each of their three basic models of the doctor-patient
relationship, Szasz and Hollender describetherolesof physician
and patient and relate the rel ationship to a prototype [16]:

Activity-Passivity: Thisisthe oldest model, according to Szasz
and Hollender, in which the physician “does something to the
patient” [16] who isapassive recipient. Thismodel is suggested
applicable when the patient is unable to actively contribute (eg,
acutetrauma). Thisrelationship iscompared with that of aparent
and an infant [16].

Guidance-Cooperation: Szasz and Hollender outline that this
model is employed in situations in which the patient is
conscious, and both the patient and the physician are active
[16]. However, the patient’s activity is rather to cooperate and
“obey,” asthe authors put it [16], without questioning, arguing,
or disagreeing with the physician’s orders. Thisisexplained in
that the patient places the physician in a position of power
because the latter possess medical knowledge that the patient
is lacking. The prototype of this model is the relationship
between a parent and the (adolescent) child [16].

Mutual participation: In this model, the physician has the role
to help the patient help himself, who as an equal partner in this
relationship uses expert help [16]. Accordingly, the prototype
of thismodel isthe relationship between two adults. The authors
explicitly refer to the management of chronicillnessesasclinica
application, where “patient’s own experiences provide reliable
and important clues for therapy” and where the treatment is
often carried out by the patient [16].

The analogy of the relationship between physician-patient and
parent-child has been made also by others. The very term of the
paternalistic model already entails the reference to a “father.”
Katz describes that patients may display childlikeness, which
is“triggered not only by pain, fears, illness, and memories but
also by how physicians view and respond to patients’ [17].
Furthermore, by viewing them “too much as needy children,
physicians disregard the fact that patients are adults as well”
[17] who have certain needs such as wanting to be informed
and involved.

In the four models of the “physician-patient relationship”
outlined by Emanuel and Emanuel, the physician’s role varies
between aguardian (paternalistic model), acounselor or adviser
(interpretive model), a friend or teacher (deliberative model),
and a technical expert (informative model) [12]. The
paternalistic model, in which the physician determines what is
best for the patient, leaves little room for the patient to

http://www.jmir.org/2018/1/e1l/

Griinloh et al

participate [13] and should today merely be justified during
emergencies[12]. In situations other than emergencies, patients
participation is essentia because although physicians might
possess more medical knowledge, patients know more about
their own needs[17]. In addition, some patients possessin-depth
knowledge of their condition, which may even exceed that of
the (more or less prepared) health care professional [18].

What emergesfrom the aboveisaquite disorderly view of what
the doctor may or should represent to a patient and what kind
of relationship between patient-doctor would need to be
established. Solitary decision making by physicians hasalong
tradition in medicine and obscures the uncertainty of medical
knowledge, which, as assumed by physicians, would lead to
anxiety and confusion if brought to the patient’s attention [17].

Patient Participation

Asthe changing rolesin the doctor-patient relationship suggest,
patient participation in health care, including decision making,
is increasingly emphasized. Patient empowerment has been
described as the attempt to increase the patient’s capacity to
think critically and make autonomous, informed decisions[19].
Patient empowerment is surrounded by many other concepts
such as engagement, enablement, participation, involvement,
and activation [20]. In an attempt to clarify boundaries and
rel ati onshi ps between these concepts, Fumagalli et a devel oped
aconcept map in which they combined the key definitionsinto
“Patient empowerment is the acquisition of motivation
(self-awareness and attitude through engagement) and ability
(skills and knowledge through enablement) that patients might
use to be involved or participate in decision-making, thus
creating an opportunity for higher levels of power in their
relationship with professionals’ [20].

The question remains what involvement or participation in
decision making means in practice. In what kind of decisions
are patientsinvolved and able to participate? Deber distinguishes
between two dimensions of choice: problemsolving (the search
for the solution to a problem) and decision making (the choice
being made from severa aternatives) [21]. It has been noted
that problem-solving situations require some level of medical
knowledge and thus, do not present themselves well to patient
participation, whereas certain decision-making situationsrequire
the patient to analyze and determine the value of potential
outcomes [1]. This distinction is very relevant when it comes
to the question whether patients“want to beinvolved” or would
rather “leave it to the doctor to decide” Research showed that
patients are quite capable to discern between these situations
[1,22]. In astudy by Thompson, patients' desire to beinvolved
was much higher regarding decisionsthat do not require medical
knowledge but that have lifestyle implications and where
attitudes and values are likely to be important factors [22].

Similar to the doctor-patient relationship, different models of
involvement and participation in consultation exist, which reflect
various levels of patient power [23]. With an increasing level
of patient power, the levels of professional-determined
involvement are (0) exclusion, (1) information-giving, (2)
consultation, (3) professional-as-agent, and (4) informed
decision-making [23].
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Despite a vast amount of research in this area, an in-depth
understanding of the impact of PAEHR in relation to patient
participation and the doctor-patient relationship is still lacking.
To reach the aim to understand the physicians views of patient
participation and PAEHRS' possible effects on this, this paper
adopted the models of the doctor-patient relationship and the
various levels of involvement from previous research.

Methods

Interview Content and Data Collection

Semistructured interviews were conducted in the summer of
2013, about 6 months after the PAEHR service was launched.
Twelve physicians were interviewed by three different
researchers. All researchers used the sametemplate for questions
to cover the required areas of interest. The template consisted
of 27 questions (see M ultimedia Appendix 1) and was developed
in cooperation through a number of meetings. All interviews
were done face-to-face except one, which was carried out by
email. On average the interviews lasted 1 hour.

Participants

As reported in the previous paper [6], getting access to
physicianswho werewilling to take part in an interview proved
to be agreater obstacle than was anticipated. Different strategies
were applied to find physicians, for example, contacting heads
of departments and making use of mailing lists. The project
nevertheless succeeded in getting a positive response from
physiciansin four different specialties: orthopedics, oncology,

Table 1. Anoverview of theinterviewees (N=12).
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emergency medicine, and internal medicine. The characteristics
of the interviewed physicians (N=12) can be found in Table 1.

Analysis

All interviewswere transcribed, trandated, and repeatedly read
by all authors. This paper is the second reporting of the study.
For the first paper [6], athematic analysis [24] was conducted
in which the whole dataset was coded, also known as complete
coding [7]. For this paper, a selection of data was used for an
in-depth thematic analysis, which consisted of data that
previously was coded “patient empowerment.” The selection
comprised nearly 50 pages of interview excerpts, which again
werethoroughly and repeatedly read through, jointly discussed,
coded, and commented on.

The excerptswere printed to facilitate collation, clustering, and
the development of athematic map. The clustered extractswere
read again for each theme to review the internal homogeneity
[24]. Part of the analysis process was aso the iterative
development of a thematic map. The iterative process with
several rereadings, discussions, and thematic descriptions was
carried out with the aim to achieve trustworthiness in the
research process. At the sametime, asthe potential themeswere
identified and reviewed, the authors read and discussed the
wider literatureto build on established conceptsand in particular
their distinctions (eg, patient-desired vs professional -determined
involvement [23], overlapping meanings of concepts such as
empowerment, engagement, enablement, participation,
involvement, and activation [20]). The quotes used in this paper
have been slightly edited to be more readable.

Characteristics

Number of interviewees

Specialty, n
Orthopedics (Ortho)
Oncology (Onco)
Emergency medicine (EM)
Interna medicine (IM)
Gender, n
Female
Male

Work experience (years), mean (range)

N N W O

5
7
14 (2-30)

Results

Overarching Themes

Thethematic analysis of the dataset resulted in theidentification
of the overarching theme doctor-patient relationship (Figure
1). The doctor-patient relationship captures two important
aspects that were discussed during the interviews with

http://www.jmir.org/2018/1/e1l/

physicians: the roles that are involved in this relationship (ie,
the medical professional and the patient) and in what way
patients can contribute in this relationship in terms of
involvement (related to concepts such as gatekeeping,
information sharing, and self-care).

In the following sections, the themes and subthemes will be
described and discussed in relation to the wider literature.
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Figure 1. Identified themes from interviews with physicians related to patient participation.

Roles: Medical Professional

The theme Roles: medical professional captures the way the
physicians talk about their own role in relation to patient
participation. When asked directly about patient participation
and what this means to them and to their role, many physicians
expressed that they were not generally opposed to this. They
rather expressed that patient participation isimportant and that
they arein favor of it. However, one common understanding of
participation found in the interviews was that patients
experiences need to be understood for the physician to assess
them, and then the patient needs to be convinced about what
treatment is the best, as exemplified in the following quote:

http://www.jmir.org/2018/1/e11/

XSL-FO

RenderX

In order to get good treatment results it is really
important for us to understand what problems the
patient is experiencing so | know how | can respond
to it and assess it. And then when we think we have
understood what is wrong, then we need to discussit
with the patient, we must get the patient on board and
make him or her also believe that this seems
reasonable, that thisis the problem. [EM-1]

Moreover, on several occasions, the physicians indicated that
for them patient participation is about presenting options from
which the patients may choose. For example, when being asked
what it would mean if the participation would increase, this
physician responded:
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| do not really think it [patients reading PAEHR]
would mean so much difference at all, because
already today you ask the patients how they want it,
if you have two equivalent alternatives to present it
iswhat the patient thinksthat determinesit. [Ortho-4]

In our interpretation, the above presented ways of involving
patients depicts the role of the physician akin to the
professional-as-agent. According to Thompson, the
professional-as-agent possesses “the technical expertise, but
patient preferencesareincorporated into their decision-making”
[23]. As Thompson points out, the incorporation necessitates
some prior dialogue and considers this as level 3 of patient
involvement, which is the second highest level [23]. However,
it can be discussed what this means in terms of patient
participation, as in the quote from EM-1, the term getting the
patient “on board” might be understood as getting the patient
on board of the doctor’s boat and not the other way around.

Deber even arguesthat the val ues assigned to potential outcomes
arenot relevant to problem solving (ie, searching for the solution
to a problem), and thus, patient participation is not necessary
to identify alternatives and to estimate their possible outcome
[21]. However, if the preferences and values do not play arole
and the physicians determine the “equivalent” alternatives
without a dialogue, we claim that this cannot be considered as
patients participating in decision making.

Some physicians claim that the physicians need to have thefinal
say when deciding upon atreatment and that thereisalimit to
patient participation in relation to science, as exemplified in
this quote:

There is some sort of limit to how much should the
patient [ beinvolved] . Whereisthe line between being
involved and to decide? We do have some treatments
that we claim to be better than others, but some
patients come with a belief that, well, they have read
or heard that a friend got this other treatment and
thinkit isbetter, and/.../ | think that the doctor should
have the final say in the case if you are basing your
opinion on science. [Ortho-3]

Thiscomment showsthe opinion that evidence-based decisions
should be prioritized. According to Williamson, ethical
challenges are raised when no clear evidence-based solutions
are available [25]. In these cases, the decisions have to be
supported by patient’s values and preferences. However, few
physicians in our interviews acknowledged the ethical
challenges. More often it was a matter of “corvincing” the
patient of the best treatment options regardless of individual
preferences. We interpret this way of making decisions as an
exampl e representing the physician in a paternalistic role.

Another aspect of the medical professiona’s role was the
question of responsibility and trust. This was discussed in
relation to patientsaccessing their EHR. Taking care of patients
was seen as the physician’s responsibility. As long as people
trust their physician, there should be no need for patientsto read
their records, according to some of the physicians. Most
physicians also believed that the patients already know what
they need to know without reading their EHR, as stated in the
following quotes:

http://www.jmir.org/2018/1/e1l/
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We are trying to do the best for all patients. We are
the ones who take responsibility for complications
and everything so they're going to try to enjoy life
and not sit in front of a computer and check test
results and devote time to it. [Onco-1]

| believe that most patients feel that they know what
they need to know, and have the influence according
to their level of knowledge, or how to put it. It'sa bit
likeif I leave the car to the mechanic, | do not expect
that I’ ll know exactly what they will do, but I’ m happy
if they fix it—sort of. [Ortho-2]

Furthermore, patients who intend to be more involved in terms
of asking questions were interpreted by one physician asasign
of mistrust. Thismistrust was also seen as arecent phenomenon
related to physicians' statusin society and alack of respect for
the physician’s high education. One physician stated asfollows:

And there is a mistrust in this that bothers me very,
very much. A mistrust for what | suggest. /.../ What
has happened to the old image of the doctor who was
very good and “now you are going to meet the
doctor” andit wasa personwith a high status. | don’t
have to be seen as some demigod, but | want to be
respected for the education that | have. It takesyears
to become a doctor, and even more years to become
an orthopaedic, and all these years of education now
count as nothing, because the patient should choose
now. And that mistrust bothers me. Do | feel that
mistrust, then | usually say to the patient that thiswill
not be good. | will transfer you to another doctor.
[Ortho-1]

We interpret that the idea that patients should give physicians
full responsibility and trust them to know what is best for the
patient is closer related to paternalism than to a partnership in
care. In paternalism, “the professional knows best and patient
involvement is limited to being given information or giving
consent” [23]. In summary, the way the physicians talk about
their role emphasizes that they are supposed to take on the
responsibility, determine the aternative options from which—if
equivalent—the patient may choose from, and the patient as
such should not be involved in this process but only trust the
physician’s judgment. In this sense, there is no risk of
“abandoning the patient,” which was emphasized as being a
risk when the autonomy istoo high (compareto[25]). Thishigh
level of autonomy would correspond to involvement level
4—informed decision making—where the patient makes the
final decision after the technical expertiseistransferred to him
or her [23]. However, we would argue that in the physician’'s
construction outlined previously, the patient is still left with a
rather passiverole, whichisnot inlinewith attemptsto establish
apartnership among equals, nor in linewith theideathat patients
should read their EHR.

Roles: Patient

The theme Roles: patient captures the way physicians talked
about the patients in terms of their skills (or lack thereof),
motives to read the EHR, and characteristics.
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Skills

The physicians discussed certain skills that are needed, but
which patients might lack, to benefit from accessing their EHR.
For elderly people, some physicians assumed that they do not
have that skill as they are not that familiar with the technology
needed. Thus, according to physicians, elderly people are
probably not that interested in reading their EHR, which is
illustrated in this quote:

I most care for the elderly and then, they usually do
not have an interest. They need to have
e-identification, for example, and Internet and stuff,
and they usually don’t have that. So, actually it is
more relatives like me, who want medical record
copies, but not the patient himself/herself. [IM-2]

Although the assumed lack of technological skills was related
to elderly adults only, the lack of medical knowledge was
discussed in relation to all patients. Because the content of the
EHR must contain medical terms, it was assumed that patients
would not understand it or even misunderstand its content. One
physician stated the following:

Therecord is not a means of communication with the
patient, the record is a tool and therefore it must
contain medical terms that the layman does not
understand for it to be an effective communication
tool among doctors and other health professionals.
[Ortho-2]

In relation to the content, it was not only the jargon that was
assumed to be difficult to understand by the patients but also
to determine which information isrelevant or important. Almost
all physicians discussed the complexity of the records and that
they are difficult to interpret and evaluate (even for them). The
records must therefore befiltered and interpreted for the patients
to help them understand. One example often mentioned by the
physicians in the interviews was what the particular lab results
mean for patients. Without the physician’s guidance and support,
patients would focus on details and not understand the real
meaning of lab results. Moreover, physicians claimed that
patients refer to details in the record that are of no importance
to the physicians, as exemplified by the following quotes:

There are also a lot [of cases] where a lab value or
something is outside the reference range but when it
does not mean anything, which | think the average
citizen does not understand: “ But it is outside the
reference range, so surely something must bewrong”

[Ortho-2]

And then | have had patients who several times have
printed their record and then they say: “ You write
here that | had pains in two weeks, but the truth is
that | did have pain for three weeks” And then they
talk about bitty details in the record and talk about
all the details. [Ortho-1]

These comments exemplify that the professionals regarded
certain aspects or wordings as not as important or relevant as
their patients did. Whether the particularities in the records (2
vs 3 weeks as in the quote above from Ortho-1) are relevant
might be questioned. It is understandable though that patients

http://www.jmir.org/2018/1/e1l/
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are interested in having errors corrected, which has al'so been
reported by Esch et a [26]. However, Rexhepi et a reported
that few patients actually ask for errors to be corrected [4]. In
addition, we are faced with the question of whether the patient
is static or not. Related to the view of patients not being ableto
understand lab values, patients may learn over time to interpret
the results, especialy if the same tests are taken on a regular
basis.

Oneway for physiciansto handle that patients have difficulties
interpreting the information has previously, before PAEHR,
been to channel and select the pieces of information they give
to the patient. This strategy, however, is now challenged when
patients can access their record and tests results directly. This
changeisillustrated in the following quote:

If, for example, you are examining a patient, you don't
give them all answers one by one as they come in.
Instead you make a plan and decide how the patient
is and what sort of information they can take. Then
it is difficult that they can just go and read it all by
themselves without having any idea what that means
mostly, really, so it's not good. [IM-2]

We interpret that this way of presenting patients with selected
information is a type of interaction that follows on the
paternalistic model of doctor-patient interaction [12]. Thismodel
describes how the physician provides the patient with “ selected
information” to “encourage the patient to consent” [12].

The physicians were aware of, however, that today patients are
also looking on the Web for further information. In the
interviews, this was regarded as both something positive and
negative. Although searching on the Web might clarify questions
for patients and increase their knowledge, some physicianswere
concerned that patients might not be equipped to interpret all
thisinformation, as exemplified by the following quotes:

They sort of clarify, sort out the question marks.
[Using Internet resources| may provide tools to find
out more. If | say that they have the disease X, they
can go home and google or go to the library or
whatever they do to acquire knowledge and learn
more about it. [Ortho-3]

You can search [onling] and many do, both patients
and parents. So, you go out and search Google for
various treatments. And seek their own information,
and there is the problem to be able to evaluate the
information you find because a lot is not scientific or
quality assured. [Ortho-4]

Thereis nothing that isworse than a patient that has
read things on the Internet and says“ | absolutely do
not have hedl spur” Then | say “you do have heel
spur” Then they go: “ | read on the Internet and | do
not have heel spur. | read on the Internet and don't
have everything that it says there’ But then | say
“that the other 19 things on the list out of 20 was
correct, so you have hed spur. From experience, |
know that if you have 19 out of 20 then you do have
heel spur” “WEll, that one was not correct” | have
these problems all the time, and it isjust because the
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Internet exists. Very tough and energy consuming!
This is because Internet has no control. Internet
contains anything at all. If you enter the wrong page,
and read the wrong thing where someone who is not
serious writes, then you can get the wrong
information. [Ortho-1]

Motives

During theinterviews, the physi cians mentioned some possible
motivesto (or thelack thereof) why patients might want to read
their EHR. Lacking interest in reading was connected to el derly
adults who are satisfied with what they know. The elderly do
not “want to know everything,” according to physicians. If a
physician perceives that patients today put lesstrust in the role
of the doctor (see above), this was assumed to be a motive for
the patient to read the EHR. Thus, some possible motives to
read were negatively associated by the physicians, for example,
regarding patients to act as the police or someone who check
on the doctor. One physician stated the following:

I am very afraid of misunderstandings.
Misunderstandings, and mistrust, and some already
say that. Do you [the patient] think that | do what is
worsefor you, or what do people think? Why do they
need to check me? If you have that perspective and
there is a misunderstanding, then everything can
happen. SO WRONG! [Ortho-1]

Griinloh et al

A few physicians mentioned that some patients need their health
records for an insurance claim or because they want to share
the record with family members who work in health care.
Several motives in relation to a medical interest were also
mentioned: patients can have an eye on the progress on the Web
as well, use the EHR as a memory aid about what has been
discussed during the visit, or read the test results before their
next planned visit.

Characteristics

The physicians expectations ranged from rather negative to
neutral to rather positive in relation to patients accessing their
EHR (Figure 2). A negative or a positive expectation (red or
green box in Figure 2) could be related to a certain stereotype
of a patient, which physicians used as examples. Where the
expectations were rather neutral, the physicians would not
describe a specific “type” but instead they discussed the
possible characteristics on which the outcome might depend
(grey box in Figure 2) such as personality, age, or whether they
areinterested in the first place.

If physicians were expecting rather negative behavior from
patientsaccessing their EHR, patientswere described as anxious,
detail-focused, overwhelmed (ie, who need guidance), would
possibly “shop around,” or aslaypersons. Thesetypesof patients
would demand that the physician either would need to calm the
patient, to guide him or her, or to explain again the situation.

Figure2. Characteristicsof patientsthat were associated with negative, neutral, positive expectationstoward patient accessi ble electronic health records

(PAEHRYS).

* The anxious

* The layperson

* The child

* The detail-focused
* The overwhelmed
* The shopper

* Age

* Personality

* Interest Level

* The chronically ill
* The infomed
* The responsible

Increasing positive expectations regarding PAEHR

This extra work would arise because of the existence of
PAEHRs, according to these physicians. In addition, certain
activities (eg, guiding the patient through their results) would
be impeded when patients read their records on their own.

In someinstances, physicians commented on the patient’s access
inarather neutral way, while acknowledging that certain aspects
depend on the patient. For example, whether patients are
involved directly would depend on their personality, their
genera interest, or their age (ie, the elderly are perceived as
less likely to be actively involved or to have Internet access).
Thus, in these instances the physicians did not have fixed
expectations and did not describe a specific type of patient.

Few physicians commented in a positive way about certain
patients accessing their EHR and thus, possibly benefiting from
thiseHealth service. Here, the physicians described certain types
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of patients, namely those who are chronicaly ill and thus
“extremely interested in their healthcare” [Ortho-5] or patients
who are well-informed and read up. A last group of patients
was described astaking responsibility for possible consequences
of their actions (eg, if they read their record outside of office
hours and thus face the consequence that they cannot
immediately contact health care to ask questions).

It isinteresting, that none of these physicians discussed how a
patient could possibly develop from theleft category (negative)
into the middle (neutral) or right category (positive). Peopleare
not a static entity but are able to develop skills and knowledge
over time. It could well be that the chronically ill patients and
those who are well-informed and read up were not always like
this but developed over time. However, even well-informed
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patients might face new situations where they lack knowledge,
have to adapt, and start a new learning process.

One explanation could be that the interviewed physicians from
the hospital might not treat the individual patient on severa
occasions. In other words, lacking a continuity of care makes
it difficult for physicians to develop a long-term relationship
with a patient and thus, recognize the potential devel opments.

I nvolvement: Gatekeeping

I nvolvement captures aspects that support or hinder patients to
contribute and take an active role in the doctor-patient
relationship. Involvement includes themes such as gatekeeping,
information sharing, and self-care.

The interview questions centered around the patient portal in
generd andin particular in relation to the eHealth service, which
gives patients accessto their EHRSs. It isthus not surprising that
many aspectsthat touched upon involvement of patientsintheir
care were related to information sharing between doctor and
patient. One of the introductory questions, however, explicitly
addressed physicians thoughts on patient involvement and what
it could mean for them if the participation would increase.

Some physicians were negative to patients reading their EHR
by themselves and would rather prefer physicians to be the
contact person for patients, as exemplified by the following
quotes:

Doctors are honest and are telling the truth, why
should they [patients] get access to the record, they
can surely come to visit and discuss possibilities and
explanations. [Onco-1]

It is not that we want to hide something or, but there
isaworld of its own and we have gone through a long
training to handleit in the best way and then you have
to alsolet usdo the work without checking everything
and interfering. [IM-2]

| think it's inhumane to patients, who of course then
goin[the EHR] andlook, becausethey want to know,
and they think “ | can handleit” [Onco-3]

Asaforementioned, at thetime of theinterviews, patients could
only see those records that were signed by the physicians or
were older than 2 weeks. The necessity to sign notes could at
this time be used by physicians to prevent patients from
accessing information as is described in the following quote
from an oncologist:

I will no longer sign test resultsin the same way as |
did. If thereis any progress then | will not sign since
the patient can go in and read the answer before |
have had time to call and tell them. [Onco-1]

The same physician also considered writing more vague
descriptions and wait with the specific details until they were
discussed with the patient. Both, changing the way of writing
and thus limiting the information provided and not signing the
notesto prevent immediate access, can beinterpreted as* covert
ways to remain in power,” as described by Longtin et a [1].
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Involvement: Information Sharing

In thissection, bilateral information sharing between the health
care system or physician and the patient is discussed. On the
one hand, the health care system is sharing information with
the patient by giving them access to their EHR through the
patient portal. On the other hand, patients are also sharing
information by not blocking parts of their record. Patients are
entitled by law to block certain parts or al of their medical
records and then the records would not be accessible for health
care professionals unless there is an emergency situation. The
interviews addressed also the prospect of patients blocking
information; thus, the discussion also considered information
that is shared (or not shared) with physicians.

Physicianswere not critical about giving information to patients
in general, on the contrary, they considered this as important,
as exemplified by the following quotes:

The patient must be well informed about their disease
and what we might plan to do, what are the
opportunities, what the prognosisis, treatments, that
they will have an influence over what they will be
going through, and for them to be involved so they
must have been properly informed. [Ortho-2]

It is very, very important that we give information
why we do different things, what is happening around
you. “ Why should | not eat, why should | shower with
a special soap?’ /... Before the doctor told the
patient what to do and the patient did it without really
under standing, and nowadays that does not happen.
Today people require to understand why and | think
that is reasonable. [Ortho-1]

In the quotes above, the physicians talk about the necessity for
patients to understand what is happening around them and
exemplify thiswith the reasons behind certain instructions that
the patient is supposed to follow. However, patients may ask
guestions about aspects that the physician may not deem to be
relevant at that time. One physician stated the following:

Or they bring a record that some other doctor has
written, and then they say that “ | don’t understand
these words. Could you explain them to me?” Then
| have to take time from my schedule to explain this
to them. When it wasn't even methat had written them
to start with. [Ortho-1]

Although these kinds of questions may be perceived asaburden,
we believethat they might neverthel esshel p the patient to make
sense of the situation. This sensemaking may in turn be
necessary to be able to ask further questions to reach an
understanding.

On several occasions, the physicians mentioned that the patient
has the right to see the information; even though some were
critical about when and how this information was shared. One
physician stated the following:

The patient has the right to know /.../, they have the
right to read the record and get to know how we have
written about it, and it's not something secret, | mean
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we aretalking to the patient about what is happening

and we explain everything. [Onco-1]
Some physicians reflected on how information is shared with
the patient in general (ie, without information and
communicationstechnology [ICT]) and that this processisalso
not perfect, as exemplified by the following quotes:

| sometimesthink that thereisa certain lack of written
information about various diseases because, uh, at a
clinic visit, the patient is often stressed and /.../ it is
very much information to take in, uh, so | think that
many would have needed to read something a bit more
structured after the visits, for example. [Ortho-2]

It is difficult as well to memorize everything that is
doneand all samplesin aclinicvisit, so now you can
sit at home in peace and quiet and read the record.
[Ortho-5]

If you put demands on the patient to rest their foot
and stay in bed for two weeks, then they need to
understand why they need to do that. /.../ We are not
very good at giving that information, and that
information should be on the Internet. Thereiswhere
people ook today. [Ortho-1]

The responses indicate opportunities for ICT to improve
information sharing with the patients, for example, by giving
them more structured information. However, it was strongly
guestioned whether giving patients access to their EHR would
solvethislack of information, asit was assumed that thiswould
worry patients, and they would not understand more from what
they haveread. In the quote below, Ortho-1 expressesthat there
are better ways to inform patients than to give them access to
their EHR:

| think that you solve the wrong problem. Patients
are not informed; they feel non-informed. And | agree
with that. Worried, they don't understand, they are
not doctorsthemselves. Thisis solved by themreading
their medical record? It is the wrong solution to the
problem! Then they become more worried, and more
upset, and don't understand. All thisworry should be
met in a better way with better information and better
general information. Better information about what
will happen during your surgery, what doesthisword
mean, what will happen now. [Ortho-1]

Physicians sharing specific information with patients can be
interpreted as level 1 of patient involvement, which includes
“simply giving them information considered necessary by
professionals’ [23]. Considering that level Oisactually thelevel
of excluding patients [23], we regard the level of involvement
asnot very advanced onlevel 1. Thus, although physicianswere
positive toward sharing information on a more general level,
there is room for improvement on the way to a partnership. In
particular, information sharing should possibly go beyond what
professionals consider necessary and also reflect the patient’s
need for information.

Most physicians were, however, critical about patients
possibility to block certain information in their EHR and by
this, denying the professionals access. Although few agreed
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that there might be instances where the patient might want to
block sensitive data, they considered this as a potentia threat
to giving patients proper care. However, most physicians
acknowledged that patients might want to exercise their right
to block information but would then also have to take
responsibility for it, as exemplified in the quote below:

Basically, it's right that you determine the course of
your own body and what others should know about
it. But on the other hand, | fear that it might get out
of control and that it can eventually become a danger
to a patient and information which for me can bevery
important that | cannot access can then lead to me
giving wrong or even dangerous care to someone. |
can understand it, but for my treatment of the patient
itisariskthat it is something bad. So overall, | think
it's unfortunate, but at the same time, it is perhaps
something you have to accept that peopl e decide over
themselves. [Ortho-3]

It was seen positively, however, if the system would indicate
whether anything was blocked, so that they could engagein a
conversation with a patient on whether they want to share this
information with them, as expressed by EM-1 in the quote
below:

That would be a bit better. Then | can see that
something is hidden, and | can ask the patient:
“ Something has been blocked here, would you like
totell mewhat issaysthere?” And you might be able
to solveit that way. If thisisthe way they have chosen
to go, this might be a better solution. [EM-1]

The physician’s concerns of patients blocking them from
information is interesting, in that it can be related to the idea
that only the professionals are in the position to determine
whether a piece of information is relevant or not. This refers
not only to what should be shared with the patient but also what
information should be available to the professional and what
kind of questionsisrelevant to discuss. It seemsthat physicians
have the motto “the moreinformation the better” when it comes
to themselves and their work. However, the same motto does
not seem to apply to patients, as it is assumed they would be
overwhelmed and focus on irrelevant details.

Involvement: Self-Care

The theme self-care captures discussions around patients who
have the ability to care for themselves and perform activities
necessary to achieve, maintain, or promote optimal health, as
has been defined by Richard and Shea ([27], as cited in [28]).
Although the physicians tended to discuss their own
responsibility in taking care of the patients, on few occasions
it was mentioned that patients can also engage in self-care and
might benefit from technological support. The quotefrom EM-1
is one such example:

If you think of the big picture, | think it isa lot down
to the available information, that the patient is
worried about some disease and they can get
information from reliable sources, not just googling
for it, get help to make their own judgment about what
they believe so that they may be able to engage in
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self-care or they could actually wait a few days and
make an appointment at the local surgery, they do
not need to come to the emergency ward. Then they
are more involved in their own healthcare [EM-1]

Asdiscussed previoudly, only few physicians mentioned patients
with chronic conditions, although these patients often engage
in self-care and perform many health-related tasks outside the
doctor’s office. Although some physicians talked about this
patient group and the potential benefits for them to accesstheir
EHR, others considered this group as rather marginal, as
exemplified in the quote below:

There could possibly be some chronically ill patient
who is extremely interested in their healthcare and
who review and evaluate the information in their
medical records. They would possibly be able to
control their disease better, but it issuch a very small
group, and the group gets this information in any
case. One can only ask that you be kind and print test
results on paper when you're at the doctor or
whatever it may be, you can print the X-ray and so
on. So, | do not think it will change, the possibility
has been for the small, small group it concerns.
[Ortho-5]

Patients being encouraged to change their behavior can also be
related to self-care, in that they have to take action themselves.
The following comment exemplifies theideathat to emphasize
the need for a behavior change, physicians might use the EHR
to add comments for the patients to read, for instance “quit
smoking,” as exemplified in the quote below:

But it's a difference if it comes to, for example,

smoking cessation, then you need a lot of participation

that the patient himself realizes: “ ohwell, | also have

to do something” You try to help the patient get

medical careor agroup or stuff likethat, then we can

try to help the patients to make the step themselves.

[IM-2]
A few physicians discussed the possibility that patients could
use their EHR as a memory aid to review instructions, which
may then lead them to better follow those, as exemplified in the
following quote:

It would surely be that the patient gets easier
opportunity to review what was said at such a clinic
visit, to remember more all instructions maybe, or
together with the information you had, because you
know that it is difficult to absorb all the information
during a visit so, so that it is clear that there can be
an advantage to have it as repetition. [Ortho-2]

It has been emphasized that patient empowerment is the
“antithesis of compliance” [19], in that empowerment-based
interventions help patients to “think critically and make
informed decisions’” [19]. Thus, given this view, reaching a
better compliance should not be the main objective for giving
patients access to their records. However, reviewing the
information discussed during a visit can support patients
self-management, which in person-centered care is “another
route toward greater participation” [25].
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Discussion

Limitations

A limitation inherent in using interviews as a method for data
collection isthat what participants report may differ from what
they actually do. In addition, some statementsin the interviews
related to patients reading their EHR were rather expectations
than actual experiences. For the coders, it was partly unclear
whether the participant reported on an actual experience.
However, the analysis was focused on the descriptions of their
daily practices and how they explained their concernsin depth
and related the constructions to concepts found in the wider
literature (eg, models of doctor-patient relationship).

Astheinterviewstook place only afew months after the launch
of the system, it is possible that attitudes might have changed.
Although a survey conducted in another region in Sweden
(Region Skane) about 2 years after the introduction of the
service suggests that this might not be the case [29]; follow-up
research in Region Uppsalais needed and aready in the works.

As the interviewed physicians had different specialties and
worked at the hospital where a continuity of care might be
lacking, results may be different with general practitioners (GPs)
or physicians who are able to devel op along-term relationship
with their patients. In addition, limits of participation as seen
by physicians may differ whether they are specialists (eg,
oncologists or orthopedists) or aGP. Further research is needed
to investigate whether the different types of therelationship (eg,
short term or long term) or the gravity of information or
decisions they are dealing with influences the physicians
attitude toward patient participation.

Conclusions

The conclusions are related to two areas: (1) the doctor-patient
relationship and the possibilities to use PAEHR as a tool for
patient participation and (2) the use of “ patient empowerment”
as a problematic concept.

The Doctor-Patient Relationship and PAEHR as a Tool
for Patient Participation

Already in the nineties, it was argued that unless there is an
emergency situation, the paternalistic model of adoctor-patient
relationship isnot beneficial. The main reason isthat this model
assumes that patients and physicians share similar values and
views, which is an assumption that may be incorrect [12].
Instead, shared decision making as a collaborative process in
the medical encounter has been advocated [12,14]. Although
the physicians in this study answered that they, in principle,
were in favor of patient participation, the analysis found little
support in their descriptions of their daily practice that
participation is actualized. On the contrary, there were several
signsof paternalism. Thisinterpretation wasfurther strengthened
by the expectations that physicians often held regarding the
characteristics of their patients (eg, as being unable to
understand and as being worried and anxious).

The paternalistic model was also mirrored in the interviews, in
that physicians described that patients only should be provided
with pieces of information that they might be ableto take in at
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a certain point in time. The physicians reacted strongly when
patients could read the results before they had finished their
process (ie, the investigations). In addition, physicians also
criticized that they would have to spend extra time explaining
and/or discussing information patients found themsel ves, which
they would not have to do otherwise. It was also mentioned
repeatedly that patients should trust the physicians, who are not
working against the needs of the patients but have the best for
them in mind. This exemplifies an assumption of shared
objectives, which isan important dimension of the paternalistic
model.

At the sametime, physicianstended to view patients’ questions
assigns of critique and mistrust. In our interpretation, thisisan
interesting struggle between the need for a “patient that
understands’ and the negative reactions that questions may
evoke. We defend the possibility for patients to pose questions
not only regarding instructions but also regarding other
“objective facts’ because to the patient, this is a process of
sensemaking that is not necessarily of the same kind as to the
professional. Making it visible for physicians which of their
patients read their EHR might alter the doctor-patient meeting.
Knowledge of whether the patient has read their EHR might
help physiciansto open up the discussion and hereby, create an
open atmosphere where patients feel comfortable to talk about
what was said in the record. This could be an opportunity to
increase patient involvement to higher level sthan was expressed
in the interviews, which we attributed to level 1 (information
giving) [23]. However, making it visible to the physicians who
interpret patients reading as a sign of mistrust might affect
patients so that they read less.

Low health literacy and the lack of knowledge of the subject is
one obstacle to patient participation [1]. Although it still isthe
case that some patients do not want to be involved more than
necessary, we believe that by opening up and inviting patients
to ask questions, they will be morewilling to participate, which
could improve their health literacy. Considering that people
develop skills and knowledge over time, reading their own
record through a patient portal might enable patientsto ask more
questions.

As seen from the results, paternalistic practices are still present
evenif professionals might not be aware of this. PAEHRs make
it much easier for patients to have access to their data without
having to ask for permission. Even if the professiona motto
“the more information the better” could not be realistically
applied to a patient, by the support of PAEHR we can at |east
avoid the patient being caught in a restricted situation of “less
ismore”

We see PAEHR as atool that opens a path for patients in that
it is more difficult for professionals to exclude them. This is,
however, only the first step. Our analysis highlights a clash
between the principles underlying physicians' practices and
PAEHR, namely paternalism versus participation. This is an
important finding. We believe the potential of PAEHRS is not
reached yet, in that they could support not only the
communication but might also support a change of the
doctor-patient relationship toward one among equals.
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“ Patient Empowerment” |s a Problematic Concept in
Academia and in Practice

Following from our analysis, we believe that a concept like
“patient empowerment” is not helpful, in that it implies aloss
of power and control on the part of the professionals. Health
care is traditionally hierarchica and, especialy in the
paternalistic model, professionals have the authority.
Emphasizing the empowerment of patients triggers an
interpretation of “power” in health care asazero-sum, meaning
that a gain of power for one side (ig, the patient) entails a
corresponding loss for the other side (ie, the professional).
Although we are not opposed to giving patients more power,
we consider thisinterpretation as not hel pful for the maintenance
of the relationship between both actors. In addition, we do not
consider power in health care as a zero-sum situation in which
the patient in the end will “take over” from the professional
who ends up being a mere the technician who gives an advice
(compared to the “engineering model”, [13]). We perceive,
however, that patients might have other reasons to follow up
on the test results than the professionals might have. Although
professional s read the information in the record to diagnose the
patient and plan the treatment, the patient might feel the need
to read therecord to follow up on what is happening (eg, reading
the log list to check whether anything is happening), to start a
sensemaking process, to prepare for the next meeting, or maybe
even to process what is happening to them. The patient
empowerment definition by Fumagalli et a includes the
acquisition of motivation and ability to be involved; however,
it focuses merely on decision making [20]. Relating to the above
discussion, we prefer a term like participation over
empowerment and would extend this to include aso
sensemaking and learning activities. Sensemaking and learning
are ongoing activitiesthroughout the health care pathway. Even
patients with chronic conditions encounter new situations
through new symptoms or relapse, in which the sensemaking
and learning process might start yet again.

A commonality between the presented models of the
doctor-patient relationship in the background of this paper
[12,16] is that patients are described as being static and
unchanged. However, patients can develop over time from an
inexperienced “ childlike” patient into an “expert” patient or the
other way around. Albeit not easy, professional attitudes and
practices have to be reexamined, including the view of patients
as static and unchanged. Other things that need to be
reconsidered are the importance of hiding uncertainties from
patients, the need to appear authoritative, and to view patients
as not sufficiently competent to participate in decision making
(compare to [17]). This can be related to hedth care
professionals who have to “unlearn being in control” when
patients are becoming more empowered [30].

In this collaborative setting, PAEHRS can contribute to the
development in the doctor-patient relationship, in that it opens
a way for patients to play an active role and makes it more
difficult for physicians to maintain a strategy that potentially
exclude patients. Thus, it islikely that the relationship between
doctor and patient is changing; however, the question is when
a transformation will take place and how the relationship will
develop over time. One might hope that by being able to read
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one's records, the involvement increases and hereby, the
distance between patient and physician decreases toward a
relationship among equals. However, there is a risk that the
future still remains“the silent world of doctor and patient” [17],
where professionals do not ask and patients do not tell whether
they read their records. Further research is needed on how
patients make use of the record and whether professionals are
today still unaware whether their patients read. In addition, the

Griinloh et al

question is also how both actors may be able to support each
other. For instance, professionals may be ableto support patients
to make sense of what is currently happening to them, and
patients can help professional s understand what they aredealing
with on aday-to-day basis. In that sense, we believe that eHealth
does not need to be a “power struggle”’ in the doctor-patient
relationship but can potentially help both partners to improve
their relationship collectively and to grow individually.
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